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Summary Measures of Population
Health

Supported Employment

Supported Services

Sur Das

Surgery and Disability

Sweden. See Disability Law:
Sweden; Social Model: Sweden

Switzer, Mary Elizabeth

Sydney Paralympics

Syle, Edward W.

Syphilis

T4 Program

Taiwan. See Experience of
Disability: Taiwan

Telerehabilitation

Telethons

Television

Temporal Lobe Epilepsies. See
Epilepsies, Temporal Lobe

tenBroek, Jacobus

Teratology

Thalab the Grammarian

Timur the Lame

Tokenism

Training Schools

Transgression

Transitions in Education and
Employment

Translating Theory and Research
into Practice

Traumatic Brain Injury

Travel

Tredgold, Alfred F.

Tropical Diseases

Tuberculosis

Tubman, Araminta Ross (Harriet)

“Ugly Laws”

Union of the Physically Impaired
against Segregation (UPIAS)

United Nations

United Nations Declaration on the
Rights of Disabled Persons

United Nations Disability
Convention

United Nations Disability
Statistics

United Nations Standard Rules

United Way of America

Universal Design. See
Accessibility; Aids for
Activities of Daily Living;
Assistive Technology;
Visitability

Universalism

University and College
Education. See Education,
College and University

UPIAS. See Union of the
Physically Impaired against
Segregation (UPIAS)
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Urbanization

Urinary Tract Infection in
Spinal Cord-Disabled
Patients

Vallathol
Values
van Gogh, Vincent
Van Landeghem, Hyppolite
Veeck, Bill
Vestibular Disorders
Veterans
Victor of Aveyron
Vineyard Deafness.
See Deafness, on Martha’s
Vineyard

Violence

Visibility and Invisibility

Visitability

Vocational Rehabilitation

Vocational Rehabilitation: Law
and Policy

Vocational Rehabilitation Act
(United States). See
Rehabilitation Act of 1973
(United States)

Voting

Vygotsky, Lev Semyonovich

War
Wheelchair
Wheelchair, Electric

Wheelchair, History of

Wilhelm II, Emperor

Willowbrook State School

Witchcraft

Women. See Family; Feminism;
Progressive Era Women in
Special Education

Woolf, Virginia

Work Incentives

Workers’ Cooperatives

Worksite Modification

World Bank

World Health Organization

Wulff, Hilde

Xenodisability
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Computer Software Accessibility Poetry

Public Transportation Representations of Disability, History of
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Readings in Volume V
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Autobiography
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Disability Arts
Documentary Film
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Film

Kyogen Comedy
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Barbauld, Anna Laeticia, from “An Inquiry into
Those Types of Distress That Excite Agreeable
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Conrad, Joseph, from The Secret Agent
Crane, Stephen, from The Monster
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Davis, Rebecca Harding, from “Life in
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Dickens, Charles, from A Christmas Carol
Dickinson, Emily, “Much Madness Is Divinest
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Dunn, Katherine, from Geek Love
Eliot, T. S., from The Waste Land
Elkin, Stanley, from The Magic Kingdom
Ervin, Mike, The History of Bowling
Faulkner, William, from The Sound and the Fury
Ferris, Jim, “Poems with Disabilities”
Freeman, Mary Wilkins, from “A Mistaken Charity”
Gilman, Charlotte Perkins, from “The Yellow
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Goethe, Johann Wolfgang von, from The Sorrows of
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Hawthorne, Nathaniel, from “The Birthmark”
Hawthorne, Nathaniel, from The Scarlet Letter
Hemingway, Ernest, from “A Way You’ll Never Be”
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Pynchon, Thomas, from The Crying of Lot 49

Remarque, Erich Maria, from The Road Back

Sandburg, Carl, “Cripple”

Scott, Sarah, A Description of Millenium Hall

Shakespeare, William, Richard 111

Shelley, Mary, from Frankenstein

Sinclair, Upton, from The Jungle

Sophocles, from “Philoctetes”

Sophocles, Oedipus the King

Spyri, Johanna, Heidi

Steinbeck, John, from Of Mice and Men

Stevenson, Robert Louis, from Treasure Island

Twain, Mark, The Innocents Abroad: Or, The New
Pilgrim’s Progress

Wade, Cheryl Marie, “I Am Not One of The”

Walker, Alice, from Meridian

West, Nathanael, Miss Lonelyhearts

Whitman, Walt, from Collected Prose

Whitman, Walt, from “The Wound-Dresser”

Wilde, Oscar, from “The Happy Prince”

Williams, William Carlos, “To Elsie”

Wordsworth, William, from “The Idiot Boy”

Images of Disability on Stamps
Jacob, Violet, “Kirsty’s Opeenion”
Johnson, Samuel, from “The Life of Pope”
Kafka, Franz, from The Metamorphosis
Kahlo, Frida
Kang Kyong-Ae, from The Underground Village
Keats, John, “This Living Hand”
Kuusisto, Stephen, from “Harvest”
Kye Yong Muk, from “Adada the Idiot”
Lawrence, D. H., from Lady Chatterley’s Lover
Lee, Harper, 7o Kill a Mockingbird
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Mann, Thomas, from The Magic Mountain
Melville, Herman, from Moby-Dick: or The Whale
Miles, Josephine, Poems
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Montagu, Lady Mary Wortley, Poems
Morgan, Emma, “Attention Deficit Disorder”
Morrison, Toni, from The Bluest Eye
Morrison, Toni, from Sula
Nietzsche, Friedrich, from Thus Spake Zarathustra
Nussbaum, Susan, Parade
Petry, Ann, The Street
Poe, Edgar Allan, “Hop-Frog”
Powers, Richard, from Operation Wandering Soul

Zeami, Semimaru
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Abu'l Aswad Ad-Duwali
Aesop

Agassiz, (Jean) Louis (Rodolphe)
Aristotle

Arnold, Ivan Karlovich

“Ata ibn Abi Rabah
Augustine, Saint

Austin, Mary Hunter

Ayres, A. Jean

Baby Bollinger
Bank-Mikkelsen, Niels Erik
Barbellion, W. N. P

Barker, Roger Garlock
Bashshar ibn Burd

Beecher, Henry Knowles
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Bourne, Randolph
Bourneville, Désiré Magloire
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Bowen, Robert Walter “Mike”
Braille, Louis

Bridgman, Laura Dewey
Brigham, Amariah

Broca, Paul

Browning, Charles Albert “Tod”
Buck (Eagle Detamore), Carrie
Buck, Pearl S.

Bulwer, John

Bunker, Chang and Eng
Byron, Lord (George Gordon)
Campanella, Roy

Canguilhem, Georges

Carroll, Thomas J.

Cartagena, Teresa de
Christoph, Franz

Cicero, Marcus Tullius
Claparede, Edouard

Claudius, Emperor

Confucius

Counsell, John

Crothers, Bronson
Cruickshanks, William

Dart, Justin

Darwin, Charles

De Labat, B. J. G.

de I’Epée, Abbé Charles-Michel
Deinhardt, Heinrich Marianus
Demosthenes

Desloges, Pierre

Dickens, Charles

Diderot, Denis

Didymus the Blind

Dix, Dorothea

Dorris, Michael and Reynold Abel (“Adam”)
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Diirer, Albrecht

Dybwad, Gunnar

Dybwad, Rosemary F.

Edison, Thomas

Edward the Confessor

Elkin, Stanley

Enns, Henry
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Fernald, Walter

Fleury, Victor

Foucault, Michel

Freud, Sigmund
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Galen

Gallaudet, Edward Miner
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Galton, Francis

Gennaro, Aldo

Georgens, Jan Daniel
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Goddard, Henry Herbert
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Guttmann, Ludwig
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Hathaway, Katharine Butler
Haiiy, Valentin

Hay, William

Heath, Jeff

Hippocrates

Hoffman, C. Colden
Homer

Hunt, Paul

Hussein, Taha

Ibn Al-Athir

Ibn Sirin

Ibn Umm Maktum

Itard, Jean Marc Gaspard
Jackson, William Henry
Jahiz, Al- (Abu Othman Amr bin Bahr)
Jernigan, Kenneth

Jiri, Jairos

Johnson, Samuel

Koto, Kuzuhara

Kallikak, Deborah

Kanner, Leo

Katada ibn Di“ama as-Sadusi
Keller, Helen

Kenny, Sister Elizabeth
Kerlin, Isaac Newton
Kessler, Henry Howard
Khalil, Al-

Khujjuttara

Kirkbride, Thomas S.
Knott, Margaret

Kraepelin, Emil

Lagovsky, Nikolay Mikhailovich
Lange, Dorothea

Lavater, Johann Kaspar
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Leupolt, Jane
Lewin, Kurt

Lichtenberg, Georg Christoph

Lohse-Wichtler, Elfriede
Li K'un,

Luther, Martin
Luxemburg, Rosa

Mace, Ronald L.
Mackenzie, Clutha
Maugham, W. Somerset
McDonald, Anne
McMillan, Mary L.
Michael 1V, Emperor

Mir Nasiruddin Harawi
Montessori, Maria

Moon, William

Murphy, Robert Francis
Muwaffak ad-Din Muzaffar
Nesbitt, Murrogh de Burgh
Nietzsche, Friedrich

Nirje, Bengt

O’Connor, Flannery

Perl, Otto

Pinel, Philippe

Pope, Alexander

Ramabai, Pandita

Rau, Fedor Andreevich
Rau, Fedor Fedorovich
Rau, Natalia Aleksandrova
Ray, Isaac

Roarty, John Joseph
Roberts, Ed

Roosevelt, Franklin Delano
Rousseau, Jean-Jacques
Rush, Benjamin

Rusk, Howard

Russell, Harold

Sanger, Margaret
Saraswati, Virjananda
Saunderson, Nicholas
Saveljev, Pavel Alekseevich
Séguin, Edouard Onesimus
Sequoyah

Socrates

Sokolov, Sergey .

Steiff, Margarete
Stevenson, Robert Louis
Sugiyama, Wa'ichi
Sullivan, Anne

Sur Das

Switzer, Mary Elizabeth
Syle, Edward W.

tenBroek, Jacobus

Thalab the Grammarian
Timur the Lame

Tredgold, Arthur

Tubman, Harriet

Vallathol

van Gogh, Vincent

Van Landeghem, Hyppolite
Veeck, Bill

Victor of Aveyron
Vygotsky, Lev Semyonovich
Wilhelm II, Emperor
Woolf, Virginia

Waulff, Hilde
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Barnum, Phineas Taylor (P. T.), from
The Life of P. T. Barnum

Beers, Clifford Whittingham, from A Mind That
Found Itself

Boswell, James, from The Life of
Samuel Johnson

Comments on Lord Byron’s Medical Care

Dos Passos, John, on Randolph Bourne

Gilman, Charlotte Perkins, from “The Yellow
Wallpaper”

Hathaway, Katharine Butler, from The Little
Locksmith

Ibn Khallikan, Biographical Dictionary

Johnson, Samuel, from “The Life of Pope”

Keller, Helen, from The Story of My Life

Kuroyanagi, Tetsuko, from Totto-chan: The Little
Girl at the Window

Nation, Carry A., from The Use and Need of the Life

of Carry A. Nation
Suetonius, Excerpts from the Lives
Yezierska, Anzia, Red Ribbon on a White Horse

CHILDREN AND INFANTS

Adoption and Foster Care
Changeling

Child Abuse

Child Care

Childhood, Youth, and Adolescence
Children of Disabled Parents
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Children with Disabilities, Rights of
Feral Children

Infant Stimulation Programs
Infanticide

Maternal Imagination

Parental Advocacy

Parental Narratives

Pediatric Rehabilitation

Poster Child

Prematurity

Readings in Volume V

Dickens, Charles, from A Christmas Carol

Dodd, William, from A Narrative of William Dodd.:

Factory Cripple

Goddard, Henry Herbert, “The Improvability of
Feeble-Minded Children”

Kelley, Florence, “Injurious Employments”

Korean Child Welfare Committee, from
Handicapped Children’s Survey Report

Kuroyanagi, Tetsuko, Totto-chan: The Little
Girl at the Window

Meltzer, Ewald, Survey to German Parents of 162
Disabled Children

Nation, Carry A., from The Use and Need
of the Life of Carry A. Nation

Smart, Isabelle Thompson, from Studies in the
Relation of Physical Inability and Mental
Deficiency to the Body Social

Spyri, Johanna, Heidi

Story of Enkidu (Wolf Child)

DEAFNESS AND DEAF CULTURE

Audism

Deaf, History of the

Deaf Culture

Deaf People at the Ottoman Court
Deaf People in African Histories
Deafblindedness

Deafness, Milan Congress of 1880 on
Deafness, on Martha’s Vineyard
Hearing Impairment

Moscow Theater of Mime and Gesture
National Theatre of the Deaf (United States)
Oralism

Sign Language

Sign Language Interpretation

Sign Poetry

Readings in Volume V

Al-Jahiz, The Book of Animals, IV

Baudier, Michel, on the Ottoman Empire

Bobovi’s Description of the Ottoman Court

Bon, Ottaviano, Description of the Ottoman Court

Busbecq on the Murder of Mustapha

Dallam, Thomas, Account of an Organ Carryed to
the Grand Seignor

Deaf and Deaf-Mute Servants in the Sultan’s Court

Flournoy, John J., to William Turner,
“A Mighty Change”

“Position of the Students, Faculty and Staff of
Gallaudet University”

Rycaut, Sir Paul, from The History of the Present
State of the Ottoman Empire

Sandys, George, from A Relation of a Journey . . .

DISABILITY STUDIES

Alienation

Anthropology

Attitudes

Body, Theories of

Canadian Centre on Disability Studies
Cultural Context of Disability
Disability Studies

Disability Studies: Australia
Disability Surveys

Epidemiology

Explanatory Legitimacy Theory
Feminism

Humanities

Pedagogy and Curriculum Design
Queer/Disability Studies

Research

Sociology

Translating Theory and Research into Practice

Readings in Volume V

The Hunter College Disability Studies Project,
“Definition of Disability Studies”

ECONOMICS AND EMPLOYMENT

Advertising
Affirmative Businesses

Begging
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Consumer-Run Businesses
Disability and Career Development
Economic Analysis of Disability
Economic and Social Development

Economic and Social Development, International

Economic Decision Making by the Disabled
Employability

Employment

Employment, International

Financial Costs of Disability

Global Inequities

Globalization

Industrialization

Job Analysis and Placement

Job Retention

Job Training

Political Economy

Poverty

Privatization

Quota Hiring Policy

Right to Work

Risk and Risk Selection Related to Insurance
Sheltered Employment

Socioeconomic Class

Supported Employment

Transitions in Education and Employment
Work Incentives

Workers’ Cooperatives

Readings in Volume V

Davis, Rebecca Harding, from “Life in the
Iron Mills”

Dodd, William, from A Narrative of William
Dodd: Factory Cripple

Edward IlI, Ordinance of Labourers

Kelley, Florence, “Injurious Employments”

Marx, Karl, from Capital

The Satire of the Trades

Sinclair, Upton, from The Jungle

EDUCATION

Early Childhood Intervention
Education, College and University
Education, International
Education, Primary and Secondary
Education and Disability
Educational Assistive Technology

German Training Schools (Hilfsschulen)

Inclusive Education

Individualized Education Program (IEP)

Individuals with Disabilities Education Act of 1990
(United States)

Mainstreaming

Pedagogy and Curriculum Design

Progressive Era Women in Special Education

Race, Disability, and Special Education

Special Education

Training Schools

Transitions in Education and Employment

Willowbrook State School

Readings in Volume V

Abt, Henry Edward, from The Care, Cure, and
Education of the Crippled Child

The Beginning of Korean Special Education

Fitts, Ada M., “Classes and Institutions”

Goddard, Henry Herbert, “The Improvability of
Feeble-Minded Children”

Hall, Sherwood, from With Stethoscope in Asia:
Korea

Japanese Schools for the Physically and Mentally
Handicapped

Kuroyanagi, Tetsuko, Totto-chan: The Little Girl at
the Window

Montessori, Maria, on the Orthophrenic School

“Where Work of Salvaging Human Beings Goes
Forward”

ETHICAL ISSUES

Bioethics

Competence

Consent to Treatment

Cosmologies of Morality and Origin

Do Not Resuscitate (DNR) Orders

End-of-Life Care

Ethics

Euthanasia

Genetics and Disabilities: Social and
Ethical Dilemmas

Medical Futility

Physician-Assisted Suicide

Prenatal Testing

Refusal of Life-Sustaining Treatment

Reproductive Rights

Sterilization



Reader’s Guide

XXV

Substitute Decision Making
Values

Readings in Volume V

Not Dead Yet
Nussbaum, Susan, Parade
Talbot, Margaret, “The Executioner’s 1.Q. Test”

EXPERIENCE OF DISABILITY

Ableism

Accidents

Activities of Daily Living (ADLs)

Aging

Aging, International

Capacity Building

Chronically Sick and Disabled Persons Act of 1970
(United Kingdom)

Communication

Community Living and Group Homes

Consumer Control

Consumer Satisfaction

Decision Making

Deformity

Developing World

Disability Culture

Disability in Contemporary Africa

Disability Management

Disability Pride

Disabled Veterans

Empowerment and Emancipation

Experience

Family

Family, International

Gender

Gender, International

Geography and Disability

Hand and Arm Manipulation

Home Support

Identity

Inclusion and Exclusion

Independent Living

Inspiration

Institutionalization and Segregation

Invalid Women

IQ

Isolation

Journalism

Latino Health

Leadership

Oppression

Parenting

Participation

Passing

Peer Support

Personal Assistance and Direct Payment
Personal Care Attendants
Public Stripping

Quality of Life

Race and Ethnicity
Racism

Rape

Recreation
Representations of Disability, Social
Self-Sufficiency

Sex Industry, International
Sexuality

Siblings of People with Disabilities
Sick Role

Social Networks

Social Support

Stigma

Stigma, International
Stress

Suicide

Supported Services
Telethons

Tokenism

Transgression

Travel

Universalism

Violence

Visibility and Invisibility
Xenodisability

Experience in Specific Countries

Disability in Contemporary Australia
Disability in Contemporary China
Disability in Contemporary India
Experience of Disability: Brazil
Experience of Disability: China
Experience of Disability: Colombia
Experience of Disability: Costa Rica
Experience of Disability: India
Experience of Disability: Ireland
Experience of Disability: Japan
Experience of Disability: New Zealand
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Experience of Disability: Serbia

Experience of Disability: Slovak Republic
Experience of Disability: Sub-Saharan Africa
Experience of Disability: Taiwan

Experience of Disability: The Netherlands
India, Impact of Gender in

India, Marriage and Disabled Women in

Readings in Volume V

Beers, Clifford Whittingham, from A Mind That
Found Itself

Bourne, Randolph, “The Handicapped”

Brown, Steven, Institute on Disability Culture

Manifesto
Cliff, Michelle, “If I Could Write This in Fire, I
Would Write This in Fire”

Dryden, John, from the Preface to Fables, Ancient
and Modern

Dworkin, Andrea, “Through the Pain Barrier”

Gliedman, John, and William Roth,
from “The Grand Illusion”

Lorde, Audre, “A Burst of Light: Living
with Cancer”

“March’s Ears”

Montagu, Lady Mary Wortley, Poems

“The Story of the Barber’s Sixth Brother,” from
Arabian Nights

Waller, Thomas “Fats,” Harry Brooks, and Andy
Razaf, “What Did I Do To Be So Black and
Blue?”

Woolf, Virginia, from On Being Ill

Yezierska, Anzia, Red Ribbon on a White Horse

HEALTH AND MEDICINE

Conditions, Mental

Agoraphobia

Amor Hereos (Lovesickness)
Antisocial Personality Disorder
Anxiety Disorders

Behavioral Disorders

Bipolar Disorder

Borderline Personality Disorder
Depression

Developmental Disabilities
Dissociative Disorders
Dyslexia

Eating Disorders

Hypochondria

Hysteria

Learning Disability

Madness and Mental Distress
Mental Health

Mental Illness

Mental Retardation, History of
Narcissistic Personality Disorder
Neurosis
Obsessive-Compulsive Disorder
Panic Disorder

Posttraumatic Stress Disorder
Psychiatric Disorders

Psychosis

Rett Syndrome

Schizoaffective Disorders
Schizophrenia

Substance Abuse

Readings in Volume V

Freud, Sigmund, from “On Narcissism: An
Introduction”

Freud, Sigmund, from Some Character-Types Met
with in Psycho-Analytic Work

Howe, Samuel Gridley, “Report Made to the
Legislature of Massachusetts upon Idiocy”

Lincoln, Abraham, “My Childhood’s
Home I See Again”

Rush, Benjamin, from Two Essays
on the Mind

Conditions, Physical

Acute and Chronic Conditions
Alzheimer’s Disease

Amputation

Aphasia

Apraxia

Arthritis and Cartilage Diseases and Injuries
Asperger Syndrome

Asthma

Autism

Bell’s Palsy

Bladder Control

Blindness and Visual Impairment
Bowel Control

Breast Cancer

Burns

Cancer
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Cardiac Conditions

Cerebellar Ataxia

Cerebral Palsy

Comorbidity

Cretinism

Cystic Fibrosis

Delirium

Dementia

Developmental Disabilities

Diabetes

Disease

Down Syndrome

Dwarfism

Dysarthia

Dyslexia

Dysphagia

Emerging Disabilities

Epilepsies, Temporal Lobe

Epilepsy

Fetal Alcohol Syndrome

Fibromyalgia

Frailty

Gastrointestinal Disabilities

Guillain-Barré-Strohl Syndrome

Hip Fracture

HIV/AIDS

Hypertension

Immunologic Diseases

Inborn Errors of Metabolism

Infectious Diseases

Infertility

Intersex

Katakori

Laryngectomy

Leprosy

Multiple Sclerosis

Muscular Dystrophy

Myasthenia Gravis

Myofascial Pain

Myopathy

Neurasthenia

Neurological Impairments and
Nervous Disorders

Neuropathy

Obesity

Osteoporosis

Pain

Paralysis

Parkinson’s Disease

Phantom Limb Pain

Polio

Pressure Ulcer/Sore
Repetitive Strain Injuries
Saint Vitus’ Dance
Scoliosis

Speech and Language Pathology
Spinal Cord Injury
Stroke

Syphilis

Traumatic Brain Injury
Tropical Diseases
Tuberculosis

Urinary Tract Infection in Spinal Cord-Disabled

Patients
Vestibular Disorders

Readings in Volume V

Aretaeus of Cappodocia, “The Wandering Womb”

Bernard de Gordon, Lilium Medicinae

Bérubé, Michael, from Life as We Know It: A Father,

a Family, and an Exceptional Child
Galen, “Psychological Origins of Hysteria”

HEALTH CARE

Accountability

Acupuncture

Aesthetic Surgery

Black Report

Caregiving

Case Management
Chiropractic Care
Complementary and Alternative Medicine
Death

Disparity

E-Health Care/Telemedicine
End-of-Life Care
Evidence-Based Medicine
Genetic Counseling

Health

Health Care and Disability
Health Care Systems

Health Management Systems
Health Promotion

Health Resource Rationing
Healthy People 2010
Interdisciplinary Team
Managed Care
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Medical Futility

Medical Theater

Medicine

Mental Health Parity

Nursing

Palliative Care
Patient-Professional Relationships
Patients’ Rights.

Prenatal Testing

Prevention

Professions

Social Capital

Summary Measures of Population Health
Surgery and Disability

Readings in Volume V

Caraka Samhita
Hippocrates
Soranus, Gynecology

HISTORY OF DISABILITY

Amputees at Persepolis

Archaeology

Blind, History of the

Changeling

Christoffel-Blindenmission

Chuas of Shah Daulah, The

Confinement

Degeneration

Eugenics

Eugenics: Germany

Exhibition

Feeblemindedness

Folk Belief

Fools

Freak Show

Genocide

History of Disability: Ancient West

History of Disability: Early Modern West

History of Disability: Korea

History of Disability: Medical Care in
Renaissance Europe

History of Disability: Medieval West

History of Disability: Pleistocene Period

Humors, Theory of

Industrialization

Jukes, The

L’ Arche

Maternal Imagination
Melancholy

Modernity

Monsters

Nazism

Norse Sagas

Poor Laws (United Kingdom)
Racial Hygiene (Rassenhygiene)
Representations of Disability, History of
South Asian Archetypes

T4 Program

Teratology

Urbanization

Veterans

War

Witchceraft

Readings in Volume V

Al-Mas'udi

Analects of Confucius

Apology on the 75th Anniversary of the Buck v. Bell
Decision

Bacon, Francis, from Essayes or Counsels

Barnum, Phineas Taylor (P. T.), from The Life of P. T.
Barnum

Barr, Martin, “Some Notes on Asexualization”

Binding, Karl, and Alfred Hoche, from Permission
for the Destruction of Worthless Life, Its Extent
and Form

Blount, Henry, from A Voyage into the Levant

Cigneqs Myth

Columbus, Christopher, from a Letter to Ferdinand
and Isabella

Dallam, Thomas, Account of an Organ Carryed to
the Grand Seignor

Davenport, Charles B., “Marriage Laws and
Customs”

Descriptions of King James I of England

Diodorus of Sicily, Book XVII.69

Du Bois, W. E. B., from “The Talented Tenth”

Du Bois, W. E. B., “Race Intelligence”

Ee-ee-toy’s Song: When He Made the World
Serpents

Erasmus of Rotterdam, The Praise of Folly

Evliya Efendi, Narrative of Travels in
Europe, Asia, and Africa
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Fiedler, Leslie, from Freaks, Myths and
Images of the Secret Self

“Fire from Heaven!” A Story of the Wagogo
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SAINT VITUS’ DANCE

St. Vitus, the patron saint of dancers and performers,
grew up in Sicily and became a matyr during the reign
of Emperor Diocletian (ca. 243-316). Sometime during
the sixteenth century in Germany, his name began to be
invoked to ward off diseases and conditions such as
epilepsy, nervous disorders, and, most notably, Sydenham
chorea minor and major. Sydenham chorea, referred to
as St. Vitus’ dance throughout the seventeenth century,
caused involuntary movements of the muscles associated
with the onset of rheumatic fever. These movements were
thought to be stress-induced responses of “wild dancing.”
Multitudes of people were recorded as experiencing this
condition across the continent of Europe, particularly dur-
ing the fourteenth century. The condition could last from
days to weeks and has been traditionally associated with
women. The spasticity of movement was often believed
to be a sign of insanity. As Burton’s Medical Encyclope-
dia explained in 1621, “They that are taken with it can do
nothing but dance till they be dead, or cured.” The U.S.
television show, Buffy the Vampire Slayer, spoofed this
condition as a demon-induced plague in the musical
episode “Once More with Feeling.”

—David T. Mitchell

See also Disease.

SANGER, MARGARET (1879-1966)

Birth control activist

“Margaret Higgins” was the sixth of 11 children
born live to her Irish American working-class parents,

Anne and Michael Higgins. When her mother, who
suffered from tuberculosis and became progressively
weaker with each pregnancy, died at age 49, Margaret
attributed her death to her numerous pregnancies.
Margaret herself acquired tuberculosis, and during
her nursing training at White Plains Hospital in
New York state, she was afforded an early example of
a disability accommodation when her work/study day
was shortened by several hours so that she could take
walks and get fresh air, the treatment then for tuber-
culosis. Her only daughter, Peggy, contracted polio
at age three and died of pneumonia two years later.
When her second husband, millionaire Noah Slee,
suffered a stroke in 1943 and began using a wheel-
chair, Sanger installed a bell on the wheelchair by
which he could summon her. She devoted herself to
his care until he died a few months later.

Like early feminists before her, Sanger linked birth
control with freedom of sexual expression and repro-
ductive rights. Over time, Sanger’s arguments evolved
to portray birth control as a women’s health issue as
well as a method of social control. Sanger explicitly
linked birth control to eugenics, and one of the goals
of International Planned Parenthood, which Sanger
founded, included establishing scientific research
into the “elimination of harmful dysgenic births in the
nation.” She also supported research for hormonal
anovulants, and by the time of her death, an oral con-
traceptive had been developed and was being used by
women worldwide.

In addition to tuberculosis, Sanger experienced a
number of disabling conditions during her adult years,
including a nervous disorder, depression, heart condi-
tion, alcohol and drug dependency, and leukemia. She
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spent her last five years in a nursing home, where she
died at age 86.

—Sharon Lamp

See also Feminism; Reproductive Rights.

Further Readings

Kennedy, David M. 1970. Birth Control in America. New Haven,
CT: Yale University Press.

Reed, Miriam. 2003. Margaret Sanger: Her Life in Her Words.
Fort Lee, NJ: Barricade Books.

Sanger, Margaret. [1922] 1970. Woman and the New Race.
Reprint, Elmsford, NY: Maxwell Reprint Company.

SARASWATI, VIRJANANDA
(1779-1868)

Vedic scholar

Swami Virjananda Saraswati was blinded by small-
pox when he was about five years old and orphaned
six years later. At 15, he left his brother’s unwelcom-
ing home, found refuge among the scholars and saints
at Hardwar on the Ganges, and became an assiduous
student of Vedic literature, orally taught. Virjananda
eventually became a teacher of Sanskrit grammar
among religious students at several of northern India’s
holy cities. He denounced the vast range and shal-
lowness of superstitions bound up in popular Hindu
belief and campaigned for a return to the austere
fundamentals of Vedic teaching. In later life,
Virjananda had a profound influence on Dayananda
Saraswati (1824-1883) and thus on the founding
and direction of the powerful Hindu reform move-
ment, the Arya Samaj, with effects continuing into
the twenty-first century. Dayananda sat at Virjananda’s
feet in Mathura from 1861 to 1863, showing more
perseverance than most, for the blind guru was
famously volcanic. Centuries of the downmarket end
of Hindu belief and practice received condign pun-
ishment from the elderly scholar, whose cane fell on
the nearest proxies, the hapless students sitting before
him.

—Kumur B. Selim

See also Disability in Contemporary India; Experience of
Disability: India.

Further Readings

Jordens, J. T. F. 1978. Pp. 33-39 in Dayananda Sarasvati. Delhi:
Oxford University Press.

Rai, Laipat. 1967. Pp. 21-25 in A History of the Arya Samaj,
Revised by Sri Ram Sharma. Bombay: Orient Longmans.

SAUNDERSON, NICHOLAS
(1682-1739)

English mathematician, linguist, and teacher

Nicholas Saunderson, blinded by smallpox in infancy,
became a proficient mathematician, linguist, and
teacher. In childhood, his education was mostly infor-
mal, but the teenage boy’s intelligence attracted
teachers, and his mathematical ability was assisted by
two tactile learning boards that he devised for arithmetic
and geometry. The first enabled him to calculate rapidly,
using his own code of larger and smaller pins in a grid
of holes. On the second board, he made and altered
shapes with thread attached to pins. Saunderson con-
tinued his education from various tutors, and in 1707, he
went to Cambridge, where his talents as a teacher were
exercised. In 1711, he received an M. A. and was elected
Lucasian Professor, against stiff competition. He was
highly regarded as a teacher of mathematics and science,
both by his students and colleagues, although some of
the former found his standards too exacting and tried
his patience, while some of the latter suffered from
his frankly aired opinions. A modern mathematician
notes that Saunderson hardly contributed to mathemati-
cal research but produced useful textbooks and guides to
his subjects. He married in 1723 and had children. With
some adjustments, Saunderson apparently lived the typ-
ical life of an able and gregarious professor of his times.

—Kumur B. Selim

See also Blindness and Visual Impairment.

Further Readings

Tattersall, James J. 1992. “Nicholas Saunderson: The Blind
Lucasian Professor.” Historia Mathematica 19:356-370.
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SAVELJEV, PAVEL ALEKSEEVICH
(1890-1975)
First chairman of the All-Russian
Federation of the Deaf

Pavel Alekseevich Saveljev lost his hearing at the age
of nine. In 1924, he started publishing the newspaper
Life of Deaf-Mutes. In 1926, he set up the All-Russian
Federation of the Deaf and was its chairman from
1926 to 1949. He also organized evening schools,
workshops, factories, and vocational training for the
deaf. In 1957, he organized a drama school that attracted
many amateur deaf actors. In 1960, the school became
a part of the Schukin Professional Drama College in
Moscow. Seventeen deaf students were trained there
and, in four years, received certificates as professional
drama actors. Three more groups of deaf actors grad-
uated from the drama school.

—Anna Komarova and
Victor Palenny

See also Deaf, History of the.

SCHIZOAFFECTIVE DISORDERS

The term schizoaffective disorder was originally
coined by Kasanin (1933) to define a subgroup of
psychoses in which affective and schizophrenic symp-
toms are prominent simultaneously, or within a few
days of each other, within the same episode of illness.
Historically, other concepts, such as intermediate
psychoses or mixed psychoses, have been also used
to describe the psychoses between affective and
schizophrenic disorders. The current definition in the
diagnostic manuals of mental disorders states that
this co-occurrence of affective and schizophrenic
syndromes is required for diagnosis. Two types of
schizoaffective disorders have been established
according to the affective symptoms: manic or bipo-
lar type if the mood disturbance includes a manic or a
mixed episode and depressive type if the mood distur-
bance includes only major depressive episodes. About
1 in every 200 people (0.5 percent of population)

develops a schizoaffective disorder at some time
during her or his life. Although it is well established
that this is a biological disorder, the specific cause or
causes are unknown. The studies of sociodemographic,
clinical, biological, and outcome characteristics have
demonstrated that schizoaffective disorders lie mid-
way between the two major psychoses, schizophrenia
and pure affective disorders. Although patients with
schizoaffective disorders suffer from recurrent episodes
and thus need preventive treatment, they usually make
a full recovery, and only a small percentage of cases
end in chronicity or a defect state.

—Benedicto Crespo-Facorro
See also Mental Illness; Psychosis; Schizophrenia.

Further Readings

Kasanin J. 1933. “The Acute Schizoaffective Psychoses.”
American Journal of Psychiatry 113:97-126.

SCHIZOPHRENIA

Schizophrenia is a serious mental illness that begins
early in life and leads to substantial morbidity,
increased mortality, and significant disability. Recent
World Health Organization (WHO) estimates suggest
that schizophrenia is among the top 10 causes of dis-
ability worldwide. Characteristic symptoms include
hallucinations, delusions, unusual behavior, and dis-
organized thinking (positive symptoms); decreased
motivation, decreased energy, and social withdrawal
(negative symptoms); and cognitive impairments
leading to functional disability. Basic social skills,
including the capacity to read and respond to facial
expressions, are often lacking, making social commu-
nication difficult. The illness runs a protracted course
in many patients and frequently leads to chronic insti-
tutionalization or multiple hospitalizations, home-
lessness, unemployment, and social isolation. There is
evidence that in less industrialized countries, individ-
uals with schizophrenia have a more favorable outcome
and less disability as they are better able to manage
the social skills needed for survival in less complex
societies.
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While conventional antipsychotic medications
effectively control positive symptoms, they have little
impact on cognitive impairment and functional dis-
ability. Recent research suggests that atypical or “second-
generation” antipsychotics compared with conventional
antipsychotics may have superiority in rectifying func-
tional impairments in schizophrenia. However, atypi-
cal antipsychotics produce only limited improvements
in overall disability; a comprehensive approach to
overall management, including individual-, group-, and
community-based psychosocial treatments, is therefore
critical. There have been recent major advances in
such treatments.

MODELS OF COMMUNITY CARE

A good deal of research has been conducted on two
approaches to community care: the assertive community
treatment (ACT) and intensive case management (ICM)
models. ACT provides a continuum of medical, psy-
chiatric, and social services to patients in the commu-
nity via mobile outreach teams of clinicians providing
services needed to keep patients out of the hospitals.
Such services include case management, social service
entitlements, housing, vocational rehabilitation, crisis
intervention, financial support, and advocacy. Specifi-
cally, case managers help in discharge planning,
establishing linkages with community programs, and
networking to confirm that quality community care is
provided. These models reduce time in the hospital and
improve housing stability, especially among patients
who are high service users. ACT and ICM also have
moderate effects on improving symptomatology and
quality of life. However, most studies suggest relatively
less effect of ACT and ICM on disabilities in social
functioning, arrests, time spent in jail, or vocational
functioning. Some British studies have failed to repli-
cate American observations of improved outcomes in
ACT. However, these differences might reflect variable
implementation of differences in available resources for
ACT in the United Kingdom versus the United States.

SUPPORTED EMPLOYMENT

Most patients with severe mental illness live in the
community, but many are socially isolated and few

have jobs. In recent years, supported employment, an
approach that uses the “place and train” as opposed to
the “train and place” method, has been increasingly
gaining acceptance as the preferred method for voca-
tional rehabilitation. Such supportive employment,
coordinated with clinical care, increases the rate of
competitive employment, lower hospital admission,
and better treatment compliance. The addition of social
skills training, combined with supported employment,
may enhance the individual’s ability to meet the inter-
personal demands of the workplace.

SUPPORTED HOUSING

The gradual deinstitutionalization in the past several
decades has necessitated the need for developing a
variety of housing alternatives, ranging from transi-
tional housing, 24-hour highly staffed residential care
or board, and home care through staffed group homes
to less supervised and more normalized community
settings. Too frequently, states have allowed the
“warehousing” of chronic schizophrenic patients in
nursing homes, which have little or no treatment or
rehabilitation interest. Recent years have witnessed
a move from facilities in which to “place” patients
toward partnership between the mental health service
provider and providers of ordinary housing. A range
of mobile case management, crisis intervention, and
continuous treatment services allows patients to be
managed in the housing of their choice. Patients and
treatment providers often prefer this approach; quality
of life is usually increased, and length of hospitaliza-
tions may also be reduced.

SOCIAL SKILLS TRAINING

Social skills training is a widely used psychosocial
intervention in the management of schizophrenia.
Complex social skills are broken down into simpler and
smaller steps and then taught using a variety of tech-
niques, including didactic and Socratic instruction,
modeling, corrective feedback, and homework exer-
cises. Several randomized controlled trials have shown
that social skills training produces improvement on spe-
cific behavioral measures, although changes in symp-
toms and community functioning are less pronounced.
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The Schizophrenia Patient Outcomes Research
Team (PORT) pointed to the underutilization of these
approaches and recommended their inclusion in the
treatment package. Social skills training was also
included in the practice guidelines for treating patients
with schizophrenia published by the American
Psychiatric Association.

FAMILY INTERVENTIONS

It has been known for some decades that patients
who return to families with high expressed emotion
(EE) (e.g., criticism) have a higher likelihood of relapse
than those whose families are low in EE. Family inter-
ventions (i.e., family psychoeducation and behavioral
family therapy) are highly effective for reducing
families’ EE and improving patients’ relapse rates and
outcomes. Furthermore, family interventions are also
associated with reduced family burden. Several studies
have demonstrated the efficacy of family psychoeduca-
tion leading to reduced relapse rates, improved recovery
of patients, and improved family well-being among
participants. Effective approaches in family psychoeduca-
tion programs include empathic engagement, education,
ongoing support, and clinical resources during periods
of crisis; social network enhancement; and problem-
solving and communication skills. Coordination among
patient and family advocacy organizations, clinician
training, and ongoing technical consultation and super-
vision can help in implementing psychoeducational
approaches in routine clinical settings. Family psycho-
education for a particular patient and family should be
tailored to the extent and quality of family and patient
interest and involvement.

COGNITIVE REMEDIATION

In the past few decades, cognitive dysfunction has
been recognized as a fundamental disability feature of
schizophrenia. Domains of cognition that are impaired
in schizophrenia include attention, working memory
(e.g., capacity to keep things in mind long enough for
immediate use, such as directions or a phone number),
and learning and general memory. Other deficits include
impairments in forward planning, concept formation,
initiation, and self-monitoring. These impairments are

noticeable against a background of generalized cogni-
tive deficits and may affect between 40 and 95 percent
of individuals with schizophrenia. Specific executive
deficits appear to be related to specific symptom clus-
ters and are linked to structural and functional brain
abnormalities. Recent research has convincingly demon-
strated a relationship between cognitive deficits and
functional outcome in schizophrenia.

Cognitive remediation involves repeated practice
and acquisition of compensatory strategies on cognitive
exercises designed to engage underfunctioning brain
systems. Researchers in Pittsburgh have recently devel-
oped a novel approach to the cognitive remediation
in schizophrenia, called cognitive enhancement therapy
(CET). This approach capitalizes on observations that
deficits related to social cognition—the ability to act
wisely in social interactions—may be of particular
importance in impeding social and vocational recovery.
Social cognition is acquired during adolescence and
early adulthood and may be at least partly independent
of formal 1Q and neuropsychological problems. CET
draws on a contemporary neurodevelopmental model
of schizophrenia whereby social cognition deficits are
thought to serve as intermediary links between impair-
ments in executive cognitive functions and the emer-
gence of characteristic symptoms of schizophrenia. CET
is designed to facilitate the individual’s transition from
prepubertal to young adult style of social cognition and
emphasizes developmental learning experiences during
the remediation of social cognitive deficits. The treat-
ment involves helping the individual to develop a ““gist-
ful” appraisal of interpersonal behavior and novel social
contexts. Cognitive remediation strategies vary widely
along dimensions of duration, intensity, method, target
of behavioral intervention, and clinical status of partici-
pants. Using these approaches, improvements have been
observed on measures of working memory, emotion
perception, and executive function. Functional magnetic
resonance imaging studies have begun to suggest changes
in task-evoked brain activation in several functionally
relevant neural systems.

COGNITIVE ADAPTATION

U.S. researchers in Texas have developed cognitive
adaptation training. This involves modification of the
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patients’ environment to allow patients to bypass their
deficits. Following a detailed behavioral assessment
and analysis of the home environment, behaviors are
modified by increased structure, signs and labels, and
electronic devices—such as tape recorders—for pro-
viding cues and instructions. Cognitive adaptation inter-
ventions have also been found, in a controlled trial,
to produce improvements in symptoms, psychosocial
status, and relapse rates.

CONCLUSIONS

More research is needed to establish cost-effective
approaches to psychosocial rehabilitation in schizo-
phrenia. The best evidence suggests that if rehabilitation
interventions can begin in early adolescence or young
adulthood, schizophrenia can be far less disabling than
it has been historically. Characteristics of successful
psychiatric rehabilitation programs include interven-
tions that (1) are direct and behavioral; (2) have specific
effects on related outcomes, with generalization to other
domains; (3) are long-term; (4) are delivered close to
patients’ natural environments; and (5) combine skills
training and environmental support. However, despite
improved knowledge about approaches to psychosocial
rehabilitation, a wide discrepancy persists between
efficacy in trials and effectiveness (what is actually
implemented in naturalistic settings). Administrative,
financial, and organizational barriers need to be broken
down by obtaining evidence-based new information and
disseminating such knowledge to the relevant profes-
sional groups, advocacy groups, and policy makers.

—Matcheri Keshavan

See also Case Management; Mental Illness; Psychiatric Disorders;
Schizoaffective Disorders.
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SCOLIOSIS

A condition of the lateral deviation of the spine,
scoliosis has been documented in skeletons dating
from at least 26,000 years ago. One of the first med-
ical descriptions of scoliosis occurs in the Hippocratic
Corpus from the fourth century BcE. Historically, there
are many examples of figures, both prominent and
less so, who reputedly had scoliosis, ranging from
Tutankhamun to Richard III.

As a clinical condition affecting between 3 and 30
percent of the U.S. population, scoliosis can exist
at birth or be acquired from trauma, infection (e.g.,
tuberculosis), or disease of the nerves and muscles;
the most common cause is from unknown causes
(idiopathic). Scoliosis is categorized as congenital,
infantile, juvenile, adolescent, or adult (degenerative)
in onset. Either static or progressive, scoliosis can lead
to pain, weakness, impaired breathing, or death from
a compromise of lung function. “Discosmetic” effects
are suggested by the term hunchback. Kyphosis, a
condition in which there is forward deviation of the
spine, is frequently associated with osteoporosis (e.g.,
“dowager’s hump”’). Contemporary Western medicine
characterizes scoliosis by the anatomical location of
the curvature, the severity of the curvature, and pro-
gression. Intervention varies from observation (the
most common therapy) to bracing and casting (usually
until growth of the bones has stopped) to surgical
correction, including fusing vertebrae together or
the introduction of stainless steel rods to maintain the
straight position of the spine.
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Scoliosis as an object of focused medical inter-
vention started in the late eighteenth century and had
an early peak in the 1830s in France with the rise of a
bourgeoisie concerned about their posture and its
implications for employment and marriage. Putative
correction through exercise, bracing, regimental pro-
grams, and proprietary devices was the means through
which a variety of kinds of medical practitioners
competed for clientele. Orthopedists, early therapists,
nonsurgical physicians, and nonprofessional healers
all offered therapies. With the advent of anesthesia and
antiseptic/aseptic surgery in the mid- to late nineteenth
century, orthopedists increasingly “won” this com-
petition. The invention of the X-ray examination of the
spine gave investigators a tool to make numerical stud-
ies of scolioses and gradually allowed them to gather
enough epidemiologic knowledge to create decision
rules about when to intervene. By the early twentieth
century, pediatricians began to include examination for
scoliosis in their emerging “routine” physical exami-
nation of schoolchildren. The other significant inter-
ventional tool has been pulmonary and cardiovascular
evaluation. The first artificial disk was cleared by the
Food and Drug Administration in June 2004. While the
physical effects of scoliosis can be significant, inspir-
ing the above medical developments, the physically
and psychologically damaging effects of medical
interventions over the centuries have been equally
profound. That history has yet to be written.

In literature and art, scoliosis has often been a
trope for indicating the outcast or menacing character,
such as Shakespeare’s Richard III. This theme has led
some to argue that people with severe scolioses were
burdened with unfortunate fates in premodern cul-
tures. Nevertheless, figures such as the hunchback,
Quasimodo (meaning “partially formed”), in Victor
Hugo’s Notre-Dame de Paris show that individuals
with scoliosis were also employable and could evoke
respect as well as pity.

—Walton O. Schalick 111

See also Orthopedics; Pain; Spinal Cord Injury.
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SCOTT AND DISABLED
PEOPLES INTERNATIONAL
(AUSTRALIA) v. TELSTRA (1995)

The decision in Scott and Disabled Peoples Inter-
national (Australia) v. Telstra, handed down following
a four-day Human Rights and Equal Opportunity
Commission (HREOC) inquiry in 1995, represents a
watershed in telecommunications policy for people
with disabilities. The commission found Australia’s
national carrier, Telstra, guilty of discrimination against
the class of people with severe hearing or speech
impairments. In particular, a joint complaint from
Geoff Scott and Disabled Peoples International
(Australia) (DPI(A)) claimed the carrier exercised
indirect discrimination for not providing them with
access to teletypewriters (TTYs) on the same basis as
others obtained standard telephone handsets (T200s)
to access the telecommunications network. The find-
ings of the committee were as follows:

In my opinion, the services provided by the res-
pondent are the provision of access to a telecommu-
nications service. It is unreal for the respondent to say
that the services are the provision of products (that is
the network, telephone line and T200 [standard hand-
set]) it supplies, rather than the purpose for which
the products are supplied, that is, communication
over the network. The emphasis in the objects of the
Telecommunications Act (s.3(a)(ii)) on the telephone
service being “reasonably accessible to all people
in Australia” must be taken to include people with a
profound hearing disability. (Human Rights and Equal
Opportunity Commission 1995:12)
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At the time, Australians requiring TTY's paid approx-
imately $600 for the equipment.

The case tested the application of the Disability
Discrimination Act of 1992 and the inclusiveness of
the definition of universal service obligation (USO) in
the Telecommunications Act of 1991.

The Telstra lawyers claimed that the carrier was not
discriminating against anyone because people had a
right to use its services or not. Primarily, the counsel
acting for the carrier claimed that it was not in the
business of supplying specialized equipment but a
standard service that gave access to the telecommuni-
cations network. Furthermore, Telstra revealed that
it had supplied millions of dollars of free and heavily
subsidized services to Australians with disabilities.

The complainants argued that the carrier exercised
discrimination against hearing- or speech-impaired
consumers by placing unreasonable conditions for
network access, which are not required of most in
the wider community. Furthermore, Scott and DPI(A)
argued that Telstra’s corporate generosity was irrele-
vant to the issue before the commission.

The commissioner, Sir Ron Wilson, accepted
Telstra’s claim that it had no obligation to provide a
new service as stated in section 24 of the Disability
Discrimination Act. However, Wilson also accepted
the complainants’ argument that they were not seeking
a new service but access to the existing service that
formed Telstra’s social obligation under the USO.

Wilson’s statement at the beginning of this entry
identifies the telephone service primarily as a social
phenomenon and not a technological system or even a
market commodity. Once a social context is used as the
defining environment in which the standard telephone
service operates, it is difficult to dispute the claim that
all does not include people with disabilities. Part of
the service includes the point of access in the same
way that a retail shop front door is a point of access for
a customer to a shop. Consequently, the disputed
provision is not a new or changed service but another
mode of access to the existing service. Furthermore, the
commissioner ruled that Telstra exercised illegal dis-
crimination by refusing to accommodate those affected
with modified access to the network in the form of
affordable access to TTYs, which would not place
unjustifiable financial hardship on the national carrier.

The HREOC inquiry represents a tension among
discourses of disability. Arguably, the respondent framed
disability within charity and market models of policy,
which emphasize corporate philanthropy, dependency,
and profit maximization. In contrast, the complainants
framed disability within a rights model that emphasized
the legislated entitlement of citizen-consumers as active
political subjects. The success of the action resulted
in new provisions for the Deaf community and people
with severe speech impairments in the Telecommunica-
tions Act of 1997, which provided affordable equitable
access to TTYs and associated services.

—Michael Bourk

See also Disability in Contemporary Australia; Disability Studies:
Australia; Worksite Modification.
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SEATING AND POSITIONING

The term seating refers to all components (seat cush-
ion, back support, external body supports) that assist a
person in achieving and maintaining a sitting position.
This includes items that individuals use daily such as
dining room chairs, desk chairs, couches and seats
in automobiles as well as specialized supports designed
for individuals with disabilities.

The term positioning means placing and maintaining
a person in a specific postural alignment such as sitting,
side lying, standing, supine, or prone. Some examples
of positioning devices include seats, back supports, and
standing devices. For all individuals, the primary goals
of positioning are to maximize an individual’s comfort,
support, and function to allow participation in a given
task. For individuals with disabilities, additional posi-
tioning goals include improving postural alignment
and stability, improving motor control, preventing or
minimizing contractures and deformities, and improv-
ing sensory and bodily functions.
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Typically, an individual’s seating and positioning
needs are assessed with relation to wheelchair mobil-
ity (either manual or electric powered). The purpose
of the assessment process is to determine the postural
needs of an individual and relate those needs to
appropriate positioning components and methods of
mobility. An individual or a team of individuals with
specialized experience and training in the field of
seating, positioning, and wheeled mobility devices
performs the evaluation. These individuals can be (but
are not limited to) physical therapists, occupational
therapists, and rehabilitation engineers.

An individual’s seated posture is assessed in parts
and as a whole. The alignment of the pelvis is typi-
cally assessed first because this is the base of support
in a seated posture. Once a functional pelvic position
is established, the alignment of the lower extremities,
the spine, and ultimately the head and neck position
is assessed and established. Emphasis is placed on the
individual’s ability to perform functional tasks from
this position.

Typical cushion materials used in manufacturing
specialized seating include foams, air, and viscous
fluids. The materials can be used alone or in combi-
nation with each other to create a support surface that
matches an individual’s postural and pressure man-
agement needs. Material properties such as density,
stiffness, and envelopment are critical to the decision-
making process when selecting a material for a specific
application.

There are three main categories of specialized seat-
ing systems for use by individuals with disabilities.
They are linear/planar, generically contoured, and cus-
tom contoured/custom molded.

Linear/planar cushions. These cushions (seat or back)
are typically made of foam and covered with fabric
upholstery (e.g., Lycra, Cordura, vinyl). They are typ-
ically flat and provide a firm base of support.

Generically contoured. Nearly all seat cushions and
back supports available commercially today fall into
the generically contoured category because they have
a generic, preestablished shape. The shapes, typically,
cannot be easily altered but offer general curves and
contours to provide a functional base of support for

some individuals. They can be made of foam, air,
viscous fluids, or combinations of them.

Custom contoured/custom molded. These seat cush-
ions and back supports represent the highest end of
options. These supports are custom made for an indi-
vidual to conform to body parts to provide increased
pressure distribution and increased postural control.
They are typically made of specialized foams.

—Brenda A. Sposato
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SEGUIN, EDOUARD

ONESIMUS (1812-1880)
French physician

Styled the “apostle to the idiots” by Pope Pius X,
Edouard Séguin studied at the lycées of Auxerre and
St. Louis in Paris prior to learning medicine with Jean
Itard and Jean-Etienne Esquirol. Following Itard’s
halting methods to help the “Wild Boy of Aveyron,”
Séguin convinced Esquirol of the possibility of teach-
ing “idiots”’; Esquirol obtained a post for him at the
Bicétre. Upon the death of his mentors, Séguin also
took a post at the Salpétriere and continued a long
string of publications. His meteoric rise in Parisian
medical circles was halted after a shadowy falling out
with the Bicétre medical staff and his dismissal in
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1843. Despite relative disgrace, Séguin continued a
private practice and his writing, including his most
influential book, Moral Treatment, Hygiene and
Education of Idiots (1846). In 1850, he emigrated
to the United States, where he helped found a large
number of institutions for children with disabilities,
finally obtained a medical degree (University Medical
College of New York), and died in New York City.

Séguin’s influence came from his staunch belief
in the heretofore unthinkable educability of those
with significant cognitive disabilities, regarded by con-
temporaries as “idiots” or “backward.” His “physio-
logical method” employed exercise and the senses as
a lever to stimulate the will, ideas, and thence educa-
tion; these techniques were influenced by Philippe
Pinel’s (1745-1826) “moral treatment” of the insane,
Rousseauvian ideas of the senses, and Christian
socialism, then popular among Parisian mental health
reformers. Séguin also absorbed the contemporary
Parisian emphasis on comparison with “the normal,”
and after his MD, his writings increasingly evoked the
medical model. Séguin’s influence was particularly
strong in the United States, especially among those
working in institutions for “idiots” and reforming
them, helping to remove “the mark of the beast,” as a
eulogist noted.

—Walton O. Schalick I11
See also Medicine; Mental Health.
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SELF-SUFFICIENCY

Self-sufficiency is a goal that the disability rights
movement has promoted, challenged, and redefined
in its quest to increase options available to people with
disabilities. Some advocates view self-sufficiency as an
impossible standard that should be rejected in favor

of recognition of universal interdependency. Others
claim self-sufficiency as a right to which all are
entitled, including those who may need support to
exercise it.

Historically, Western culture has put a high value
on self-sufficiency, defined as the ability to provide for
one’s own needs with minimal assistance or support
from other people. In this light, the goal of self-
sufficiency assumes and requires that all individuals
are equally capable of functioning within the existing
environment. By this definition, which many disabled
people were unable to fulfill, disability was seen as
inadequacy and as a reason to exclude people with
disabilities from social roles and benefits. Without the
capacity to be completely self-sufficient—for instance,
because of a need for physical assistance, extra learn-
ing support, or other help—people with disabilities were
judged unfit to compete and thus undeserving of equal
resources, rights, and responsibilities. Dependency,
neediness, and failure were therefore deemed to be the
inevitable consequences of disability.

Because of this bias, disabled people who could not
be entirely self-sufficient (i.e., those who need assis-
tance or support) have often had to forfeit some of the
basic choices and opportunities that other citizens take
for granted. For example, people needing help with
dressing, eating, and other activities of daily living are
often forced by public policy to enter a facility, the
only setting in which an adequate level of support is
available. People who need publicly subsidized health
care coverage and/or in-home support services may
have to forego employment because poverty is a
precondition for eligibility. These forfeited choices
and opportunities, mandated by social conditions and
political decisions, tend to undermine disabled people’s
self-sufficiency much more than the disabilities
themselves.

Beginning in the 1970s, the U.S. independent
living movement has put forward a new view of disabled
people as being capable of independent choice and
responsibility, even if not capable of fully independent
functioning. Independence, these advocates insisted, is
not a matter of doing everything unassisted but of mak-
ing one’s own decisions without penalty or coercion.
Some explicitly rejected the concept of self-sufficiency,
arguing instead for self-determination. Others have
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used the terms self-sufficiency, self-determination, and
independence more or less interchangeably.

Currently, the term self-sufficiency is most often
used in the context of employment and the ability
to support oneself financially. For example, in the
preamble to the 1990 Americans with Disabilities
Act (ADA), Congress found that “the Nation’s proper
goals regarding individuals with disabilities are to
assure equality of opportunity, full participation, inde-
pendent living, and economic self-sufficiency” (ADA
1990, sec. 2(a)8).

—Laura Hershey

See also Americans with Disabilities Act of 1990 (United States);
Independent Living.

Further Readings

Americans with Disabilities Act of 1990, 42 U.S.C. 12101, sec.
2(a)8 (1990).

Francis, Leslie Pickering and Anita Silvers, eds. 2000. Americans
with Disabilities. New York: Routledge.

Shapiro, Joseph P. 1993. No Pity: People with Disabilities Forging
a New Civil Rights Movement. New York: Times Books.

SEQUOYAH (1770?-1843)

Cherokee warrior who devised the

Cherokee alphabet

Disabled due to a swelling on his knee, Sequoyah
(1770?7-1843) was made lame by the shortening of his
diseased leg. While his lameness prevented him from
becoming a foot warrior, he participated as a horse-
mounted combatant, serving in the Cherokee regiment
under Colonel Gideon Morgan against the 1813
Alabama Red Stick Creeks in the Battle of Horseshoe
in General Andrew Jackson’s campaign. Though lame,
Sequoyah led his people, the Cherokees, to heights
untenable to other Native American Indians: the path to
literacy. He analyzed and reduced a complex inflected
multidialect language to 85 (originally 86) minimal
sound units, to each of which he attached a particular
symbol. A daughter assisted him during the arduous
process. Completed by 1819 and spread by 1821, this
writing system allowed Cherokees to become literate
almost overnight and culturally revitalized. Sequoyah’s

discovery of the concept of the phonemic structure
predated academic linguists one hundred years. Fasci-
nated with European American writing styles that he
named “talking leaves,” he worked tirelessly to bring all
Cherokees together through his unique writing conven-
tion. Correspondence between east and west Cherokees
could easily be facilitated because the efficiency of the
syllabary permitted Cherokees to become proficient
writers with a few days’ study.

Born in the prehistoric capital, Echota, on the
Little Tennessee River in what is now Monroe County
(Tennessee) between 1760 and 1770, Sequoyah left
his ancient village among the Overhill Cherokees and
migrated south as far as his territory would take him,
then to Willstown, in what is now DeKalb County
(Alabama). He followed other Cherokees who had
been moving south for decades to escape border
ruffianism.

After introducing his writing style to Cherokees
in the East in 1821, he migrated to the Arkansas
Territory in 1822 to join fellow Cherokees, who had
left the East for the West. There he continued to
teach his syllabary. After the infamous Trail of Tears
(1838-1839), whereby eastern and western Cherokees
reunified their nation in Indian Territory, Sequoyah’s
syllabary was the nucleus of unification for both
traditional and acculturated Cherokees. Cherokee
shamans recorded sacred formulas for ceremonial
purposes in the syllabary. The power of his writing
convention facilitated his teaching of the syllabary
to Cherokees in the Indian Territory and those living
beyond its borders.

Seeking to usher in literacy among as many
Cherokees as possible, in 1842, Sequoyah left the
Cherokee capital Tahlequah (Oklahoma) in an oxcart
for Mexico, where he hoped to create literacy among
Mexican Cherokees. In 1843, Sequoyah died in north-
ern Mexico before his companions, once alerted to his
grave condition, were able to get him assistance.

—Rowena McClinton
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SERBIA

See Experience of Disability: Serbia

SEX INDUSTRY,
INTERNATIONAL

The term international sex industry includes prostitu-
tion and prostitution-related activities; the pornogra-
phy industry; the sex-related entertainment industry,
including phone sex and Internet sex services; syndi-
cates involved in the trafficking business in persons
and drugs; travel agencies that promote sex tourism;
and other related activities. Commercial sexual services
also include paramedical areas such as sexual surro-
gate therapy. The relationship between disability and
the sex industry has become increasingly visible glob-
ally as the sexuality of people with disabilities has
emerged as an important issue.

Due to the heavily gendered aspect of sex
commerce—typically involving men as buyers and
women as sellers—any discussion of the sex industry
requires attention to the issue of gender as well as dis-
ability and other categories of inequality. The gender
dynamic involved in the operation of the sex industry
complicates the position of disabled women and men
but also highlights the limitations of considering
“disabled people” as a unified category. Another impor-
tant factor is the global dynamic associated with
commercialized sex, which exploits disabled and
nondisabled women from the non-Western world for
the benefit of men from wealthier countries.

DEFINITIONS AND SCOPE OF
THE INTERNATIONAL SEX INDUSTRY

The international sex industry is a multi-billion-dollar
concern operating all around the world. Income from

the sex industry supports a massive underground
economy of pimps, procurers, and organized crimi-
nals, as well as multinational conglomerates operating
hotels, airlines, and tourist industries. Definitions
of the sex industry from feminist perspectives have
emphasized its financial aspects and its power differ-
entials. Brock and Thistlethwaite (1996) define sex
industries as the institutionalized sexual use by more
powerful members of male-dominant societies of the
less powerful. One of the most important elements of
the international sex industry is trafficking in human
beings, which usually targets vulnerable sections of
the population, including disabled people. Human
trafficking has been defined in the “UN Protocol to
Prevent, Suppress and Punish Trafficking in Persons,
Especially Women and Children” in the following
manner:

Trafficking in persons’ shall mean the recruitment,
transportation, transfer, harboring or receipt of persons,
by means of the threat or use of force or other forms
of coercion, of abduction, of fraud, of deception, of
the abuse of power or of a position of vulnerability or
of the giving or receiving of payments or benefits
to achieve the consent of a person having control
over another person, for the purpose of exploitation.
Exploitation shall include, at a minimum, the exploita-
tion of the prostitution of others or other forms of sex-
ual exploitation, forced labour or services, slavery or
practices similar to slavery, servitude or the removal
of organs. (see http://www.state.gov/g/tip/rls/fs/2005/
43630.htm)

The United Nations reports estimate that 4 million
women have been trafficked, both within countries
and from one country to another. U.S. reports esti-
mate that between 700,000 and 2 million women and
children are internationally trafficked each year for
the sex industry and for labor (Richard 1999). Most
of the victims of human trafficking are women and
children, and they are often moved to other countries
where they are isolated and essentially enslaved. The
sale of mail-order brides and sex tours are important
dimensions of human trafficking. Mail-order brides
are typically from Asia and Eastern Europe and are
often promoted as conforming to more traditional,
“feminine” notions of womanhood than their Euro-
American counterparts. In 1998, the International
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Labour Organization (ILO) estimates of the number
of prostitutes in Indonesia ranged from 140,000 to
230,000; in Malaysia, from 43,000 to more than
142,000; in the Philippines, from 100,000 to 600,000
(and the ILO suggests that 500,000 is a more reliable
figure); and in Thailand, the estimated number of
prostitutes in 1997 was between 200,000 and 300,000.
Such figures are not unique to Asian countries—an
article in the New York Times by Michael Specter
in 1998 estimated that approximately half a million
women are also trafficked into Western Europe
every year. The European Conference on Trafficking
in Women in June 1996 claimed that women from
Africa (Ghana, Nigeria, Morocco), Latin America
(Brazil, Colombia, the Dominican Republic), South
East Asia (the Philippines, Thailand), and Central and
Eastern Europe (Czech Republic, Hungary, Poland,
Romania, Russia, Ukraine) were being trafficked into
the European Union in large numbers.

The key issues regarding disability and the sex
industry can be identified as follows: (1) disabled
people’s entrance to the sex industry in various forms as
workers, (2) disabled men’s access rights to prostitu-
tion or pornographic material as consumers, (3) seek-
ing destigmatized or legalized prostitution by relying
on a rationale that it is necessary for disabled men,
and (4) advocating for medically prescribed sexual
services (not involving prostitution) such as sexual
surrogacy for disabled people, with an emphasis on the
psychological benefits of sex for self-esteem.

DISABLED PEOPLE'S ENTRANCE
TO THE SEX INDUSTRY

Disabled people are employed as sex workers in a
number of fields. Some customers specifically look
for certain attributes in prostitutes—such as disability—
as a form of sexual fetish. It is becoming increasingly
common for a “disability fetish” to be advertised on
commercial Internet sex sites. There are niche markets
for videos of disabled women having sex, pictures of
naked amputees, and pictures of naked little people.
For instance, recent videos include Gimp Lovin, Roped
Gimp, Gimp Pain, and The Gimp Sees a Doctor.
Websites such as “criptease.com” or “disabilitypayper-
view.com” sell photos and videos of fantasies involv-
ing disabled people who use wheelchairs and braces,

who are amputees, who use strong glasses and other
ocular devices, or who have leg casts. Often, these
sites involve disabled women from Asia or Eastern
Europe—such as Romania and the former Soviet
Union. Similarly, there are devotees whose fetish
involves other impairments, such as blood clotting.
Calendars showing naked disabled people are also
available and are advertised under such titles as
“Gimps Gone Wild.” A related fetish is the “medical
fetish,” which is also served by the commercial sex
industry, through the production of videos of people
receiving medical examinations, enemas, and so on.
This industry also sells medical equipment such as
neck braces, straitjackets, electrostimulators, catheters,
mouth spreaders, and speculum (http:// www.medical
toys.com/enemas.htm).

It has also been noted that the technological
involvement in the sex industry, including Internet
and phone connections, has resulted in an increase in
both the number and the nature of sexual workers. In
particular, there has been an increase in sex work out-
side of the sphere of genital contact. Many disabled
women have been recruited into the industry in this
way. For instance, increasing numbers of women with
physical disabilities have been employed in the phone
sex industry. In South Korea, it is reported that women
with cognitive or physical disabilities have been
procured and forced to prostitution. Disabled women
often enter into traditional prostitution as the lowest
and cheapest commodity due to their extremely
marginalized status (commonly lacking resources and
education and having a history of sexual abuse). The
Women’s News reported in 2003 that the Coalition for
Eradicating Sex Trade of Women with Disabilities
and the Rescue Hotline have been recently installed to
deal with this problem in South Korea. In Zimbabwe,
forced marriages and prostitution put women and
girls, including the disabled, in danger of contracting
sexually transmitted diseases or HIV/AIDS. This seems
to be more serious for women and girls with disabili-
ties as they are being sexually abused and raped by
people who believe that HIV/AIDS can be cured by
having sex with someone with a disability.

While Indian women and girls are trafficked
into Kuwait and other Middle Eastern countries for
purposes of prostitution, disabled Muslim children,
primarily girls, are trafficked to Saudi Arabia for the
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purposes of begging or being sold into brothels.
Hwang and Bedford (2003) reported that mentally
disabled girls and other aboriginal girls were forced
into indentured prostitution and kept in control with
violence, deception, indebtedness, and affection in
Taiwan. In China, the most common traditional image
of the blind woman is a prostitute. Traditionally, blind-
ness became an advantage in a prostitute, presumably
because the client’s own identity and defects were
thereby spared any scrutiny.

DISABLED MEN’S RIGHT
TO COMMERCIAL SEX
AS AN ACCESS ISSUE

Some Western disability rights movements have
made a connection between disabled people’s sexual
rights and the need to use commercialized sex. Sexual
liberalism arose among disability activists to chal-
lenge discriminatory attitudes prohibiting and control-
ling disabled people’s sexuality. Sexual liberalism
suggests that disabled people should have equal
access to prostitution and to other kinds of paid sexual
services that are available to able-bodied citizens.
This argument sometimes asserts that the cost of such
commercial sexual services should be covered by a
state welfare fund. It is proposed that prostitution is
often the only way disabled people can have sex or
even close physical contact with another person. This
approach emphasizes the private and personal nature
of purchasing a sex service. It is based on an individ-
ual’s personal choice, and the fact that disabled cus-
tomers can enjoy themselves away from their families
and personal assistants is a sign of independence,
which is thought to be a key element in their pleasure
as sex industry consumers.

In addition to being positioned as an access
issue, within sexual liberalism, disabled people’s right
to hire prostitutes often falls within a discourse of
consumerism. There was a disabled Dutch man who
fought a seven-year battle to win a 1997 court rul-
ing giving him a monthly allowance for using the
sex industry, paid by his council (Ananova 2005).
Following the lead of a Dutch town that implemented
a similar program, Ivo Konings, a city councilor
with a disability in Hasselt, Belgium, proposed to give

disabled men money to visit prostitutes. Konings, a
former adviser to the Belgian government, consulted
an organization of prostitutes in Hasselt about provid-
ing discounted rates for disabled customers and educa-
tion for prostitutes. However, conservative arguments
promote the abstinence of disabled people by empha-
sizing the potential danger of sexual activities to
physical and mental health. Religious ethics forbid dis-
abled men from seeking an “alternative” way of having
sexual lives as well. Responding to such conservatism,
the liberal approach is often paralleled by moves for the
legalization of prostitution, with the prostitutes’ rights
movement asserting the necessity of their work in
terms of disabled people’s needs. In this way, disabled
people’s campaigns for practical solutions that will
enable them to have access to sexual relationships
converge with the efforts of the sex industry to pro-
mote access for “special” customers. For example, the
Netherlands Prostitution Information Center provides
tips for disabled customers on its website.

The Pink Palace in Melbourne also gained favorable
media attention by carrying out building modifications
that made their premises more accessible. Its new fea-
tures included enlarged doors to accommodate wheel-
chairs and the installation of a sit-down shower. George
Taleporos (2001), a researcher in the area of sexuality
and disability, said in a BBC interview that many dis-
abled people used prostitutes and brothels because it is
difficult to date in the “usual” way. In Australia, the
Accsex Network aims to provide disabled people with
“therapeutic help” and access to sex services. The name
Accsex stems from a combination of the words access
and sexuality. Two of the major achievements of Accsex
were establishing a fund by the Eros Foundation
(Australia’s sex industry trade union) to financially
assist people with physical disabilities on low incomes
to access the sex industry and raising awareness with
attendant care providers about the need for “sex atten-
dants” or attendant carers who are prepared and trained
to assist their clients in sexually related activities. These
activities, according to Taleporos, may include, among
other things, “visiting a brothel, having sex with a part-
ner, being assisted to purchase or use erotica or sex toys
or providing assistance with masturbation.”

The issue of access to pornography in alternative
formats and assistance to purchase pornography has
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been controversial. A Braille copy of Playboy was pro-
vided by the National Library Service for the Blind and
Handicapped in the United States, but Congress banned
later funds for its production. Many people in the dis-
ability rights movement saw this as the violation of
the First Amendment of the U.S. Constitution. Of course,
disabled people are not only consumers of pornography
but also may be its objects. For instance, the June 1987
Playboy employed disabled female Ellen Stohl. Ellen
Stohl sought to express her sexuality by being included
in the sex industry. The position of nondisabled care-
giving women complicates the arguments regarding the
right of disabled people to access the sex industry. A
number of specialty brothels are provided for disabled
men, and state-employed caretakers, who are mostly
women, must take these men to the brothels if they
wish to go. The competing rights of these women to be
free from an environment that they may find objection-
able and objectifying complicates the argument that
disabled men, as their employers, have an unfettered
right to access the sex industry.

USING DISABILITY TO
DESTIGMATIZE PROSTITUTION

In contrast to the movement to end prostitution
entirely, sex workers and some feminist movements
have advocated decriminalization of all prostitution
between consenting adults and have promoted the
destigmatization of prostitutes. The need to sexually
serve disabled people is often employed as a rationale
for justifying prostitution in this context. Some sex
workers find pride and identity in their roles, particu-
larly when they define themselves as sex experts help-
ing people with disabilities. In this paradigm, sexual
exchange between a disabled man and a prostitute
is perceived as friendly, mutual, supportive, and ther-
apeutic. The asexual or emasculated image of disabled
men can position disabled men as naive and in need
of care, and prostitutes become seemingly authorita-
tive in terms of sexual experience and knowledge. The
power domination and violence prevalent in some
feminist criticisms of prostitution are often assumed
to be absent in prostitution relationships involving
someone with a disability. In 2003, when New
Zealand passed the Prostitution Reform Bill that

decriminalized prostitution, it was argued that access
to prostitution improves the lives of disabled people.
The Green Party argued that prostitution was often
the only way people with disabilities could have sex
or even close physical contact with another person.

The call for respect for prostitutes, improvements in
their conditions of work, and acknowledgment of pros-
titution as a profession has been addressed in a number
of concrete schemes. For instance, as Shrage (1994)
points out, as a result of the growing AIDS risk in the
international sex industry, there have been some attempts
to promote the medicalization of sex services and the
licensing of prostitutes as “sex providers” with college-
level education to assign social authority. The 1997
International Conference on Prostitution included the
workshop on “Sex Work, Sex, and the Disabled.” Sex
surrogates working with a variety of disabled people
called on fellow sex workers to deal with disabled
clients with particular care and sensitivity. In this con-
text, the label sex surrogates refers to prostitutes who
specialize in dealing with disabled clients.

Tuppy Owen, organizer of Britain’s annual Sex
Maniac’s Balls, which raise funds to “help handi-
capped people find love,” has gone so far as to
describe neighbors, friends, and hospital staff who
masturbate people who are unable to masturbate
themselves as “sex angels” (Steinberg 1997). Another
argument that is used to justify prostitution is that
it provides sex for persons who would otherwise be
deprived of sex, for example, male migrant workers
without their wives, disabled or old men, or men in the
military. However, in responding to these arguments,
feminists who are against prostitution argue that this
argument is underpinned by an assumption that men,
in any and every circumstance, must be able to have
sex. Feminist organizations have made a strong stance
against the exploitation of women, including disabled
women, by the commercial sex industry.

In the words of Australian activists Mary Sullivan
and Sheila Jeffreys (2001), from the Coalition Against
Trafficking in Women,

So normalized has brothel become that the sex indus-
try markets itself as promoting the “rights” of people
with disabilities by specifically catering to men and
disability charities. Disabled men are seen as a good
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market opportunity by the legalized sex industry, and
carers are expected to help these men engage in the
abuse of women in brothels, or at least deliver them
and wait in the lounge. It is the “rights” of men that
are being catered to here. Disabled women are not
mentioned.

MEDICALLY PRESCRIBED SEX SERVICES
FOR DISABLED PEOPLE

Medicalized practices around disabled sexuality
are another axis in the discussion of disabled men’s
participation in the sex industry. The sexological
invention of sex therapy (more specifically, sexual
surrogate partner therapy) has been employed for dis-
abled men from the early 1980s in the United States.
In this approach, sexuality is considered as a psycho-
logical and biological necessity for life and has to
be promoted in a certain way. Disabled people’s
access to such sexual experiences and commercial
sexual service first emerged in clinical settings.
Promoters of sexual surrogacy for disabled people
tend to distinguish sexual surrogacy from prostitution
by arguing that sexual surrogates provide more than
sexual service to the clients with whom they work.
They attempt to meet the special psychological needs
of clients and emphasize the therapeutic effects of
their work. The term partner surrogate, suggested by
Masters and Johnson (1970), refers to the partner pro-
vided for an unmarried man referred for treatment,
who has no one to provide psychological and physio-
logical support during the acute phase of his therapy.
In the 2002 volume of Disability Studies Quarterly,
it was suggested that disabled people should have
the cost of hiring sexual surrogates incorporated into
Ontario’s government-sponsored personalized fund-
ing program presumably because sexual surrogacy
functions as a real and meaningful form of erotic
communication and self-realization and is practiced
widely in the United States.

However, as Noonan (2000) points out, sexual
surrogate therapy tends not to address heterosexual
disabled women since heterosexual male surrogates
remain the most rare of sex surrogates. Despite the
fact that the concept of sexual surrogacy came from
medical sex therapy discourse and was associated

with professional discourse through the involve-
ment of the team therapist, a licensed and/or certified
professional with an advanced degree, sex surrogacy
is actually more likely to exist within a continuum of
sex industry practices. European advocates of sexual
surrogacy are closely related to prostitute/sex worker
organizations. The employment of sex therapy for dis-
abled people’s sexual experience or “fulfillment” in
the rehabilitation paradigm is a relatively recent com-
bination. Sex therapy has been mostly dedicated to the
problems of able-bodied males who experience gen-
eral anxiety over fulfilling cultural standards of mas-
culine sexuality. Many sex therapists are not members
of the medical profession. However, as researchers
such as E. J. Haeberle (1983) suggest, there are ten-
dencies on the part of many therapists and promoters
to borrow respectability and authority from the med-
ical establishment.

Even though sexual surrogates are supposed to be
paid to aid people to express and develop their sexual-
ity and not to give sexual gratification, there have been
criticisms that sexual surrogates are simply provid-
ing medicalized and institutionalized sex. There have
also been suggestions that surrogacy places disabled
people’s sexuality in the medical area alongside
many other therapies; Shakespeare, Gillespie-Sells,
and Davis (1996) and O’Brien (1990) both argue that
suggesting sex workers require “special” training to
engage in sexual activity with a disabled person can be
seen as reinforcing the medical model of disability and
ignoring institutional oppression and societal barriers,
which are some of the causes of imposed celibacy.

A Swiss organization, Pro Infirmis, launched the
“touchers project” in Zurich in June 2003 and publi-
cized this project internationally. The pilot scheme
involved training 12 professional “touchers” under the
guidance of Dutch disabled sex pioneer Nina de Vries.
Service would range from massage, body contact,
stroking, holding, and bringing people to organism.
“The successful applicants were then expected to
offer sexual and emotional relief to the Zurich dis-
abled community.” However, after this project was
announced, the organization suffered a significant
reduction in donations. Pro Infirmis decided to end its
direct involvement in the project and announced that
it was looking for an independent association to take
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over. Similar programs were known to be running
for years in Germany, Denmark, and the Netherlands,
where it was called Stichting Alternatieve Relatiebe-
middeling. The expansion of “therapeutic sexual
services” for disabled people has therefore opened up
new occupations for sex workers, sexual counselors,
and surrogates.

The concept of sexual surrogacy came from a med-
ical sex therapy discourse and seems to evoke a sense
of professionalism because it involves a team therapist
who is a licensed and/or certified professional with an
advanced degree. However, sex surrogacy should still
be understood in the context of a massive worldwide
effort to make profits out of the sex industry. Often,
sexual surrogates simply refer disabled people to sex
workers who are prepared to have sex with them. In
effect, sex surrogacy is interchangeable with prostitu-
tion in its implementation.

CONCLUSION

The international sex industry is a large-scale industry
that includes prostitution, pornography, sex-related
entertainment such as phone sex and Internet sex
services, sex tourism, and other related activities.
Representatives of the international sex industry often
use disability to justify their existence by suggesting
that commercial sex is the only way of helping dis-
abled people meet their sexual needs. Commercial sex
activities are also commonly discussed in a medical-
ized discourse, such as when they are euphemistically
referred to as “therapy.” At the same time, sex therapy
in medical settings provides programs for disabled
people who presumably have problems in sexual
relationships. Sexual surrogate therapy emphasizes its
psychological benefit to disabled people. However,
the fact that the sex industry largely involves women
from the non-Western world and many disabled
women performing sexual activities for the benefit of
men from wealthier countries makes it difficult to sus-
tain the arguments that access to the commercial sex
industry is an issue of “equal rights for all.” Instead,
this argument seems to involve an extension of male
privilege to include disabled men, with little regard
for the women who work in the industry, including the
disabled women who work in prostitution, phone sex,

pornography, and other related fields. It has been
noted that the expansion of sexual services, facilitated
by technological developments, has increased the num-
ber and nature of sexual workers, especially outside
the sphere of genital contact. Expansion of the thera-
peutic sexual service area has also opened up new
occupations for sexual counselors and surrogates.
Such specialized sexual services are often used to
justify the existence of sexual labor in general.

—FEunjung Kim and Mark Sherry
See also Accessible Internet; Gender; Sexual Access; Sexuality.
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SEX THERAPY

Sex therapy offers treatment for problems of sexual
function and expression. A professional therapist
will use specialized clinical skills to help individuals
and couples to overcome sexual problems. The types
of issues that clients present with include loss of desire,
erectile dysfunction, premature ejaculation, pain on
intercourse, and communication or other relationship
problems. Many individuals are uninformed or uncon-
fident about sexual issues. Many people experience
sexual problems at some point in their lives.

Sex therapy is of particular relevance to disabled
people. Some impairments may lead to loss of feeling
or to difficulty in achieving sexual positions or per-
forming sexual acts. Others may affect body image
and lead to the individual feeling abnormal or unat-
tractive. Those who are born with impairment may
have been treated as asexual. They may not have
received sex education or support in developing their
sexuality. Some individuals may also not have been
able to express feelings of same-sex attraction due to
dependence on family and carers. Those who become
impaired may believe that their sexual lives are over.
They may experience this reaction from family, friends,
and medical professionals. These attitudes may under-
mine self-esteem, self-confidence, and sexual expres-
sion. Disabled people’s sexual problems are social
and cultural as well as medical and physical: experi-
ence of social exclusion and disempowerment may be
as important as particular functional issues.

Sex therapists should be trained in sexual anatomy
and physiology, have counseling or therapeutic train-
ing, have the experience of relationship counseling,
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and adhere to a professional code of ethics. A series of
sex therapy sessions will start by identifying problems
and then finding solutions. A program of exercises
and activities may be devised for the client(s) to do at
home.

Sexual surrogacy is a separate and more controver-
sial form of sex therapy in which an individual with
sexual problems is referred by a sex therapist to a
sexual surrogate, who will engage in sexual activity
with that individual. Whereas sex therapy may work on
emotional problems and may offer advice and exer-
cises, sexual surrogacy works with bodies and offers
practical sexual activity to resolve difficulties. The
dividing line between sexual surrogacy, facilitated
sex, and sex work or prostitution may be blurred and
may not be recognized by law in some jurisdictions.
Disabled people, who may have had difficulties form-
ing relationships and may have issues with sexual
activities or with body image and confidence, are com-
monly cited as potential beneficiaries of sexual surro-
gacy services.

Sexuality is an important part of self-identity;
therefore, sexual problems may be experienced as
undermining and distressing in general. Sexual rights
have been neglected within both traditional reha-
bilitation services and the disability movement’s cam-
paigning and advocacy work. Disabled people have
the same needs as nondisabled people, and sex ther-
apy and sex education should be regarded as priorities
alongside more obvious goals such as independent
living, employment, and education.

See also Identity; Sexuality.
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American Association of Sex Educators, Counselors & Therapists
(AASECT), http://aasect.org

British Association for Sexual and Relationship Therapy, http://
www.basrt.org.uk

Relate (U.K. agency offering relationship counseling), http://
www.relate.org.uk/sexproblems/sextherapy

Sexual Health (advice and support website founded by a disabled
man, with a particular attention to disabled sexuality), http://
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SEXUAL ACCESS

Despite an increase in critical approaches to disabil-
ity, gender, and sexuality (Shuttleworth 2000b, 2003;
Shuttleworth and Mona 2002), researchers need to
develop conceptual frames that can be applied to a
wide range of relevant issues and also assist in politi-
cizing these issues. The concept of sexual access
has recently been proposed to fit the bill for elucidat-
ing both the impediments and avenues to sexual well-
being for disabled people (Shuttleworth and Mona
2002; Shuttleworth 2003, forthcoming; Grossman,
Shuttleworth, and Prinz 2004). Application of the
cornerstone disability studies concept of access has
traditionally been limited to easily demarcated con-
texts such as schools, workplaces, and the built envi-
ronment. A legalistic and technical understanding of
the term has held sway that does not appreciably alter
even when programmatic access becomes the analyti-
cal target (see, e.g., Burgstahler 1994). Embodied
feelings, communicative processes, and the symbolic
aspects of disability are usually not taken into account.
Yet in terms of disabled people’s sexual issues, these
aspects are often the most crucial to interrogate.
Conceptualization of sexual access as it is develop-
ing in disability studies must be clearly differentiated
from a similar term used by bioevolutionary scholars
to refer to the degree to which males of a species have
access to sex with females (e.g., Buss 1994). Instead,
sexual access as theorized by the above disability
studies researchers encompasses several related
meanings. First and foremost, interpersonal sexual
negotiations are viewed as situated within a cultural
and sociostructural framework of inclusion-exclusion.
It is important to interrogate not only sexual negotiations
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themselves but also multiple aspects of this frame-
work to discern the degree to which these aspects work
toward access to sexual expression and sexual rela-
tionships for disabled people. Depending on a dis-
abled person’s particular situation, relevant aspects
of this framework may include physical access to
environments and social contexts in which sexually
relevant interpersonal encounters may occur, monetary
access, programmatic access to personal assistance
services, access to transportation, communication
access, and many others. Perhaps the most powerful
impingement on disabled people’s interpersonal sex-
ual negotiations, which presents formidable difficul-
ties for systematic investigation, is the adverse context
of cultural images and meanings of disability and sexual
desirability.

Sexual well-being is reliant on psychological,
social, and cultural supports that sustain a positive
sense of one’s sexual self. The availability of these
supports for disabled people is another sense by which
sexual access or exclusion may be gauged. Disabled
people, whether it is in their families of origin, insti-
tutional contexts, or in the society at large, often
experience a lack of support for their sexuality. For
instance, people with early onset impairments often
report that family members do not expect them to
experience a sex life and marriage (Shuttleworth 2000a,
2000b; Mona and Gardos 2000; Shakespeare, Gillespie-
Sells, and Davies 1996; Rousso 1993). One example
of the way psychological, social, and cultural sup-
ports might reinforce each other to promote disabled
people’s sexual access and sexual well-being is if
disabled people were represented in more sexually
positive ways in the media. For some disabled people,
this more positive sexual representation might result
in a more positive sexual self-identification and height-
ened sexual self-esteem, which might also result in
many nondisabled people perceiving them in a more
sexual light.

A final sense in which the concept of sexual access
might be fruitfully used is in interrogating the for-
mation of gender and sexual identities for disabled
people. For significantly disabled people, especially
those who live in more structured living environ-
ments such as nursing homes and group homes, access
to opportunities for sexual and gender expression may

be limited given the multiple social restrictions
operating and minimal sociocultural support within
these institutions (Shuttleworth and Mona 2002;
Hamilton 2002; Wade 2002). The question that needs
to be asked is to what degree can one form a sexual
or gender identity (normative or not) and a sense of
one’s self as a sexual agent in these kind of living
environments.

The concept of sexual access can thus be used
to critically frame many of disabled people’s sexual
issues. Use of an access frame importantly situates
disabled people’s sexuality squarely within a political
context on par with other issues on the disability rights
agenda (Shuttleworth 2003, forthcoming).

—Russell P. Shuttleworth

See also Sex Therapy; Sexuality.
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SEXUALITY

Historically, people with disabilities have either been
regarded as asexual or sometimes as sexually deviant
and threatening. The sexuality of people with dis-
abilities has often been ignored by health and social
services. If the sexuality of people with disabilities
were considered, it was mostly in relation to phy-
siological functioning. The psychosocial influences
on the sexual lives of people with disabilities were
generally overlooked in favor of purely medically
focused models. After the Vietnam War, there was a
significant increase in U.S. attention toward physical
impairment and sexual functioning in men but sparse
recognition of the wider issues.

Today, there is widespread awareness that sexual-
ity is equally important to men and women with dis-
abilities and that sexuality is an integral part of the
development and experience of all people. Disability
activists have played a strong role in this, campaign-
ing for the sexual rights of people with disabilities
to be recognized, including the right to have sexual
relationships, the right to be parents, and the right to
access sexual services.

Recognizing the physiological, psychological, and
social aspects of sexuality is essential to obtaining an
understanding of the issues related to the sexuality of
people with disabilities. While hormones, the ner-
vous system, and the human body in general play a
significant role in regulating sexuality, sexuality is also
influenced by psychological characteristics, culture,
and society.

PHYSIOLOGICAL ISSUES
AND SEXUAL FUNCTION

Different impairments affect sexual response in
different ways, and most disabilities do not affect sex-
ual functioning. However, impairments that affect
the sensory pathways, such as spinal cord injuries and
multiple sclerosis, are often associated with challenges
for people in sexual function. Men can find it difficult
to achieve and maintain an erection and ejaculation,
and vaginal sensation and lubrication and orgasm can
be problematic for women. Some developmental
disabilities are also associated with impaired sexual
functioning.

PHYSICAL DISABILITY
AND SEXUAL FUNCTIONING

For men with spinal cord injury (SCI), sexual
response is likely to be permanently affected in some
way. This will vary according to the level and com-
pleteness of the lesion and whether a sphincterectomy,
which commonly abolishes erectile function, has been
performed. Many men with SCI are capable of erec-
tions. Erections have been reported to occur in most
men within one year following their injury. Those
with incomplete upper motor neuron lesions are more
likely to have erectile capabilities. The type of erec-
tion experienced may be either psychogenic, caused
by a psychological stimulus, or reflexogenic, caused
by a physical stimulus. Psychogenic erections are
more likely in men with incomplete lower motor neu-
ron lesions, and reflexogenic erections are more likely
in men with complete upper motor neuron lesions.
Ejaculation is less likely than erection because of the
common experience of retrograde ejaculation, where
the semen is ejected into the bladder rather than the
urethral meatus. The frequency of self-reported orgasm
is approximately 45 percent.

Vaginal lubrication may remain in women with
incomplete injuries at all spinal levels. For women
with complete injuries between the T10 and T12 level,
there is typically an absence of either psychogenic
or reflexogenic lubrication. The act of sexual inter-
course may be made difficult as a result of spasticity
of the adductor muscles and pelvic floor. It has been
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reported that 53 percent of women experience orgasm
after SCI.

Difficulties with erections may eventually be expe-
rienced by nearly half of men with multiple sclerosis
(MS), and this is likely to be caused by lesions of
the thoracic spine and autonomic nerves. Sexual diffi-
culties, ranging from premature ejaculation to lack of
sexual interest and reduced frequency of masturba-
tion, are also common. Women also experience sexual
difficulties as a result of MS, including loss of libido
and lack of vaginal lubrication. Women with MS also
report difficulty achieving orgasm and a decrease in
their frequency of having intercourse since diagnosis.
Women with MS also commonly report numbness,
spasms, fatigue, and painful intercourse.

An inability for people with disabilities to perform
sexual acts may be associated with depression and low
sexual esteem for the person with the impaired sexual
response, particularly when social and cultural values are
considered. For example, some may feel like they are not
suitable as sexual partners because of their impaired sex-
ual functioning, particularly in Western society, where
there is a strong emphasis on sexual performance.

INTELLECTUAL DISABILITY
AND SEXUAL FUNCTIONING

People with intellectual disabilities generally do not
experience difficulties in sexual function as a direct
result of their impairment. There are a few exceptions
of note where the genetic etiology affects sexual
development and function of the individual’s repro-
ductive capacity. Men with Down syndrome have
been observed to have a very low fertility rate and
may require reproductive assistance to become a
parent. Men with Down syndrome can also experience
cryptorchidism (undescended testes). Almost all men
with fragile X syndrome experience macrorchidism
(enlarged testes), and this is frequently not observed
until puberty. Men who have Prader-Willi syndrome
can experience cryptorchidism and hypogonadism
(smaller testes and penis) and may not develop sec-
ondary sexual characteristics (voice breaking, body
hair, etc.) due to lower testosterone production.
People who have psychiatric disabilities and are
prescribed psychotropic medications sometimes report

the medications having an impact on sexual function
and libido. This impact may be caused by the impair-
ment itself, a result of side effects from their pre-
scribed medication, or a combined effect.

Women with intellectual disabilities have commonly
experienced sterilization, often without their knowl-
edge and consent. Women who have had a hysterec-
tomy at a young age have reported difficulties sexually.
Some of these women have experienced menopause at
a young age and have difficulties with vaginal lubri-
cation and report sex to be painful.

Many women with intellectual disabilities have
described sex as painful. When discussing sex, very
few talk about it as a source of pleasure or mention
that they have orgasms when they have intercourse.
Sex is something that they describe being done to
them rather than them having an active role. Much of
their experience of sex is from sexual assault. When
women with intellectual disabilities describe the con-
senting sex they have, it is frequently void of foreplay
and can often be very hurried, resulting in a painful
experience due to poor vaginal lubrication.

Men with intellectual disabilities can also be
subject to medical control of their sexuality. The neg-
ative perceptions of others toward these men’s sexual
expression (including masturbation) can result in
chemical intervention through the prescription of
antiandrogenic drugs that reduce testosterone levels or
various forms of confinement or control.

SOCIAL AND PRACTICAL BARRIERS
TO SEXUAL EXPRESSION

While sexual dysfunction relates to specific impair-
ments, other barriers to sexual expression are likely to
exist across the range of impairments. These barriers
are associated with societal attitudes as well as the
physical impediments that are associated with decreased
mobility, speech impairment, and a dependence on
others for care.

Societal Attitudes

It is widely accepted that the problems people with
disabilities face in sexuality more often reflect attitu-
dinal barriers set up by our culture and accepted by
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both disabled and nondisabled persons rather than
actual physical limitations. Furthermore, it is claimed
that sexual problems experienced by people with
disabilities are more often related to culturally
established attitudinal barriers rather than physical
limitations.

A common social attitude is that people with
physical disabilities are dependent and helpless. This
attitude may lead to other assumptions that prevent
an able-bodied person from accepting a person with a
disability as a sexual partner. For example, the person
with the disability may be perceived as very “needy,”
and a relationship with this person could be viewed
as extremely demanding and never equal. This attitude
may be internalized by people with disabilities as
they come to believe that they will always rely on their
families and that their dependency makes them unde-
sirable life partners.

Dominant beliefs held about the sexualities of
people with disabilities come from mythologies.
People with intellectual disabilities, in particular, are
either believed to be oversexed and dangerous because
of an innate inability to know what they want and
control themselves in a socially acceptable way or
they are perceived to be asexual, eternally childlike,
and not in possession of adult sexual desires. Other
pervasive myths about people with disabilities are that
they are unable to parent, conceive, or adequately raise
children.

The myth that people with disabilities are asexual
or that sex is not relevant to them is also commonly
blamed for the exclusion of people with disabilities
from sexual activities. This has been highlighted by
an increasingly vocal constituency of people with dis-
abilities who have expressed frustration at the social
barriers to full participation in life, particularly in the
taboo area of sexuality.

According to Tom Shakespeare (2000), a prolific
author in this field, where disabled people are seen as
sexual, it is in terms of deviant sexuality, for example,
inappropriate sexual display or masturbation. Therefore,
the sexuality of people with disabilities is more likely
to be considered when it is a problem. Shakespeare
also argues that there is an unspoken taboo about
sexuality and disability, pointing out that disabled
people’s sexual and emotional needs are rarely

included in any discussion or representation in popular
culture such as movies, music, and magazines. This
reinforces the public’s attitudes and expectations
toward disabled people as seeing them as “sick and
sexless” rather than participating in full sexual and
family relationships.

Much of what we know about the social barriers
that people with disabilities face in relation to their
sexuality comes from the reports of people with
disabilities themselves. Robert Murphy (1995) drew
on his personal experience living with quadriplegia
to reflect on the position of physical disability in
American society. He argued that the disabled,
individually and as a group, contravene all the values
of youth, virility, activity, and physical beauty that
Americans cherish. He believed that disabled people
are resented by the able-bodied and are seen by them
as ugly and repulsive—they are perceived as subvert-
ers of social values and ideals. According to Murphy,
these values and ideals include strength, indepen-
dence, virility, and health, and they are promoted and
affirmed constantly in the media, while the disabled
body is hidden or presented as something to be avoided,
corrected, and pitied.

The sexualities of people with disabilities have
been and continue to be affected by the ideology of
eugenics. Historically, there has been a fear that
people with disabilities will produce offspring with
disabilities, as well as a belief that this is something
that should be avoided. This stems from a fear of dis-
ability and a belief that people with disabilities are
of less value and a threat to the genetic good or sur-
vival of the human species. Sometimes the message
is implicit and at other times explicit. Explicitly, the
continuing practice of sterilization as a reproductive
control of people with disabilities (particularly women
with intellectual disabilities) and the institutionaliza-
tion of people with disabilities (particularly people
with intellectual, cognitive, or psychiatric disabilities)
show the continuing influence of the eugenic ideology
and have a serious impact on sexuality.

There is also evidence that people with disabili-
ties (particularly women) experience sexual abuse at a
higher rate than in the general population. This may
be because people with disabilities are more likely to
live in institutions or to have contact with a wide range
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of caregivers; it may be because communication
barriers mean that people with disabilities are less likely
to be heard or believed if they report abuse; it may
also be because of physical vulnerability or availabil-
ity. Awareness of the dangers of abuse may be lacking
and protection absent. Conversely, focus on abuse
may lead to overprotectiveness of people with dis-
abilities and an unwillingness to provide information
about their bodies and sexual behavior. It may be
thought that raising awareness of sexuality increases
vulnerability, whereas appropriate education may
instead reduce the likelihood of an assault and increase
the possibility of individuals reporting inappropriate
attention or actions.

People with disabilities are vulnerable to sexually
transmitted infections like any other member of society.
People are placed at increased risk of exposure if they
do not receive education on the risks and protective
measures that people can take. Particular groups of
people may be more vulnerable due to their sexual
practice and where they live (e.g., men who have sex
with other men where there is a high prevalence of
HIV among homosexual men). Sex education and
HIV/AIDS education need to take into account infor-
mation barriers: for example, making health informa-
tion available in simple text, via sign language and in
different formats for people with visual impairments.

General societal attitudes toward sexuality are also
likely to affect people with disabilities. Society places
a great deal of emphasis on sexual intercourse, and
other kinds of sexual behavior, such as kissing, cud-
dling, and mutual masturbation, are viewed as less
significant and labeled “foreplay.” The achievement of
orgasm is also emphasized, and sensation and move-
ment are equated with sexual eligibility. For some
people with physical disabilities, these attitudes could
hinder their sexual esteem, as they may be physically
unable to engage in the sex acts that are socially val-
ued. Likewise, they are discouraged from participat-
ing in the acts that they are capable of because they
are socially devalued. A more open approach to sexu-
ality may value nonheterosexual forms of sexuality,
may foster a more imaginative and experimental
approach to sexual expression and activity, and may
enable people with disabilities to achieve pleasure and
intimacy in diverse and individual ways.

Practical Barriers

Reduced mobility may interfere with sexual
expression in all physical impairments, but the exact
nature of the practical difficulty is likely to be disabil-
ity specific. For example, people with an impaired
urinary system, such as those with MS and SCI, may
need to contend with removing an indwelling or
external catheter or bending and taping the catheter
when preparing for sexual intercourse. They also risk
spontaneous bladder and bowel emptying. People
with impairments that cause physical weakness, such
as neuromuscular conditions, may not have sufficient
motor strength to masturbate to orgasm or to sufficiently
pleasure a sexual partner. Mobility problems involv-
ing inaccessible public transport, clubs, and housing
are also likely to affect opportunities to socialize and
meet potential sexual partners.

Speech impairment can also be a significant barrier
to establishing sexual relationships. The use of aug-
mentative communication devices requires skill and
patience, and consequently, the speech-impaired
person’s opportunities to express his or her personal-
ity and attract a partner through two-way communica-
tion are affected.

Dependence on others for care can also seriously
restrict an individual’s opportunities to freely express
his or her sexuality because of a lack of privacy and
overprotective parents or caregivers. For people who
live with their parents, the establishment of sexual
relationships is likely to relate to the degree of inde-
pendence from parental figures. However, the person
with a disability often remains dependent on parents
much longer than the able-bodied individual. The
parents of a person with a disability may have diffi-
culty acknowledging the sexuality of their child and
struggle accepting that their son or daughter could
have a life independent of them. These overprotective
parents may be especially concerned about their child
being “hurt” or “exploited,” and they may communi-
cate, either directly or indirectly to their child, that a
sexual relationship and marriage are not a realistic
possibility. Overprotective parents and a dependence
on others for care can be a contributing factor to social
isolation, which limits the social and sexual opportu-
nities of a person with a disability.
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For people with disabilities who reside in supported
accommodation, social isolation and barriers to sexual
relationships can be even more serious as a result of
cramped conditions, a lack of privacy, and the intru-
sion of support staff. These people are often more
segregated from able-bodied people, and in some
institutions, sexual contact between residents is pro-
hibited. In cases where sexual contact is allowed,
it is still unlikely to be possible if both residents have
mobility problems, and often the only able-bodied
people they associate with are professionals who are
forbidden to engage in sexual relationships with a res-
ident or to provide the assistance needed for two resi-
dents to have sex.

People with disabilities may experience enormous
external pressures that impinge on their sexualities. This
control can come from family members, carers, service
providers, and support agencies that provide accommo-
dation, recreation, or medical services. To self-advocate
and assert their choices and express sexual desires in
such a negative climate takes huge courage and deter-
mination. The places where people with disabilities live
(institutions, nursing homes, boarding houses, hospitals,
prisons, group homes, and, particularly for people with
cognitive and psychiatric disabilities, on the street) all
have an impact of the sexuality of people with disabili-
ties and affects the way they see themselves and their
opportunities for forming a positive sexual identity.
People with intellectual disabilities who have experi-
enced living in institutions and group homes in the
community have sadly reported fewer opportunities
in group homes to have sexual relationships due to the
increased level of supervision (those staff see it as their
job to prevent sexual contact rather than enable people’s
relationships) than when people resided in institutions.
Many aspects of people’s lives have seen conscious
planning and support for people to gain independent
skills or have their needs met by services in the areas of
managing finances, learning housekeeping skills, and
having educational and vocational opportunities, but the
area of sexuality has largely been ignored, reinforcing
the belief that people with disabilities are not whole
and that emotional and sexual connections with others
should not be encouraged.

Wider discrimination against people with disabili-
ties also affects the capacity to achieve intimacy and

express sexuality. For example, people with disabilities
may be isolated and lonely. Many people make friends
or meet partners at college or in the workplace: if
people with disabilities are excluded from both those
domains, their social life may suffer. To participate in
leisure activities, they need money to buy clothes, pay
for admission to venues, and buy drinks and meals,
but because many people with disabilities are poor,
this may be impossible for them. Above all, meeting
people and making friends and becoming lovers all
depends on individual self-esteem and confidence: if
people with disabilities are socialized into depen-
dency, feel bad about their bodies, or lack self-worth,
then they may find it difficult to overcome barriers
to interaction and may be seen as unattractive or
undesirable.

SEXUAL MINORITIES
WITH DISABILITIES

While most are probably heterosexual, some people
with disabilities are gay, lesbian, bisexual, intersex,
and transgender. These sexual minorities face unique
challenges when they are coupled with disability. For
example, a dependence on others for care makes the
exploration of a person’s sexuality and the gay, lesbian,
bisexual, and transgender community more difficult.
This early exploration is usually achieved privately and
independently, at a time when the person feels a sense
of apprehension and cautiousness. The nondisabled
person can do this with minimal risk and with little
fear of his or her family and friends knowing.
However, a person with a disability may need support
to attend a gay or lesbian venue, such as assistance
with transport, communication, or personal care. This
often requires negotiation and disclosure and the need
to “come out” at a time when the person may not feel
prepared or confident. Furthermore, physical access
to the venue also needs to be considered. For trans-
gendered people who require assistance to dress, there
may be a fear of asking to wear clothing of their
choice. If they do ask, their requests may be refused,
and they may be subjected to abuse and ridicule.

The sexualities of people with disabilities are also
affected by common assumptions that people should
only have monogamous relationships and that the sex
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they have cannot involve experimentation, sexual
role-play, cross-dressing, or an expression of fetishism.
Engaging in any of these activities is often perceived
as being sexually deviant if one or more partners have
a disability, whereas it is seen to be within the spec-
trum of sexual behavior for those without disability.

SEXUAL RIGHTS OF PEOPLE
WITH DISABILITIES

In the face of the many barriers, it is important to con-
sider the sexual rights of people with disabilities. Ann
Craft (1994) identified the following rights. First, they
have the right to be treated as adults and not perceived
by others as eternally childlike and sexless and to be
treated with the dignity and respect accorded to adults.
Second, they have the right to be provided with accu-
rate knowledge about sex and sexuality in ways that
they can understand. Third, they have the right to be
sexual and to make and break relationships. People
with disabilities need to be able to exercise risk taking
in order to learn and should not be overprotected for
fear they may suffer some emotional or physical harm.
A lack of experience will place the person at greater
risk. Fourth, they have the right not to be at the mercy
of the individual sexual attitudes of different care-
givers. Those supporting people with disabilities need
to promote self-realization in the individuals, not com-
pliance, enabling them to make their own choices and
be able to express their own sexual identity without a
prescribed notion of what constitutes a norm. Finally,
they have the right to live in humane and dignified
environments, free from sexual abuse. To foster a pos-
itive and healthy sexuality, people require a safe space
that affords privacy, personal control, and choice.

While traditional service providers have neglected
the sexual rights of people with disabilities, for rea-
sons discussed above, it is perhaps more surprising
that the disability movements have been slow to take
up the campaign for sexual rights. American disabled
feminist Ann Finger (1992) argues that the disability
rights movement has not put sexual rights at the fore-
front of its agenda:

Sexuality is often the source of our deepest oppres-
sion; it is also often the source of our deepest pain.

It’s easier for us to talk about—and formulate strategies
for changing—discrimination in employment, educa-
tion, and housing than to talk about our exclusion from
sexuality and reproduction. (p. 9)

Perhaps because other disability rights have been
prioritized, perhaps because acknowledging the exclu-
sion from intimacy is painful, or perhaps because of
wider taboos about sexuality, effective work to achieve
the sexual rights of disabled people has been neglected
in many countries. However, promising developments
include better campaigns around HIV/AIDS and sex-
ual health, often based on peer education; better train-
ing for professionals, carers, and personal assistants;
provision of nightclubs and other social activities for
people with learning difficulties; respect for privacy
and the right to have control over your own body; and
new positive images of disabled people’s bodies, sexu-
ality, and relationships, such as the Australian Intimate
Encounters project.

Despite the history of exclusion and the reality of
isolation and abuse for many people with disabilities, it
is important to note that for other people with disabili-
ties, their sexual rights are being achieved, and they are
leading satisfying sexual lives. People with disabili-
ties are having relationships of all kinds, heterosexual,
homosexual, monogamous, and polyamorous. People
with disabilities are having children. Many are marry-
ing other disabled people and people who do not have
disabilities. People with disabilities are dating, loving,
touching, kissing, hugging, sucking, fingering, and
fucking. Some are accessing the sex industry, visiting
sex workers, working as sex workers, consuming porno-
graphy, and, in some instances, making pornography.
People with disabilities are learning and teaching about
sex, as sex educators, counselors, and researchers. They
are finding and sharing useful ways to enjoy sexuality
and increase sexual pleasure and sexual esteem.
Prioritizing the sexual rights of people with disabilities,
as well as breaking down taboos and silences, will ensure
that these successful stories become the norm for most
people with disabilities in years to come.

—George Taleporos and Matthew Bowden

See also Children of Disabled Parents; Gender; Identity; Sexual
Access.
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SHELTERED EMPLOYMENT

Sheltered employment provides paid work opportuni-
ties for people with disabilities for whom a job in the

community-based labor force is believed to be
unlikely. These work activities are typically offered
in protected environments or sheltered workshops,
where the demands of competitive employment are
minimized. For example, the sheltered working envi-
ronment can be constructed to reduce levels of respon-
sibility, hours of employment, pace of work, and the
number of work demands placed on an employee. It is
organized to provide assistance from human services
support personnel so that individuals engaged in shel-
tered employment can reach their maximum level of
performance and productivity.

In recent years, sheltered employment has been the
focus of much critical debate because the underlying
beliefs about work and disability, as well as the struc-
ture and practices of this employment model, have
serious implications for the community inclusion and
citizenship of people with disabilities.

THE STRUCTURE AND FUNCTIONS
OF SHELTERED EMPLOYMENT

Sheltered employment is offered in small- to medium-
sized organizations, typically employing fewer then
100 persons. It is administered by private, nonprofit,
or voluntary organizations. The jobs offered by shel-
tered employment are varied, but they may include
commercial ventures (e.g., a car wash, catering, or
woodworking business serving the public), subcon-
tracts negotiated through other industries (such as
packaging or assembly), activities to serve the admin-
istrative organization (such as mailing and filing),
or simulated work activities. In most cases, sheltered
employment receives government funding or subsidy
for costs such as human resources, equipment, space,
and employee payment. Control of the income real-
ized through the sales of goods and services depends
on the relationship to the funding source. The extent
to which organizations offering sheltered employment
retain control of their income will have significant
implications on their ability to purchase equipment,
offer compensation to workers, upgrade facilities, and
other activities that are common in workplaces in the
regular community labor market.

Sheltered employment has been developed to fulfill
several functions. The first is to provide people with
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disabilities the opportunity to participate in work for
pay. From this perspective, the person is considered an
employee, and sheltered work can be conceptualized
as the person’s job or occupational status.

A second function of sheltered employment is
to create a context for improvements in health and
well-being. Through participation in work activities,
individuals with disabilities have the opportunity to
experience psychosocial benefits, including the devel-
opment of self-esteem and worker identity, promoting
a sense of personal competence, which contributes
to the community and establishes social relationships.
Work is thought to have therapeutic functions, and
sheltered work improves physical, mental, and emo-
tional impairments. From this perspective, individuals
working in sheltered employment are clients of a
health service that is an integral part of their treatment.

Finally, sheltered employment provides training to
develop skills essential in the regular, community-
based labor force. These include skills needed to
successfully perform work activities (such as concen-
trating on the task, consistently producing high-
quality products, working at speeds that are considered
standard in regular employment settings), work-related
skills (such as good grooming and personal hygiene,
traveling to work, punctuality and attendance), and
social skills at work (including getting along with
coworkers, following instructions, and respecting
authority). Sometimes, sheltered employment is orga-
nized to include work enclaves, direct job placement,
and follow-up support to assist in the move to regular
employment settings. From this perspective, the indi-
vidual involved in sheltered employment is a trainee,
learning skills that can lead to employment in the
regular community labor market.

HISTORICAL PERSPECTIVES

Contemporary applications of sheltered employ-
ment for persons with disabilities can trace their ori-
gins back to the sixteenth and seventeenth centuries.
The development of workhouses for the poor, as well
as asylums for the indigent and people with disabilities,
established work settings segregated from the public,
which provided relief from poverty and the spiritual
deterioration associated with idleness and loss of

employment. In the nineteenth century, sheltered
employment was developed on the grounds of institu-
tions that provided long-term care with a view to pro-
moting the therapeutic benefits of work participation
and a daily routine, including a balance of work and
rest. The rehabilitation functions of sheltered employ-
ment likely originated from efforts by schools for
the blind in the late nineteenth century to facilitate the
vocational training of students. Sheltered employment
was actively promoted as a viable option in vocational
rehabilitation until the late 1970s, when the model
was criticized by activists promoting the civil rights
of persons with disabilities. The model also came in
conflict with legislation designed to combat worker
exploitation. It was also shown that sheltered employ-
ment did not lead to full and integrated employment.
New models of employment in the 1970s and 1980s
demonstrated how individuals with disabilities could
be supported directly in regular employment settings,
encouraging a trend toward vocational rehabilitation
efforts that supported, rather than sheltered, people in
their employment.

PROBLEMS WITH
SHELTERED EMPLOYMENT

Sheltered employment has been criticized because
its tenets and assumptions are inconsistent with con-
temporary perspectives on disability that highlight the
basic rights of all persons to participation in the life of
the community, including full integration in regular
occupational settings, and on the social and economic
costs incurred when the potential of all citizens is
underused. Sheltered employment designs the work
situation with the aim of promoting workers’ health
and well-being, as well as their potential for regular
employment. Traditionally, though, sheltered employ-
ment has not incorporated practices consistent
with the social perspective of disability, such as work-
ing directly with employers to secure an integrated
employment situation, one that incorporates accom-
modations and other supports that help workers func-
tion in integrated work settings.

The sheltered employment model has been criti-
cized precisely because it “shelters” workers from the
demands of regular work and segregates them from
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larger society. While workers in sheltered employ-
ment may contribute to society through the goods and
services they produce, the model is structured to reg-
ulate the extent to which workers have direct contact
with people in their communities, with nondisabled
workers, or even with other community businesses to
acquire needed supplies or services.

Sheltered employment has generally been unable
to prepare people for employment in the open labor
market. The nature of the work that can be done in
segregated settings is limited, and generally it has not
been able to provide jobs that are consistent with the
knowledge, innovation, and technological demands
of the current economy. It has been argued that the
model cannot adequately prepare people if they are
not exposed to the actual production and social con-
text of mainstream employment. Similarly, individu-
als with disabilities are deprived of experiencing all of
the personal benefits of work, including elements of
work that might contribute to their own motivation to
seek and maintain employment. For example, holding
a job in the regular labor force may provide an indi-
vidual with a social status that is personally valued
and encourages staying at the job.

Critics also point out that the many functions of
sheltered employment are incompatible, which hinders
efforts to achieve mainstream employment. For example,
the therapeutic functions of the model mean that it is
likely to depend heavily on government funding, while
the employment functions of the model support a more
heavily production-oriented organization that is ori-
ented to decreasing government assistance. This has
significant implications for people with disabilities
who may be held back in the sheltered setting because
of their capacity to contribute to production demands.
It can also affect those who are denied access to shel-
tered employment because they are perceived as less
able to meet production standards.

The working conditions of sheltered employment
have also been the object of some concern. The physical
plant, work tasks, and the social segregation of
sheltered work environments give the impression of
an asylum and contribute to negative social attitudes.
In addition, the nature of the work offered tends to
be repetitive, requiring a low skill level, and without
opportunities for advancement. This undermines

efforts to present sheltered work as a credible place
to acquire work skills and possibly contributes to
discrimination toward persons with disabilities in the
regular workforce. Furthermore, workers in sheltered
employment may not have access to basic rights of
employment enjoyed in the open labor market, such
as compensation for unemployment and vacations, the
protection of minimum wage standards, or the ability
to organize themselves as a collective to negotiate
their conditions of employment.

INTERNATIONAL PERSPECTIVES

Sheltered employment is an international pheno-
menon, and it is on the increase, despite efforts
to develop alternate models that favor mainstream
employment through the provision of supports and
accommodations directly in regular community work
settings.

There is considerable variation in the way sheltered
employment is organized and structured around the
world, so it is difficult to generalize about sheltered
work. For example, sheltered employment will be
affected by the employment rates of a country. Where
the unemployment rate is rising, the numbers of indi-
viduals in sheltered employment can be expected to
rise. There is also considerable variation between
countries with respect to the nature of the disabilities
experienced by workers in sheltered employment.
Countries take different approaches to sheltered
employment. European countries, for example, tend to
focus on production functions and so are more likely
to have people without disabilities working along-
side disabled people, which is less common in North
America.

Legislation will influence the prevalence of
sheltered work. In countries with strong legislation
to promote inclusion in the workforce, sheltered
employment is likely to be a less prominent employ-
ment model. Where standard labor laws are applied
to sheltered employment, employees can benefit
from the standards and rights enjoyed by all workers.
National policies may categorize some workers in
sheltered employment as trainees or as employees,
each with distinct policies governing their employ-
ment. Some countries recognize workers in sheltered
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employment only as clients of a service, and no
formal employee relationship is established. While
most countries provide some form of income support
for persons with disabilities who are not economically
self-sufficient, national policies will differ on the sta-
tus granted sheltered employment with respect to min-
imum wage provisions and the remuneration for labor.

THE FUTURE OF
SHELTERED EMPLOYMENT

The future of sheltered employment is uncertain. There
are powerful arguments for the termination of sheltered
employment as a vocational support program. Yet, the
model persists internationally, probably because it is
so difficult to change established social structures. The
pressure to close sheltered work will be resisted by the
support staff. Workers with disabilities may also resist,
especially if they are long-time employees in sheltered
settings. There are also concerns that, although more
consistent with the ideals of mainstream employment,
new employment models will not secure work opportu-
nities for all people with disabilities, both because of
constraints within the open labor markets (e.g., vari-
able employment rates) and because it will be hard to
support those with the most severe disabilities. Some
worry that supported models may lead to bad working
conditions and segregation within the workplace,
without the benefits of the camaraderie available in the
sheltered employment setting.

In response to criticisms directed at the model,
modification can be expected. For example, sheltered
employment may be modified to incorporate sup-
ported employment services or to develop a broader
variety of work options and opportunities for advance-
ment. Attempts may be made to enhance worker
ownership and control, as well as develop training
measures that are more likely to lead to the develop-
ment of skills associated with success in mainstream
employment. Whether true ‘“sheltered” employment
remains after these changes is not entirely clear.

—Terry Krupa

See also Employability; Employment; Job Analysis and
Placement; Job Training; Supported Services; Vocational
Rehabilitation.
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SIBLINGS OF PEOPLE
WITH DISABILITIES

Unlike their parents, who remember a time “before,”
the nondisabled siblings of people with disabilities
often possess an intimate familiarity with disability
from their first memories. Psychological literature
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identifies many common themes in the lives of such
siblings: gradual awareness of the disabled sibling’s
difference, competition for the parents’ resources,
fear that the sibling’s disability will reflect on their
own competence or health, increased sensitivity and
acceptance of diverse abilities, and rebellion against,
or acquiescence to, the expectation that they will take
on advocate or guardian roles for their disabled sibling
into adulthood. These assumptions are generalized
mainly from recent, Western, family studies; whether
they apply across cultures and eras remains to be seen.
While past decades saw an emphasis on warning about
the problems siblings would experience, current think-
ing holds that most siblings in otherwise “functional”
families gain useful adaptive skills through their rela-
tionships to disabled brothers or sisters.

Many historical figures have been the siblings of
people with disabilities. In the American context, at
least two U.S. presidents (Thomas Jefferson and John
F. Kennedy) had sisters with mental retardation. Ralph
Waldo Emerson was responsible for the supervision
of more than one institutionalized brother; his friend
Margaret Fuller held a similar role in her family.

As siblings are seen as potential lifelong sup-
ports to individuals with disabilities, public programs
have begun to concentrate some effort on addressing
their concerns and educating them for this role. For
example, “Sibshops” are offered by many community
agencies serving people with disabilities; usually, but
not always, developmental disabilities are the focus.
Directed at school-age brothers and sisters of children
with disabilities, they enable peer interaction through
discussion, recreation, and activities designed to increase
disability awareness in age-appropriate ways.

Beyond juvenile literature, support group curricula,
and advice books for parents, reflective memoirs (and
other literary nonfiction) by adult siblings have been
published in increasing numbers in recent years.
Rachel Simon’s (2002) Riding the Bus with My Sister
is perhaps the most lauded of these. This genre is still
far less developed than the parental narrative but shows
promise as a useful alternative glimpse at family life
and disability.

—Penny L. Richards

See also Family; Family, International.
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SICK ROLE

Sick roles are the culturally established expectations
for how a person should act when he or she is ill or is
perceived as ill/abnormal in a particular group. Each
person learns these sick roles through a process known
as socialization, in which people are subtly educated
in the norms of a particular group.

While the term socialization can be used to refer to
modest processes such as introducing a new employee
to the norms of a business or institution, here we
are interested in the broader and more fundamental
socialization that teaches a person how to become a
member of society. This process starts neonatally
and occurs at each moment of interaction with others.
Over time, by living and interacting with others within
a given society, each person internalizes the norms
and expectations of others, sometimes to such an
extent that they seem essential and natural—the only
way the world could possibly be and the only way
people could possibly behave within it. When this
occurs, those “essential” norms and expectations
become tinged with morality so that people refer to
them with “shoulds” and “ought tos” and look dis-
approvingly at any ideas, behaviors, or realities that
flaunt them. This process embeds within each person
more or less a similar sense of appropriate behavior,
for example, that murder and theft are bad and fol-
lowing traffic rules is good. Socialization makes society
possible in a very fundamental way. And yet, the
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socialization of the sick role, the assumption that
people with any illness or disability are morally oblig-
ated to behave in a particular way, has become deeply
problematic in American society. But before explor-
ing this, let us review the scholarly history of the
notion of the sick role so that we might understand the
recent backlash against it.

The first scholarly work on the subject of sick roles
was published in 1929 in German by the medical his-
torian Henry E. Sigerist. Sigerist, examining Western
civilization but also drawing on cross-cultural infor-
mation, defined illness as whatever disturbed the
rhythm of a person’s life so that the physiological
symptoms isolated him or her, making that person
suffer in helplessness, pain, and fear. For Sigerist, this
sick role of isolation, dependency, and fear was the
universal outcome of physiological suffering.

Talcott Parsons, the mid-twentieth-century American
sociologist who made the notion of sick roles famous,
did not take such a universalistic approach and
instead grounded sick roles in the cultural and social
dynamics of American medicine in the 1940s and
1950s.

Parsons recognized that for Americans of that era,
illness and disability were both a deviation from an
idealized norm of health and a deviation from the
normal expectations of society. Parsons outlined basic
features of the American sick role. First, the person
who showed signs of deviating from health is exempted
from his or her normal social activities and obliga-
tions and is exonerated from normal expectations
of self-responsibility; in essence, the person takes on
a dependent, childlike social status. Second, and
largely because of the first feature, the person is
socially isolated. Third, the person must accept that
he or she is in this undesirable state, in need of help,
and morally obligated to cooperate with others’ ther-
apeutic efforts at restoring the person to society’s
ideal of normal health so that the person can resume
or take on normal social activities and obligations.
The most appropriate source of therapy was seen as
Western biomedicine.

This American model of the sick role developed
out of an idealized notion of the body as normatively
healthy and in conjunction with a model of biomedi-
cine as a hierarchically structured, active, authoritative,

parental institution that was responsible for making
grateful, passive, childlike, and cooperative patients
into healthy persons who could fulfill society’s nor-
mal expectations and responsibilities.

There have been numerous scholarly criticisms of
Parsons’s sketch of the sick role, particularly the prob-
lems of applying it to specific physical conditions.
Parsons based his sick role on the patterns of behavior
that arise in response to those maladies that are
temporarily incapacitating. Many conditions do not fit
comfortably within his typology, including pregnancy,
alcoholism, mental illness, chronic illness, congen-
ital abnormalities, and many physical and mental dis-
abilities. In such cases, the classification of sickness and
its corresponding expectations for sick role behavior
simply do not fit.

Indeed, the central problem of Parsons’s sick role
is the idea that perfect health and a perfect body are
normal, and any deviation from these idealized norms
constitutes sickness and the need for a sick role.

Norms of health vary tremendously cross-culturally,
as do the expectations of what a person does when
identified as sick. Sick roles, as the expectation for
behavior when identified as ill or disabled, also vary
significantly cross-culturally based on two variables:
(1) who has access to medical information and technol-
ogy and (2) how health is defined.

In societies where all people consider themselves
more or less well, however far from perfect health, as
long as they can fulfill some modest responsibilities in a
society, illness itself becomes narrowly circumscribed
to those instances of acute suffering. In such societies,
long-term or chronic conditions are unlikely to be socially
labeled as ill, but simply as a personal characteristic of
the particular person. Among the Sasak of Indonesia, a
place where the people describe themselves as “less
than healthy,” disabilities stemming from conditions
such as skeletal deformities, chronic heart failure, and
severe arthritis may physically limit tasks and are eval-
uated on a case-by-case basis, but they do not carry
automatic expectations of changed behavior or respon-
sibilities. The anthropological record, in fact, is full of
examples in which people with chronic or debilitating
conditions are not isolated or even viewed as sick until
contact with the Western biomedical gaze medicalizes
conditions, isolating their victims in the process.
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The theoretical idea of a sick role has come under
fire in the social sciences since the 1980s for various
reasons. First, sick roles are an ideal type that may
describe patterns of behavior across patients in a given
culturally constituted social group but cannot predict
or thoroughly describe the behavior of any particular
patient. Second, the sick role has theatrical implica-
tions, suggesting that a person can perform or take on
a role without being intricately bound to it; the notion
of a sick role does not reflect the ontological reality
and suffering of people who are ill or disabled. As a
result of these criticisms, social science research has
been more person centered, focused on patient narra-
tive, patient experience, and sociolinguistic detailing
of physician-patient interactions. The results of this
work show a tremendous amount of diversity in the
behaviors, attitudes, experiences, and interpretations
of people who are ill or disabled.

In addition to this scholarly reaction, significant
portions of Western society itself have reacted against
the social expectations of patient passivity and isola-
tion that Sigerist and Parsons described. Beginning in
the 1970s but taking off in the 1980s, particularly with
the AIDS movement, for some members of the popu-
lation, ideals of passivity have changed gradually into
expectations for activity and engagement. For people
in America today, there are at least two widely dis-
tributed cultural ideas of what someone should do
when he or she is sick. First, the passive, isolated
behavioral expectation as described by Parsons and
Sigerist remains a salient model for behavior. Second,
there is an active and engaged model in which patients
remain engaged in their lives, keep their social respon-
sibilities, are considered responsible for their own
recovery, and are educated and empowered consumers
of health care. Recent scholarship suggests that
people may choose either role or blend the two as best
suits their particular needs and circumstances at the
time.

Sick roles, as the cultural expectations of how
someone who is ill or otherwise disabled should behave,
can and do shift over time within a single society and
vary significantly across societies.

—M. Cameron Hay-Rollins

See also Patient-Professional Relations; Patients’ Rights; Stigma.
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SIGN LANGUAGE

Sign language is a means of communication
through the use of body movements, gestures, and
facial expressions. It could be described as plainly as
pointing, shrugging, and grimacing or could be as com-
plex as a combination of coded manual signals or signs.

Beyond simply a means of communication, American
Sign Language (ASL) is the primary language used by
Deaf and hard-of-hearing people in the United States
and in parts of Canada. It is the native language of
many Deaf men and women, as well as some hearing
children born into Deaf families.

ASL is a visual-spatial language based on concepts
rather than words. It is a linguistically complete lan-
guage, gaining recognition and acceptance as a gen-
uine, formal language due in large part to the research
done by an English professor named William Stokoe.
Stokoe worked to legitimize ASL, proving scientifi-
cally and unequivocally that ASL meets the full crite-
ria of linguistics phonology, morphology, syntax,
and semantics to be classified as a fully developed
language. ASL shares no grammatical similarities to
English and should not be considered in any way to
be a broken, mimed, or gestural form of English. For
example, ASL has a topic-comment syntax, while
English uses subject-object-verb.

The history of ASL begins in the mid-eighteenth
century in France. In 1755, Abbé Charles Michel de
L’Epée (1712-1789) of Paris founded the first free
school for deaf people, where the first sign language
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was developed. In 1815, Thomas Hopkins Gallaudet
(1787-1851), an American Episcopal priest, traveled
to Europe to study methods of communicating with
the Deaf. After several months, Gallaudet returned to
the United States with Laurent Clerc, a Deaf instruc-
tor from the Paris school for the Deaf. In 1817,
Gallaudet established the first American school for
the Deaf in Hartford, Connecticut, and Clerc played
a primary role instructing Deaf children using sign
language. The opening of subsequent residential
schools for the Deaf throughout the United States
promoted the standardization of ASL. Today,
America has one of the most complete and expres-
sive sign language systems of any country in the
world, owing much to the French sign system, from
which many present-day ASL signs, though modi-
fied, have been derived.

ASL is the primary language of Deaf people in
the United States. This number of people represents
those who view themselves as members of a cultural-
linguistic minority group (Deaf), as opposed to those
who audiologically are unable to hear (deaf). Estimates
for the number of ASL users in the United States range
from 300,000 to as high as 900,000. The most recent
estimate given by the Gallaudet Research Institute puts
that number at 360,000. Precise numbers are hard to
come by due to the difficulty of discerning in the pop-
ulation those who are audiologically deaf and those
who are culturally Deaf. In addition, it is also difficult
to discern and measure the actual sign language used.
A spectrum exists between ASL and other manually
coded English (MCE) signs. Beginning signers, main-
streamed Deaf children, and late-deafened adults gen-
erally comprise the MCE side of the spectrum, while
expert signers and Deaf families fall on the ASL side
of the spectrum. In between there exist signers with a
wide variety of skill.

The Deaf share a common history, language,
value system, beliefs, characteristics, and behaviors,
with American Sign Language as the common thread
that binds them together. ASL is the fourth most com-
monly used language in the United States.

Deaf communities around the world use native
sign languages that are indigenous to Deaf communi-
ties within specific countries and geographic locations.
Within each signed language, there are regional dialects

and variations that represent geographical differ-
ences; sign language is not universal. Signers in Great
Britain use British Sign Language (BSL), while those in
France use French Sign Language (LSF), and those in
Switzerland have five distinct sign language dialects.
There are international communication systems such as
Gestuno and International Signs, which are similar to
spoken Esperanto and commonly used in international
conferences. These systems are more or less agreements
on a vocabulary of signs among the international Deaf
community.

—William Ennis
See also Deaf, History of the; Deaf Culture.
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SIGN LANGUAGE
INTERPRETATION

Sign language interpreting has been a practice since
signers came into contact with speakers. Facilitating
communication between these two groups of people
constitutes what Stewart, Schein, and Cartwright
(1998) call “the art and science” of sign language
interpreting, a profession now centered on enabling
communication between deaf, signing persons and
nondeaf, speaking persons. The interpreting process
involves more than just these two (groups of) people,
however. Indeed, interpreting is always a triangular
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act, calling on three—and sometimes even four—
groups of people: those who know and use sign or
sign languages, those who do not, those who interpret
between those two, and sometimes also those who
administer and finance interpreting programs.

While the practice of sign language interpreting is
nothing new, the development of a profession around it
is. The unlicensed predecessors of this profession were
(more often than not) anonymous individuals—most
likely friends or family—who have interpreted for
deaf people in oral/aural-centered communication sit-
uations throughout undocumented periods of history.
In this preprofessional period, interpreting was usually
performed as a favor. The interpreting profession in the
United States marks its inception in June 1964, when
Ball State Teachers College in Muncie, Indiana, hosted
the Workshop on Interpreting for the Deaf, sponsored
by the Vocational Rehabilitation Agency, and members
of this workshop voted to establish a national body
of professional interpreters. This body was originally
known as the National Registry of Professional
Interpreters and Translators for the Deaf and is now
known, more simply, as the Registry of Interpreters for
the Deaf (RID). Fifteen years later, in 1979, Canadian
interpreters formed the Association of Visual Language
Interpreters of Canada (AVLIC); similar associations
have also been formed in Great Britain, Australia, and
a few other countries. Interpreting, as a recognized and
organized profession, still rarely exists throughout the
rest of the world.

Immediately after the RID was formed, two
institutions developed interpreter training programs
(ITPs): California State at Northridge in 1965 and the
National Technical Institute for the Deaf (NTID) at
Rochester Institute of Technology (RIT) in 1966. In
2003, the RID listed 159 interpreter training pro-
grams offering the following degrees: Certificate in
Interpreting (43), associate’s degree (75), bachelor’s
degree (30), graduate degree (3), and distance learning
programs (8).

KEY LEGISLATION
IN THE UNITED STATES

Several important pieces of legislation have helped insti-
gate, effect, and even reinforce the professionalization

of sign language in the United States. The Vocational
Rehabilitation Act amendments in 1965 (P.L. 89-333)
gave state rehabilitation agencies the authorization
to employ interpreters for deaf clients, and in 1973,
interpreting for deaf people in additional settings was
mandated with the Rehabilitation Act amendments.
This 1973 act contained Section 504, guaranteeing
rights for “the handicapped.” Included in those rights,
the provision of interpreters—especially trained and
qualified ones—in schools and “under any program or
activity receiving Federal financial assistance” was no
longer seen as a favor or a fairly rare occurrence. The
power of this 1973 law was carried forward and even
expanded with the passage of the Americans with
Disabilities Act (ADA) in 1990. Between those two
key pieces of legislation, the Bilingual, Hearing
and Speech Impaired Court Interpreter Act was also
passed by the U.S. Congress in 1977, stating that a
federal court must appoint and pay for interpreting for
a deaf person who is the subject of any criminal or
civic action initiated by the federal government.

THE REGISTRY OF
INTERPRETERS OF THE DEAF (RID)

In July 2002, full RID membership stood at 10,007,
with 3,779 of those (about 37 percent) currently fully
certified and practicing. These numbers are also supple-
mented by interpreters who are certified by the National
Association of the Deaf (NAD). The RID now follows
the definition of the ADA (see above) as its standard for
recognizing a “qualified interpreter” as “an interpreter
who is able to interpret effectively, accurately and
impartially both receptively and expressively, using any
necessary specialized vocabulary.” As an indicator of the
increasing demand for qualified interpreters and the spe-
cialization of this evolving profession, the RID currently
offers 20 different certificates, including, for example,
the following: Certified Deaf Interpreter (CDI), inter-
preters who are themselves deaf or hard of hearing;
the Reverse Skills Certificate (RSC), for interpreting
between American Sign Language and other English-
based sign language forms; four different certificates for
oral transliteration or interpreting; and specialist certifi-
cates for legal interpreting or performance arts interpre-
tation (see www.rid.org).
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THE INTERPRETING PROCESS

There are three key steps in the interpreting process:
the interpreter must first understand the meaning of
the message being received, the message must then
be encoded into the target language, and the message
must then be effectively expressed in that target lan-
guage. In these steps, the ability to use both short- and
long-term memory simultaneously is necessary as
the interpreter moves between reception, encoding,
and expression across not only two languages but also
two modalities (spoken to visual/manual or vice versa).
Interpreters must be able to walk (in one language)
and chew gum (in another) at the same time.

Several sets of factors can greatly influence the inter-
preting process: physical, psychological, forms of inter-
preting, and the settings/scenes for the interpretation.
Physical factors are often related to the auditory field,
the visual field, personal factors, and the environment
itself. In the auditory field, for example, the positioning
of the three members of the triangulated situation,
the acoustics of the setting, and the ambient noise all
matter. The visual field also influences the interpreting
process in such dimensions as the positioning of three
members (again), the available lighting, the background
“visual noise,” and even the appearance of the partici-
pants. Interpreters tend to dress in dark, single colors
and to avoid patterns in their professional clothing to
present an uncomplicated and visually effective back-
ground for their hands. Personal factors also come into
play in the interpreting process: interpreters should have
good eyesight and hearing, the ability to focus in poten-
tially distractive settings, and mechanisms for managing
the cumulative stress that recent research shows often—
carpal tunnel syndrome and repetitive stress tendonitis
in their arms and shoulders, for example. Finally,
management and manipulation of the communication
environment itself must often take place to facilitate
the process. For example, while a seating/standing
rearrangement of not only the speaker, interpreter, and
receiver (or vice versa) often occurs in interpretation,
even nonparticipants in the interpreting process must
also often resituate themselves—moving out of the line
of sight, giving up the front-row seats, and so on.

Psychological factors play as great a role, if
not sometimes even greater, as do physical ones. The

interpreter’s success at becoming either anonymous
and seemingly absent in the process—and yet also, if
needed, the center of attention—is one dimension of
the psychological arena that interpreting often occurs
in. Interpreters often find that they must also walk
multiple fine lines: moving between their needs
and their client’s needs, practicing advocacy without
oppression or paternalism, negotiating the stress of
communication speed and time, dealing with overlap-
ping speech and/or signs, balancing their own ethics
(over the discourse they receive) with the accuracy of
what they express back, and simultaneously main-
taining distance—yet some camaraderie—with their
clients. Gender variations in receiving, encoding, and
processing language are also likely to influence the
interpreting process, although little research has been
conducted in this area (the profession is dominated by
approximately 75 percent women).

In addition to these psychological factors, as the
availability and even quality of interpreters seem to
increase, so do the standards of the people who use
them. Thus, the interpreting process can be affected
by these standards when interpreters are almost
always caught in the center of blame for failed com-
munication between the other two stakeholders and
when interpreters are sometimes viewed as merely
communication conduits (not humans with inherently
fallible communication capabilities) or as prostheses
(akin, for example, to a hearing aid). Psychological
causes and effects have also come to surround the ten-
sion created by legislating deaf citizens’ “rights” for
interpreters and the institution of their existence as a
paid professional act. A vacillation between (too much
or too little) trust of them and a concern over too much
dependency on them commonly defines their contem-
porary relationship with deaf clients, who have also
come to understand that interpreters make a living
(and a good one, at that) off of their socially con-
structed “disability.” Interpreters in the post-ADA era
are often cursed if they do and cursed if they don’t do
their jobs.

Beyond physical and psychological factors are
variations in discourse/language forms and in the
settings that interpretation takes place in. Examples
of forms might include interpreting for deaf-blind
clients, oral interpretation, transliterations of cued

LT3
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speech, relay interpreting (often used with clients who
have minimal language competency) when two or
more kinds of interpreters are involved, and the now
common use of tag-team interpreting—when paired
interpreters alternate turns in timed periods over the
course of a longer period. Each of these interpreting
formats can change the interpreting process sub-
stantially. In addition, the form of the signed lan-
guage itself matters: whether, for example, American
Sign Language (ASL) or a pidgin/contact version that
moves toward English is used, such as Signed Exact
English (SEE) or Pidgin Signed English (PSE). Code
switching and lexical borrowing between these three,
as well as across regional “dialects” of signs and
levels of formality, are also likely to enter into the
interpreting process.

Interpreting now takes place in an endless variety
of settings. Even the most common of these settings
illustrates the breadth of skills any one interpreter might
need to successfully insert specialized discourses into
the interpreting process: legal, health/medical, mental
health, rehabilitation and workplace, performance or
“platform,” religious, educational (across all levels
and subjects), and emergency situations.

EDUCATIONAL INTERPRETING

Since the Education for All Handicapped Law
(P.L. 94-142) and the Individuals with Disabilities
Education Act (IDEA) in 1973, educational inter-
preting has comprised the largest arena of certified
interpreting. The “mainstreaming” or “inclusion” of
deaf and hard-of-hearing students into “regular” class-
rooms and public school settings has probably created
more questions and issues (and demands) for the
interpreting profession than any other dimension. The
stakes are so high and the ethical, legislative, and
policy implications for placing (typically adult)
interpreters alongside (typically children) clients
throughout the course of a school day are so varied
and immense that research around and general atten-
tion to educational interpreting have come to the fore-
front of the interpreting profession. As one study
published in the American Annals for the Deaf has
shown (Antia and Kreimeyer 2001), interpreters often
come to occupy an interesting variety of additional

roles in the course of those school days—clarifying
teacher directions, facilitating peer interactions, tutor-
ing deaf children, and even informing teachers of the
deaf child’s progress or difficulties.

ETHICS

As might be expected, the ethical issues around
interpreting are thick and thorny. When one group
of people (sign language interpreters) represents the
communication of another group of people (deaf,
signing) and literally even “voices” their expressions
and ideas, difficulties are likely to arise. The develop-
ment of an official code of ethics was one of the first
acts the RID undertook at its inception. The first code
set forth in 1964, however, was heavily flavored with
religious undertones since interpreting in the United
States and Canada was grounded in volunteers who
interpreted for church services. But by 1965, only a
year later, the first official RID Code of Ethics had
been substantially revised to include eight major
points that interpreters were expected to strive for and
maintain: (1) confidentiality about client, assignment,
and so forth; (2) accuracy and completeness of mes-
sage; (3) impartiality; (4) discretion, especially in
not working beyond their own competence; (5) com-
pensation commensurate with professional standards
and situation; (6) professional standards; (7) profes-
sional obligations such as continuing their education
and updating skills; and (8) application of sound judg-
ment in all interpreting situations.

—Brenda Jo Brueggemann
See also Ethics; Sign Language.
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SIGN POETRY

Sign poetry, like its written and spoken counterparts,
is a literary art form recognized for its heightened use
of language. Yet, rather than featuring the acoustic
patterns of spoken language, sign poetry manipulates
the visual, spatial, and kinetic properties of its embod-
ied medium.

As manual languages have had no written form,
the Deaf community has been practicing what could
ironically be referred to as an “oral” literary tradition.
They have handed down their traditions from genera-
tion to generation in Deaf schools, clubs, and social
gatherings. As a part of this “oral tradition,” the
American Deaf community has generated several
unique genres that derive from technical and literary
play on the “manual constraints” of the language. The
most prominent of these are known as “ABC poems,”
“number poems,” and “handshape poems,” where the
poetic narratives are told with predetermined pattern
of handshapes, either those of the manual alphabet
or the number system, or other specific handshapes.
These predetermined structural forms may be similar
to other literary traditions that feature formal con-
straints such as sonnets, haiku, and acrostic poems.
The literary merit of a poem is often determined by
the poet’s ability to work within the constraints to
produce a poem that ultimately transcends them.

While this oral tradition has been a lively part of
the Deaf community since the nineteenth century, two
events in the last half of the twentieth century have
had an impact on sign poetry. First, the validation
that American Sign Language (ASL) is a full human

language, which began in the 1960s, instigated a
desire to exploit this language for its poetic potential
in ways analogous to spoken and written poetic lan-
guage. Several Deaf poets originally composed poems
in written English until it became apparent that ASL
could just as easily be the primary language of a new
body of Deaf literature. Many of these poets emerged
as their work was supported through the National
Theatre for the Deaf, including Bernard Bragg,
Dorothy Miles, Gil Eastman, Ella Mae Lentz, Joseph
Castronovo, and Pat Graybill. The National Theatre of
the Deaf’s landmark performance of My Third Eye in
1971 represented a break with previous traditions of
sign performance, which still placed the written text
as the “script.” Instead, My Third Eye began to feature
sign language for its strong ability to create visual
imagery, thereby placing the written text in a sec-
ondary role.

This newfound awareness of sign language and a
growing sense of a Deaf culture were accompanied by
the advent of video technology, which allowed poets
to “write” their poems on video. Deaf poets began to
create and revise their works according to rough video
drafts of a poem. This technology transformed an
“oral” tradition into a body of poetry that became
published and distributed much like written poetry,
only in video format. The first ASL poetry videotapes
appeared in 1988, in the Poetry in Motion series pro-
duced by Sign Media Inc. These featured the works
of Patrick Graybill, Debbie Rennie, and Clayton Valli.
These tapes still sell widely within the Deaf commu-
nity, yet as they are not voice interpreted, they are not
accessible to nonsigners. In 1995, Ella Mae Lentz pro-
duced The Treasure, which broke new ground it its use
of cinematic effects, including stage sets, costumes,
and camera movements. Clayton Valli’s ASL Poetry:
Selected Works of Clayton Valli, which appeared in
1995, features a collection of Valli’s poems. The author,
however, does not recite the poems; instead, they are
performed by a host of different signers, ranging from
children younger than age 10 to older members of the
Deaf community. After all of the poems have been
performed, the text replays each in slow motion,
explaining the various poetic techniques employed
in the poems. Valli’s Selected Poetry demonstrates
the ways in which the linguistic validation of signed



Sign Poetry 1463

languages, accompanied by the use of video technol-
ogy, has influenced the ways that critics discuss sign
poetry and poetics.

Clayton Valli has identified a wide range of poetic
techniques as they appear in signed languages. Rhymes,
for example, are based not on sound patterns but on
visual patterns of linguistic units. These units, which
are equivalent to phonemic elements, consist of

e particular handshapes,

e movement paths of the hands,

e signing location,

e palm orientation, and

e nonmanual signals on the face and body.

A single poem may be threaded together with one
or more of these rhyme types. A single handshape
may run throughout a poem, a movement path (i.e.,
circular, diagonal, etc.) may lend a particular sym-
bolic and aesthetic structure to a poem, or a repeated
pattern signing location may accentuate contrasts
between stanzas and topics.

In Clayton Valli’s “Hands,” for example, the princi-
ple handshape is the open “five” handshape, which
Valli then uses to weave images that correspond to the
seasons, each of which is placed along a larger circle,
representing the full-year cycle. Valli ends the poem
with breaking the plane of the circle, foregrounding
his hands. In this poem, which takes less than a minute
to perform, there is a complex structure of handshape,
signing location, and nonmanual signals (facial expres-
sions) that work simultaneously to create a distinct
visual and spatial poetic effect.

Clayton Valli’s work is highly structured and often
lyrical. In fact, he often likens his work to the poetry
of Robert Frost, who represents a lyrical, highly sym-
bolic poetic tradition in American poetry. Yet, just
as with broader traditions in American poetry, sign
poetry also features emerging traditions. On one hand,
poets such as Ella Mae Lentz, Clayton Valli, and
Patrick Graybill create poems that are densely struc-
tured, highly lyrical, and often related to Deaf themes;
other poets have created a more experimental, avant-
garde tradition that might be likened to the imagist
poetry of Ezra Pound and the beat poetry of Allen
Ginsberg. These poets emerged from Rochester,
New York, the hotbed of ASL poetry in the 1980s,

including Debbie Rennie and Flying Words Project—
Deaf poet Peter Cook and hearing collaborator, Kenny
Lerner. This poetic community, inspired in part by
hearing poet Jim Cohn, promoted sign poetry to both
Deaf and hearing communities by sponsoring the first
national ASL poetry conference and meetings with
hearing poets such as Allen Ginsberg. Flying Words
Project has now produced two videotapes, titled The
Year of Walking Dog: The Early Poems and The Can’t
Touch Tour: Current Works.

This poetic tradition emphasizes the cinematic
nature of the signed languages, often making deliber-
ate use of the poetic technique named by Bernard
Bragg as “visual vernacular.” This technique enables
the poet to embody characters and images within the
poem, giving a distinctly cinematic impression,
replete with such signed versions of cinematic tech-
niques as closeup, medium and distant, and cut-away
shots. In Debbie Rennie’s “Missing Children,” for
example, Rennie deftly assumes the character of a
small Nicaraguan boy and then a member of a gov-
ernment death squad, back and forth, until we witness
the murder of the boy, which is told using another
cinematic technique, slow motion. In addition, Flying
Words Project often features cinematic techniques as
a means of producing hard, clear images.

The work of Flying Words Project is unique in its
use of spoken English as a part of the text. Most sign
poetry has not been translated for hearing audiences.
Poets are often very aware of the difficulties in trans-
lating a text from the visual, spatial, and kinetic domain
of sign to the static written page, or the invisible
voice. This is not to suggest, however, that sign poetry
is not relevant to the wider practice of poetry. Indeed,
poets have been experimenting with the visual and
performative aspects of poetry. Sign poetry seems to
realize some of the creative experimentations in poetic
form, while also contributing to the aesthetic and
literary aspects of Deaf culture.

Sign poetry, therefore, is an emerging domain of
creative practice that promises to produce works that
give a voice to Deaf resistance and affirmation, in
addition to furthering the boundaries of conventional
poetic practices that have been mostly confined to
speech and writing.

—H-Dirksen L. Bauman
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SOCIAL CAPITAL

Social capital is becoming an increasingly impor-
tant and more generally accepted concept within the
broad area of inquiry commonly referred to as social
determinants of health. Social determinants of health
include factors that influence health at multiple levels,
including the individual, group, organization, commu-
nity, system, and global levels. Factors such as risky
behavior, social support, organizational culture, envi-
ronmental stress, and the political system work simul-
taneously to determine the health of individuals and
populations. More recently, the concept of social cap-
ital has been demonstrated to be an additional deter-
minant of health and health outcomes (e.g., physical
and mental morbidity) at both the person and group
levels.

There are numerous definitions of social capital,
but in general, the term is understood to refer to

“resources” available to a population that bind it
together as a system of social relations. The World
Bank defines social capital as the norms and social
relations embedded in the social structures of societies
that enable people to coordinate action to achieve
desired goals (www.worldbank.org/poverty/scapital/).
Some research suggests that the resources that com-
prise social capital can be broken down into two parts:
structural (i.e., how people interact with each other)
and cognitive (i.e., how people perceive their interac-
tions with others). Structural aspects of social capital
could include the number and strength of social rela-
tionships, and cognitive aspects of social capital could
include issues such as trust, sharing, and support. A
second way to understand social capital is to view the
“resources” according to their function. In this view,
social capital is understood to have both a “bonding”
and a “bridging” function. The bonding perspective
suggests that social capital functions to bond similar
and like groups to one another (social cohesion) at
a horizontal or “within the same context” level. The
bridging perspective suggests that social capital func-
tions across contextual levels or vertically and aims to
bridge relationships between different societal levels
(social integration). An important distinction to keep
in mind when defining social capital is that it is essen-
tially an ecologic characteristic that is related to social
structure. It is not a characteristic that is related to
individual attributes as are the concepts of social sup-
port and social network.

The empirical relationship between social capital
and health has just recently been demonstrated. In the
United States, social capital has been shown to be
associated with self-ratings of health, violent crime,
heart disease, infant mortality, and life expectancy. In
developing countries, social capital has been related to
general household status. Several instruments to mea-
sure social capital have been developed, and most of
them include variables that measure the structural and
cognitive aspects of the construct. For example, fac-
tors related to connectedness and participation with
family, friends, local communities, work, and neigh-
borhoods are used to measure structure while, factors
such as feelings of safety, trust, and tolerance of diver-
sity can be used to measure the cognitive aspects of
social capital.
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The inclusion of social capital concepts, particularly
as might be related to disability, provides numer-
ous opportunities for new empirical research. For
example, the notions of bonding and bridging func-
tions suggest that the disability community might gain
both local and national political power as it builds
local community and national-level constituencies.
Likewise, increased access to organizations that pro-
mote the working status of disabled individuals may
increase feelings of self-esteem, thus demonstrating
the positive impacts of both the structural and cogni-
tive social capital.

More research is needed on how to incorporate
the bonding and bridging concepts into social capital
measurement, and there is also a need for combin-
ing these quantitative measures with more qualitative
measures that might better capture the social capital of
communities with diverse cultures, history, and health
status.

—Karen E. Peters
See also Models; Social Networks; Social Support.
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SOCIAL MODELS

See Models

SOCIAL MODEL: SWEDEN

Before “social model” became an established way
of thinking in disability research, a similar but not

identical way of conceptualizing disability was devel-
oped in Swedish politics and research.

Since the 1970s, Swedish disability policy and dis-
ability research have been guided by what has become
known in Sweden as “the relative concept of handi-
cap.” The basic meaning of such a concept is that
handicap is something that arises in the meeting
between an individual and his or her environment.

Handicap/disability was defined as a specific area
of politics in the mid-1960s. A parliamentary investi-
gation made clear that some groups were lagging
behind in the development standard of living. Many
of them suffered from chronic illness or different kinds
of impairments. To capture their vulnerable situa-
tion, these different groups were collectively labeled
“handicapped.” Of course, several measures had been
taken for groups with different impairments before
that, but they were usually dealt with and thought of
as separate groups—one type of measures for the
intellectually disabled, another type for the visually
disabled, and so on. What was new was the explicit
formulation of a broader group as “handicapped.”

Introducing such a general concept created a need
to know what groups with different impairments
had in common. In official documents, they were
described in terms of the substantial difficulties they
experienced in their daily living. From that definition,
it was but a small step to realize that those difficulties
were not in themselves a necessary outcome of having
impairment. They were also dependent on the kind
of environment in which individuals lived their daily
lives. The relative way of defining handicap/disability
grew out of that insight. It was especially promoted
by the organizations of the disabled. In response to
the general definition of handicap, organizations for
groups with different impairments/disabilities came
together during the 1970s and formed an “umbrella
organization” that most energetically argued for a rel-
ative definition. If the environment is adjusted to the
capabilities of disabled people, there will be no hand-
icap. So, this organization argued, general reforms
to change the environment are the most effective way
of reducing the problems for people with impairments.
The creation of “a society for all” should help elimi-
nate or at least diminish problems of handicap in
society. A clear expression of those ambitions was the
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internationally well-known formulation of the principle
of normalization by Bengt Nirje, who was the
ombudsman at the organization for persons with intel-
lectual disabilities, which argued for the right of such
persons to life patterns and living conditions that were
as close to the normal patterns as possible.

In response to those demands, several reforms (such as
a law demanding that new buildings be made accessible,
the implementation of transport services in the munici-
palities supported by state grants, and laws that obliged
the employer to adapt work environments and only to fire
people on “objective grounds”) were introduced.

During “the golden age of the welfare state,” the
social democratic hegemony in politics was well estab-
lished. The beginning of the postwar period was dri-
ven by an ambition to create a material safety net for
all citizens, but in the 1960s, those ambitions were
raised. This was a decade of fast economic growth
and bright forecasts for the future. But the structural
changes that created the economic growth also created
new social problems. This was pointed out by different
interest groups (e.g., organizations of the disabled),
and claims for further social reforms were often sup-
ported by public opinion.

The shift in ambitions was articulated in the vision
of “the strong society”: a society that had the means
and resources to help “weak” persons and disadvan-
taged groups should not have social reforms that just
aim at caring for or curing manifest problems. The
ambition of prevention, of getting to the cause of the
problems to solve them, became apparent in many
areas. Education is a case in point. Earlier reforms
strove to abandon a parallel school system in favor of
a comprehensive school that gave equal opportunity to
everyone. The school reforms of the 1970s had much
broader ambitions. In a comprehensive school, children
with such problems should not be segregated, but
resources should be allocated to support managing
problems within the ordinary school context.

The relative definition of handicap and the ideolog-
ical arguments as formulated by the organizations of
the disabled were thus in accordance with the general
welfare ideology of the time.

The relative concept of handicap also influenced
research. When the first initiatives to promote social
research in the field (which had up until then been

dominated by medical/clinical research) were taken in
1980s, it was explicitly stated that disability research
should occupy itself with the process by which impair-
ments were transformed into handicap—that is, the
interplay between individual and environment that
created disadvantages for persons with impairments.
The initiative contributed to a wave of research that
focused on evaluating reforms, often with the empha-
sis on how they affected the everyday lives of persons
with disabilities, their social relations, and the possi-
bilities to influence that situation.

The extent to which there is a “Swedish social
model” grew out of these ambitions to create a “strong
society,” which were directed toward general environ-
mental reforms, and the perspective on disabilities
was a relative one.

But since the “golden era of the welfare state” and
the introduction of the relative notion of handicap,
Swedish society has changed. The centralized social
engineering that characterized the “golden age” has
been succeeded by a more decentralized and individ-
ualistic system. In the field of disability, this manifests
itself in several ways. One is the introduction of “right
laws,” where a person with a severe disability can
apply for specific services to which she or he is
entitled to by law. The social engineers and the state
are no longer responsible for centrally intervening and
producing the services but are, through legislation,
trying to strengthen the position of the individual in
his or her dealing with local authorities. The general
trend of individualization is also mirrored in the way
different actors in the field conceptualize influence for
persons with disabilities. In the earlier period, influ-
ence meant influence for the disability organizations,
something that mirrors the collective and coopera-
tive ideas of the time. The “strong society” needed a
strong collective counterpart to legitimate the reforms.
Nowadays, influence always refers to the possibilities
that the individual has to influence her or his everyday
life. Also, a concept such as “empowerment” is nowa-
days usually interpreted as empowering individuals,
not collectives, with common interests.

This means a substantial change in what might be
called “the Swedish social model.” Redistribution of
resources by collective labels is substituted by legally
strengthening the individual’s possibilities to steer her
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or his own life. Material welfare is substituted by
identity politics. Formal rights of individuals are empha-
sized rather than obligations of the state to correct
unjust distribution of resources.

This change can also be noticed in social research,
although it is not as obvious. Most researchers still try
to apply a relative perspective on disability. But the
emphasis in research mirrors the political changes by
focusing on the political catchwords of today: partici-
pation, influence, and empowerment for individuals
rather than collectives and organizations, as well as
individual identities more than political ideologies.

The basis of the “Swedish model,” the relative
definition of handicap, is still adhered to in politics as
well as research. But the application of that frame-
work is now more individualistic than before.

In international literature, “the social model”
referred to is usually the one developed by English dis-
ability researchers. That model has a strong materialis-
tic base and emphasizes the oppression that different
groups of the disabled share. In that sense, it can be
said to be a collective model that also underlines the
liberation from oppression to be a collective task.

In that perspective, the “Swedish model” developed
in the 1970s and 1980s shares some characteristics of
the British model, at least more so than the present indi-
vidualistic one. But there are also differences, the major
one perhaps being that the “Swedish model” was devel-
oped in a close interplay between central politicians
(“social engineers”) and organizations of the disabled
and consequently was more reformist than the compar-
atively militant British one. One way of expressing the
difference is to say that both the Swedish model (in both
its earlier and its present manifestations) and the British
model share a relative notion of disability, emphasizing
the role of environment. But the Swedish model is more
focused on the interplay between individual and environ-
ment at different levels, while the British model focuses
on the environmental side of that interplay. Or, to put it
another way, the Swedish model is a “weak” example of
a social model, while the British model, at least in its ear-
liest formulation, is a “strong” social model.

—Marten Soder

See also Disability Law: Sweden; Models; Politics of Disability:
International.
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SOCIAL NETWORKS

Social networks are basic building blocks of human
experience. They map the connections that individuals
have to one another. They also map relationships
among organizations, for example, examining “cracks”
in social service systems. Networks hold the potential
to be rich sources of support, care, and information as
well as monitoring, control, and hassle.

The idea that “others” are important has become
a major focus in epidemiological and health services
literatures. Much existing research has focused on the
role of social ties, particularly social isolation, on
mortality and morbidity. Networks have been demon-
strated to be vectors of the incidence and prevalence
of infectious disease, from common colds to HIV
infection, as well as chronic problems such as heart
disease. Networks have also been implicated in the
consequence of health and disability, including the
recognition of problems as physical or mental health
issues, help seeking (e.g., knowledge, advice, access,
system barriers), involuntary treatment (e.g., coercion),
caregiving, adherence, and outcomes.

THE NATURE OF NETWORKS

The central focus is on relationships between a social
actor (“ego” or the “focal” person, organization) and
the social actors (“alters”) with whom they have a
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certain kind of relationship. Three overall characteris-
tics are central to mapping social networks: structure,
content, and function. Structure targets the overall size
of the network, the different types of relationships that
people can have (e.g., kin, coworker), the basis of con-
nection (i.e., multiplexity), how tightly knit the social
network is (i.e., density), and strength (strong/weak,
frequent/infrequent, close/distant). Content taps the
kinds of things that flow from or to each individual or
organizational actor (e.g., social support, contact-based
resources, positive/negative valence, belief structure).
Network ties can be helpful or harmful; they can inte-
grate individuals into a community or isolate them from
others. Finally, networks serve a variety of functions—
emotional support (e.g., care and concern), instrumen-
tal aid (e.g., lending money, providing transportation),
appraisal (e.g., evaluating a problem or a source of
aid), and monitoring (e.g., making sure a person takes
his or her medications).

For health- and disability-related concerns, another
simple distinction is important—external and internal
social networks. External social networks are com-
posed of family and friends, which Freidson (1970)
referred to as the “lay referral system” and Wellman
(1982) called “personal communities of meaning.”
They map individuals’ community-based relationships
and represent the more usual notion of “community
ties.” Internal social networks are ties within treatment
and rehabilitation organizations and systems. They
open up the “black box” of treatment by seeing it, at
least in part, as the human provision of care. Internal
networks are not “treatment,” but any diagnostic,
treatment or rehabilitation instrument, or medication
or manipulation delivered by human providers in
human service organizations. Interventions determine
“what” is offered; internal networks shape “how” it is
implemented.

Three types of external tie relationships are
important: between individuals and providers (client-
provider), among providers within organizations (provider-
provider), and among providers across organizations
(agency-agency). The nature of these provider- and
organization-level networks influences client participa-
tion and outcomes. Finally, inside and outside networks
meet at the interface of community and treatment net-
works. They can work together or in opposition.

NETWORK THEORY

Social network perspectives aim to understand behav-
ior through social relationships that shape everyday
lives and experiences through exposure, consultation,
resource sharing, suggestion, support, and nagging.
While many epidemiological studies incorporate
networks into their analysis of risk and protective
factors, the most detailed theoretical frameworks
address issues related to service use. For example,
the health belief model, which focuses on whether
individuals seek out preventive or curative medical
services, incorporates social networks into its con-
cept of normative influence. “Others” shape indi-
viduals’ views of the efficacy and applicability of
services.

The only existing network-based theory synthe-
sizes work from a number of relevant traditions.
The network episode model (NEM) starts with the idea
that dealing with any health problem or disability is a
social process managed through the contacts that indi-
viduals have in the community, the treatment system,
and social service agencies. Interaction in social net-
works is the underlying mechanism at work, thereby
contextualizing the response to disabilities in every-
day life. Individuals are seen as pragmatic, having
commonsense knowledge and cultural routines that
they draw from past experience. People face dis-
abilities by interacting with other people who may
recognize (or deny) a problem, send them to (or provide)
treatment, and support, cajole, or nag them about
appointments, medications, or lifestyle. These day-to-
day encounters provide meaning to issues surrounding
health or physical impairment.

The “illness or disability career” marks all of an
individual’s attempts to cope with the onset of an
episode of a health or physical impairment or associ-
ated acute illness episode, charting what individu-
als do and when they do it. Careers are embedded in
personal lives and changing communities. At any time,
network advisers may or may not be consulted, they
may or may not be a stable set, or they may or may not
be consistent in their advice. Strong ties may provide
the greatest support, but weak ties act as a bridge to
other resources. Too much oversight, whether positive
or negative, can be stifling and repressive.
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MEASUREMENT ISSUES

Deciding which kinds of social networks are of inter-
est and how to elicit the ties are critical issues. There
is no standard way to chart network relationships—
they may be derived from a list on a survey form where
individuals are asked to name persons they trust, con-
sult, or dislike. The information may come from observ-
ing the behavior of individuals (e.g., who they talk
to in their work group) or the behavior of organiza-
tions, checking which organizations in the health
care system have referral agreements. They may
also be different from the perspective of the inter-
acting parties.

In surveys, the selection of the “stem question” or
“network generator” can determine, for example,
whether a researcher taps into a personal support net-
work, a trail of contacts in a search for information, or
a set of formal treatment arrangements. The network
generator can elicit ties sent (e.g., On whom do you
depend for advice?) or ties received (e.g., Who depends
on you for advice?).

Sociodemographic characteristics, such as age, sex,
race/ethnicity, and social class, cannot be used as indi-
cators of existing social networks because their role in
placing limits around interaction partners is decreas-
ing historically. Sociodemographic characteristics
may interact with social networks, for example, mak-
ing the influence of social networks different for men
and women.

FUTURE DIRECTIONS

Network theory contrasts with approaches focusing
on individuals’ cognitive maps. However, symptoms,
identity, cognition, and even biology may shape and
be shaped by social bonds. This view requires bring-
ing together the expertise of different, traditional dis-
ciplines. Furthermore, networks are dynamic, not static,
structures and processes. A consideration of the degree
of change inherent in social networks requires that we
consider the ebb and flow across time and over the ill-
ness career. This also raises the issue of the causal
relationship between social networks and health
status. The ability to form and maintain social ties
may be the result of changes in health status (social

consequence), not simply factors implicated in their
cause (social causation).

Finally, a social network approach presents
challenges in capturing social networks. Can they be
measured with reasonable scientific precision and
ethical sensitivity? Can we improve the measurement
of networks while reducing their current cumbersome
approaches? In 1986, Berkman suggested that ade-
quate social network measures had not been developed
and that this issue remains. We have only recently
begun to discuss the inevitable ethical questions that
surround asking people about intimate connections or
using them clinically.

In sum, at this point in time, empirical findings
mostly document that social networks matter rather
than how or why they operate; how and why they
change; how they are meshed with psychological,
biological, or clinical factors; or how to efficiently and
ethically map them.

—Bernice A. Pescosolido

See also Caregiving; Community-Based Rehabilitation; Family;
Peer Support; Social Support.
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SOCIAL SUPPORT

Social support has been diversely defined in the human
services fields, often as perceived social support in the
context of relief of stress (Sarason, Sarason, and Pierce
1990). In its purer sense, social support is a positive
aspect of exchange between or among parties, offering
benefits for the persons involved, families, neighbors
and coworkers, organizations, associations, and even
the broader community and society (human ecological
roots; Brofenbrenner 1979).

The research contributions in this field concentrate
on negative support (Riley and Eckenrode 1986) and
the costs of social support (Schumaker and Brownell
1984), in addition to an understanding of its benefits
to the well-being of the person. Social support is viewed
as buffering critical life events (e.g., Lin, Woelfel, and
Light 1985) and provides protection against the diffi-
culties encountered in life (e.g., unemployment, death
of spouse, divorce).

Social support has been defined in family support
as mediating outcomes for the child, person, and family.
In the research sense, it is a “multi-dimensional con-
struct that includes physical and instrumental assis-
tance, attitude transmission, resource and information
sharing, and emotional and psychological support”
(Dunst and Trivette 1986:403). Social support is also
a personality characteristic (attachment theory), a
sense of acceptance, and highly related to concepts
such as intimacy (Sarason et al. 1990).

Social support is viewed as enhancing child rear-
ing in families and as “encompassing a multitude of
activities, relationships and subjective appraisals”
(Vaux 1988). One of the goals of social support theory
and practice is to improve the skills of community
resources. Social support has more than 20 years of

research and is one of the largest literatures in commu-
nity and social intervention (Barrera 1999) contribut-
ing to the growth in community support.

Social networks is a related concept and research area
that introduces the complexity of social ties and their
contradictory nature (Cochran 1990). Social network
research involves the acquisition of friends, the neigh-
borhoods, the family status, social class and structures,
and cultures of the world (e.g., Sweden). Social support
intervention is also one of the purposes of social support
research and has been the subject of studies on children
and families, in work and welfare, in the community and
neighborhoods, and in caregiving and service systems.

Today, social support has been described as con-
sisting of formal and informal supports (Bulmer 1987),
improving the understanding of the service systems
that have proliferated in nations such as the United
States and in countries in Europe, Asia, and Africa. In
this context, social support has been studied by con-
trasting the perspectives of service users and workers
on support (Racino and O’Connor 1994). Social
support theory remains as leaders in many fields world-
wide both conceptually and practically merge it with
the newer consumer empowerment theories, including
in service systems (see Racino 2000).

—Julie Ann Racino

See also Family; Peer Support; Social Networks.
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and Personal Connections.”

SOCIAL WORK

Social work is a profession that includes practice
with individuals, families, groups, organizations, and
communities toward the goal of enhancing human
functioning. A key concept in social work practice is
simultaneous emphasis on change for both individu-
als and the environment. According to the Code of
Ethics of the National Association of Social Workers
(NASW) in the United States, the mission of the
social work profession includes helping to meet the
basic human needs of all people, with a primary focus
on the needs and empowerment of people who are
poor, vulnerable, and/or oppressed. People with dis-
abilities have historically been an important group to
social workers as part of their professional mission.
Core social work values relevant to working with people
with disabilities include self-determination, social
justice, and dignity and worth of the person.

The NASW issued a policy statement in 2003 that
discusses these core values with respect to working
with people with disabilities. Self-determination is a
key value that emphasizes the importance of working
with consumers rather than providing services for
them. The NASW policy statement mandates the pro-
motion of full participation of people with disabilities
in decisions regarding housing, community accessi-
bility, education, employment, income, and health
care. Consistent with another key value, that of social

justice, the NASW statement emphasizes that social
workers are responsible to take action with people
who have disabilities toward advocating for their
rights to fully participate in society. The value of
dignity and worth of the person implies that social
workers should recognize people with disabilities from
a strengths perspective, which requires a focus on abil-
ities rather than limitations. Although these ideals are
consistent with the current emphasis in the field of
disabilities on choice and empowerment, actual social
work practice with people who have disabilities has
room for improvement in meeting these ideals.

Throughout the history of services for people with
disabilities, social workers have fulfilled many roles.
These roles have included a micro focus on working
with individuals and families, a midlevel focus on devel-
oping and managing programs for people with dis-
abilities, and a macro focus on advocating for changes
in policies and attitudes on behalf of and with people
with disabilities and their families.

Over the past several decades, the specific roles of
social workers working with people with disabilities
and their families (micro-level practice) have varied
and evolved depending on shifting paradigms and
service delivery models. During the 1960s and before,
a medical model of service delivery was prevalent,
and persons with disabilities were typically char-
acterized as patients who had disorders, illnesses, and
impediments. Service delivery settings included large
institutions and custodial care. Within this context,
social workers were often part of an interdisciplinary
team of health professionals. They frequently served
as counselors who helped individuals and primarily
their families adjust to the diagnosis and disability.
During the 1970s and 1980s, a developmental approach
was used in service delivery. Deinstutionalization was
taking place, and community placement was the focus
of intervention. Persons with disabilities were typi-
cally considered to be clients. Social workers served
as case managers who coordinated individual program
plans. These plans were focused along a develop-
mental continuum that assessed skills needed by per-
sons with disabilities to move them into less restrictive
vocational and living environments. More recently, a
support model of care is being implemented that con-
siders persons with disabilities to be consumers and
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works to provide a number of individualized supports.
The goal in this model is for consumers and their cir-
cles of support to direct their own service planning.
In this context, social workers are collaborators with
persons with disabilities and serve in roles as consul-
tants and brokers.

Some examples of the support model are family
support programs and cash and counseling programs.
Family support programs are a way of providing
flexible services to families who have children with
disabilities through the provision of vouchers or cash
allotments. Self-determination and empowering families
are key components of these programs. Within family
support programs, social workers serve as service
coordinators, advocates, and brokers. Cash and coun-
seling programs are a relatively new joint initiative of
the Robert Wood Johnson Foundation and the Office
of the Assistant Secretary for Planning and Evaluation
at the U.S. Department of Health and Human Services.
These programs allocate a monthly allowance to
people with disabilities to use for long-term supports.
A personal broker, who is often a social worker, is
made available to help consumers make decisions
about services, locate resources, and monitor the qual-
ity of supports and services. Consumers also have the
option of managing an individualized budget instead
of choosing a broker.

Although the support model of care is most consis-
tent with the ideals and values of the social work pro-
fession, its implementation is in varying stages across
the United States. Barriers to the expansion of home
and community-based services include budgetary con-
straints and waiting lists. Furthermore, remnants of
the medical and developmental models persist in many
settings, and social workers continue to fulfill roles
within these models.

In addition to support models of care, other domains
that social workers are involved in include supportive
living, vocational and employment services, health and
mental health, transportation and accessibility, leisure
and recreation, and social and sexuality issues. Social
workers also fulfill roles in programs across the life-
span related to disabilities (e.g., birth to age three pro-
grams, school age, transition planning for older teens,
adult services, and programs for the growing aging
population). In their varying roles on the micro level of

practice, social workers are trained to work across
systems and on interdisciplinary teams as well. While
health professionals address specific medical and treat-
ment needs for people with disabilities, social workers
complement these areas by working with people who
have disabilities on social and environmental issues in
their lives and on helping with the overall coordination
of services. This may include advocating with and on
behalf of consumers to eliminate barriers to receiving
services or other necessities. Social workers are also
involved in building bridges and supporting persons
with disabilities to use the “generic” human service
systems.

Within the field of disabilities, social workers are
also involved in midlevel practice such as designing
agency programs that serve people with disabilities
and serving as managers and administrators of those
programs. Social work education provides social
workers with skills for community and administrative
work, including the ability to see the larger picture of
individuals and their interactions in the environment.

At the macro level, social workers are involved in
advocating for and developing state and national dis-
ability policies. An important part of social work edu-
cation is the development of skills relating to policy
analysis and development as well as specialized skills
in advocacy. Social work researchers are frequently
involved in analyzing disability policy and programs
and investigating the effectiveness of new programs
and models of care. An example of social work
professionals’ involvement in advocacy is the active
participation in the self-advocacy movement by the
late Gunner Dybwad. Professor Dybwad was a social
worker and lawyer by training as well as a professor
at the Heller School of Social Welfare Policy at
Brandeis University in Waltham, Massachusetts.
Professor Dybwad, other social workers, and profes-
sionals in other fields have worked side by side with
people with disabilities to build national organizations
and a national movement to push for empowerment of
people with disabilities on a political level.

In summary, the movement in the disability field
toward self-determination and empowerment is con-
sistent with the mission and ideals of the social work
profession. While social workers are involved in the
provision and coordination of services to people with
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disabilities, their role as collaborators and advocates is
essential to their own professional values and to the dis-
ability movement. Social workers play valuable roles in
service provision and ensuring quality of life for people
who have disabilities, and these roles encompass micro,
midlevel, and macro levels of practice.

—Sandra Magaria

See also Empowerment and Emancipation; Health Care and
Disability; Models.
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SOCIOECONOMIC CLASS

Disability and social class are both contested terms,
so this entry begins by noting the different ways in

which both of these terms have been used by different
actors and for diverse purposes. Subsequently, the
interaction of disability and social class is examined
in a range of key policy arenas (health, employment,
income, and benefits and education). Because of diffi-
culties in accessing international statistics in this area,
selected Scottish and U.K. statistics are used. A differ-
ent picture might emerge in different international
contexts (e.g., the United States, Nordic countries,
developing countries). Overall, it is argued that the
relationship between disability and social class has
not been widely explored in part because both these
terms are conceptually complex. However, in his clas-
sic study of poverty in the United Kingdom, under-
taken in the 1970s, Peter Townsend (1979) noted,
“More of the working, than the middle class, particu-
larly unskilled manual workers and their families, are
disabled. Increasing incapacity is correlated with
falling cash incomes. . .. At successive ages, greater
incapacity was associated with greater risk of being
poor.” Today, the evidence continues to indicate that
poorer people are more likely to be disabled, and
disabled people become poorer as a direct result of
their impairment and of the discriminatory attitudes
and barriers that surround them. There is very little
research and writing, however, on the subjective expe-
rience of social class and disability and the way these
two elements interrelate in the formation of individual
identities. Before discussing the available evidence, it
is necessary to review briefly current thinking in rela-
tion to the conceptualization of both disability and
social class.

DISABILITY AND SOCIOECONOMIC
CLASS: DEFINING THE CONCEPTS

In the welfare states of industrialized countries,
disability has often been defined in terms of adminis-
trative categories devised by social security or social
services to determine access to benefits and services.
For example, Deborah Stone (1984) noted that dis-
ability originated as an “administrative category out
of a collection of separate conditions understood to be
legitimate reasons for not working.” Major surveys
conducted within the United Kingdom and Scotland
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have sought to determine how many people are disabled
by asking whether individuals have a long-term illness
or disability that has an impact on their normal daily
activities or ability to work. Surveys conducted in
Scotland for a range of purposes have produced simi-
lar findings with regard to the proportion of disabled
people. For example:

e The Scottish Executive Health Department, based
on its own data, estimated that there were 800,000
disabled adults in Scotland in 1999. This is about
20 percent of the adult population.

e The Scottish Household Survey of 2001 found that
20 percent of respondents reported a disability or
long-standing illness.

e Labour Force Survey data estimate that there are
636,000 disabled people of working age in Scotland
(20 percent of the working-age population).

e The Scottish Household Survey of 2001 found
increasing incidence of disability with age. Forty
percent of people age 65 or older reported a dis-
ability or long-term illness, in contrast to 5 percent
of people ages 16 to 24.

The surveys referred to above adopt a categorical
approach, assuming a dichotomy between disabled
and nondisabled people. The Disability Discrimination
Act of 1995 also operates on the assumption that a
distinction may be drawn between disabled and
nondisabled people. Under the terms of the act, a
person is disabled if he or she has a physical or men-
tal impairment that has a significant and long-term
adverse effect on that person’s ability to perform
normal day-to-day activities.

This categorical view of disability has been
challenged by the social model of disability, which
drew a distinction between disability and impairment
and emphasized the social relational nature of disabil-
ity (see, e.g., the work of Michael Oliver [1990] and
Colin Barnes [1991], key players in the development
of social model thinking in the United Kingdom).
Within the social model, disability is seen as indepen-
dent of impairment in that it is a product of the social
context in which impairment is experienced. Recently,
postmodern and poststructuralist writers have taken
these arguments further, critiquing the taken-for-granted
distinction between disabled and nondisabled people.

Writers such as Mairian Corker and Tom Shakespeare
(2002) have argued that such dichotomies perpetu-
ate Enlightenment fallacies that social categories and
constructions are “real.” Recent writing on disability,
culture, and identity has draw attention to the diversity
of disabled people’s cultural experiences, which may
be shaped by their age, gender, or ethnic identity as
well as the nature of their impairment. There is, there-
fore, an unresolved tension between those who work
on the assumption that the categories of disabled
and nondisabled are meaningful, having their basis in
material reality, and those who see these categories as
social constructs.

Very similar tensions exist in the field of social
class, and commentators have noted the problematic
nature of social class categories. Many different defi-
nitions of social class exist, but they are generally
based on the idea that an individual’s social class posi-
tion is determined by his or her access to economic,
social, and cultural resources or capital. Social class is
often defined in relation to occupation, and a number
of classificatory models and scales are still used exten-
sively. The Registrar General’s Classification of Occu-
pation, until recently the most commonly used system
in the United Kingdom, grouped the population into
six classes on the basis of occupation (1, professional;
2, managerial; 3-NM, skilled nonmanual; 3-M, skilled
manual; 4, partly skilled; 5, unskilled). A similar social
grade system is used by the Market Research Society
(A, B, C1,C2,D, E). Such scales are frequently revised.
For example, in November 1998, the Office for
National Statistics (ONS) announced the U.K. govern-
ment’s new social classification system, the National
Statistics Socio-Economic Classification (NS-SEC),
which uses seven occupational categories.

There are a number of problems with occupational
classification systems. For example, people who are
economically inactive are classified as “other,” and in
certain parts of the United Kingdom, numbers thus
classified may be as high as 50 percent of the popula-
tion. Members of the category may be very diverse
since it includes people on long-term incapacity ben-
efits and those who have been out of work for a short
period of time but are likely to find work, possibly
at a professional level. The categories were defined
with men rather than women in mind and do not
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accommodate easily families in which the mother and
father have different occupations. In addition, as the
service sector expands, more jobs are likely to be clas-
sified as 3-NM, but in terms of substance, pay, and
degree of autonomy, these may differ little from jobs
in the old manufacturing sectors. Furthermore, the
categories do not readily reflect the position of young
people such as university students. It is assumed that
young people retain the social class of their families
until they have independent jobs. However, with the
collapse of the youth labor market in the late 1970s,
there has increasingly been a delay in young people
having occupational locations independent of their
parents. Critics of the occupational classificatory sys-
tem also point out that the category assigned to indi-
viduals may bear little relationship to their internal
sense of social class. So, for example, those with pro-
fessional occupations would be defined as middle
class, irrespective of their social origins and identity.
Even if individuals have professional occupations,
their parents may have had unskilled occupations, and
their working-class origins may be more significant in
their identity than their more recently acquired occu-
pational status. An assigned social class status may
therefore have little subjective validity.

As a result of dissatisfaction with defining social
class in relation to an individual’s occupation, alterna-
tive ways of measuring deprivation have focused on
assessing multiple indicators of deprivation. Classifica-
tory systems, such as the Carstairs Deprivation Index,
characterize geographical areas on the basis of the char-
acteristics of individuals and households in those areas.
The Carstairs Deprivation Index is based on measures
of overcrowding, male unemployment, low social class
(as measured by occupation), and car ownership. In
Scotland, the population is normally distributed from
1 (least deprived) to 7 (most deprived), but some areas
have far greater concentrations of people in the most or
least deprived categories. For example, in the area cov-
ered by the Greater Glasgow Health Board, more than
half (51 percent) of the population lives in deprivation
categories 6 or 7.

Given the spatial distribution of deprivation, there
are arguments over whether regeneration strategies
should focus on individuals or on areas where there
are clusters of deprivation. There are also debates

between those who argue that poverty should be the
focus of analysis and those who maintain that there
should be a wider focus on social exclusion. The con-
cept of social exclusion, which is highly influential
within European and U.K. social policy, emphasizes
the multidimensionality of marginalization, which
may relate to, for example, people’s ethnic as well as
their social class location. Social exclusion theorists
also stress the complex ramifications of exclusionary
processes, which go beyond material deprivation to
inadequate social participation, lack of social integra-
tion, and lack of power.

To summarize, in relation to both disability and
social class, the use of categorical data has been criti-
cized for imposing an oversimplified dichotomous
worldview (see, e.g., Paul Abberley’s [1987] critique
of the OPCS [Office of Population, Censuses and
Surveys, United Kingdom] categorization of dis-
ability, on the grounds that it is based on a medical
reductionist view of the world). Alternative approaches
have been suggested by cultural theorists such as
Raymond Williams, who argues that social class goes
much deeper than occupation and should be under-
stood in terms of the structuring of emotions and
consciousness. The sociologist Bourdieu (1984)
developed the idea of social class habitus, reflecting
the idea of social class as a fundamental framework
structuring experiences and shaping the lens through
which the individual views the world.

While categorical data on social characteristics
have been criticized as tools of an increasingly man-
agerialist society, it is important to remember that
such information may also be used in pursuit of
social justice goals. Monitoring of institutional
performance against equality indicators is promoted
by the British Equality Commissions and U.K. Govern-
ment Social Inclusion Units. Some researchers have
explicitly tried to work with both categorical and
interpretative approaches. For example, Louise Archer’s
study of widening access to higher education
adopted multiple strategies, using fixed categories
to analyze statistical patterns of participation while
also exploring the way in which particular groups of
students negotiate their identities within specific
institutional contexts (Archer, Hutchings, and Ross
2003).
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poor has led to greater
diversity in life chances and
— life expectancy. It is extremely
important, therefore, to exam-
ine the links between major
— illnesses and social class.
Figure 1 illustrates the
relationship between stroke,
deprivation category, and
age. The incidence of stroke
increases with age (in 1997-

[ Under 65 [ 65 & over

1998, more than 80 percent
of people admitted to the
hospital with stroke were age
60+). For people who are age

Figure 1 Stroke: Standardized Mortality Ratios (SMR) by Deprivation Category and Age Group

(1994-1998)

Source: Scottish Executive Information and Statistics Division, 2001.

Note: Deprivation categories 1-7 are based on the Carstairs Deprivation Index. See text for an explanation.

In the following sections, official statistics are
used to explore some of the emerging relationships
between social class and disability before considering
the types of research that will be needed in the future
to investigate the ways in which subjective identities
and experiences are shaped simultaneously by a range
of factors, including social class and disability.

DISABILITY, SOCIAL CLASS, AND HEALTH

Sickness and disability are not synonymous, and many
disabled people are perfectly healthy. However, it is
important to recognize that people who are seriously ill
are likely to be disabled; indeed, stroke is the biggest
cause of long-term impairment in Scotland. Within a
number of European countries, including Scotland,
there are marked and growing inequalities between the
health of richer and poorer communities. Abberley
(1987) drew attention to the importance of investigat-
ing the social creation, as well as the social construc-
tion, of disability, pointing out that, particularly in the
developing world, much illness and disability arise
as a result of war, pollution, and the lack of access to
clean drinking water and basic medication. In the
developed world, the growing gap between rich and

65 and older, there is no sig-
nificant relationship between
deprivation category and
death from stroke. However,
for people younger than 65,
there is a very strong relation-
ship. In essence, younger people from the most deprived
backgrounds in Scotland are about three times as likely
to die from stroke as people from the least deprived
backgrounds. Among stroke survivors, about half are
left with a permanent impairment. A recent study of
young stroke survivors in Scotland, led by Pauline
Banks of the Strathclyde Centre for Disability Research
at the University of Glasgow, found that two thirds of
these people did not return to work after experiencing a
stroke.

There are also very strong associations between
mental health problems and social deprivation. In
contrast with the erroneous perception that high-
flying business executives experience the greatest
levels of stress, Figure 2 demonstrates that people
with the highest levels of deprivation are about three
times as likely to visit their general practitioner (GP)
as a result of a mental health problem compared with
those with the lowest levels of deprivation. Figure 2
also reveals an important story in relation to gender,
with women in all social groups significantly more
likely than men to visit their GPs as a result of a mental
health problem.

Poorer people in Scotland are also more likely to be
diagnosed with lung and cervical cancer, and among
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medical sociology, recognizing

that the latter may be one of the
“engines for the formulation of an
ever more sophisticated sociology
of disability.” The development of
a social model of health in tandem
with the social model of disability
may help to develop a “materialist theorisation of
disability, but one that encompasses questions of
culture, difference and impairment.”

explanation.

DISABILITY, SOCIAL CLASS,
AND EMPLOYMENT

As noted above in relation to young stroke survivors,
there are strong associations between disability, health,
and employment, with significant consequences for
income, quality of life, and life chances. Using Labour
Force Survey data, Figure 3 illustrates the marginal-
ization of disabled people in Scotland in relation to
employment. In Scotland, in winter 2001, the Labour
Force Survey found the following:

e Disabled people in Scotland account for 20 per-
cent of the working-age population and 11 percent
of the workforce.

e Of disabled people, 39 percent had work, in con-
trast to 81 percent of nondisabled people.

¢ Fifty percent of disabled people were not working
and were on state benefits compared with 6 percent
of nondisabled people.

e Of the disabled people of working age in Scotland,
22 percent were not working and were on state

Figure 2 Mental Health: GP Contacts (Rate Per 1,000 Population) by Deprivation Category
in Scotland, Year Ending March 2000

Source: Scottish Executive Information and Statistics Division, 2001.

Note: Deprivation categories 1-7 are based on the Carstairs Deprivation Index. See text for an

benefits but would like to work, compared with
5 percent of nondisabled people.

e Of the disabled people on benefits, 41 percent would
like to work. This represents about 136,000 people.

The U.K. New Labour government emphasizes
employment as the key to social inclusion, and in a
green paper published in 1998, it promised “work
for those who can; security for those who cannot.” The
government’s strategy to improve the position of dis-
abled people in employment is three-pronged. First,
the Disability Discrimination Act (DDA) of 1995 (as
amended) made it unlawful for employers to discrim-
inate against disabled people in relation to employ-
ment, access to goods and services, and, since 2001,
education. Second, a range of government-funded
programs is intended to help disabled people enter and
retain employment. Finally, as spelled out in a green
paper published in 2003, access to long-term incapacity
benefits is to be made more difficult, so that fewer
people are certified as permanently incapable of work-
ing. Evidence of the success of these measures sug-
gests that employers may not be aware of their new
duties under the DDA and that government programs
may offer insufficient support to disabled people, par-
ticularly those with higher support needs. The extent
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claiming long-term incapacity benefits
accounts for 25 percent of the working-age
population (1 in 4). Clearly, these numbers
need careful interpretation; during the 1980s,
there was a deliberate policy to move people
onto incapacity benefits to massage the
unemployment figures. For claimants them-
selves, there are advantages to claiming inca-
pacity benefits because these are slightly
higher than unemployment benefits, and at
least until recently, there has been no pres-
sure on claimants with incapacity benefits to
seek work. However, as we noted in the pre-
vious section, Glasgow has very poor health
compared with Scotland, the rest of the
United Kingdom, and Europe. This results in
extremely high levels of impairment, with
serious consequences in terms of poverty and

0% T
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Disabled people
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social marginalization.
The focus of research in relation to dis-

[1 On benefits - would not like to work

I Not on benefits [] On benefits - would like to work [ In work

abled people and employment has tended to
be on those who are economically inactive

because the level of long-term incapacity

benefits claims is construed as a “social prob-

Figure 3 Disabled People in the Labor Market in Scotland

Source: Labour Force Survey, winter 2001.

to which the government will be successful in its goal
of reducing the number of people on long-term inca-
pacity benefits remains to be seen.

The complexity of this area is illustrated by analy-
sis of economic inactivity in Glasgow, based on data
from the Department for Work and Pensions for 2002.
In Glasgow, 111,000 (40 percent of the working-age
population) claimed some sort of state unemployment
benefit. Claimants fell into the following categories:

18,700 unemployed claiming Job Seekers Allowance
16,800 lone parents

70,800 sick and disabled

4,700 other category

There are thus almost four times as many people on

long-term incapacity benefits as there are on unemploy-
ment benefits, and the percentage of people who are

lem.” Much less is known about the employ-

ment experiences of professional or skilled

disabled workers, although Alan Roulstone

(1998) studied disabled people’s experience
of new technology in employment and included a wide
range of people, including those attempting to break into
the labor market, who had little control over the technol-
ogy, and those working in higher-level occupations, who
had much more say over the way in which new technol-
ogy was used to enhance their working lives.

DISABILITY, SOCIAL CLASS,
AND HOUSEHOLD INCOME

As noted above, disabled people are much less likely
to be employed than are nondisabled people, and this
has major implications for quality of life, power, and
autonomy. Overall, 11 percent of the working-age
population in Scotland receives incapacity benefits
(although the proportion in certain areas, such as
Glasgow, is much higher). Scottish Household Survey
data in Figure 4 show that 33 percent of households
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with a disabled person have an income of
less than £6,000, compared with 26 percent
of households of persons without a disabled
person. Only 6 percent of households with a
disabled person have an income of more
than £20,000, in contrast to 24 percent of
households without a disabled person. As we
noted earlier, disabled people are more
likely to be poor than the rest of the popula-
tion, and occupational-based measures of
social class may fail to capture this concen-
tration of poverty, classifying those who are
economically inactive as “other,” particu-
larly if they have been out of work for many
years or have never worked.

%
households

DISABILITY AND
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For many people, disability is linked to declin-

ing access to economic, social, and cultural
capital. Research has demonstrated, for
example, that the onset of illness or the wors-
ening of a long-term condition is associated
with a drop in living standards and the loss of
employment. Figure 5, for example, draws on data
from a study of people with neuromuscular dystro-
phies, led by Pauline Banks of the Strathclyde Centre
for Disability Research, University of Glasgow. People
with neuromuscular dystrophies were asked if they had
a job, including self-employment, but were no longer
working; how long they worked after first noticing
symptoms of their illness; and at what age they had
stopped working. Analysis revealed the following:

e More than half of all people with neuromuscular
dystrophies (51.4 percent) stopped working prior
to age 60. Of these, 33 (26.2 percent) stopped
working in their 50s, 31 (24.6 percent) in their 40s,
28 (22.2 percent) in their 30s, 24 (19 percent) in
their 20s, and 10 (7.9 percent) during their teens.

e Of people with neuromuscular dystrophies who
retired before they were age 60 (n = 126), 54 (42.9
percent) did not work at all following the onset of
symptoms, 39 (31 percent) worked for between
1 and 5 years, six (4.8 percent) worked for 6 to
10 years, and 27 (21.4 percent) worked for 11+ years.

Figure 4 Income for Households with and without a Resident Disabled Person,
Scotland 1999

Source: Scottish Household Survey, 1999 (http://www.dataarchive.ac.uk/
findingsData/snDescription.asp?sn=435).

Qualitative data from the Strathclyde Centre
for Disability Research studies of people with
neuromuscular dystrophies and Parkinson’s disease
indicated that the loss of work was accompanied by
a deepening sense of financial anxiety and social
marginalization. These findings echo Townsend’s
(1979) work, which documented the cumulative
detrimental effects of lacking the financial resources
necessary to participate in normal social events
such as having holidays, visiting friends, and giving
birthday presents.

It should be noted that there are negative conse-
quences associated with having any member of the
household with a disability. For example, living with
an older disabled relative or having a disabled child
affects the ability of working-age adults, particularly
women, to hold down a job and advance in their
career. This finding is reinforced by Kirsten Stalker’s
review of services supporting disabled children and
their families in Scotland, funded by the Joseph
Rowntree Foundation. A number of studies have also
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health, and social services may
have become residualized, as
market-based policies ensure
that the more entrepreneurial
are able to use services in more
advantaged neighborhoods. The
onset of illness or the birth of a
disabled child may intensify an
existing experience of social
exclusion. At the same time, it is
important to remember that
illness or the birth of a disabled
child may affect people across
the social spectrum, including
the relatively comfortable middle
class. There is therefore a need
for longitudinal research to track
the interaction of illness and
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social class over time.

DISABILITY, SOCIAL
CLASS, AND EDUCATION

Within educational sociology,

there is a considerable body of

Figure 5 People with Neuromuscular Disorders and Scottish Employment Rate by Gender and

Age Group

Source: Edson et al. (2003).

pointed to the inadequacy of benefits that are intended
to assist disabled people and parents of disabled
children. In the United Kingdom, the Disability
Living Allowance (DLA) is intended to help people
with the added expense of having a disability. A recent
study funded by Disability Agenda Scotland found
that 97 percent of respondents had extreme difficulties
in claiming the funds available, partly as a result of
overcomplicated forms and difficulty communicating
with the Benefits Agency.

A number of Scottish studies mentioned above
indicate that many of those at risk of experiencing ill-
ness or having a disabled child are already leading a
marginalized and stressful social existence and often
living in poor housing conditions on rundown estates
(see the data presented earlier on mental health
problems, stroke, and deprivation). Local education,

research in the “political arith-
metic” tradition that has charted
working-class pupils’ poorer
educational attainment on entry to
school and their slower rates of progress compared with
middle-class pupils during their time in school. More
recent work has begun to explore the strategies used by
middle-class parents to secure their family’s positional
advantage within education. While it is known that
children of poorer parents, particularly boys, are more
likely to be assessed as having moderate learning diffi-
culties and/or social, emotional, and behavioral diffi-
culties, studies of educational outcomes in relation to
social class have generally not considered disability as
a key variable. There is a body of work, however, that
has explored the construction of deficit categories in
school over time. It has been noted, for example, that
dyslexia is much more likely to be diagnosed among
middle-class than working-class pupils.

Within the higher education sector, greater atten-
tion has been focused on access to higher education
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Figure 6 Percentage of Undergraduates from Social Class 1" by
Sector, Country, and Disability Status

Source: Higher Education Statistics Agency, 2002.

“As defined by the Office of Population Censuses and Surveys.
E = England; S = Scotland.
HELs: Higher education institutions without university status.

over recent years, given the growing importance of
higher-level qualifications in accessing professional and
managerial employment. Studies have traditionally com-
pared the relative chances of children from working-
class and middle-class families of winning a place in
higher education. Government reports on widening access
to higher education have picked up on these studies and
have often interpreted access to higher education in
terms of enhancing the access of children whose parents
(usually fathers) have working-class occupations or are
from low participating neighborhoods and schools.
Until 2002, data on the disability status of higher
education students were not published by the U.K.
Higher Education Statistics Agency. Disabled
students are now included officially as an “underrep-
resented group,” and the disability indicator is based
on the number of students receiving the Disabled
Students Allowance on the basis of a needs assess-
ment. The Funding Councils make additional premium
payments to institutions based on social class and

disability indicators. The benchmarks published in
relation to each indicator are based on the perfor-
mance of other comparable institutions in the sector
and are intended to signal to institutions whether they
are performing better or worse than expected.

Recent work by Riddell, Wilson, and Tinklin (2002)
on access to higher education in the United Kingdom
has looked at the interrelationships of a range of vari-
ables, including social class, gender, disability, and eth-
nicity. Higher education institutions fall into three
categories: traditional pre-1992 universities, new post-
1992 universities, and higher education institutions,
which have degree-awarding powers but not university
status. The findings, shown in Figure 6, indicate that
disabled students in the elite universities share the priv-
ileged social class background of the majority of other
students in those institutions. This again underlies the
point that it is quite wrong to regard disabled people as
a homogeneous group. The divisions among disabled
people in relation to social class, ethnicity, gender, and
nature of impairment need to be investigated to develop
a more sophisticated sociology of disability.

DISABLED PEOPLE
AND REGENERATION

It was noted earlier that there have been ongoing
debates about whether deprivation should be mea-
sured on the basis of an individual’s social class or
in relation to the cumulative measures of depriva-
tion within an area. Traditionally, urban regeneration
programs have focused their energies on areas rather
than individuals. However, recent reviews of regener-
ation strategies have indicated a tendency to base their
interventions on the assumption of a homogeneous
population. Little attention has been paid to the par-
ticular situation of disabled people, those from minor-
ity ethnic groups, travelers, lone parents, and so on.
Regeneration programs have frequently sought to
involve community groups, but disabled people have
rarely formed pan-impairment groups and, as a result,
have not been easily identifiable in consultation
processes. Where disabled people have been involved
in regeneration strategies, it is often as a result of a
particularly targeted initiative, and they have rarely
been included in consultations as ordinary members
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of communities. Given the overrepresentation of
disabled people in areas of deprivation, it is important
that more effective ways are found of consulting and
involving them in local economic development.

CONCLUSION

We began by noting the conceptual problems in
trying to work with disability and social class as
social variables. Nonetheless, the categories do still have
some utility as organizing frameworks connected to
the material realities of people’s lives. Statistical data
were used to demonstrate that people experiencing
high levels of deprivation, another way of measuring
social class, were much more likely to experience serious
health problems than people living in more socially
advantaged circumstances. Attention was drawn to the
concentration of disabled people among those classi-
fied as economically inactive, highlighting the prob-
lem with traditional measures of social class, which
would assign all those not working to the category of
“other.” Data on household income revealed the finan-
cial consequences of exclusion from the labor market,
with many households including a disabled person
experiencing a significant degree of poverty. Despite
the evidence of the links between social deprivation
and disability, as well as the tendency of the onset of
illness to trigger further social and economic hardship,
urban regeneration programs have tended to bypass
disabled people because of their invisibility.

Overall, there appear to be strong arguments for
the development of more research that systematically
investigates the links between different equality and
social justice concerns, so that people are not con-
ceived of as unidimensional subjects. Such studies
would also need to track changes in social identity
and social status over time. This is in line with the
U.K. government’s attempts to “mainstream” equality
issues, possibly establishing a single commission to
deal with all six equality strands covered by Article 13
of the European Union’s Employment Directive.
However, it should be noted that social class does not
feature as an equality issue, being dealt with as a social
justice concern under a separate policy stream. Much
research on disabled people, including work informed
by the social model, has tended to assume that all

disabled people have similar social class backgrounds
and therefore encounter the same barriers. Research
such as the higher education study, referred to above,
notes that disabled people from socially advantaged
backgrounds may share some of the positional goods
of their social class, such as access to elite higher edu-
cation institutions. Recognizing the diverse social class
interests of disabled people may be seen as undermin-
ing the unity of the disability movement, but in the
long run, a more nuanced analysis is likely to lead to a
stronger sociology of disability that is able to feed into
the future development of the political movement.

—Sheila Riddell

See also Economic and Social Development; Economic and
Social Development, International; Employment; Employ-
ment, International; Poverty.
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SOCIOLOGY

The identification and experience of disability takes
place on a daily basis within the social context,
whether in the home or workplace, a rehabilitation
center or a shopping center, a neighborhood or a for-
eign country. Because of this, sociology, which is a
discipline that examines the social structure as well
as social relationships and interactions, provides a
key perspective to understanding that identification
process and the experience of living with a disabil-
ity. Disability is most commonly examined within the
specialization of medical sociology, which is an area
that focuses on the structure of the health care system
as well as the delivery and receipt of health care within
the health care institutions that have been developed
in a particular society. These institutions can be hos-
pitals, rehabilitation facilities, and health maintenance
organizations in the broader U.S. society or the system
of barefoot doctors within the Chinese culture. However,
many of the other specialty areas of sociology can
also provide insights into how we come to define dis-
ability and the ways that disability affects personal
experience and relationships.

As a discipline, sociology provides ideas about
how things work, at either a macro level or a micro

level. Those ideas help to explain outcomes associated
with a particular organizational structure or relation-
ships in a particular social setting. For example, at the
macro level, understanding how the factors within an
organizational structure that are part of the accepted
way to do things can either facilitate or inhibit the
access of people with disabilities to employment within
that organization. Sociologists try to understand these
underlying assumptions that guide organizational
behavior and thus create the outcomes that are observed.
At a more micro level, sociologists try to understand
how people interact with each other and what aspects
of the cultural norms influence interaction in a variety
of settings, both formal, such as a court of law, and
informal, such as the family setting.

More than ever before, populations in most
societies are experiencing circumstances that lead to
disability, and these can also be addressed by socio-
logical perspectives. It makes no difference whether
the population varies ethnically, racially, or by age
or gender; the increased presence of chronic illness,
effects of pollution from environmental toxins,
industrial or automobile accidents, and the increase in
armed conflicts throughout the world create disabling
problems for people everywhere. How, when, or why
a society intervenes will influence the number and
types of disabilities developed among the popula-
tion. Medicine has taken on primary responsibility for
those who experience disease or injury, but medical
institutions, medical knowledge, and medical technol-
ogy are inadequate to address all the issues that take
place in the social context of the person who is born
with or acquires a disability during his or her lifetime.
Sociology as a discipline has developed a group of
theories about how the social structure works or how
people interact in social relationships. Any number of
these can be applied to the study of disability.

One of the first and most important contributions
of sociology to our knowledge about disability is
the understanding that what constitutes “disability”
itself is socially defined. Saad Nagi, a sociologist, was
among the first to observe and write about the impor-
tance of the social context in defining and under-
standing disability. In 1965, he noted that disability
can be understood as a pattern of behavior that evolves
in a situation where there is long-term impairment
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associated with functional limitations. He described
how these patterns of behavior are influenced, not
only by the characteristics of the impairment and sub-
sequent functional limitation but also by very socially
defined aspects of life. These social aspects include
the individual’s definition of the situation and his and
her reaction, as well as the reactions and expectations
of those around the individual with the limitations. In
more recent years, theoretical models of the relation-
ship among impairments and functional limitations
and social contextual factors have proliferated, with
the Institute of Medicine model and the World Health
Organization model being widely regarded as the most
important. While there are some disagreements between
the two models, both rely heavily on sociological con-
cepts about social structure and social role.

SOCIAL DEFINITION

Paul Higgins (1992) has helped to explain how society
defines disability by elaborating on the processes that
are involved in that construction. Higgins and others
have pointed out that we make disability through our
beliefs and behaviors, through our interpersonal
interaction, and through our organizational and social
activities, and it is an active process that is ongoing
daily. The beliefs and actions of a particular culture
about disability are built through government policy,
the media, programs that serve the disabled popu-
lation, work or school situations, and the family. An
important point to recognize in this process is that we
produce the variation we recognize in others, whether
it is associated with physical or mental capacity or
skin color or age or gender. While this approach helps
us understand how disability comes to be defined, it
also documents how having a disability or being labeled
as having a disability is experienced.

Most conceptualizing of disability individualizes
the phenomenon; that is, the problem or condition is
seen to reside within the individual. This is particu-
larly reinforced in the medical setting, where the
disease or impairment is diagnosed, labeled, and, if
possible, treated. This is not necessarily inappropriate
in that particular setting. However, when that label
is attached to the individual, it not only provides a
protocol for treatment but, when taken up by other

branches of the social structure, also provides a valida-
tion for attributing the problem to the individual, thereby
reinforcing the differentiation. Other elements of the
“defining” process are associated with the socialization
process, which is a common concept in sociology. We
are all socialized into a variety of roles as we grow and
mature. Our family socializes us to the role of son or
daughter, sister or brother, while our schools socialize us
to be students and to take on roles of independence such
as work roles, citizenship roles, and others. Thus, the
expectation that a person with an impairment or func-
tional limitation is somehow less independent or less
able to do certain tasks or take on certain roles (such
as working) becomes a part of the social interactions
surrounding and molding the person.

Other useful approaches to understanding the
social construction of disability have also been devel-
oped. The minority group perspective that was devel-
oped by Hahn (1988), Gliedman and Roth (1980),
and others does help to develop the conceptualization
beyond the individual and forces the recognition of
prejudice and discrimination toward the group of indi-
viduals with disabilities. A precursor to this approach
was the study of attitudes toward persons with dis-
abilities, which demonstrated that some impairments,
such as mental retardation, are viewed more nega-
tively than others. While the focus on attitudes was
still based on the individualized approach to disability,
it documented the widespread and relative uniform
prejudice and discrimination toward specific groups.
The minority group perspective was a step toward con-
sidering individuals as part of a group, regardless of
their individual impairments, and subject to experi-
ences because of their group membership rather than
their individual characteristics.

SOCIAL MOVEMENTS

Sociological social movement theory has also
contributed to understanding the changes in the oppor-
tunity structure for persons with disabilities in more
recent years. As an outgrowth of the minority group
perspective, Barnartt and Scotch (2001), among
others, began tracking how persons with disabilities
have sought to regain power and self-determination by
participating in protests and other actions to improve
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(and, at times, reclaim since many acquired disability
at later ages and at one time had lived as the “stan-
dard” of expectations) their status in society. In many
ways, the upsurge of the disability movement, which
began to be evident in the early 1970s, was not unlike
the civil rights movement and the women’s move-
ment, although it took quite a while for the movement
to gain the widespread support and recognition those
earlier movements received.

Social movements are a form of collective behavior
that occurs outside of the usual social structural con-
text. Sociological theory provides discussion of the
membership and goals of social movements as well as
the types of tactics used in social movement activities.
Basically, these movements are a reflection of power
and politics and are generally focused on change of
some sort. What is interesting about a social move-
ment on disability is that the participants need to
develop a collective consciousness to see beyond their
individualized impairment. With the development of
this consciousness on the part of persons with dis-
abilities, the purpose of moving the social structure
beyond the individualized perspective is solidified.

Early social movement activity by parents and
caregivers for persons with disabilities, particularly
mental retardation and mental illness, was aimed at
improving conditions for these individuals who were
often living in institutions. But those early movement
activities did not reflect a collective consciousness
on the part of persons with disabilities themselves,
which was essential to develop the emotion needed to
engage in the risky actions necessary to demonstrate
the issues. The development of this collective conscious-
ness across impairment types and the ability of those
with disabilities to see themselves as one group with
boundaries and also as one group with common expe-
riences of prejudice and isolation was an important
step in changing the social structure not only attitudi-
nally but also physically.

As with blacks in the civil rights movement and
women in the women’s movement, a very important
issue for the disability movement was equal opportu-
nity, as represented by equal access to education and
employment. However, the demands of the disability
movement go further to address the issues of environ-
mental accessibility of the built environment so that

the buildings housing the education or work opportunity,
as well as the shopping areas and other commercial
areas, are useable for the population. Even govern-
mental entities such as motor vehicle offices, public
transportation, and the voting place have been areas
for the focus of equal access.

MEASUREMENT AND COUNTING

The success of the disability social movement in
changing both the social structure to protect the civil
rights of persons with disabilities (as represented by
the Americans with Disabilities Act) and the environ-
mental access of people with disabilities to the built
structure (through the Architectural Barriers Act) has
created an imperative to be able to measure and count
persons with disabilities to monitor the success of these
laws. Sociology methodological studies have made an
important contribution to this activities. However,
measurement and counting are very tenuous activities.
Measurement of a phenomenon is very much influ-
enced by how it is defined, and the definition is asso-
ciated with the purpose of the counting activity. The
policy issues associated with these laws and other pro-
grams focused on the disabled population create a
need for a fixed and dichotomous way to identify the
population similar to a measure of sex or race. However,
in fact, disability is more accurately conceived of as
fluid and continuous. Irving Zola (1993), whose work
made well-known contributions to the sociological
study of disability, wrote about this problem with
measuring and counting persons with disabilities and
identified many of the problem areas.

A well-known analysis about the political aspects
of enumeration concludes that “political judgments
are implicit in the choice of what to measure, how to
measure it, how often to measure it and how to present
and interpret the results”’(Alonso and Starr 1987:3).
How we define disability, often a political decision,
can make a great difference in how many we count
and who we count. For example, if we define disabil-
ity in terms of chronic disease conditions, we will
undoubtedly find a different number than if we define
disability in terms of specific functional limitations
experienced by the individual. Not only will the
numbers be different, but the people who are counted
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can also be different, at least partially, since not all
persons with chronic conditions have functional limi-
tations, and not all persons with functional limitations
have chronic conditions.

Today, several groups, involving sociological
methodologists, are seeking to define disability and
measure it for a variety of purposes. Concern with
the employment rates of persons with disabilities has
prompted the Bureau of Labor Statistics to develop a
measure of disability to use in its surveys that track
employment rates of the working-age population. At the
same time, another group associated with the census
also seeks to develop a useful measure to identify the
population with disabilities for the purpose of distri-
buting resources and developing programs nationwide.
This measure is of concern to the Social Security
Administration as well since workers who can no longer
work because of disability are eligible for benefits.
Budgeting for this group requires accurate estimates of
the potential numbers who will seek those benefits.

Once again, measurement of disability in large
social surveys or in the census focuses on the individ-
ual and identifies a person as disabled based on his or
her conditions, impairments, level of physical func-
tioning, or ability to participate in major roles such as
work roles and family roles. While the social move-
ment activity and the theoretical models that explain
disability have introduced the very important element
of the environment to understanding that disability is
the result of the interaction of the person with his or
her environment, we are not yet able to adequately
measure environment. Much of the social science
research that contributes to our understanding of
disability and the circumstances of the person with a
disability is based on large national surveys whose
methods for measuring disability vary widely. Great
care must be taken in developing the measures, using
the measures, and interpreting the measures and the
results of analyses, be it levels of employment, living
arrangements, or the use of assistive devices. Socio-
logy has taken a lead in this important work.

As this brief discussion of the application of
sociological theories, methodologies, and perspectives
shows, sociology has been a rich source of intellectual
ideas to help in understanding disability. Sociology
contributes to a clear understanding of how the human

variation that is identified as disability has come to
be defined, both interpersonally and structurally. It has
also contributed to developing measures of this phe-
nomenon and interpreting the measures and the counts
of persons with disabilities that result. Sociology also
holds the potential for further contributions to the study
of disability by providing a greater understanding of the
role of the environment and the larger political context
as a counterbalance to the interpretation of the individ-
ual responsibility for the problem. The important con-
tributions of sociology to understanding the causes and
consequences of poverty, the role of gender in the life
of an individual, and the structure and functioning
of social organizations are indicators of the largely
untapped resource that sociology can provide to this
field. In addition, the study of disability provides an
important challenge to the field of sociology. Disability
is a multifaceted construct, with all the complexity of
gender or race but with additional dimensions as well.
It can provide a test of the theories and methodologies
that have been so carefully crafted over the past 100
or more years and will undoubtedly improve and refine
those theories and methodologies in the process.

—Barbara M. Altman

See also Disability Studies; Models; Research.
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SOCRATES 469-399 sce
Greek philosopher

According to his intellectual heirs, Plato and
Aristotle, Socrates ceaselessly engaged his fellow
citizens in an examination of the right way to live by
a method of cross-questioning. Socrates’s contempo-
rary, the comic Aristophanes, shows us another side
of the Athenian perception of Socrates, in which his
interests are esoteric and his methods are annoying.
From the perspective of disability studies, Socrates
is especially interesting for two reasons. First, he is
characterized in literature and in artistic representa-
tion as extremely unattractive, a counterpoint to the
idea that the Greeks believed that wisdom and beauty
were inseparable. Second, Socrates’s characteristics,
such as his susceptibility to trances and his unkempt
appearance, would be categorized today as a medical
diagnosis, perhaps schizophrenia or autism. Temple
Grandin, in Thinking in Pictures (1995), points out
that genius is, after all, an abnormality. Grandin
describes geniuses such as Albert Einstein, who
had little sense of social convention or personal
appearance— ‘he just did not care” (p. 183). At the
height of classical Athens, Socrates was tolerated—
and venerated by some—for carrying out what he
thought was his duty to be a stinging fly biting the
horse of Athens so that Athens would not become
complacent. After the disastrous Peloponnesian War,
when Athens had crumbled and its citizens were ner-
vous, a jury of his peers condemned Socrates to die
in 399 BCE.

—M. Lynn Rose

See also Aristotle; History of Disability: Ancient West.
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SOKOLOV, SERGEY 1. (1888-1945)

Russian organizer of the Moscow
Society of the Deaf

Sergey 1. Sokolov was one of the organizers of the
Moscow Society of the Deaf (1912) as well as chairman
of the All-Russian Union of the Deaf (1917-1920). In
the 1930s, he organized and was the director of a train-
ing course for sign language interpreters.

—Anna Komarova and Victor Palenny
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SOUTH ASIAN ARCHETYPES

In the Indian epics Mahabharata and Ramayana,
characters such as blind King Dhritarashtra and his
blindfolded wife, Gandhari; Ashtavakra, the “eight
ways disabled” scholar; and the crafty hunchback
Manthara (also known as Kubja) may be hard to
link with historical people having dates of birth and
places of residence. However, over centuries, they
have been popular South Asian archetypes of dis-
abled persons, known to hundreds of millions of
people through local dramas drawn from the epics
and, more recently, on film, video, the Internet, and
schoolbooks.

Dhritarashtra, born blind, was thereby disqualified
from kingship. He managed, nevertheless, to acquire
the kingdom after his half-brother Pandu died. His
disability and legitimacy thus became pivotal to the
conflict between his own sons and Pandu’s sons,
providing the frame story for the Mahabharata.
Dhritarashtra married Princess Gandhari, who imme-
diately began wearing a blindfold to avoid the shame-
ful situation of knowing more than her lord. Later,
Dhritarashtra complained to his driver that because
he was blind and could not engage actively in the
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conflict, his eldest son Duryodhana considered him a
fool and paid little heed to his words.

Ashtavakra also appeared in the Mahabharata.
When the learned Kahoda’s wife became pregnant,
the fetus, who was already well versed in the Vedas,
found fault with Kahoda’s reading. Kahoda cursed his
yet unborn critic to be eight ways crooked. At King
Janaka’s court, Kahoda was defeated in academic
debate by Vandin and forfeited his life. Later, as a
young man, Ashtavakra went to King Janaka, but the
guards refused him entry. He then asserted his rights
as a Brahmin over “the blind, the deaf, the women,
carriers of burdens, and the king respectively.” He
gained admittance and defeated Vandin in debate.
Kahoda reappeared and reflected that weak men may
have strong sons, stupid men may have clever sons.
Ashtavakra later entered the river Samanga, and his
limbs were straightened.

Manthara, hunchbacked maid to Queen Kaikeyi,
was the hinge on which the Ramayana frame story
turned. When King Dasaratha, the (earthly) father of
Rama, became decrepit and nominated Rama to
succeed him, Manthara persuaded the junior Queen
Kaikeyi to campaign for enthronement of her own son
instead. Manthara’s wiles resulted in Rama’s exile to
the forest with his wife Sita. In Valmiki’s Ramayana,
Queen Kaikeyi thought that women with deformities
were usually sinful and perverse, but Manthara’s
“hunch” contained her knowledge and wisdom. In
some versions, Rama later reflected that in his boy-
hood, he teased Manthara about her disability, and this
was why she took revenge on him or was the instrument
by which the consequences of his mistaken conduct
were visited upon him. (Such reflections do not appear
in later versions that emphasize the divinity of Rama.)

—Kumur B. Selim
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SPECIAL EDUCATION
THE HISTORIES

Depending on the perspective taken, special education
can be defined as follows: a legally mandated system
of services that ensures access to educational provi-
sion for disabled students and their families; a mech-
anism that ensures some, but not all, children will be
afforded access to life opportunities as a consequence
of historically inequitable educational provision; or
as an institutional safeguard to protect students and
teachers in the general education system from the
problems posed by disability and difference in public
schools. Despite recent efforts that call for “inclusion”
in public schools through the return of disabled
students to the general education classroom and their
neighborhood schools, special education continues to
predominate within practice. In teacher education pro-
grams, inclusive education now forms part of the cur-
riculum, either replacing “special needs” provision or
coexisting uneasily with it. According to Slee (2001),
inclusive education has been adopted enthusiastically
by special educators because it has enabled them to
continue their practices from a publicly acceptable
base and to convert the student teacher into a “card
carrying designator of disability” (p. 171).

Rather than retell the often-told story about special
education and its origins in the Western world, what
is offered here is an attempt to trouble that which
Brantlinger (2003) casts as the “peaceable kingdom”
narrative of continuous progress in the field of special
education. We draw from primary sources and the
analyses of some historians (Foucault 1977;
Richardson 1999; Trent 1994) to question the naive
interpretation of linear progress that typically frames
special education despite its obviously problematic
core assumptions. These include the following: (1)
disabilities are pathological conditions that students
have, (2) differential diagnosis is objective and useful,
(3) special education is a rationally conceived and
coordinated system of services that benefits diagnosed
students, and (4) progress results from rational tech-
nological improvements in diagnostic and instruc-
tional practices (Skrtic 1991). We also draw on
contemporary scholars (Baker 2002; Slee 2001, 2004)
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to trace some of the key elements in the trajectory
of special education and to analyze the nature of its
resilience.

THE GENESIS OF SPECIAL EDUCATION

Depending on the perspective taken, special education
histories trace back over centuries, with origin stories
that generally begin with a recounting of educational
provision in special schools for deaf and blind
students early in the 1800s and, later, for students
with physical, cognitive, and emotional disabilities.
The creation of the special school in contexts across
the world isolated the disabled individual from the
community as such facilities were typically located in
rural settings where educational provision was impair-
ment specific and cast in the rhetoric of individual and
specialized instruction. Undeniably, contemporary
special education is informed by multiple histories,
some more nuanced than others and some that remain,
as yet, unexcavated. Our analysis aims to inform aware-
ness of the conditions that emerged to establish
the need for special education and its unyielding
resilience. Our insights fall outside the narrative of
rational technical progress in the field of special edu-
cation “proper” as this remains a naive and unprob-
lematized history of self-congratulation among
professionals for the hard-won rights of children. The
trajectory we provide considers issues of practice and
the resulting effects of special education on children
and their families. Likewise, our analysis troubles the
critical links between special education and class
issues rooted to economic need and the growth of
industrial capitalism in both the United States and the
United Kingdom.

COMPULSORY SCHOOLING
AND SPECIAL EDUCATION

Richardson (1999) provides insight into the effects
of compulsory attendance laws that ultimately served
as an “essential precondition” for the development
of policy and the systematic provision of special
education services. The evolution of European-based
practices of book learning and apprenticeships in the
trades, accompanied by mandatory “enrollments of

indenture” that included a range of student abilities,
would, no doubt, inform inclusion as it is cast in the
present moment. What is pertinent here, however, is
that by the mid-nineteenth century, “standardized”
education across society was becoming common. At
roughly the same time, the “invention” of idiocy sig-
naled the launch of processes to differentiate depen-
dent people throughout society. In the language of
contemporary special education discourse, the early
nineteenth century signaled the beginning stages of
the development of qualification criteria, needs iden-
tification, assessment, and the necessary legal author-
ity to act on behalf of children with special needs.
Through these established disciplinary mechanisms
for social control, as Foucault (1977) has argued,
communities were empowered to exercise compas-
sion and benevolence toward the “poor and the
infirm.” This nascent form of special education turned
on securing the legal authority to supersede the tradi-
tional rights of parents in favor of arguments for the
promotion of a broader welfare. Over time, these
disciplinary mechanisms advanced a form of profes-
sional zealotry common among many special education
professionals who position themselves as advocates
driven to act in the “best interests of the child.” Despite
mounting evidence that long-term placement in spe-
cial education yields poor academic and social gains
for children (National Council on Disabilities), the
profession maintains that theirs is a moral calling to
act on behalf of children with disabilities (for an
insightful critique of the profession, see Skrtic 1991;
Slee 2001, 2004; Tomlinson 2004).

SPECIAL EDUCATION PRACTICE

Public school classes for mentally defective
children were common throughout Europe in the late
1800s and as early as 1867 in Germany. Although
some institutions in the United States imported the
European model, others pressed for a community-
based response to the education of feebleminded
children. Citing decades of limited success among the
American institutions to sort successfully the feeble-
minded from the “merely” backward youth, Walter E.
Fernald, superintendent of the Massachusetts School
for the Feeble-Minded, called for improved technologies
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and the creation of special classrooms in urban public
schools (Fernald 1904). He was at once sympathetic
to families forced to institutionalize their children in
their “tender” years and critical of those families who
“lacked” the desirable moral and intellectual influ-
ences necessary for encouraging proper developmen-
tal gain among their offspring. This early campaign to
relocate children from institutions to their local com-
munity and schools slowly shaped the view of special
education as a place rather than a service—an endur-
ing problem inherent in our dual system of service
delivery model in the twenty-first century.

SPECIAL EDUCATION AS PLACE

By 1917, compulsory schooling was well under way
in the United States, and for students unable to
progress through the system of a graded curriculum,
the “special class” emerged. Similar in structure to the
special school, provision in the special class was
disability specific and cast in the rhetoric of individ-
ual and specialized instruction. A close examination
of the historical record of compulsory education pro-
vides insight into the organizational dilemmas posed
by enacting schooling for the “backward child”—the
then commonly used terminology for students in
need of schooling that was “less for the head and more
for the hand,” as Ware (forthcoming) has observed.
Earlier distinctions of difference included terms such
as “troublesome, truant, backward, defective, retarded,
slow, mentally deficient, those with excessive ‘bad-
ness’ and those with physical and mental markers
of imbecility or idiocy” (Ware forthcoming). Buried
within these descriptors was reference to the foreign-
born and burgeoning immigrant population. Under the
auspices of improved social welfare, kindergarten-
age students at the Training School at Vineland, New
Jersey, were enrolled in a curriculum that emphasized
“punctuality, obedience to authority, patience, team-
work, and respect of the rights of others” (Trent
1994:109). Vineland researchers noted this population
included “those whose minds have not developed
normally” and “American born children of parents
who have not succeeded...[and who]...are
deprived from birth of the possibility of even a mod-
erate degree of success” (Irwin 1913:67). Armed with

new protocols to medicalize difference, these early
researchers contrasted the “familiar”” East Side neighbor-
hood populated by first-, second-, and third-generation
Americans with their target community—one in
which the “foreign-born population swarms the streets
and a strange language meets the ear from every
hand” (Irwin 1913:67).

It was initially projected that roughly 1 percent of
children younger than 14 years of age enrolled in the
public schools were “defective mentally,” but data
collected in 1920 indicated that in New York City,
31 percent of the population labeled “mental defectives”
were immigrants. Exploring the intersections between
immigration and special education would obviously
enrich contemporary analyses of the overrepresenta-
tion of minorities in special education; however, in the
United States, such excavations are rare compared to
the rich analyses undertaken by British sociologists,
who have persistently probed these critical connec-
tions. Their insights trouble the previously blurred
lines between ensuring educational provision for
those children who were formerly institutionalized
and the creation of the urban special class that served
as the mechanism to absorb increasing student diver-
sity in the public schools. Although the threads may
appear less evident when attempting to link the paral-
lel development of curriculum for both populations,
the section that follows indicates how disenfranchised
youth on both sides of the Atlantic, whether disabled
or ethnic, were tracked into a skills-based education
that targeted vocational ends and minimized exposure
to enriched educational experiences. Thus, their life
options were circumscribed by institutionally sanc-
tioned limits on learning.

SPECIAL EDUCATION PEDAGOGY

In the example of special education pedagogy and
practice, Edouard Séguin, celebrated by Pope Pius X
as the “apostle to the idiots,” remains a central figure
(Trent 1994). Séguin, who was a student of Itard,
developed pedagogy that assumed that all idiots
shared the twin characteristics of dormant senses and
an undeveloped will. His curriculum aimed to awaken
the senses through “physiological education” that
emphasized the interplay between physical motor
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activity, sense stimulation to arouse the intellect,
and moral intervention to shape the will. Trent (1994)
notes that Séguin’s approach has been modified very
little in the past 150 years and remains ‘“amazingly
contemporary.” However, the context and aims of his
method and the subsequent curriculum shifted as a
consequence of divided class interests and increasing
pressures for social control. The dramatic decline of
state-based provision and the increased availability of
private care prompted a reappropriation of his cur-
riculum for common usage as “habit training.” In a cul-
ture enthralled by eugenic tendencies and the demand
for regulating difference, correcting for atypical char-
acteristics emerged as a worthy goal.

Researchers forged agreement on the problem of
the feebleminded child as primarily a school problem,
and thus the first step was to separate all children into
classes best suited to their needs so as to “rid the
normal children of this unnecessary burden” (Irwin
1913:68). The Binet test (later, Stanford-Binet)
emerged to sort students into categories labeled as
follows: the normal (those testing within two years
of their chronological age), the backward (those test-
ing between two and three years younger than their
chronological age), and the feebleminded (those
whose differences exceeded three years). This early
research inspired the scientific approach to the diag-
nosis and treatment of difference, where the lines eas-
ily blurred between those with inherited or congenital
difference and those whose ethnic difference marked
their “strangeness” as troublesome within the same
boundaries of feeblemindedness. Subsequently, the
curriculum for both populations became one that
aimed toward vocational training: the exact opposite
direction originally conceived by Séguin. Although a
seemingly subtle shift, the effect intensified over time
as new emphasis was placed on human worth and
one’s ability to produce in a capitalist society.

These early influences ensured the development of
special education as a technical field, located within a
positivist framework, concerned with issues of diag-
nosis, assessment and causes of disability, and appro-
priate forms of treatment. New York City took the
lead and organized special classes for “pedagogic rea-
sons” into three levels: (1) bright truants, (2) normal
children with sensory deficits, and (3) children truly

mentally defective. Once the categories existed,
school administrators could weed out those children
from the normal classes, justified by the rhetoric of
“relief.” Fernald (1904) espoused the logic of bureau-
cratic convenience, arguing that relief was overdue for
educational systems inundated by the influx of immi-
grant children who taxed the ordinary capacities of
educators. These early arguments influenced the
development of special education as an institutional
safeguard to protect general education students and
teachers from the problems posed by disability and
difference in public schools. Although Fernald also
claimed that “relief” was due to families who suffered
“ceaseless anxiety and sorrow caused by the presence
of the blighted child” (p. 34), his claims were issued
in the same era as the nascent formation of a fac-
tory/machine bureaucracy for school organization—
one that privileged bureaucratic convenience over
student needs. This vestige of the past, as noted by
Skrtic (1991), guarantees the inability of schools to
meet the needs of individual learners.

THE SPECIAL EDUCATION LEGACY

The stigmata associated with disability have histori-
cally centered on perceptions of deviance; as a conse-
quence, individual conditions have been considered
alternately mysterious and deserved, dangerous but
exploitable, and alien yet innocent. While interactions
with the nondisabled community were infrequent, the
public perception of disability was readily shaped
by fear, pathos, and scorn so as to fix our gaze on the
person labeled mentally retarded. As a consequence,
research aimed no further than individual pathology
and social problem. That the original interventions of
Séguin’s system of physiological education have
witnessed little fundamental innovation in more than
150 years is both evidence and indictment of special
education’s enduring legacy—an inability to move
beyond pathologizing discourses that unproblemati-
cally demand perfecting technologies, as Baker
(2002) has noted. Not only does this lesson endure,
but we are temperamentally unable to unlearn it and
unable to resist the “hunt for disability.” Slee (2001,
2004) concurs, arguing that the continuing dominance
of special education has had a domesticating and taming
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effect on inclusive education. Special education
continues to be preserved, while inclusive education
discourses are silenced, not least of all by profession-
als in the United States who hold a vested stake in
protecting their own interests in segregated education
by issuing dire warnings about the “illusion” of full
inclusion. In the United Kingdom, the defense of spe-
cial education is less emphatic but no less effective.
Both Baker and Slee contend that the legacy of special
education can only be challenged by reframing it as
cultural politics and by encouraging professionals to
turn the gaze back on themselves and, thus, to better
understand their own complicity in preserving special
education.

—Linda Ware and Julie Allan

See also Education, International; Education and Disability;
Educational Assistive Technology; Edouard Onesimus
Séguin.
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SPECIAL OLYMPICS

See Classification in Paralympic Sport;
Paralympics

SPEECH AND LANGUAGE
PATHOLOGY

The field of speech-language pathology encompasses
both human communication behaviors and disorders,
as well as swallowing functions and disorders.
Speech-language pathologists are professionals who
work with individuals of all ages to provide preven-
tion, screening, assessment and diagnosis, interven-
tion, counseling, and follow-up services for a variety
of disorders that affect communication and swallow-
ing. The practice of speech-language pathology also
includes elective modification of communication
behaviors that may result from cultural and linguistic
factors, as well as enhancement of personal or pro-
fessional communication performance. By affecting
measurable and functional changes in the individual’s
communication or swallowing status, speech-language
pathologists help the individual to participate as fully
as possible in all aspects of life—social, educational,
and vocational—thereby enhancing quality of life for
the individuals they serve.

COMMUNICATION DISORDERS

Speech-language pathologists work with individuals
who have communication disorders. A communication
disorder may be developmental or acquired and may range
in severity from mild to profound. A communication
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disorder may result in a primary disability, or it may
be secondary to other disabilities. An estimated 46
million people in the United States, of all ages, races,
and gender, have experienced some type of communi-
cation disorder. Communication disorders include dis-
orders of speech, language, cognition, and hearing.
Individuals may demonstrate one or any combination
of these disorders.

A speech disorder refers to difficulty with the
articulation of speech sounds, fluency, and/or voice.
An articulation disorder, the atypical production of
speech sounds, is characterized by substitutions,
omissions, additions, or distortions that may interfere
with intelligibility. Articulation disorders are among
the most prevalent communication disabilities among
preschool and school-age children. Children with
articulation disorders may be at risk for reading and
writing disabilities. The goal of speech therapy is to
improve the accuracy and use of speech sounds and
to achieve maximum intelligibility in single words
and connected speech in all settings in which commu-
nication occurs.

When the speech impairment is caused by neuro-
logical damage, it is called a dysarthria and is charac-
terized by slow, weak, uncoordinated movements of
the speech musculature. Dysarthria can be congenital
(e.g., cerebral palsy) or acquired (e.g., Parkinson’s dis-
ease, stroke). In developing and implementing a treat-
ment plan for speech disorders associated with
degenerative diseases such as amyotrophic lateral scle-
rosis, speech-language pathologists match the inter-
vention to the stage of the disease because such diseases
frequently progress through a series of stages from
mild speech impairment to loss of speech.

Fluency disorders, or stuttering, are another category
of speech disorders. Fluency disorders are character-
ized by a disruption in the flow of speech and include
repetitions of speech sounds, hesitations before and
during speaking, and the prolonged emphasis of speech
sounds. This may be accompanied by excessive ten-
sion, struggle behavior, and secondary mannerisms.
Clinical evidence shows that individuals who stutter
can benefit from treatment provided by speech-
language pathologists at any time in their lifespan.
Treatment typically focuses on changing the timing of
speech (e.g., slowing down, stretching out sounds) or

reducing the physical tension during speaking (e.g.,
gentle onsets of speech movements). Treatment also
focuses on improving the speaker’s attitudes toward
communication and minimizing the negative impact of
stuttering on the speaker’s life.

A voice disorder is characterized by abnormal
pitch, loudness, or vocal quality resulting from disor-
dered laryngeal function and may cause pain or vocal
fatigue. Voice disorders range from mild hoarseness
to complete voice loss and limit the effectiveness of
oral communication. Voice disorders can be caused
by an injury resulting in paralysis of a vocal fold, an
improper breathing pattern, or misuse of the voice.
Voice disorders can also be due to medical or physical
conditions, or they may be neurological in nature.
Studies find that voice treatment, including vocal
hygiene, can improve voice function and reduce the
occurrence of laryngeal pathology.

A language disorder refers to impaired comprehen-
sion and/or use of spoken, written, and/or other sym-
bol systems. The disorder may involve the form of the
language (phonology, morphology, syntax), the con-
tent of the language (semantics), or the use of the
language in context (pragmatics). Language disorders
may affect individuals across the lifespan. For children
who do not use language normally from birth or who
acquire an impairment during childhood, language
may not be fully developed or acquired. Many adults
acquire disorders of language because of stroke, head
injury, dementia, or brain tumors. One role of the
speech-language pathologist is the establishment of
augmentative and alternative communication tech-
niques and strategies, when needed. Augmentative/
alternative communication systems attempt to com-
pensate and facilitate, temporarily or permanently, for
the impairment and disability patterns of individuals
with severe expressive and/or language comprehen-
sion disorders. Speech-language pathologists may
also coordinate the selection and use of other kinds of
assistive technology.

Cognition and language are intrinsically linked and
reciprocally related in both development and function.
Cognitive-based impairments of communication are
referred to as cognitive-communication impairments.
Speech-language pathologists work on improving cog-
nitive aspects of communication, including attention,
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memory, perception, organization, reasoning, problem
solving, and executive functions. Speech-language
pathologists also may address other areas of function
affected by cognitive-communication impairments,
including behavioral self-regulation, social interac-
tion, activities of daily living, learning and academic
performance, and vocational performance.

Speech-language pathologists may provide services
to individuals with hearing loss and their families/care-
givers. Services may include auditory training, speech
reading, speech and language intervention, and visual
inspection and listening checks of amplification devices
for the purpose of troubleshooting.

SWALLOWING DISORDERS

Speech-language pathologists identify, assess, and
treat individuals of all ages—infants, children, and
adults—with dysphagia. Treatment approaches include
compensatory strategies designed to have an immedi-
ate effect on the swallow (postural changes or diet
manipulation), as well as direct muscle-strengthening
exercises for improving the swallowing physiology.
Treatment approaches improve nutritional status and
hydration and reduce morbidity from pneumonia.

SPEECH-LANGUAGE
PATHOLOGY SERVICES

Speech-language pathologists deliver services that
are consistent with the framework and components of
the World Health Organization’s International Classi-
fication of Functioning, Disability, and Health (2001).
Assessment is conducted to identify the strengths and
deficits related to underlying structures and functions
that affect communication and swallowing performance,
as well as the effects of these impairments on the indi-
vidual’s activities (capacity and performance in everyday
contexts) and participation. Assessment also identifies
the contextual factors that serve as barriers to or facil-
itators of successful communication/swallowing activ-
ities and participation.

Intervention is designed to capitalize on the
strengths and address the weaknesses related to under-
lying structures and functions that affect communica-
tion/swallowing. The goal of intervention is to facilitate

the individual’s activities and participation by facilitat-
ing the acquisition of new communication/swallowing
skills and strategies. Intervention also includes modify-
ing contextual factors to reduce barriers and enhance
facilitators of successful communication/swallowing
activities and participation, as well as providing
appropriate accommodations and other supports. Since
speech-language pathology services are provided to
individuals of all ages, intervention strategies reflect
changing developmental stages and language needs and
proficiencies throughout the lifespan.

At the present time, there are a number of accept-
able treatment approaches for each type of communi-
cation and swallowing disorder. However, the field of
speech-language pathology is dynamic and evolving.
Speech-language pathologists keep current with best
practices in prevention, assessment, and intervention.
Research and outcome data alter assessment and inter-
vention techniques, influence models and theories of
practice, and expand the scope of practice of speech-
language pathologists.

Speech-language pathologists provide services in a
wide variety of settings, which may include the follow-
ing: public and private schools; health care settings
(e.g., hospitals, medical rehabilitation facilities, long-
term care facilities, home health agencies, community
clinics, behavioral/mental health facilities, neonatal
intensive care units); early intervention settings,
preschools, and day care centers; group homes and
sheltered workshops; community and state agencies
and institutions; correctional institutions; private prac-
tice settings; universities and university clinics; individ-
uals’ homes; corporate and industrial settings; and
research facilities. Although speech-language patholo-
gists are autonomous professionals, successful delivery
of speech-language pathology services often requires
the collaborative involvement of other professionals, as
well as the patient, family, and significant others.

The American Speech-Language-Hearing Associa-
tion (ASHA) is the professional, scientific, and creden-
tialing association for speech-language pathologists,
audiologists, and speech, language, and hearing scien-
tists in the United States and internationally. The
mission of the American Speech-Language-Hearing
Association is to promote the interests of and pro-
vide the highest quality services for professionals in
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speech-language pathology, audiology, and speech
and hearing science and to advocate for people with
communication disabilities. The association was orig-
inally founded in 1925 as the American Academy of
Speech Correction. The current name, the American
Speech-Language-Hearing Association, was adopted
in 1978.

—Leora R. Cherney
See also Dysphagia; Hearing Impairment.
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SPINAL CORD INJURY

Injury to the spinal cord can be caused by acute or
chronic trauma as well as by medical conditions.
Frequent causes of chronic compression injury are
herniated intervertebral disks and primary or sec-
ondary tumors. Acute deterioration of blood perfu-
sion, as seen in anterior spinal cord syndrome, can
also severely compromise spinal cord function.
However, probably the most dramatic setting for
spinal cord injury (SCI) is acute trauma.

EPIDEMIOLOGY OF
ACUTE SPINAL CORD TRAUMA

Estimates of incidence vary, depending on country and
mode of reporting, ranging from 15 to 71 per million.
According to estimates by the Canadian Paraplegic
Association, about 35 new cases per million population
are seen each year in Canada. Of the 12,000 new cases
of paraplegia and quadriplegia that occur in the United
States each year, 4,000 patients die before reaching the
hospital. Causes for acute SCI include motor vehicle
accidents, work-related accidents, recreational acci-
dents, and violence (shot and stab wounds). Men are
afflicted four times as often as women. About 60 per-
cent of the injury victims are 30 years or younger. A
long-term outcome study of patients ages 25 to 34 who
had suffered acute traumatic SCI while still in the pedi-
atric age group showed that the employment rate was
only 54 percent, while the employment rate in the gen-
eral population for the same age group was 84 percent.
Limitation or complete loss of the capability to achieve
economic independence following SCI can cause
severe economic hardship for the afflicted person and
his or her immediate family. Further limitations to par-
ticipation in social life are caused by architectural bar-
riers (i.e., buildings accessible by stairs only, lack of
ramps on boardwalk intersections) and barriers created
by negative or overprotective attitudes of healthy, non-
injured people toward persons with spinal cord injury.
Where reintegration of young SCI victims cannot be
achieved, society might suffer a double loss: not only
are contributions to society lost, but heavy expenses are
incurred to pay for special lifelong care. In 1990, the
costs for acute and long-term care of surviving spinal
cord injury victims were estimated at $4 billion annu-
ally in the United States alone.

THERAPEUTIC APPROACHES
AND CHANGING ATTITUDES

The first known description of acute spinal cord trauma
and resulting neurological deficits was found in the
so-called Edwin Smith papyrus, which is believed to be
more than 3,500 years old. In this ancient Egyptian
document, typical conditions encountered in medical
practice were presented as case descriptions, and advice
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regarding treatment was offered. According to the
papyrus, spinal cord injury was “an ailment not to be
treated.” This was possibly an expression of helpless-
ness on the side of the medical profession at the time.
A doctor’s value would be measured by the extent of
cure achieved. Since no strategies that ensured long-
term survival for patients with spinal cord injury
existed, the doctor would waste time and efforts and
endanger his reputation. This basic attitude toward vic-
tims of spinal cord injury lasted well into the twentieth
century.

Medical statistics from World War I show up to 95
percent mortality for patients with spinal cord injury,
attributed mainly to urinary sepsis and pressure sores.
During World War 11, the number of both military and
civilian casualties, including those with spinal cord
injuries, increased dramatically in Europe. The suc-
cess of specialized hospital units (so-called peripheral
nerve centers), developed between the wars in
Germany and the United States, had demonstrated the
advantages of concentrating special-needs patients
under specialized care. Great importance had been
attributed to the unique opportunities offered by such
specialized units—namely, to gain new insight in the
natural course of the disease and to further the devel-
opment of new therapeutic strategies. Building on
those experiences, several specialized spinal cord
units were opened throughout England in the 1940s.
Pioneered by the team of Dr. Ludwig Guttmann at the
Spinal Cord Unit of the Stoke Mandeville Hospital,
new treatment approaches included frequent reposi-
tioning of paralyzed patients to avoid development of
bedsores as potential source of sepsis and intermittent
sterile catheterization to prevent urinary sepsis. The
success, measured in patient survival, was dramatic
enough to require the development of completely
new strategies for social reintegration of patients
with spinal cord injury. The creation of adapted work-
places and wheelchair-accessible housing, as champi-
oned in the 1940s and 1950s by the English Red
Cross, has today become an integral component in the
framework of social politics in most industrialized
countries. While respiratory complications are now
perceived as the leading cause of death in patients
admitted with SCI, the runners-up are heart disease,
septicemia, pulmonary emboli, suicide, and uninten-
tional injuries.

THE PARALYMPIC GAMES

Guttmann and his colleagues viewed physical rehabili-
tation as the basis of social reintegration, both physically
and psychologically. Consequently, they supported the
idea of athletic competition in disciplines adequate
and adapted to the physical capacity of their patients.
Starting with a two-team competition in 1948, parallel-
ing the Olympic Games in England, the idea of compet-
itive sports for the paralyzed developed rapidly. In
1960, the first Paralympic Games were held in Rome.
Not only were competitions held in the same year as
the Olympic Games for the able-bodied, but both the
Olympic and Paralympic games were using the same
facilities, a tradition that has been followed ever since.
The idea of competitive sports has long since been
extended to include people with a multitude of physical
handicaps other than spinal cord injury.

INITIATIVES AND PUBLIC AWARENESS

Noticeable is the number of initiatives that have sprung
up at communal and national levels in many countries,
with the intent to decrease the incidence of spinal cord
trauma, to lend support and advice to patients with
spinal cord injuries and their families. Some also offer
financial support for basic science and clinical
research. The prevention-oriented “Think First” initia-
tive, Canadian-based CORD and Wheels in Motion,
the Christopher Reeve Paralysis Foundation, the U.K.
Spinal Cord Trust, and the Paralyzed Veterans of
America, to name but a few, maintain informative sites
on the Internet, where further valuable information on
the subject of spinal cord injury can be found.

Although the overall incidence of SCI has not yet
decreased noticeably, there is an appreciable decrease
with regard to the severity of injuries (i.e., fewer com-
plete injuries and an increased survival rate have been
reported). This has been attributed to improvements in
prehospital care, including widespread instruction in
the principles of first aid as well as introduction of the
principle of spinal cord immobilization during rescue
and transport. Increased public awareness of risk fac-
tors leading to head trauma and spinal cord injury, the
introduction of the mandatory use of safety belts, and
the installation of air bags in cars furthermore are
suited to decrease trauma severity.
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RESEARCH

Until fairly recently, a dogma underlying the approach
to spinal cord injury research postulated that, once
spinal cord trauma had occurred, nothing could be
done to alter the natural course of developing pathol-
ogy, that damage to the central nervous system (CNS)
was permanent and repair impossible. At the begin-
ning of the twenty-first century, this dogma ceases to
exist in the minds of scientists, clinicians, and patients
and their families. In laboratories around the world,
research is focused on two general approaches: pre-
vention of secondary injury and repair of manifest
damage. The term secondary injury is used to describe
the observation that CNS structures, which have sur-
vived the primary, mechanical trauma, die at a later
time point due to deterioration of the milieu at the site
of injury. The volume of secondary tissue injury can
be significantly larger than that caused by the primary
injury. Research is focused on the identification of
substances and therapeutic methods that help to mini-
mize secondary injury. New methods in the field of
cell biology allow the study, isolation, and manipula-
tion of specific cell types. Efforts are being made to
induce certain cell types, including stem cells and olfac-
tory ensheathing cells, to help repair damaged CNS
structures.

The focus of clinical research is on ameliorating
the consequences of spinal cord injury (i.e., stimula-
tors for bladder control, orthopedic correctional pro-
cedures) and on physical mobilization. Integration of
biomedical research (i.e., pattern generators, mechan-
ics and kinetics of movement) with the latest develop-
ments in computer science and engineering has led to
the creation of neuronal networks. On this basis, neu-
roprostheses are being developed, which allow com-
pletely paraplegic persons to ambulate.

—FElisabeth Schiiltke
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SPORTS AND DISABILITY

Sport plays an important role in the lives of many
people, and sports programs have high visibility in
many communities around the world. Participation in
sports activities is an important goal for many persons
with disabilities, and it has been shown to have signif-
icant and positive effects on physical function, psy-
chological and emotional status, and general health.
People with disabilities who participate in sports have
higher self-esteem and quality of life, and their par-
ticipation in sports activities, limited for many years
for the able-bodied, contributes to the elimination of
myths and misconceptions surrounding disability and
the removal of barriers to integration into society.
Among other things, sports participation can be used
to (1) maximize the benefits of the rehabilitation
process early after injury or disease, (2) facilitate
community reintegration efforts after rehabilitation,
(3) provide leisure-time recreational opportunities,
(4) enhance skill- and health-related fitness and
general health, and (5) provide the high-performance
competitive experience that many athletes enjoy.

REHABILITATION

The restoration of form and function (i.e., rehabi-
litation) after injury or illness can be achieved using a
wide variety of therapeutic strategies and interventions.
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These include occupational and physical therapy,
speech therapy, recreation therapy, nutritional coun-
seling, psychological interventions, and pharmacolog-
ical management. Most people with disabilities have
mobility limitations, and it is not surprising that sports
programs can be used to provide some of the occupa-
tional, physical, and psychological therapy that is
needed early in the rehabilitation process. Further-
more, sports participation can also be included in the
process of “habilitation” of children with congenital
disabilities or impairments acquired very early in life.
Recovery or development of muscle strength, car-
diorespiratory endurance, balance, and coordination,
all fitness-related attributes lost as a result of injury or
disease, can be facilitated through the participation
in sports activities. Traditionally, gym-based activities
have been used for this purpose, but the addition of
sports activities (outdoors and indoors) such as wind-
surfing, horseback riding, and kayaking has brought
much-needed diversity to the traditional programs.
Patients in a rehabilitation hospital may be more moti-
vated to do their exercises if the activity providing the
stimulus is similar or more relevant to their favorite
sport. The use of sport during the rehabilitation process
was pioneered by Sir Ludwig Guttmann in the United
Kingdom.

RECREATION

Leisure-time physical activity is an important compo-
nent of a healthy lifestyle. People who participate in
recreational activities develop confidence in their abil-
ity to participate in and contribute to society. Through
recreational sports participation, people with disabili-
ties can learn to enjoy life, reduce stress, develop spe-
cial skills, improve functional capacity, and take control
over their lives. Furthermore, many recreational activi-
ties can include the family. In fact, participation of
husband or wife and their children can enhance com-
pliance with activity programs. Also, leisure time can
provide that much-needed opportunity to socialize with
friends who share the same recreational interests. By
eliminating barriers such as poor self-image and low
self-esteem, recreational activities increase the chances
of a successful return to community life, including
family and occupational obligations.

HEALTH AND FITNESS

With advances in health care, many people with dis-
abilities have a longer life expectancy. The causes of
death in some groups of people with disabilities, such
as those with spinal cord injuries, are more similar
to those in the general population now than 20 years
ago. For example, the incidence of chronic diseases,
including coronary heart disease and atherosclerosis,
is increasing in this population. Therefore, interven-
tions that can reduce risk factors for chronic disease
such as high blood pressure, sedentary lifestyle, and
high cholesterol levels and enhance cardiovascular
and metabolic functions can be of great benefit for
persons with disabilities. The benefits of physical
activity and exercise in men and women of all ages
have been extensively studied and documented in the
past 50 years. People with disabilities should receive
the same benefits, and participation in several sports is
one way of providing the exercise stimulus needed to
enhance fitness and health. Sports such as wheelchair
racing, swimming, and cycling provide that stimulus
necessary to develop cardiovascular fitness and reduce
the incidence of risk factors. Furthermore, fitness pro-
grams in sports clubs designed to enhance flexibility,
strength, and aerobic capacity have become more
popular among people with disabilities.

Sports participation can be used to enhance fitness
in persons with disabilities due to chronic illnesses.
Examples of chronic diseases that could benefit from
sports programs include asthma, high blood pressure,
obesity, stroke, osteoarthritis, osteoporosis, diabetes,
and others. The use of sports programs in this context
can be considered a form of secondary prevention. The
benefits are many and could include better medical
control of the disease, a reduction in the amount of
medication needed to treat the disease, a reduction in
the rate of complications, and an improvement in the
functional capacity and tolerance to regular activities.

COMPETITIVE SPORTS

Competitive sports represent a real option for persons
with disabilities who like the challenge of high-level
athletic performance. Sir Ludwig Guttmann organized
the first international sports competition for people
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with disabilities at Stoke-Mandeville in the United
Kingdom. The Paralympic Games became part of the
Olympic program, starting in 1960 with the summer
games and in 1976 for the winter sports.

Many people with disabilities can participate in
sports using standard equipment, depending on the
requirements of the sport and the level of disability.
However, an important consideration for persons with
disabilities interested in many competitive sports
programs is the need for special equipment that
could make their participation possible and/or safer.
Dramatic improvements in technology and biomateri-
als have allowed persons with a wide range of disabil-
ities to participate in sports such as wheelchair racing,
archery, golf, cycling, quad rugby, goal ball for the
blind, horseback riding, boating, weightlifting, bas-
ketball, tennis, snow skiing, swimming, ice hockey,
and many others. New prosthetic devices for amputees
and ice hockey players, lightweight wheelchairs for
racers and basketball players, and field event chairs
for the javelin throw are some examples of devices
that enhance the individual’s activity and participation
level.

Participation and competition in different sports are
facilitated by the use of classification systems to make
sure that athletes with disabilities competing against
each other have equivalent levels of impairments and
disabilities. This is consistent with the Olympic princi-
ple of “fair play” and may be consider equivalent to
the classification systems based on, for example, body
weight used in sports for people without disabilities.
Sophisticated classification systems have been
designed for use in local, regional, national, and inter-
national competitions such as the Paralympic Games.
One example is the classification used by the U.S.
Cerebral Palsy Association, which divides the com-
petitors into eight groups based on the level of involve-
ment of the limbs and torso, the need for a wheelchair,
coordination, and related characteristics. Other examples
are the classification system used for people with
spinal cord injuries based on eight levels of injury and
impairment and the classification of sports for three
classes of visual impairment. More recently, the par-
ticipant’s functional capacity and performance in real
sports activities has been proposed as the most effec-
tive way of classifying athletes. Although sometimes

controversial, classification systems must be developed
for all sports and understood by those who organize
competitions for people with disabilities. These systems,
however, may not be useful or necessary in recre-
ational activities or when sports participation is used to
enhance fitness and health.

Participation in sports per se can be positive, but
persons with disabilities involved in serious sports
competitions must follow a training program designed
to enhance fitness and sports performance. Many
training principles followed by athletes without dis-
abilities also apply to the preparation for events such
as the Paralympics. A sound training program must
(1) include appropriate training loads that vary
according to the dates of the competition, (2) be spe-
cific for the sport, (3) include the technical and tacti-
cal aspects of the sport, (4) monitor closely the health
of the athlete, (5) include adequate nutritional support,
and (6) never use doping agents or boosting tech-
niques to artificially enhance performance during
competition. Because many sports are practiced using
a wheelchair, particular attention must be given to the
training of the upper limbs and torso. It is important to
keep in mind that athletes with disabilities have the
same risk of injury per athletic exposure for an athlete
without a disability. Physicians practicing sports med-
icine must understand the risk factors for overuse and
traumatic injuries in this population. In addition, the
specific medical needs that may result from the inter-
action between the medical condition that resulted
in a disability (high-level spinal cord injury, diabetes)
and the demands of training and competition must be
taken into consideration. For example, some athletes
with spinal cord injuries may be intolerant to the heat
and high humidity typical of many cities during the
summer. Also, exercise may alter the metabolism and
effects of drugs such as insulin, requiring adjustments
in the dose before training sessions or competitions.

—Walter R. Frontera

See also Exercise and Physical Activity; Paralympics;
Participation; Recreation.
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STANDARD RULES

See United Nations Standard Rules

STEIFF, MARGARETE (1847-1909)

German toy manufacturer

When the German toy manufacturer, Margarete
Steiff, died at the age of 61, she left behind a world-
famous enterprise. She was born on July 24, 1847, in
Giengen, south Germany. At the age of 1, she con-
tracted polio, which left both legs and her right arm
paralyzed. Steiff, along with her three siblings, had a
carefree childhood. She took part in the games of
the neighborhood children—while sitting in a
wooden wagon—and attended the local elementary
school. Two long stays in a children’s hospital were
combined with the hope that she would walk again.
This hope proved futile. Also, an operation brought
no success. Steiff stated in her memoirs, “The useless
search for a cure does not let an individual come to
peace.”

Economic independence was very important to
Steiff for she was dependent on her mother and, later,
on her sister-in-law with respect to her caretaking
needs. She bought herself a sewing machine and
maintained a sewing room at first. Later, she got
some assistants and soon produced felt slips and
coats, which were very successful. In 1877, she
opened a “Filzkonfektionsgeschift,” a ready-made
felt business. A little later, she began to produce
stuffed animals as children’s toys. Her business—
which she built with the help of her nephews—flour-
ished. She placed a great amount of worth on the
quality of her products. Her success made it possible

for Steiff to build a new, ramped residential and
business house in 1903.

In the same year, the Steiff firm introduced a new
stuffed animal at the toy fair in Leipzig: a bear with a
hump. Shortly before the fair closed, an American
dealer purchased the entire bear collection, and soon
thereafter, the new toy had a catchy name. The bear
was named “Teddy” after American President
Theodore Roosevelt. Provided with the well-known
brand name “Knopf im Ohr” (“button in ear”), it soon
became a huge international success. At the 1904
World’s Fair in St. Louis, Steiff was awarded the
“Grand Prize” for her life’s work. She died unexpect-
edly on May 9, 1909, from pneumonia.

—Anneliese Mayer
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STEREOTYPING

See Stigma

STERILIZATION

The earliest use of sterilization in North America
likely occurred in institutions for “feebleminded”
people around 1890. The procedure used was castra-
tion, a term that institutional authorities applied to
both sexes. (Besides hysterectomy, female castration
included salpingectomy, the removal of the fallopian
tubes, and ooephorectomy, the removal of the ovaries.)
In 1892, Isaac Kerlin, superintendent of the Pennsyl-
vania Training School for Feeble-Minded Youth,
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argued for “asexualization” before his colleagues at
the annual meeting of the Association of American
Institutions for Idiotic and Feeble-Minded Persons.
Kerlin told his fellow superintendents that castration
controlled “epileptic tendency” and aided in the
“removal of inordinate desires which [are] ... an
offense to the community.” He noted that he had
allowed the sterilization of one inmate at the Pennsyl-
vania Training School. That case involved the removal
of the “procreative organs” of a young woman. When
Kerlin referred to “inordinate desires,” he alluded to a
problem that he and other superintendents faced in
their institutions—inmates who publicly masturbated.
Especially troublesome during Sunday visits from
church groups or during the visits of relatives, inmates
who masturbated were an ongoing embarrassment for
the superintendents.

Two years later in March 1894, F. Hoyt Pilcher, the
superintendent of the Kansas State Asylum for Idiotic
and Imbecile Youth, began castrating older boys and
men who masturbated. By 1895, he had castrated 11
inmates. Around 1895, he expanded the castrations
to women. His practice drew the attention of several
regional medical journals and local papers. Eventually,
the publicity became a state scandal, with officials
expressing both support and opposition for Pilcher’s
surgeries. Nevertheless, he continued his practice,
and by 1897, he had castrated 47 additional inmates,
14 women and 33 men.

What began as a curiosity in the 1890s would
become, after 1900, an increasingly discussed practice
among superintendents of institutions for the so-called
feebleminded. By the end of the first decade of the
new century, superintendents of insane asylums, pen-
itentiary officials, and social welfare authorities
joined their colleagues in feeblemindedness to show
their interest in sterilization. Two factors influenced
this growing attention. First, eugenics, along with the
newly discovered work of Gregor Mendel, opened
institutional officials to new ways of linking heredity
and mental disability, heredity and crime, and hered-
ity and pauperism. Second, two new surgical proce-
dures, the vasectomy and the tubal ligation, made
sterilization a more socially acceptable practice.

In 1899, Harry C. Sharp, a physician at the Indiana
State Reformatory, developed the vasectomy. The

surgery achieved male sexual sterility without castra-
tion. In 1902, he published a paper on the new proce-
dure. In it, he made an explicit connection between
sterilization and heredity. Although the first tubal
ligation was performed around 1880, the procedure
became an involuntary means of sterilization after
1900 in institutions that housed ‘“feebleminded”
women. By the first decade of the new century, then,
new views about heredity, as well as new and less
invasive procedures, would allow institutional offi-
cials to expand sterilization from behavioral control to
the control of heredity. These same officials would
appropriate the term eugenics, first coined by Francis
Galton, to identify and justify their new interest in
hereditary control.

With the support of the State Board of Charities, in
1907, Indiana became the first state to pass a steril-
ization statute. Focusing on habitual criminals and
rapists, the legislation also allowed for the involuntary
sterilization of the state’s institutionalized insane,
epileptic, and “feebleminded” populations. By 1917,
in the name of eugenics, 11 more states had autho-
rized the use of sterilization. After World War I, 15
additional states passed sterilization legislation. In
most states, institutional superintendents (at least
behind the scenes) led support for the legislation, and
usually they did so in the name of eugenics. Joining
these institutional officials were academics such as
sociologist E. A. Ross and biologist Michael F. Guyer,
who advocated for sterilization before the Wisconsin
legislature; businessmen such as New Jersey real
estate executive Bleeker Van Wagenen and Michigan’s
John H. Kellogg of the cereal fortune; and religious
leaders such as Ohio’s Washington Gladden, Harry
Emerson Fosdick in New York, and Louis Poteat in
North Carolina.

Not all of the institutional superintendents sup-
ported involuntary sterilization, and some would change
their support over the years. Opposition also came
from state and national figures. By 1921, of the 15
state statutes, only 10 were still law. The New York
Supreme Court declared its sterilization laws uncon-
stitutional in 1918. After that, statutes in New Jersey,
Nevada, Michigan, and Indiana were thrown out
by their respective state courts. In 1911, the governor
of Indiana, where the first law had been signed,
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declined to release state funds to any institution
that performed involuntary sterilizations. In Oregon,
Vermont, Nebraska, and Idaho, governors vetoed ster-
ilization legislation.

Although it lost much of its steam by the 1940s,
involuntary sterilization continued to find pockets of
state-sanctioned support. In New Jersey, North Carolina,
and California, state-sanctioned sterilization mecha-
nisms continued even into the 1960s and 1970s. Since
the 1970s, various federal and state court rulings along
with regulations from the executive branches of the
federal and various state governments have reduced, if
not eliminated, involuntary sterilization.

—James W. Trent

See also Eugenics; Racial Hygiene (Rassenhygiene); Reproductive
Rights.
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STEVENSON, ROBERT
LOUIS (1850-1894)

Scottish writer

The Scottish-born writer Robert Louis Stevenson suf-
fered from severe lung problems, possibly including
tuberculosis, in addition to other chronic ailments. His
major works include Treasure Island (1883), Kidnapped
(1886), “The Strange Case of Dr. Jekyll and Mr. Hyde”

(1886), and A Child’s Garden of Verses (1885).
Advised to go abroad for relief from his lung prob-
lems, Stevenson wrote about his travels in An Inland
Voyage (1878) and Travels with a Donkey in the
Cevennes (1879), both about France; The Silverado
Squatters (1883), about California; and In the South
Seas (1896). He found better health during the last
five years of his life in Samoa—the backdrop for
his late fiction and political writings. Much of his
work is concerned with physiological trauma and
with spiritual, emotional, or physical compensations.
Dr. Jekyll’s quest to transcend human limitations
through an elixir that produces instead the deformed,
malignant Mr. Hyde is the best-known instance, but
debilitated, neurasthenic, and melancholic characters
proliferate in his work, as do fantasies of unrestrained
adventure and magical power. He died of a cerebral
hemorrhage.

—John Kucich
See also Novel, The.
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STIGMA

The ancient Greek term stigma referred to tattoos or
other bodily marks, but in modern times, stigma has
come to refer to any signs that expose something
unusual or bad about a person. According to Erving
Goffman (1963), there are three main types of stigma.
These include abominations of the body (physical
deformities), blemishes of individual character, and
tribal stigma of race, nation, and religion. The bodily
signs differentiate a person from what society consid-
ers normal. This deviation from societal norms is clas-
sified as deviant, and those who fall into this category
often face discrimination from other members of
society. Attitudes toward individuals with tribal stig-
mata depend on the ways the tribe or group is viewed.

Although the term stigma is still used today, it now
refers more to the disgrace itself than to the mark,
bodily or otherwise, that reveals it. Today, stigma
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refers to any persistent quality of an individual or group
that evokes negative or punitive responses from others.
Individuals are said to be stigmatized when they are
singled out from the population for ridicule or mal-
treatment due to differences in physical, mental,
behavioral, or other attributes. When they encounter
prejudice or discrimination due to their perceived limi-
tations, persons with disabilities fit this definition of
stigma. They are the recipients of unwanted and unfa-
vorable identities. At one time, the problems faced by
persons with disabilities were attributed to their impair-
ments and/or medical conditions alone. Recently, how-
ever, attitudinal and environmental factors are coming
to be seen as important in the definition of disability.
Many today believe that it is societal restrictions and
social responses rather than functional limitations or
personal impairments that constitute the greatest prob-
lems faced by individuals with disabilities. This per-
spective is a core belief of the social model of disability
and places the process of stigmatization front and
center in the lives of persons with disabilities.

THE ORIGINS OF STIGMA

The process of stigmatization excludes certain
individuals from particular types of social interactions
due to characteristics they possess or due to their
membership in a certain group. Stigmatization occurs
when members of a society reject members of a group
due to a particular characteristic shared by group
members, such as the color of their skin, their inabil-
ity to see, their age, or some other quality. Persons
with disabilities may be stigmatized in social interac-
tions if they do not meet the normative expectations of
others. This has often been the case when individuals
with disabilities are stigmatized by society. Goffman’s
(1963) theory of stigma is that it occurs when a mark
becomes linked to an attitude that negatively views the
bearer of the mark. The negative attitude associated
with the mark may at first be associated with one
activity or type of social interaction and later be gen-
eralized to other areas of life and society. Similarly,
once members of a group are marked for exclusion
from one activity or type of interaction, they may be
excluded or ignored in others as well. Not only may
stigma generalize outwardly to apply to multiple social

contexts, but it may also generalize inwardly to the
individual’s own self-concept. For this reason, stigma-
tized individuals may come to possess negative per-
ceptions of themselves as well as the quality or
characteristic that signifies a social identity that is
devalued in one or more social contexts. For people
with disabilities, the quality or characteristic that leads
to stigma may be a physical disability (e.g., paralysis,
quadriplegia, etc.), a sensory disability (e.g., blindness,
deafness), an emotional disability (e.g., schizophrenia,
bulimia), or an intellectual disability.

Why do people participate in stigmatizing others?
Three functions have been suggested. People may
stigmatize others to (1) enhance their self-esteem, (2)
enhance their social identity, or (3) justify a social,
political, or economic structure. From an evolutionary
perspective, stigma may serve any of several functions
for those who are not stigmatized:

Dyadic Cooperation. Stigma may be an adaptation
designed to lead an individual to avoid interactions
with others who are viewed as poor partners for social
exchange, who pose greater costs than potential bene-
fits in social exchange, or who fail to meet any other
criteria for being potentially valuable social partners.
Individuals with disabilities may be seen as being
unable to fully contribute to social roles (e.g., job,
family duties, and social relationships) and to require
high levels of care. Their strengths and abilities go
unrecognized.

Coalitional Exploitation. This refers to adaptations
designed to cause the exclusion of individuals from
enjoying benefits widely available to members of
society and to exploit these excluded individuals.
Nondisabled individuals may dissociate themselves
from persons with disabilities to prevent them from
using scarce resources and exclude them from certain
groups (e.g., the educated, the employed, and home-
owners) and take advantage of them. For example, the
public transit system may require a person who uses a
wheelchair to get up at 5:30 a.m. to schedule a ride
with the public paratransit service for that day. A shel-
tered workshop may pay people with intellectual dis-
abilities a dollar an hour to assemble lamps at a time
when the customary wage in society is $8 an hour for
the same work.
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Parasitic Avoidance. This may arise from the belief
that persons with disabilities are likely to carry com-
municable pathogens. These adaptations are designed
to prevent contact with individuals who may transmit
their condition to others. The belief that persons with
disabilities have defective genes and are undesirable
sexual partners may also result in parasitic avoidance.
Since only some disabilities involve a genetic predis-
position and/or can be socially transmitted, the factual
basis for this kind of adaptation is quite limited. In
sum, this evolutionary approach offers these adapta-
tions as perhaps a partial explanation for why
members of groups can agree on who should be stig-
matized and why the stigmatization of persons with
disabilities is present in most, if not all, cultures.

DIMENSIONS OF STIGMA

The Experience of Stigma

Having a disability not only means limitations to
one’s physical or mental capabilities but also involves
experiencing discrimination, vulnerability, and
assaults on one’s identity and self-esteem. Stigma is,
thus, a form of oppression through social restrictions
and disapproval. Many believe that these experiences
are a result of the undesired differences that separate
people with disabilities from the general population
and give way to stigmatization.

Stigma and Expectations

Stigma causes discomfort and stress to persons with
and without disabilities. It has been suggested that
such tension may be a result of persons with and with-
out disabilities not understanding each group’s expec-
tations of the other. Neither knows what the other
expects. The tension created by misunderstood and
unexpressed expectations may increase the tendency
for persons without disabilities to ostracize those with
disabilities and for those with disabilities to avoid
contact with persons who do not have disabilities.

Cultural Values and Stigma

The expectations of Western culture concerning
certain desirable characteristics of persons also may

perpetuate the stigmatization of individuals with
disabilities. Western culture places a great deal of
value on independence, self-reliance, beauty, and
health. Because they may differ from traditional expec-
tations concerning these qualities, persons with disabil-
ities may both be stigmatized and feel stigmatized.

Media and Stigma

Media in Western society tend to portray persons
with ideal forms of the cultural values noted above,
especially beauty, thereby heightening their relevance.
Media also frequently present persons with disabili-
ties in stereotypical ways. This is particularly true for
persons with mental illness, who are often character-
ized as more dangerous or threatening to persons with-
out disabilities than they are in fact. Such negative
portrayals foster stigma and may justify poor treatment
of persons with disabilities in the popular mind.

Stigma and Self-Perception

Stigma affects the self-perceptions of persons
with disabilities. Not only does the stigmatization of
individuals with disabilities affect the perceptions of
others, but the stigma can also have a tremendous
effect on the person with the disability as well. A stig-
matized person may have some sense of normalcy and
of being like other people and may be treated by most
others in a manner consistent with such a perception.
However, this individual may perceive quite correctly
that whatever others profess, they do not really accept
him or her and do not meet him or her on equal
grounds. Therefore, despite some sense of normalcy,
the person with a disability also may accept the
premises and values that underlie a discredited social
identity. Such a spoiled identity may increase the like-
lihood of internalized shame, withdrawal from others,
and even social rejection and financial insecurity as
the individual shies away from opportunities that
might provide personal and substantive rewards.
Spoiled identity may lead to loss of social status and
a sense that one is discounted and discredited. Such
internalized shame can focus a person on the label
“disabled” as a central and primarily negative focus of
the person’s identity, engendering greater anxiety,
shame, and withdrawal.
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CONCEALABLE AND
VISIBLE DISABILITIES

Even though there are many types and effects of
disability, all disabilities are either concealable (e.g.,
bulimia) or visible (e.g., physical disability). People
with concealable disabilities are often able to hide
their disabilities at least temporarily in the attempt
to avoid stigmatization. In fact, societal stigma is so
substantial that even people with what are commonly
considered visible disabilities, such as blindness,
report passing as nondisabled, so as not to call atten-
tion to their limitations. However, people who conceal
their disabilities are often in some important way not
accepting themselves. Consequently, they appear to
be more likely to demonstrate effects associated with
negative self-perceptions such as depression, anxiety,
or suicidality than individuals with visible disabilities
who do not conceal them. Because their disabilities
are concealable, and others with these disabilities are
also concealing them, a state called pluralistic igno-
rance may exist. That is, individuals with concealable
disabilities are less likely to be aware that others share
their situation. They may even believe that there are
few, if any, other people like them. They lack the
benefits of similar others, such as meaningful group
membership, successful social interactions, and moral
support. Contact with similar others can buffer the
negative effects of stigmatization on the mental well-
being of culturally stigmatized persons.

Persons with concealable disabilities may find it
difficult to find people who share their group mem-
bership. To do so, they are faced with a dilemma:
either risk social rejection in hopes of finding social
contact or shun social contact to avoid social rejec-
tion. Individuals will be most vulnerable to negative
self-perceptions when they are unable to find similar
others for support. Research has shown that, com-
pared to participants with conspicuous stigma, indi-
viduals with concealable stigma felt worse about
themselves and were more anxious and depressed.
Only in the presence of similar others did these indi-
viduals improve in mood and self-esteem. Similar
others may provide positive self-perceptions because
they decrease individuals’ sense of isolation and feel-
ings of being different. Being with similar others may
also result in more positive attitudes about the group.

Despite these potential benefits, the fear of negative
social evaluation may be more potent than the antici-
pated benefits of interaction with similar others.

According to a preoccupation view of secrecy,
attempts at keeping a concealable disability secret
activate a set of cognitive processes, which may lead
to an obsessive preoccupation with the disability. The
preoccupation results in renewed attempts to keep
such thoughts suppressed. Eventually, intrusive
thoughts and thought suppression occur cyclically.
This cycle yields a continuous preoccupation with
the individual’s disability that can extend beyond the
circumstances that prompted the initial secrecy. This
obsessive preoccupation, combined with lack of sup-
port from similar others, can be of great harm to indi-
viduals with concealable disabilities. They may be
overly distracted by the task of impression manage-
ment and suffer in performance of cognitive tasks.

Individuals with disabilities that cannot be con-
cealed are also subject to internalized negative evalu-
ations and anticipated negative behavior of others.
There have been numerous examples in which indi-
viduals who believed others were aware of their
disabilities also believed that such awareness caused
them to be less appreciated or to be judged in a nega-
tive manner. Persons with visible and concealable
disabilities may have difficulties in social interaction.
These may be partially due to how they believe others
will react to their disability. Stigma consciousness
(i.e., the extent to which individuals focus on their
stereotyped/stigmatized status) may have important
implications for how the individual experiences
being stereotyped. People who are high in stigma con-
sciousness are more negatively affected by the stigma-
tization of their disability. However, individuals with
conspicuous or visible disabilities have an easier time
identifying groups of similar others. Constructive con-
nections with similar others often create positive self-
perceptions among group members, which may decrease
the extent to which stigma consciousness affects their
reactions to stigma.

OTHER FACTORS AFFECTING
THE DEGREE OF STIGMA

The degree of stigmatization also depends on other
factors. These factors include the type of disability,
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the perceived responsibility of the individual for the
disability, the perceived consequences of the disability
for others, the outward manifestations of the dis-
ability, and the perceived impact of the disability on
an individual’s level of socially valued competence.
Research also shows that the permanence of the dis-
ability affects others’ perceptions and responses.
Those with observable physical impairments have
been found to suffer relatively fewer effects of stigma-
tization, whereas those with mental illness seem to
be stigmatized to the greatest degree. Greater stigma-
tization of persons with mental illness may be due
to perceived danger posed by the person to others and
perceptions that a person with mental illness is
responsible for his or her disability.

WAYS TO REDUCE/DISCREDIT STIGMA

Research offers three strategies to diminish the stigma-
tization of disabled individuals and groups: protest,
education, and positive contact with stigmatized indi-
viduals. Protest may increase awareness of and decrease
negative attitudes and beliefs about people with disabil-
ities. However, to date, research suggests that it does
not promote positive attitudes or increase knowledge
about disabilities. Protest may also lead to short-term
reactive effects; that is, it may make negative informa-
tion about the disabled group more salient for a time.
However, little research has been done on the effects of
repeated protests on attitudes or beliefs. It is possible
that reactive effects may be less likely to occur with
repeated protests. To date, research has only examined
the effects of protest on attitude change. It will be
important to examine the effects of protest on behavior
toward persons with disabilities.

Education facilitates greater understanding of
persons with disabilities by providing accurate infor-
mation. People who have a better understanding of a
stigmatizing condition are less likely to endorse the
stigma and discrimination. The type of information
received may affect responses toward persons with
disabilities. Participants in one study were either told
about an individual’s symptoms or his or her after-
care plan. Those who received information regarding
psychological symptoms increased their negative atti-
tudes about the mental illness, while the after-care

information reduced negative judgments. Greater
knowledge of a disability prior to participating in an
education program reduces stigmatizing attitudes after
completing the program.

Personal contact with persons who have disabilities
also decreases stigma. This decrease may be due to the
positive effects of attitudes and beliefs about the com-
mon humanity and empowerment of persons with
disabilities. Ultimately, greater social inclusion and
changed societal attitudes may be the key to address-
ing the negative effects of all aspects of stigmatization.

The recent developments in the disability rights
movement are creating stronger awareness of a posi-
tive disability culture. The development of disability
culture identifies and affirms the strengths of people
with disabilities, their high degree of life satisfaction,
and their contributions to others with disabilities and
to society at large. For people with disabilities, dis-
ability culture can be an effective antidote to stigma
and its deleterious effects. For people without disabil-
ities, it can provide important information about the
impact of mainstream society, positive and negative,
on people with disabilities. It can provide mainstream
society with a more complete and ultimately positive
perspective concerning people with disabilities.
Thereby, disability culture may promote the develop-
ment of mainstream cultural values that are inclusive
of all people, as well as media reports that accurately
reflect the challenges and celebrations of living with
a disability.

—Robert 1. Westerholm, Laura Radak,
Christopher B. Keys, and David B. Henry

See also Attitudes; Inclusion and Exclusion; Representations of
Disability, Social; Stigma; Stigma, International.
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STIGMA, INTERNATIONAL

The stigma associated with disabilities can be seen
in every culture regardless of religion or ethnicity. In
some cultures, people with disabilities are viewed
as unclean or dangerous. Individuals with disabilities
may be seen as the cause of societal “pollution.” People
with disabilities may also be viewed as being in a
transitional state between sickness and health. Some
aspects of the stigma associated with disabilities are
quite consistent cross-culturally. For example, mental
illness is strongly stigmatized in most cultures, with
exceptions including some Native American and
Russian societies. Across many cultures, disabilities
that manifest themselves in unpredictable or odd
behavior are associated with greater stigma (e.g.,
schizophrenia, addictions) than are other disabilities
that do not (e.g., polio).

Despite these similarities, the stigma associated
with disability does differ across cultures. Because
societal views of disabilities are socially constructed,
stigma associated with disabilities varies among cul-
tures in many respects. The lives of persons with dis-
abilities around the world are usually far more limited
by prevailing social, cultural, and economic constraints

than by specific physical, sensory, psychological, or
intellectual impairments. Cultures differ in their pop-
ular explanations for why some individuals and not
others have disabilities and how persons with disabil-
ities should be treated. Societies differ in what roles
are appropriate and inappropriate for persons with dis-
abilities and what rights and responsibilities individu-
als with disabilities are either entitled to or denied.

Besides differences in the content and rationale
for stigma, there is also a difference in the degree to
which stigmatization occurs in different countries
and cultures. There are differences in which and how
many disabilities are viewed negatively and therefore
are stigmatized to a greater extent. Popular wisdom
and mythology regarding the causes of disabilities
vary across cultures and lead to different levels of
stigmatization.

The treatment that persons with disabilities receive
is based in part on cultural beliefs about how and why
they became disabled. Explanations for disabilities
may include factors as diverse as divine displeasure,
witchcraft, evil spirits, reincarnation, negative parent-
ing, tainted blood, and genetics. More positive
mythologies also exist. For example, in northern
Mexico and Botswana, the birth of a disabled child
may be welcomed as evidence of God’s trust in the
ability of specific parents to care for a delicate child.

Variations in cultural values may also be, in part,
responsible for differences in stigma across cultures.
The valued and devalued attributes or qualities
admired in a society play a role in influencing which
disabilities are more heavily stigmatized. Typically,
those with disabilities are socially and culturally
devalued and therefore are discriminated against in
many forms. For example, in a society where survival
is based on the success of hunters and gatherers,
physical stamina and strength are of particular impor-
tance. Individuals with physical disabilities who
cannot contribute to these tasks are likely to be more
stigmatized than they would be in a society that relies
on a virtual economy in which one can earn a good
living working in physically accessible offices and
meeting rooms. Moreover, because views of disabili-
ties are socially constructed, the degree to which a
particular disability is stigmatized may depend on fac-
tors unrelated to the disability itself, such as gender or
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income. For example, in North American society,
bladder control problems are associated with stigma
more for men than for women. In some Pacific Island
societies, a man’s status is determined in part by his
ability to speak well in public. Therefore, hearing loss
or a speech impediment will be stigmatized more
heavily than other disabilities.

Another source of cross-cultural differences in the
perceptions of disability is the extent to which collec-
tivism, rather than individualism, is a cultural value in
a society. Disabilities are often more heavily stigma-
tized in collectivist societies than in individualistic
societies. Collectivist societies view the individual as
an extension of the family or community collective. In
a collectivist society, an individual may choose an
occupation because it is needed in the community.
The individual’s achievements and failures may be
viewed as sources of pride or disgrace to his or her
family more than is the case in more individualistic
cultures. Persons with disabilities will be stigmatized
based on the extent to which the disability limits their
contribution to the collective and the extent to which
a disability is a source of shame for the collective.

Collectivist societies emphasize conformity to a
greater extent than do individualistic societies, where
nonconformity may be valued. The strong emphasis
on conformity in collectivist cultures results in
stigmatization of those who deviate from the norm in
any respect. Persons with disabilities may be unable,
because of their disabilities, to conform and thus may
be stigmatized more heavily in collectivist societies.
Another reason those with disabilities are more apt
to be stigmatized in collectivist societies is that those
with disabilities are associated with the inability to
fulfill contributory roles in society. If they are not
able to fulfill their part and contribute meaningfully to
society, they are stigmatized.

In 2000, it was estimated that approximately 80 per-
cent of the world’s persons with disabilities lived
in Third World nations in Asia or Africa. In these
countries, malnutrition and unsanitary conditions con-
tribute to low birth weight and birth defects and thus
children with disabilities. Disabilities in the adult pop-
ulation are often the result of wars, natural disasters,
and traffic accidents as the development of safety reg-
ulations lags behind rapid modernization. Stigma can

limit the claim of people with disabilities on the scarce
resources available. Given the concentration of people
with disabilities in Asia and Africa, we will focus our
attention on these parts of the planet as we consider
stigma of persons with disabilities internationally.

STIGMA AND DISABILITIES IN ASIA

Across the many cultures of Asia, nations tend to
emphasize the well-being of the community over that
of the individual. In countries as diverse as India and
Japan, this collectivist emphasis is closely intertwined
with concepts of harmony and duty, and these values
strongly influence the lives of individuals and com-
munities. In Asian societies, people with disabilities
tend to feel less shame at being dependent on others
than would be the case in individualist countries such
as the United States. It is common practice for family
members to take care of other family members with
disabilities. China has more people with disabilities
than any other country in the world. A cultural norm
among the Han Chinese, the major ethnic group, is to
experience significant instinctive embarrassment at
having a disability or having persons with disabilities
in their midst. This embarrassment may be associated
with an array of behaviors related to stigmatization,
including discrimination and abandoning or euthaniz-
ing newborns with disabilities. In Thailand, families
sometimes feel so ashamed of relatives with disabili-
ties that they do not submit the birth certificates of
babies born with disabilities to the government. Thai
parents may see the disability of a child as a direct
consequence of some previous transgression of the
parent. In India, persons with leprosy go to great
efforts to hide signs of it from view. They seek to
avoid the judgment that they have engaged in sexual
transgressions for which they are being punished and
to avoid the further sanction of being excluded from
their community. The Hindu/Buddhist idea of karma
as the inevitable consequence of individual actions,
even across generations in a family, is deeply entwined
with perceptions of disability.

Social embarrassment at disability may also result
in excessive protection of persons with disabilities,
instead of considering them as having equal rights. It
is not unusual for parents of children with disabilities
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to be unwilling to allow their children to go out by
themselves. This same strong tendency to shelter or
protect those with disabilities can be seen in the
Philippines. Such protection, often done with the best
of intent, can have serious long-term consequences. It
is likely to limit opportunities for full development,
reducing opportunities for people with disabilities in
education, employment, marriage, and participation in
community life. As is the case with the treatment of
persons with disabilities in China and the Philippines,
this belief system of shame and embarrassment results
in people adopting stigmatizing extremes: overprotec-
tiveness or discrimination, sometimes simultaneously.

In Japanese society, the pattern of stigma has
been similar and now is showing some signs of change.
The term used to refer to people with disabilities is
shougaisha. This term conveys perceptions of people
with disabilities as people of “obstacles,” “illness,”
and/or “loss.” Similar to views in other parts of Asia,
the Japanese believe that being sick or having a dis-
ability is the result of sin in the past or in a previous
life. This belief results in feelings of shame for having
someone with disability in one’s family. Japanese indi-
viduals without disabilities tend to perceive those with
disabilities as being like children. In Japan, the dis-
tinction between persons with and without disabilities
is clearly drawn. An example is the existence of
disabled-only bathrooms, which, unlike their counter-
parts in some other societies, have stigma associated
with them. The Japanese tend to have clearer categories
and expect others to adhere tightly to the categorization.

Insights into stigma in Japan may come from the
concepts of uncertainty avoidance and Kegare. People
high in uncertainty avoidance perceive people and
ideas that deviate from societal norms to be danger-
ous. Cross-cultural studies suggest that Japan has one
of the highest population levels of uncertainty avoid-
ance of any country in the world. Kegare is a Japanese
term that implies impurity/contamination and encom-
passes everything that is outside the blessings of the
gods. Kegare is thought of as contagious in Japanese
culture and is associated with individuals with disabili-
ties. Kegare also has a kinship connection. The mother
of a child with a disability would be considered to be
linked to the child’s perceived impurity. Historically,
children with disabilities were often kept from public

view and given fewer opportunities to develop their
abilities.

Presently, there are efforts in Japan and nascent
efforts elsewhere in Asia, such as China and Korea, to
reduce the stigma associated with disability and its
negative effects. Programs to reduce the prevalence of
abuse of people with disabilities, to increase educa-
tional and employment opportunities, and to promote
independent community living all can help reduce
stigma and its sequelae. Advocacy groups are working
to build greater awareness of the positive contribu-
tions of people with disabilities to Japanese society.
Students planning to enter the human services have
positive rather than stigmatizing attitudes toward
people with disabilities. As other Asian economies
strengthen over time, it is reasonable to anticipate
reduced stigma associated with disability.

PEOPLE WITH DISABILITIES IN AFRICA

In many ways, African conditions for persons with dis-
abilities are similar to those in Asia. In African nations
such as Botswana, the family rather than the individual
is the primary unit of society. Persons with disabilities
are involved in families and communities. For this
reason, Western concepts such as inclusion, integration,
least restrictive environment, and normalization may
have little meaning. However, recent studies have
shown that the introduction of Western education sys-
tems, which encourage greater focus on the individual,
has led to segregated classes for pupils with disabilities.

The languages of many African nations and
cultures have no term for disability. For example, the
language of the Songye culture in Zaire has three
categories of “abnormal children”: (1) ceremonial, (2)
bad, and (3) faulty. The Songye tend to attribute the
acquisition of disability to ancestral acts, insufficient
payment by the wife’s family of dowry upon mar-
riage, sorcery, or God’s punishments rather than to
any sort of genetic/chromosomal cause. In a similar
vein, the Maasai culture in Kenya views illness and
disability as signs of cosmic disorder projected on the
human body. The Maasai, however, do not make the
direct link between physical limitation, on one hand,
and stigma and resulting inferior treatment, on the
other. Both the Songye and the Maasai include
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persons with disabilities into their subsistence-
oriented community life.

In Uganda, the issue of insider-outsider status is
crucial for an individual with a disability. Specifically,
an individual with a disability who is part of the com-
munity will be integrated, whereas an outsider with a
disability may be isolated and avoided by the rest of
the community. Part of this outsider avoidance may
be due to the perceived contagiousness of disability.
Ugandans’ initial concern is that the loss of function
related to the disability will spread rather than how the
persons with disabilities compensate for their impair-
ment. The idea of spread posits that the loss of one func-
tion leads to a decrease of capacity in other physical
functions. In contrast, the idea of compensation posits
that the loss of one function is likely to lead to increased
capacity of other functions. As is the case in other
countries, the degree of stigmatization may differ by
gender. Finally, similar to Asian societies and many
others, the power differential between the genders has,
in general, been found to lead to more stigmatization
for disabled females than males.

In addition, as is true in Asia, African societies see the
individual according to his or her ability to contribute to
the well-being of the community. Although persons with
disabilities may be viewed negatively because of reli-
gious or philosophical interpretations in both Asian and
African cultures, they usually are included in family and
community life, receiving care from family members.
Recent years have challenged these traditional struc-
tures, however. The HIV/AIDS epidemic has taxed the
resources of families and communities, created many
more people with chronic illness and disability, and
decimated the ranks of potential caregivers.

In sum, cultural, psychological, religious, and
economic factors all affect the degree and form of stigma
associated with disabilities across cultures. While
progress is being made internationally to improve the
status and reduce the stigma of people with disabili-
ties, such improvements are subject to changing condi-
tions and attitudes in every human society. If the past
is prologue, then the future is likely to see progress that
continues to be uncertain, uneven, and reversible.

—Robert I. Westerholm, Laura Radak,
Christopher B. Keys, and David B. Henry

See also Attitudes; Inclusion and Exclusion; Stigma.
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STRESS

Stress is defined as a reaction to external situational
pressures, resulting in both physical and psychologi-
cal changes in the individual. It is most often viewed
as negative in the form of anxiety-producing and com-
promising physical and mental well-being. In some
cases, however, stress is seen as positive (eustress)—
perhaps pushing an individual toward extra effort or
associated with positive changes in the life course,
such as marriage. Stress related to disabilities can be
examined in terms of physical characteristics (e.g., sight/
hearing impairment) as well as mental or cognitive
characteristics and impairment (e.g., learning disability/
dementia). A concept closely tied to disabilities and
stress is stigma, or the real or perceived ostracism,
labeling, and “devaluation” of individuals and groups,
often resulting in compromised social status, associ-
ated with having a disability. Stress associated with
disabilities must be examined from social and interac-
tional perspectives. A significant factor in reducing
distress and important to the acquisition of legiti-
macy for people with disabilities is self-esteem—
both at the individual and group levels—which allows
people to believe they are included as members of
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society and, therefore, strive for the achievement of
integration.

The impact of disabilities on the family has been a
particular focus related to stress. Parents of children
with developmental disabilities have been shown to
have greater stress, depression, and health problems
than parents of children without disabilities. Of inter-
est, while children with disabilities can have a nega-
tive impact on parents’ marriage, it has been reported
that children with disabilities can also bring parents
closer together and that a strong marital relationship is
one of the most important factors mediating parental
stress. Coping resources that have been shown to min-
imize familial stress related to disabilities include
social support from friends and individual personality
and beliefs (e.g., religious faith). Literature on the
coping responses of adolescent siblings of children
with disabilities indicates the need for professional
support and the establishment of strong support
networks to facilitate coping.

Research on disability and job stress indicates
that people with work disabilities often experience
increased risk for physical and psychological compli-
cations of job stress. Disability management programs
implementing stress management interventions—
targeting such disorders as back pain, multiple sclero-
sis, HIV, chronic fatigue syndrome, arthritis, high
blood pressure, headache, and general psychological
distress—have been shown to improve physical and
mental health, reduce costs to employers, and facili-
tate the reintegration of injured individuals into
the work environment. Interventions include use of
cognitive behavioral stress management and a team
approach, including physicians, nurses, psychologists,
occupational therapists, social workers, and physical
therapists.

Understanding and addressing quality of life,
including stress, in people with disabilities requires
modifications in social and societal attitudes and
behaviors. In medical encounters, people with disabil-
ities, while generally satisfied with their medical care,
report lack of satisfaction with doctors’ understanding
of their conditions, thorough discussions of health
problems, and being hurried during medical visits.
The concept of the “disability paradox” looks at the
inconsistency between general perceptions of the
undesirable daily existence of people with disabilities

compared to their own views of good or excellent
quality of life. In examining and addressing stress
in people with disabilities, quality of life needs to be
understood in the context of the individual’s balance
between mind, body, and self and relationships with
the social and environmental context.

—Michael L. Glasser and Karen E. Peters

See also Siblings of People with Disabilities.
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STROKE

Stroke is one of the most common causes of acquired
disability in adults throughout the world. The World
Health Organization estimates that 15 million individ-
uals worldwide sustain a stroke each year, with 5 million
deaths. Of the survivors, approximately 5 million are
left with significant disability.

The existence of stroke as a distinct condition has
been known since antiquity. Psalm 137 appears to
describe the symptoms of stroke. “If I forget thee, O
Jerusalem, let my right hand forget her cunning. If I
do not remember thee, let my tongue cleave to the roof
of my mouth.” Ancient Greek physicians, including
Hippocrates and Galen, recognized the essential symp-
toms of “apoplexy,” though they debated the causes and
location of the disease. Characterization of the anatom-
ical basis of stroke syndromes, such as Broca’s aphasia,
occurred during the nineteenth century. A clear under-
standing of the mechanisms and major risk factors for
stroke occurred during the twentieth century.
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Because of its prevalence and ability to cause
substantial disability, stroke has affected numerous
world figures and altered the course of history. A
prominent example from the twentieth century is the
severely disabling stroke sustained by Woodrow
Wilson during his second term as U.S. president. This
stroke prevented him from exercising his duties as
chief executive. The extent of his disability was hidden
from the public and even from most of his cabinet; a
small inner circle, including his wife and personal
physician, controlled all access to the president during
the remainder of his term. Subsequent recognition of
the inadequate provisions in the U.S. Constitution
for the disability of the president ultimately contributed
to the adoption of the 25th Amendment in 1967. Other
contemporary examples of the impact of stroke on
world history include Franklin Roosevelt’s death while
in office from a cerebral hemorrhage in 1944 and
Joseph Stalin’s death from a stroke in 1953.

Strokes are broadly divided into two categories
based on the cause of damage to the brain. Approxi-
mately 88 percent of strokes are ischemic and result
from the loss of the supply of blood to an area of the
brain that occurs when a blood vessel becomes
blocked. The remaining 12 percent of strokes result
from bleeding either within the brain (hemorrhagic
stroke) or adjacent to the brain from the blood vessels
that supply it (subarachnoid hemorrhage). The
destruction of brain tissue that results from these
various etiologies results in neurologic deficits that
are the hallmark of stroke.

Risk factors for ischemic stroke are well estab-
lished, and many are amenable to behavioral or med-
ical preventive measures. Age and race are important
nonmodifiable risk factors, with men having a higher
risk than women (approximately 1.25 times the risk)
and African Americans having a higher risk than
Caucasian Americans (nearly twice the risk). Hyper-
tension, smoking, inactivity, and obesity are all impor-
tant modifiable risk factors that may be addressed in
part through behavioral changes and in part through
medical treatments. Behavioral modifications include
smoking cessation, regular exercise, limiting caloric
intake, and reducing intake of saturated fats. Preventa-
tive medical treatments include the use of platelet-
inhibiting medications such as aspirin and clopidogrel;

in selected circumstances (such as atrial fibrillation),
anticoagulants (primarily warfarin) are indicated. In
individuals with a severely narrowed carotid artery
(one of the major blood vessels supplying the brain),
surgery to remove the blockage within the artery can
reduce the risk of stroke significantly.

Stroke can cause disability by affecting one or
more of a multitude of neurologic functions. Loss of
muscle strength and coordination (hemiplegia) is the
most common cause of physical disability after
stroke. Aphasia (loss of the ability to comprehend
and/or produce speech or other linguistic communica-
tion) is another major cause of disability. Cognitive
impairments, including reduced attentiveness, mem-
ory loss, and loss of insight, are frequent sequelae of
stroke and contribute to the burden of disability.
Swallowing difficulties (dysphagia) can cause malnu-
trition, dehydration, and predisposition to pneumonia.
The location of a stroke is the major determining fac-
tor in the resulting neurological impairments; a small
stroke in a critical area can cause more profound
symptoms than a larger stroke in a less critical region.
Some strokes are “silent” inasmuch as they do not
result in any noticeable symptoms. Prior silent strokes
are commonly discovered incidentally when brain
imaging is performed for a new (symptomatic) stroke.

Improved acute treatment of stroke remains a pri-
ority area of medical research. As recently as the early
1990s, acute stroke care largely consisted of support-
ive measures to prevent medical complications, and
no interventions were available to limit damage from
an ongoing stroke. Intravenous medications (such as
alteplase) are used to dissolve blood clots depriving
brain tissue of blood flow and are now an important
part of the management of acute stroke. Unfortunately,
relatively few individuals with stroke are eligible
for thrombolytic (clot-dissolving) treatments due to
the narrow time window for their use (typically within
three hours of symptom onset). The use of catheters
threaded through the blood vessels to instill these
medications directly to the vicinity of the blood clot is
under study, as are other interventional approaches
to opening blocked arteries. A variety of medications
have been studied as potential neuroprotectants to
reduce the damage induced by a stroke, but none has
yet reached routine clinical use.
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Due to the limitations in stroke prevention and
acute treatment, residual disability is a common result
of stroke. Stroke rehabilitation has its roots in antig-
uity, and references to the use of a crutch after stroke
are found in Babylonian texts from the second millen-
nium BCE. Modern rehabilitation has increasingly
emphasized the use of active participation by the stroke
survivor to achieve maximal recovery, rather than the
use of passive treatments provided by medical
providers. Stroke rehabilitation in developed countries
typically includes physical, occupational, and speech
therapy for a period of weeks to months. Efforts to
reduce hospital or other institutional stays are ongo-
ing, with increasing emphasis on rehabilitation in the
home environment. Rehabilitation hospital stays after
stroke now average two or three weeks in the United
States; they remain longer in other countries, such as
Japan.

Rehabilitation in less developed countries varies
widely. Some rely more on family members and infor-
mal rehabilitation than on medically directed rehabil-
itation. Little data are available to compare functional
outcomes between the various rehabilitation systems
in different countries.

Recent research has found considerable plasticity
in the adult human brain. Both changes in brain func-
tion, as demonstrated with the use of functional mag-
netic resonance imaging and other techniques, as well
as changes in motor abilities have resulted from ther-
apeutic exercise programs. This plasticity can be har-
nessed by structured exercise programs to improve
motor outcomes after hemiplegic stroke. Intensive
exercise programs appear to provide greater benefit
than lower dose exercise programs and are being
actively studied. Some centers are also exploring the
use of technological aids such as robotic exercise
devices to facilitate the delivery of exercise after
stroke. The use of medications, growth factors, and
stem cells to expand the capability of the brain to
recover from stroke is being studied and is likely to be
combined with rehabilitation programs in the future.

Plasticity clearly affects other impairments
resulting from stroke, such as aphasia and cognitive
deficits, and therapeutic interventions directed at these
impairments appear to facilitate recovery. The optimal
program of therapeutic interventions to stimulate

brain plasticity and maximize functional recovery
remains to be elucidated.

Functional outcome after stroke can be measured
using a variety of tools, including the Functional
Independence Measure, the Barthel Index, and others.
Among ischemic stroke survivors in the United States
who are at least 65 years old, 26 percent are institu-
tionalized in a nursing home six months after a stroke.
Depression is a common consequence of stroke, and
as many as 40 percent of stroke survivors experience
significant depression within the months following a
stroke.

—Joel Stein

See also Aphasia; Dysphagia; Medicine and

Rehabilitation; Traumatic Brain Injury.
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SUB-SAHARAN AFRICA

See Experience of Disability: Sub-Sahara
Africa

SUBSTANCE ABUSE
EPIDEMIOLOGY

Substance abuse is one major source of health prob-
lems afflicting individuals worldwide. It is estimated
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that one fourth of Americans experience a lifetime
substance use disorder. Substance-related disorders
are covered under the Americans with Disabilities Act
of 1990. Therefore, problems derived from substance
abuse can be viewed as disabilities.

Even excluding substance abuse as the primary dis-
ability diagnosis, persons with cognitive and physical
disabilities are more likely to have a substance use
disorder than the general population, yet they are less
likely to obtain and complete treatment for it.
Treatment barriers include not only those related to
physical accessibility but also poor professional train-
ing to deal with the particular needs of individuals
with concurrent substance abuse and disabilities.

It is estimated that 20 to 40 percent of persons in
treatment for substance use disorders have some sort
of mental or physical disability (mostly a comorbid
psychiatric condition, followed by mobility, develop-
mental handicaps, and sensory—vision and hearing—
impairments). Often undetected, the presence of a
disability, even subtle, may affect treatment effective-
ness. A high prevalence of comorbid disability and
substance use is also observed in other settings such
as prison and court populations, where approximately
50 percent of offenders with an intellectual disability
also have an alcohol problem.

ETIOLOGY

Substance abuse is often a factor in trauma-related
physical injuries. Driving under the influence of
alcohol contributes to traffic accidents and related dis-
ability. Despite the fact that legal blood alcohol con-
centrations (BACs) vary widely across countries,
evidence shows increased risk of car crashes with BACs
above 0.02 percent (that translates to approximately
one bottle of beer, but factors such as sex and body
weight may interfere with this estimate).

A relationship between unfavorable childhood con-
ditions, early deviant behavior, and later alcohol abuse
and related disability has been demonstrated. Drunken
driving and criminal behavior in young males were
related with more disability pensions and sick leaves
on a 20-year follow-up. Thus, monitoring of such
behaviors may help identify at-risk populations for
disabilities. The relationship between substance abuse

and disability seems more complex than just one of
cause and consequence, with substance abuse working
both as a risk factor and a maladjusted response aug-
menting disability after injury. For instance, substance
abuse that develops after an injury can be a hindrance
to rehabilitation.

Aside from physical disability, substance abuse is
also implicated in psychological maladjustment,
particularly among young people, demonstrated by
increased rates of conduct and personality disorders
(mainly those characterized by intense impulsive-
ness, such as antisocial and borderline). A number of
psychiatric conditions are also overrepresented in
substance-abusing populations, including affective,
anxiety, and psychotic disorders. The risk of other
addictive disorders is increased (polydrug abuse and
eating disorders, particularly bulimia nervosa, for
instance). Adding to the physical sequels of addiction,
pathological gambling is another concern, with its
associated impulsiveness (with greater likelihood of
suicide attempts and criminal offenses), risk of bank-
ruptcy, discredit, and deeper social disruption. Rates
of attention deficit disorder are increased among
substance-abusing individuals. Women are at higher risk
for psychiatric comorbidity and to develop iatrogenic
substance abuse/dependence as they are more likely to
be prescribed medications such as benzodiazepines.
Worries about body image also put them at risk of
abusing amphetamines and other diet pills. Theories
to explain these increased associations include (1) self-
medication of a primary mental disorder, (2) substance
abuse leading to the development of secondary psy-
chopathology, (3) coexistence of substance abuse and
psychiatric morbidity independently, and (4) a com-
mon etiologic factor leading to both substance abuse
and psychiatric morbidity.

Substance abuse is also etiologically related to
development of a disability during pregnancy. For
instance, fetal alcohol syndrome (FAS) represents
the third most common cause of mental retardation
(the leading cause if genetic causes are excluded), with
increasing risk in association with binge drinking. It
produces long-term consequences, particularly social
maladjustment and communication deficits. The
full syndrome is present in about 30 percent of the
offspring of women who consume 10 standard drinks
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daily. Fetal alcohol effects (FAE) are often underde-
tected. Symptoms may include central nervous system
abnormalities, with mental retardation in about half
the cases of full syndrome, facial dysmorphism (char-
acterized by short palpebral fissures, epicanthic
folds, and maxillary hypoplasia), and other birth
defects (microencephaly, altered palmar creases, and
heart abnormalities). Diagnosis after puberty is even
more difficult, as the facial dysmorphism is usually
not as pronounced. FAS and FAE are often associated
with increased psychiatric comorbidity, substance use
disorders, antisocial behavior, and multiple pregnan-
cies in adolescence and adulthood. Early detection
and appropriate referral may prevent further morbid-
ity. Because safe levels of alcohol consumption during
pregnancy are not defined, it is best to recommend
complete abstinence to prevent FAS and FAE.

Tobacco use during pregnancy is also associated
with perinatal problems (e.g., fetal growth retardation,
obstetric complications, premature delivery, low birth
weight and height, neonatal mortality, sudden infant
death syndrome, and hypertension), with some long-
term physical and behavioral consequences to the off-
spring (such as reduced lung function, substance
abuse, criminality, and antisocial behavior), indepen-
dent of other factors. Both alcohol and tobacco (by
far the substances that cause the most problems if
consumed during pregnancy) have addictive effects in
combination with other substances. Besides the
effects of substances themselves, the lifestyle often
associated with substance abuse, including poor nutri-
tion, lack of resources, and appropriate medical care,
further contributes to these long-lasting disabilities in
offspring.

Environmental circumstances faced by persons
with disabilities may contribute to substance use and
abuse, such as job problems and unemployment, lack
of leisure opportunities, social isolation, poverty,
homelessness, and various forms of abuse (emotional,
physical, and sexual, both from domestic and external
sources).

To improve detection of coexisting disabilities
among persons entering treatment for substance use
disorders, it is strongly recommended that every
person should be specifically screened for disabilities,
not only those obviously affected. More important

than diagnosing a potential disability—a task that
most professionals in addiction treatment centers are
not prepared for—the levels of functionality need to
be assessed since adjustments in the treatment proto-
col will be based on these aspects. This is important
because even people with similar disabilities may
have very different abilities and limitations. Assess-
ment should be tailored to the nature of the disability
(e.g., finding alternatives to self-report questionnaires
for the mentally handicapped or to visual-analogical
scales for the vision impaired).

In addition, the assessment team needs to be sensi-
tive to the fact that some people have more difficulties
accepting an eventual disability than others (depend-
ing on issues such as severity, age, marital status,
income, and sociability). Likewise, a confidential cli-
mate needs to be ensured (particularly important when
the disability implies that family members and friends
will accompany the client) to enable the collection of
relevant and accurate information. Clients should be
referred for additional assessment by a qualified pro-
fessional if initial screening indicates that a disability
diagnosis might be present. Screening can be part of
the usual assessment process for potential clients and
can incorporate indirect questioning (such as ques-
tions about environmental factors that may be related
to disabilities; prior medical history, including med-
ications and hospitalizations; and accidents) and
direct questioning (such as questions about history of
any disability or health benefits and learning, hearing,
reading, communicating, writing, decision-making, or
mobility difficulties). Besides work absences, effort to
function should be considered. Recently, the 36-item
short form health survey of psychosocial functioning
has been proposed as a tool for screening and measur-
ing disability due to psychiatric conditions.

Attitudes toward persons with coexisting disabili-
ties in addiction treatment should emphasize accom-
modation of any special needs and requirements.

In addition to avoiding rigid rules and deadlines
that may make treatment participation virtually
impossible, professionals must attempt not to enable
clients’ negative attitudes (such as accepting a client’s
refusal to attend mutual-help meetings for fear of not
being accepted by peers) that could erode treatment
efforts. Arranging for alternative groups and schedules
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is a more desirable option. Many clients with coexisting
disabilities may be under a medication regimen. Some
addiction treatment programs demand that potential
clients discontinue any medications before entering
treatment, which is obviously not feasible in many
circumstances.

Finally, getting acquainted and networking with
disability-related resources in the community, by
ensuring referral to properly equipped services, may
save time and effort that can be best directed to treat-
ment itself.

—Monica L. Zilberman and Hermano Tavares

See also Fetal Alcohol Syndrome.
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SUBSTITUTE DECISION
MAKING

Substitute decision making occurs when a person
lacks mental competence to make a decision, and the
situation requires that a decision be made. Substitute
decision making ordinarily becomes controversial
when the decisions concern very serious financial or
health matters. The controversies tend to center on two
main issues. The first issue is the choice of who should
be the substitute decision maker. The second issue is
concerned with how the decision should be made.

DECISION MAKERS

There are numerous ways that a person can be chosen
to be a substitute decision maker, and the legalities of
the process vary across jurisdictions. Generally speak-
ing, there are three types of decision makers: a
decision maker appointed by the incapacitated person
prior to incompetence, a decision maker appointed by
the state, and a decision maker in an emergency.

A Decision Maker Appointed
by the Incapacitated Person

Many jurisdictions allow individuals to appoint some-
one to take care of their property and health matters in
the event that they become unable to make decisions for
themselves. For example, in parts of the United States,
Britain, Australia, New Zealand, and Canada, it is possi-
ble to create an enduring or durable power of attorney,
which grants a substitute decision maker the power to
act on behalf of a person who has become mentally
incompetent. These powers of attorney are described as
“durable” because, unlike ordinary powers of attorney,
they continue to be effective after the grantor of the
power has become incompetent.

In addition to choosing a decision maker, powers
of attorney will normally define the role of the deci-
sion maker and contain instructions on the types of
decisions that can be made and the preferences of the
person subject to the power. It should be noted that
these documents are different from advance directives
or living wills because they allow the substitute deci-
sion maker to make the ultimate choice. In an advance
directive, the patient is the decision maker.
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One limitation exists with this method of choosing
a substitute decision maker. These documents cannot
be created by a person who has always lacked mental
competence.

A Decision Maker Appointed by the State

The state has a role in protecting people who
are unable to make decisions for themselves. In the
common-law tradition, this is evidenced by the parens
patriae jurisdiction, an eleventh-century English con-
cept, which granted to the sovereign the power and
responsibility to care for infants, “lunatics,” and “nat-
ural fools and idiots.” The parens patriae jurisdiction
has survived into modern times and is still relied on
by courts in Australia, Canada, New Zealand, and the
United States as the source of power to make substi-
tute decisions for mentally incompetent adults and
children. It is also used to appoint other decision mak-
ers. Strangely, England no longer has a parens patriae
jurisdiction over adults because of an administrative
error in 1969, which removed it from the list of pre-
rogative powers enjoyed by the sovereign.

Most jurisdictions provide for state-based appoint-
ment of substitute decision makers, ordinarily when
the person has not exercised a choice via a power of
attorney, either using the parens patriae power or leg-
islative powers. Most commonly, state-appointed sub-
stitute decision makers are referred to as guardians,
but the terms conservator, custodian, and curator are
also employed in parts of the United States. Courts or
specialist guardianship tribunals are ordinarily given
the task of appointing guardians. Ordinarily, a rela-
tive or close friend is chosen because they are best
equipped to look after the person under guardianship.

If no suitable candidate is available to be appointed
as a guardian, a public body or official (such as a
court, guardianship tribunal, adult guardian, or public
guardian) may be appointed in the role.

A Decision Maker in an Emergency

It may be necessary in an emergency for some-
one to make a substitute decision for another because
that other person is mentally incapable and has never
appointed a substitute decision maker. The most com-
mon example of this occurs in medical emergencies,

when a person is unconscious or seriously injured and
unable to make a decision about treatment.

In parts of the United States, it has been assumed
that relatives automatically have the power to consent
in such situations, and in emergencies, doctors will
ordinarily seek the consent of a relative unless the sit-
uation demands immediate treatment. In countries in
the British Commonwealth (such as Australia, Canada,
New Zealand, United Kingdom), relatives only have
power to consent to treatment when the patient is a
child. Relatives cannot consent to emergency treat-
ment for incompetent adults. This gap in consent
has led some legislatures to grant powers to relatives so
that they can consent to emergency medical treatment,
without the need for a power of attorney or an order
by the courts. For example, in the Australian states of
New South Wales, South Australia, Tasmania, Victoria,
Queensland, and in the Australian Capital Territory,
legislation allows relatives to consent to treatment
when the patient is not competent. If no relative is
available, a doctor may continue to treat the patient
according to the patient’s best interests. There are
moves to adopt such laws in England and Wales.

What if a person’s relatives cannot be contacted? In
such emergencies, the common law empowers health
professionals to treat an incompetent person, even in
situations when the treatment is quite invasive. Such
situations are seen as an exception to the general rule
against touching another person without his or her
consent. Health professionals can raise the defense of
emergency (sometimes called the defense of neces-
sity) to any claims of battery or wrongful interference.
To properly mount such a defense, the health pro-
fessional must be able to show that the patient was
incompetent, that there was no substitute decision
maker to seek consent from, and that the treatment was
a necessary and proportionate response to the illness
or injury of the patient.

Some jurisdictions (e.g., parts of Australia,
Scotland, and the United States) have enshrined these
rights of emergency medical treatment in legislation.

HOW SHOULD DECISIONS BE MADE?

Generally speaking, two approaches can be employed
in substitute decision making.
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The Best-Interests Approach

The best-interests approach requires the decision
maker to choose the course of action that can be con-
sidered on objective grounds to best serve the interests
of the incompetent person.

For example, in the United Kingdom case of
Airedale NHS Trust v. Bland (1993), the House of
Lords had to decide whether it was in the best inter-
ests of a young man in a permanent vegetative state
to continue to be treated with artificial feeding and
hydration. The House examined the issues of the
probability of success of treatment, the likelihood
of recovery, and issues concerning the man’s lack of
quality of life. The House took evidence from doctors
and other health professionals to assess these factors
and decided that it was no longer in best interests to
receive such treatment.

The best-interests test is the standard of substitute
decision making most commonly employed in the
United Kingdom, Australia, New Zealand, and Canada.
It is also employed in some states in the United States.

The problem with the best-interests approach is that
it can be vague, and best-interests assessment can often
be disputed. It is difficult to pinpoint exactly what
objective factors should be considered in different
types of decision, and the approach says nothing about
how those factors should be weighed against each
other. There is also the possibility that the decision
maker’s own prejudices will be disguised as “objective
assessment.” The best-interests test also runs the risk
of reducing the autonomy of the incompetent person
because of its focus on objective factors rather than the
subjective desires of the incompetent person.

Substituted Judgment

The substituted judgment approach requires the
decision maker to take into account the subjective
beliefs, feelings, and desires of the incompetent person.
A person exercising substituted judgment must choose
the course of action that (according to the decision
maker) would be the course of action chosen by the
incompetent person.

The substituted judgment approach originated
in English equity courts in their supervision of an

incompetent person’s property. It was primarily used
to justify gifts from the estate of the “lunatic” to the
lunatic’s family or friends on the basis that such gifts
would have been what the incompetent person would
have wanted. In modern times, it is widely employed
in the United States as the method of substitute deci-
sion making.

We can compare the best-interests approach used in
Bland above with the substituted judgment approach
used in a similar case, Matter of Quinlan (1976). In
this case, the father of a severely disabled patient
sought to be appointed her guardian, so that he could
authorize the cessation of her respiratory support. The
court appointed the father as guardian and said that
he should exercise his best judgment as to whether
the patient would have refused treatment in the cir-
cumstances that arose. Later, in Superintendent of
Belchertown State School v. Saikewicz (1977), a case
concerning a never-competent man with cancer, it was
said that the substitute decision maker dons the men-
tal mantle of the incompetent and substitutes herself
or himself as nearly as possible for the individual in
the decision-making process.

Several criticisms have been made of substituted
judgment. The first is that it is a fiction to presume
that another person knows what would have been
decided by the mentally incompetent person. To
counter this critique, some jurisdictions require clear
and convincing evidence of what the incompetent
person would have decided, such as statements made
by the incompetent person or evidence of similar deci-
sions made by the person previously. Others have said
that this raises the standard so high that the evidence
required is the same evidence that would be required
to substantiate advance directives.

Problems also occur when the incompetent person
never expressed an opinion or desire or never had
the ability to express a desire or opinion. In Canada,
the substituted judgment test has undergone judicial
criticism for this reason. In Re Eve (1986), Justice La
Forest denied that the test had any bearing on the issue
of the sterilization of a mentally handicapped woman
who had suffered from the disability since birth.
Justice La Forest saw the substituted judgment test as
“sophistry” and “speculation.”
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Combined Approaches

To counter the difficulties with both approaches,
some jurisdictions (such as New Jersey) have adopted
a combined approach, whereby substituted judgment
is attempted first, and if it is not determinative, best-
interest factors can be considered. Alternatively, an
expanded best-interests test is employed in some
jurisdictions, which contains elements of substituted
judgment (see, e.g., cases from Minnesota and New
Zealand).

—Cameron Stewart
See also Caregiving; Decision Making; Family; Social Support.
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SUGIYAMA, WA'ICHI (1610-1694)

Acupuncturist

Sugiyama Wa'ichi lost his sight in childhood. As
a young man, he went to Edo (Tokyo) and studied
acupuncture under the teacher Kengyd Yamase.

However, “because he was too slow to learn he was
expelled by his master.”” Later, Sugiyama overcame
his difficulties, developed an innovative technique
for guiding the insertion of needles, and eventually
became a famous practitioner and official acupunctur-
ist to the Shogun Tsunayoshi. Kengyd Sugiyama
‘Wa'ichi founded his own school, wrote books on the
field, and at the end of his life achieved the highest
position in the powerful Guild of the Blind. He is
credited with “establishing acupuncture as a common
occupation for the blind” and organizing them into a
cohesive group during the seventeenth century.

—Kumur B. Selim

See also Acupuncture; Complementary and Alternative Medicine.
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SUICIDE

The relationship between disability and suicide
hinges simultaneously on scientific, political, and
moral questions. The scientific question is whether
disability represents a significant risk factor to suicide
and why. The political question is whether people
with disabilities who threaten suicide should receive
the same response from health professionals as
nondisabled people. The moral question involves the
question of “quality of life” and whether disabi-
lities make “life not worth living.” Underlying all
three of these questions is our cultural attitude toward
self-sufficiency and interdependency.

THE SCIENTIFIC QUESTION

Very little data have been gathered with regard to sui-
cide risk factors for people with disabilities, but there
is no reason to assume that they differ from risk fac-
tors for nondisabled people. Warning signs for suicide
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for both groups can be found in (1) disruptive family
history factors such as abuse or neglect in childhood,
enmeshment, separation, loss, and suicide itself; (2)
toxic personal history factors such as depression,
schizophrenia, substance abuse, low self-esteem and
frustration tolerance, demoralization/hopelessness,
and rigid/constricted thinking; and (3) personal stres-
sors such as relationship loss or abuse, loss or control
over life, social isolation, and problems in work, hous-
ing and finances. People with disabilities may face
social discrimination that heightens some of the above
triggers for suicide.

For example, people with disabilities may face dif-
ficulties with the legal and medical system, difficulties
of obtaining personal assistance, social devaluation,
and threatened loss of independence. These factors
may be especially overwhelming for people with
newly acquired disabilities. Physically disabled people
are no different in this regard from many people with
mental disorders such as schizophrenia. The risk for
suicide, for example, is much higher in the first few
years after a diagnosis of schizophrenia and dimin-
ishes after that as schizophrenia turns into a more
chronic condition, suggesting some adjustment to
illness. However, individuals with schizophrenia are
again at increased risk when psychotic symptoms
such as auditory hallucinations return, suggesting
that adjustment to illness and symptoms themselves
may independently be suicide risk factors. People
may adjust to physical disability in the same way.

There is concern and debate around the issue of
physician-assisted suicide for patients with terminal
illness and/or disabilities. Data suggest that disability
is a risk factor in people seeking physician-assisted
suicide and/or perhaps in being selected by medical
personnel for this “treatment.” However, the data also
suggest that it may not be disability per se that leads
people to seek suicide but psychological factors asso-
ciated with suicide that would also push nondisabled
people to attempt to end their lives.

For example, there is a case on record of a woman
with cerebral palsy who expressed the wish for physi-
cian-assisted suicide after a series of severe losses,
including a miscarriage and a marital separation that
left her essentially homeless and impoverished. A video-
tape of another patient revealed a highly accomplished
patient with the beginning of Alzheimer’s who found

that much of her activities and abilities were now
discounted and belittled. For example, although she
could still play tennis, she could no longer keep score
on her own. Even though she could still play piano,
she could no longer sight-read.

THE POLITICAL QUESTION

The political question stems directly from these
examples. Are disabled people who threaten suicide
treated the same or differently than nondisabled people
who threaten suicide?

When a person comes to a health professional with
suicidal desires, such desires are typically interpreted
as the product of a temporarily self-destructive and
tumultuous state of upheaval leading the person to
be temporarily tunnel-visioned and to temporarily see
suicide as the solution to problems. The person may
be hospitalized, friends and family will be notified,
and the suicidal wishes will be interpreted as pro-
foundly irrational—indeed, a permanent solution to a
temporary problem. The health professional will attempt
to keep the person safe until the temporary madness
has passed.

For example, a young woman may have just
ended a destructive romantic relationship and feels that
nothing in her life has any value. The woman’s feel-
ings are interpreted by the professional as only tem-
porary. The professional may emphasize that when
one is in a depression, he or she always views the
future through a negative lens. Likewise, a man whose
spouse has died may be devastated and, in his
bereavement, may become highly suicidal. Similar
examples can be found in many life crises, including
loss of a job, infidelity of one’s spouse, and death of a
loved one. Before a person is able to gather social sup-
port networks and can cope sufficiently to envision a
future after the loss, he or she may be very drawn to
suicide as an alternative to the pain of living. The men-
tal health professional will work to minimize the effects
of the loss to prevent collateral damage. The therapist
must emphasize to the patient that although he may
have failed, he is not a failure. He will get another,
perhaps a better, job. The therapist must play for time
with the patient, until the person’s coping mechanisms
activate and he or she is able to reassert a drive for life.
Consider these examples if the person is disabled.
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Here the temptation is to see the person’s suicidal
desires as not irrational at all but rational, stemming
from the disability, rather than from the actual psycho-
social stressors underlying the suicidal wishes. The
desire to die may not be interpreted as suicidal but as
an attempt to free oneself from suffering. This may be
especially true if the person depends on medical inter-
vention to remain alive. A desire for suicide may be
euphemized as “refusing treatment.”

The person’s suicidal desires may be interpreted as
rational, rather than irrational, even though the trigger-
ing factors are the same as for a nondisabled person.
This fixation on disability represents what the dis-
ability community labels a “deadly compassion,” which
may emerge because of one’s own fear of becoming
disabled. The professional in such a situation may not
try very hard to prevent the person’s suicide and, if
not actively assisting him or her in it, may well give
implicit approval that the suicide is quite understand-
able. Indeed, in the physician-assisted suicide case
discussed above, the husband of the patient suffering
from the beginning of Alzheimer’s opined that he
would take his own life if such a calamity befell
him. Such a double-tiered approach to suicidal wishes
is profoundly troubling to the disability community.
Suicidal wishes in a nondisabled person will be labeled
as irrational and evoke suicide prevention responses on
the part of health professionals. The same wishes on
the part of a disabled person might be labeled as ratio-
nal and evoke silence or even calls to assist the person
to carry out his or her suicidal wishes.

THE MORAL QUESTION

The moral question is whether life is of unconditional
worth or whether it is only worthwhile if it has a cer-
tain “quality.” This debate goes back to biblical Israel
and Greece of classical antiquity. The Greek and
Roman stoics advocated suicide if life no longer
conformed to a person’s expectations or desires.
Disability, as well as simply boredom, could well
represent a rational reason for suicide. Suicides were
abundant in ancient Greece and Rome, and Greek
tragedy is filled with such instances. The Judeo-
Christian biblical world, in contrast, does not view
suicide as rational and indeed equates it with homi-
cide. Strikingly, no such concept as “quality of life”

exists in biblical thought. Life is not seen as divisible
but as having an intrinsic and infinite worth. Suicides
are rare in the Bible and not associated with disabil-
ity. There are data also to show that people living in
countries where religion imposes strict taboos against
suicide have lower rates, but again, these data have not
been separated for disabled people only.

One major concern to address when considering
the suicide-disability relationship is how society views
dependency and independence. There are cultures that
highly value or arguably overvalue independence, and
in such societies, a disabled person may feel unvalued
and even a burden, making suicide a natural action to
consider. Other societies highly value connectedness on
interdependency within the context of extended family
or cultural group. In such societies, being dependent
might not have the same pejorative connotation and
therefore not as likely to lead to suicidal thoughts.

—Kalman J. Kaplan and
Martin Harrow

See also Infanticide; Physician-Assisted Suicide; Refusal of Life-
Sustaining Treatment; Values.

Further Readings

Emmons, S., C. Geiser, K. J. Kaplan, and M. Harrow. 1997. Living
with Schizophrenia. Muncie, IN: Accelerated Development.

Kaplan, K. J. 2000. Right to Die versus Sacredness of Life.
Amityville, NY: Baywood.

. 1991-1992. “Suicide and Suicide Prevention: Greek
versus Biblical Perspectives.” Omega 24:227-239.

Kaplan, K. J. and M. Harrow. 1996. “Positive and Negative
Symptoms as Risk Factors for Later Suicidal Activity in
Schizophrenics versus Depressives.” Suicide and Life-
Threatening Behavior 26(2): 105-121.

SULLIVAN, ANNE (1866-1936)

Special educator

Anne Sullivan was born in 1866 near Springfield,
Massachusetts. At the age of 4, she became totally
blind due to trachoma, an eye disease associated with
poor sanitation. Her mother died when she was 10,
and she and her younger brother were sent to the
almshouse, at Tewksbury. Shortly after their arrival,
her brother died from tuberculosis, but Annie lived
there for another four years and then was sent as a
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charity student to the Perkins Institution for the Blind
in Boston. Her sight was partially restored through a
series of experimental surgeries, though her vision
remained impaired, and eventually she became blind
again at the end of her life.

In 1887, Sullivan was chosen to travel to
Tuscumbia, Alabama, to serve as the teacher of a
young deaf-blind girl named Helen Keller. Using
methods develop by Perkins founder Samuel Gridley
Howe, in his work with the deaf-blind girl, Laura
Bridgman (1829-1889), she trained Keller to commu-
nicate with the manual alphabet for the Deaf. Sullivan’s
innovation was to simulate the way a hearing child
learns to speak by being constantly surrounded by spo-
ken language. She did not restrict her instruction to
scheduled lessons but spelled constantly into Keller’s
hand. She remained Keller’s companion for nearly 50
years, helping her to pursue her education and acting
as her interpreter at lectures and as an editor of her
numerous publications. In 1905, she married John Macy,
Harvard professor and editor of Keller’s first book, The
Story of My Life. The couple separated a decade later,
though they were never divorced.

Sullivan and Keller never felt that Sullivan’s work
as an educator received the recognition it deserved.
She was alternately lauded as a miracle worker and
critiqued as a self-promoting charlatan who exagger-
ated the accomplishments of her pupil. Both views
reflect a general belief that Keller’s accomplishments
were exceptional, far in excess of what should be
expected from a deaf-blind child.

—Georgina Kleege
See also Helen Keller; Special Education.
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SUMMARY MEASURES
OF POPULATION HEALTH

The generic label summary measures of population
health (SMPH) refers to a class of statistics that

Table 1  Purposes of SMPHs

1. Intrinsic interest: Indicating how long and in
what state of health different individuals are likely
to live
2. Cross-national comparisons and benchmarking
3. System planning: Indicating the likely future
health profile population for social and economic
planning
4. Planning time: Time-series data to monitor health
and plan health services and health workforce
“Micro” planning: Disease-specific population measures
Comparison of subpopulations within a country
7. Measuring the burden of different diseases in health
sector planning
8. Measuring health benefits from medical or other
interventions
9. Epidemiological and health services research
10.  Prioritizing medical research

SRR

describe and quantify different elements of population
health. The relatively large number of SMPHs is
attributable to the variety of uses for SMPHs and
the fact that each use might, in principle, require a
somewhat different SMPH. The resulting set of
SMPHs reflects the various and evolving approaches
to measurement that have been used over time by
different researchers and health-related organizations.

Table 1 lists 10 possible uses for SMPHs. Broadly,
these include the intrinsic interest, benchmarking,
social and health sector planning, and the evaluation of
performance at both national and program levels. The
resulting SMPHs vary along a number of dimensions,
some of which are summarized in Table 2. While some
of the differences in SMPHs are attributable to differ-
ent technical approaches to measurement, most differ-
ences in Table 2 arise because of differences in the
concept being measured—for example, life versus the
value of life and prevalence or incidence of a disease.

Different concepts, in turn, arise because of the
different purposes for which they were created. For
example, the measurement of the current burden of
disease uses a prevalence-based metric, whereas mea-
suring the total impact of new health policies often
uses an incidence-based concept. These decisions
tend to be pragmatic and arbitrary, depending on ease
of access to appropriate data.

Depending on the purpose, the construction of an
SMPH can involve up to seven stages:
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1. defining the objectives of the measure;

2. defining the populations to be described, such as a
whole country or a randomized controlled trial
study group;

3. defining the time span of the measure, such as a
human lifetime or a five-year period;

4. defining the range of health states and illnesses to
be included in the measurement process;

5. measuring the numbers of people in the different
health states and illness in the population;

6. estimating the severity of the health states of the
people in the population by a process of valuation;

7. defining the health target or goal to be achieved in
the population.

HEALTH EXPECTANCIES
AND HEALTH GAPS

The most basic distinction in Table 2 is between
the measurement of health expectancy and health gaps,
and this is used to classify the SMPHs in Table 3,
which summarizes the different measures. Health
expectancies are based on the actual health experience
of a population. Health gaps estimate the difference
between actual health and some theoretical norm or
goal of population health.

Health Expectancies. Health expectancies (HEs) esti-
mate the expectation of years of life lived in various
health states, expressed as average survivorship from
fixed ages (e.g., life expectancy from birth). This
includes expectations for specific health states (e.g.,
disability-free life expectancy) and for value equiva-
lents of different health states (e.g., disability-adjusted
life expectancy).

Health-Adjusted Life Expectancies. Health-adjusted
life expectancies (HALEs) are those HEs that estimate
the expectation of equivalent years of good health, cal-
culated for health states defined in terms of valuation
of disability severity. HALEs give a weight of 1.00 to
years of good health and weights between 0.00 and
1.00 to other states of less than good health. Healthy

Table 2 Characteristics of SMPHs

Quantity Measured

Health expectancy versus gap

Lives versus life years

Incidence versus prevalence

Unadjusted data (mortality/1,000) versus adjusted data (life
expectancy)

Life versus value of life

Technical issues

Cohort versus period measures
Mean versus median
Dichotomous versus continuous

life expectancy is now used as a synonym for
HALE, rather than its previous usage for a health state
expectancy for perceived (self-reported) good health.
Disability-adjusted life expectancy (DALE) is a
synonym for HALE but uses a different valuation
methodology. HEs are of two main classes: those that
use dichotomous health state weights (including
disability-free life, disabled, demented, or dead) and
those that use health state valuations for an exhaustive
set of health states (based on specific valuations of
measured ICD disease prevalence and the measured
distribution of different disability states within the
diseased populations).

QALYs. Quality-adjusted life years (QALYs) are
generally used for measuring the outcomes of health
services or programs but could be interchanged with
disability-adjusted life years (DALYs) as an SMPH.
Years of full health are assigned an index (index)
value of 1.00. Morbid years are weighted by an index
of utility (strength of preference), as measured by the
time trade-off, standard gamble, or rating scale tech-
niques. DALY are a form of QALY estimated with a
particular methodology, which includes age weights
and the use of the person trade-off technique of pref-
erence elicitation.

Health Gaps. Various health gaps have been defined
that vary according to (1) the selected normative
target used to measure the difference (health gap)
from the current health conditions in a population, (2)
the method used to value time spent in health states
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Table 3 Table of Terms

Measure Date Description Reference

Health Expectancy (HE) Generic term for summary Chiang, C. L. 1965. An Index of
measures of population Health: Mathematical Models.
health, which estimate the Vital and Health Statistics
expectation of years of life Series 2, No 5. Washington,
lived in various health states. DC: National Center for Health

Statistics.

Life expectancy (proposed) 1964 A weighted average time to Sanders, B. S. 1964. “Measuring
death from different ages (e.g, Community Health Levels.”
birth, 21, 50, 75): usually based American Journal of Public
on the current mortality rates Health 54(7): 1063-1070.
extrapolated into the future.

Life expectancy (developed) 1972 Sullivan, D. F. 1971. “A Single

Index of Mortality and
Morbidity.” HSMHA Health
Reports 86(4): 347-354.
Quality-adjusted life 1970 A form of health-adjusted life Fanshel, S, and J. W. Bush. 1970.
expectancy (QALE) expectancy (HALE) that is "A Health-Status Index and Its
based on a question on Application to Health Services
activity restriction in the Outcomes.” Operations
Canada Health Survey. Research 18(6): 1021-1065.

Active life expectancy (ALE) 1983 A form of disability-free life Katz, S, L. G. Branch, and M. H.
expectancy (DFLE) based on Branson. 1983. "Active Life
survey questions on Expectancy.” New England
limitations in activities of daily Journal of Medicine
living (ADL). 309:1218-1224.

Disabilityfree life 1980s A weighted average time to Mathers, C. D. and J. M. Robine.

expectancy (DFLE) onset of disability from 1993. “Health Expectancy

different ages. Indicators: A Review of the
Work of REVES to Date.” In
Calculation of Health
Expectancies, Harmonization,
Consensus Achieved and Future
Perspectives (Proceedings of
the 6th meeting of the
International Network on
Health Expectancy and the
Disability Process REVES,
October 1992, Montpellier),
edited by J. M. Robine, C. D.
Mathers, M. R. Bone, and |.
Romieu. Paris: John Libbey
Eurotext.
2000

Health-adjusted life
expectancy (HALE or
DALE)

A weighted average time to
death from different ages, with
the value of the time between
onset of disability and death
reduced by standard fractions
for different diseases based
on some community
judgment of the impact of
those disabilities.

World Health Organization
(WHO). 2000. The World
Health Report 2000. Health
Systems: Improving
Performance. Geneva,
Switzerland: World Health
Organization.

(Continued)
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Table 3 (Continued)

Measure Date Description Reference
Quality-adjusted life year 1978 QALYs for full health and death Torrance, G. W. 1986.
(QALY) are assigned scores of 1.00 “Measurement of Health State

Health gaps (HG)

Years of life lost (YLL) 1947

Disability-adjusted life years

(DALYs)
Years of healthy life (YHL) 1995
Healthy life years (HealYs) 1998

and 0.00, respectively.
Marked years are weighted
generally by the standard
gamble, time trade-off, or
rating scale techniques by
the strength of preference
(utility) for the state. Various
SMPHs are derived from the
use of different techniques
for conceptualizing and
quantifying the numerical
value of years of ill health.

A generic term for summary
measures of population
health; estimates the gap
between the current
population health and a
normative goal for
population health.

The component of the DALY

(g.v.) that measures the years

lost through premature
mortality, with morbid years

weighted by the extent of the

disability.

The health gap attributable to
a disease, with marked years
weighted by a person trade-
off (PTO)-based assessment
of the severity. Conceptually
similar to the QALY.

A form of DFLE (g.v.) based on
two questions collected in
the U.S. National Health
Interview Survey, which are
concerned with activity
limitations and perceived
general health.

A health gap (q.v.) measure

calculated on the basis of the

incidence of pathological
processes and the future
nonfatal health outcomes
and mortality from those
processes.

Utilities for Economic
Appraisal.” Journal of Health
Economics 5:1-30.

Dempsey, M. 1947. “Decline in
Tuberculosis: The Death Rate
Fails to Tell the Entire Story.”
American Review of
Tuberculosis 56:157-164.

Murray, C. J. L. and A. D. Lopez.
1996. World Health
Organization Global Burden of
Disease. Geneva, Switzerland:
WHO.

Erickson, P, R. Wilson, and
I. Shannon. 1995. Years of
Healthy Life. CDC/NCHS,
Healthy People, Statistical
Notes No. 7. Hyattsville, MD:
ULS. Department of Health and
Human Services, National
Center for Health Statistics.

Hyder, A. A, G. Rotllant, and
R. Morrow. 1998. “Measuring
the Burden of Disease:
Healthy Life-Years.” American
Journal of Public Health 88(2):
196-202.

less than ideal health, and (3) the inclusion of other
social values, such as age weights, time preference,

and equity weights.

The normative targets may be a fixed age (e.g.,
years of life lost to age 75), the expectancy of the

healthiest known populations within countries, or a
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mathematical projection of the
expected optimum life expectancy 100
based on the mortality and morbid-
ity experience of the whole world 80 -
(e.g., the HALE of the World " Health state 2
Health Organization’s [WHO’s] 2 60 Health state 3
= ]
World Health Report 2900). 8 Health state 1 Health state 4
Fixed-age health gaps are simple g (full health)
] Mortali

to calculate but place no value on » 40 ortality botndary
life beyond the age threshold. Mortality gap
Normative targets based on national 20 1 Population

. . . health target
or international comparisons are
more complex to calculate but do . : : ;

o . 20 40 60 80 100
not contain implicit age biases.
. . . Age (years)
Health gap estimation is most

useful when it identifies the con-

stituent populations and causes of
the loss of health and allows plan-
ning for the elimination of the
gaps. The WHO Global Burden of Disease studies
estimate the mortality and morbidity incidence and
prevalence based on reported national mortality statis-
tics and other estimates of disease prevalence. This
approach assumes that all causes of loss of health are
understood and can be identified by the disease clas-
sification systems. Its measurement is not always
independent of the activity of health services.

Measurement of Health Expectancies and Health
Gaps. Health expectancies are estimated for popula-
tions using routine mortality statistics, supplemented
by measurement of morbidity rates using a variety
of routine health service activity measures and health
surveys. Period HEs are used to predict the future
by assuming that the age-specific mortality and dis-
ease prevalence rates today will be the same as those
that will be achieved by the corresponding age-
specific cohorts in the future. These are constructed
mathematically by applying the observed mortality
and morbidity rates to a theoretical population exist-
ing only in a computer. Cohort HEs are the actual
measure of the survival and health experience of a real
age cohort observed over decades, but these can only
be known in retrospect and so are not available for
service planning.

Figure 1 Survivorship Curves Used to Calculate Health Expectancies and Health Gaps

Figure 1 schematically represents a limited number
of survivorship curves constructed from the measured
mortality and morbidity rates in a population. HALEs
measure the area under the survivorship curve, taking
into account different weighting for years lived in
different health states. The position of the population
health target is an entirely “political” construct.

SMPHs are calculated using the following formulas:

Life expectancy =HS1, . +HS2 _ +HS3 _ +HS4 _ +
HSi

area

Health-adjusted life expectancy = HSI
x HS2 + value, x HS3

area

value, x HSi , ., population

wea T Vvalue,
+ value, x HS4 +

area area

Mortality gap = PHT
Health gap = PHT

Life expectancy

area—

Health-adjusted life expectancy

area—

where HSi , is the average years in health state i
(measured by area under the curve), value; is the
weighting assigned to health state i, and TPH__, is the
total number of years if the entire population achieves
the population health target.

While population sizes and mortality rates may be
fairly accurately known, morbidity rates are more prob-
lematical. If the purpose of the SMPH is to judge the

effectiveness of health services, it may be inappropriate
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to use health service activity alone as a measure of mor-
bidity. Unmet needs will be unmeasured, and service
activity data may not include sufficient information to
determine the disease severity levels in a way that can be
translated by valuation into life-year equivalents in reli-
ably comparable forms. This issue is important for com-
mon, high-impact conditions that are underdiagnosed,
such as depression and chronic pain syndromes. Health
surveys may measure symptoms of illness, whether or
not the illness is being managed, but may not be able to
accurately diagnose the cause of the symptoms.

DISCUSSION

SMPHs are often composite measures that combine
the quality and quantity of life according to some
algorithm. Some have argued that the resulting com-
posite is conceptually confused—that it is not possible
to add apples and oranges. The appropriate response
to this is that apples and oranges are not combined.
Rather, it is the value of the different attributes that is
combined. It is legitimate to criticize the combination
rule (algorithm), but this is a separate issue from the
conceptual validity of combining dissimilar attributes,
something done routinely in what is probably the most
useful construct in the social sciences—namely, the
gross domestic product (GDP), which compares the
value of a vast array of goods and services.

A second methodological issue concerns the way
in which SMPHs are selected. One approach is to pre-
suppose that a single broad concept exists that is the cor-
rect measure in any health-related context—namely, the
concept of “health” per se. This approach has elsewhere
in the physical and social sciences resulted in a search
for the “essence” of the concept associated with general
terms and an attempt to codify the essence in a precise
definition that can then be used in deductive argument or
for the guidance of measurement. The approach has
been historically associated with intellectual stagnation.
Karl Popper’s (1974) summation of the impact of
“essentialism” is as follows:

The development of thoughts since Aristotle could,
I think, be summed up by saying that every discipline
which still uses the Aristotelian method of definition

has remained arrested in a state of empty verbiage
and barren scholasticism, and the degree to which the
various sciences have been able to make any progress
depends upon the degree to which they have been
able to get rid of this essentialist method. (This is
why so much of our “social sciences” still belong to
the middle ages.) (p. 9)

The alternate preferred approach is to commence
with the problem of interest, to determine, conceptu-
ally, the likely solution and then to select or create
the definitions that help to describe and summarize
the relevant concepts and operationalize the solutions
(“nominalism”). SMPHs have arisen not as a result of
differing attempts to capture the essence of a healthy
population but (generally) as a result of the differing
“problems” involving population health, the differing
solutions, and the concepts, definitions, and metrics
implied by these solutions. A life insurance company
may be interested in its future financial obligations.
For this purpose, life expectancy is the most useful
metric. Health authorities may be interested in “that
which society wishes to maximize.” This might lead
to the concept of a QALY or DALY, possibly with
importance weights for equity and probably with
preference weights for the timing of the benefits
(i.e., discounting).

Finally, the field of SMPHs is evolving. This
commonly involves disagreement, and in the SMPH
literature, there have been and remain contentious issues.
These include the choice between period- and cohort-
based life expectancy, the theoretical life expectancy
used in gap measurement, the measurement of quality
or “disability,” the use of incidence- and prevalence-
based measurement, and the inclusion of age or other
social weights.

Ongoing debate over both technical issues of mea-
surement and social objectives makes it highly likely
that the field of SMPH will continue to evolve.

—Jeff Richardson and
lain Robertson

See also International Classification of Functioning, Disability,
and Health (ICF/ICIDH); Epidemiology; Quality of Life;
Research; World Health Organization.
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Measures

SUPPORTED EMPLOYMENT

Supported employment is an approach to helping
people with disabilities find and keep jobs in the com-
munity. It is defined as competitive work in integrated
settings, with ongoing support for individuals who
have traditionally been excluded from the workforce.
Although it emerged as an approach for people with
developmental disabilities in the United States, sup-
ported employment is currently being practiced in
many countries around the globe for individuals with

various disabilities, including psychiatric, physical,
intellectual, and cognitive disorders. The emergence
of supported employment has dramatically changed
the lives of many individuals with significant disabil-
ities who were previously denied access to employ-
ment opportunities outside segregated settings.

VALUES AND GOALS
OF SUPPORTED EMPLOYMENT

Supported employment is based on the fundamental
belief that all citizens should have opportunities to
participate in the workforce and earn a competitive
wage. The underlying assumptions are as follows:
every individual can be gainfully employed if pro-
vided with the proper supports, each person has some-
thing unique to offer, and people with disabilities can
be dedicated, hardworking employees. Supported
employment entails principles of choice, empower-
ment, and equality. Accordingly, no person should be
denied access to such services due to limitations
caused by their impairment. Supported employment is
about finding the right support to enable persons with
disabilities to reach their full potential as workers.

The main goal of supported employment is to pro-
mote active social inclusion and community participa-
tion of people with disabilities through the workplace,
by providing opportunities to find permanent compet-
itive employment and to receive the individualized
support required for successful job performance. It is
through workplace participation that supported
employment strives to increase the capacity of local
businesses and communities to provide the support
their citizens need to realize their full potential as
contributing members of society. The success of
supported employment is measured in terms of its
capacity to build meaningful relationships among
community members and to increase the quality of
life of citizens with disabilities.

Several factors strengthen the rationale for sup-
ported employment from the perspective of people
with disabilities, employers, and community members.
First, it addresses the inadequacies of the traditional
approach to vocational services for people with dis-
abilities by helping people maximize their potential
within competitive work opportunities. At the same
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time, there is a growing recognition of the importance
of meaningful work experiences in building relation-
ships with others, formulating a self-identity beyond
the disability, and developing increased self-esteem
and self-worth. The underlying philosophy and goals
of supported employment represent an important pro-
gression toward equality and empowerment of people
with disabilities in society.

COMPONENTS OF
SUPPORTED EMPLOYMENT

Supported employment contains three basic com-
ponents: competitive work, integrated settings, and
the provision of ongoing, individualized support.
Competitive work refers to a job that may be available
to all citizens, regardless of their ability, in which the
worker is paid the labor market wage for the posi-
tion. Integrated work settings are workplaces where
persons with disabilities work alongside those without
disabilities. This component reflects an emphasis on
social inclusion and involvement of persons with dis-
abilities in the workforce, a critical aspect of commu-
nity life. Placing individuals with disabilities in the
workplace with nondisabled peers is a vital aspect of
supported employment and a shift from previous
models of vocational services.

The provision of ongoing, individualized support
is the most distinctive characteristic of the supported
employment approach. While traditional vocational
programs provide only time-limited support, supported
employment calls for support that is ongoing and indi-
vidualized. That is, support by an employment spe-
cialist (or job coach) is made available to workers
with disabilities for as long as each individual wants
and needs it. The frequency and intensity of the sup-
port are flexible and designed to meet the ongoing and
dynamic needs of the worker on the job.

Traditional sheltered workshops and vocational
programs typically provide lengthy employment
readiness assessments and preemployment training.
Once placed, support is often reduced or terminated.
Thus, the traditional approach has been referred to as
the “train-place” model. Supported employment, by
contrast, uses the “place-train” approach, where the
preemployment phase is relatively short and the focus

is on rapid placement and time-unlimited support on
the job in the actual work setting.

HISTORICAL OVERVIEW

The concept of supported employment evolved
with shifts in social values and beliefs, especially dis-
satisfaction with the inability of traditional sheltered
workshops and vocational programs to move beyond
segregated or “practice” settings. Transition from
traditional vocational programs into competitive
employment was extremely slow, if not impossible.
Most individuals did not progress to competitive
employment and experienced few opportunities for
advancement. As awareness of these limitations
and shortcomings increased, people began to search
for alternative ways of providing employment oppor-
tunities and choices to people with disabilities. Some
revolutionary programs emerged that transformed the
perceived employment potential of people with dis-
abilities. For example, the clubhouse model, which
was developed in 1948 by former psychiatric patients
at Fountain House in the United States, is considered
an early precursor to supported employment.

In the early 1970s, the growth of the disability
rights movement and the emergence of the principles
of social inclusion and “normalization” emphasized
the need to provide all persons with opportunities to
participate in valued social roles in the community.
Implementing these ideas into employment practices
meant a move toward real work in the community,
rather than “make-work™ in segregated facilities. In
this way, employment programs using the principles
of supported employment were developed.

The success of supported employment spread
from the United States to other countries. In Canada,
the Metropolitan Toronto Association for Community
Living and the Sioux Lookout-Hudson received
government funding in the mid-1970s to provide
long-term support in the workplace to people with dis-
abilities. Supported employment services also
emerged in Asia and Europe. For example, supported
employment has existed in Hong Kong since the late
1980s and in Finland since the mid-1990s. Although
local modifications to the supported employment
approach may alter the target population and the level
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of success achieved, the basic premise and components
remain the same internationally.

MODELS OF
SUPPORTED EMPLOYMENT

A number of different models of supported employ-
ment are being practiced, including some that focus
on individuals in supported work settings, others on
groups of individuals with disabilities who are placed
in supported work settings. The individual placement
model (IPM) offers intensive and individualized train-
ing and support for individuals with disabilities. It is
the most common approach to supported employment
and the most effective, with employment outcomes
surpassing those of group models. The IPM is also
less stigmatizing, as there are no special groupings
at work, and the person with a disability is generally
hired as a regular employee, earning the same wages
as other workers.

The IPM incorporates job development (finding or
creating appropriate jobs), job placement (carefully
matching the person to the job), on-the-job training
(skill training by a specific staff member who is aligned
with the worker), ongoing assessment of work per-
formance, and job maintenance strategies (including
problem solving, job modifications, and advocacy for
job retention). An employment specialist is usually
responsible for these functions and remains involved
as a formal support on a long-term basis. The expec-
tation, however, is that the intensity of support will
fade over time. The individual approach is more
challenging to maintain for clients whose job skills,
rate of work, and work behaviors do not match job
requirements.

A modified version of the IPM can be found within
the psychiatric literature and service delivery system.
The individual placement and support (IPS) model
incorporates rapid job search, integration of rehabili-
tation and mental health services, attention to consumer
preferences, continuous and comprehensive assess-
ment, time-unlimited support, and competitive employ-
ment as the goal.

The enclave model involves groups of individuals
with disabilities working with ongoing support within

a business or industry. It is the second most common
form of supported employment and is frequently found
in the developmental disability literature and service
delivery system. Full-time support, training, and super-
vision are provided by an employment specialist or
enclave supervisor, who may be employed by an outside
supported employment agency or by the business itself.
The supervisor locates and develops jobs from the
company, trains the workers, and supports them through
their integration into the workplace. Most often, the out-
side agency employs the workers and is subcontracted
by the business to provide the labor force. Workers may
also be hired directly by the business. Examples of
enclave models vary in their documented rate of pay:
some are at minimum wage; others are lower and based
on production. Enclave models have been criticized for
low pay and the potential for isolation from the general
workforce. Accordingly, work in an enclave is recom-
mended as a stepping stone to individual placements for
those workers who meet job demands and become accli-
matized to the workplace.

An adapted form of the enclave model is the clus-
ter model, where workers are dispersed throughout a
work area and integrated with nondisabled coworkers.
Often, these cluster placements evolve as workers are
added to a job site. These placements can look like
individual placements, but an enclave supervisor is
available on an ongoing basis within the business.

Work crews or mobile work crews are small busi-
nesses with small groups of persons with disabilities,
which perform work for an employer on a contract
basis at the employer’s work site. An employment
specialist secures the work, supervises and trains the
workers, supports them in adjusting to the workplace,
and ensures that quality work standards are met.
Ideally, the work crew is established as a small busi-
ness and manages the quantity and type of work accord-
ing to the changing needs of its employees. Staff
responsibilities include not only employment support
services but also tasks of managing and marketing a
small business. Most commonly, the work performed
by work crews consists of housekeeping, janitorial, or
groundskeeping services. Workers are usually paid by
the supported employment program from contract
revenue.
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EFFECTIVENESS

Literature comparing the effectiveness of supported
employment models as they cross disability groups
is very limited. Most outcome research on supported
employment deals with the effectiveness of a single
model for a defined population. The few studies that
do cross models and disabilities reveal that everyone,
regardless of disability, benefits from supported employ-
ment and that individual placement models generate
employment outcomes superior to those from group
models. Differences in employment outcomes across
groups have been found in the areas of wages, type of
employment, and job retention, but the paucity of
research on this issue prohibits firm conclusions. The
most common populations discussed are psychiatric
and developmental disability groups.

In the psychiatric disability literature, randomized
controlled trials that compare supported employment
with prevocational training reveal that clients in
supported employment earn more and work more
hours per month than those in prevocational training.
Other studies reveal that although placement rates
for people in supported employment programs are
strikingly higher than those generally cited for this
group, employment outcomes such as wages, job sat-
isfaction, and long-term job maintenance are ques-
tionable. Characteristics of exemplary supported
employment programs for this group include use of
multiple funding sources, integration of mental
health and vocational services within the same pro-
grams, early entry into competitive employment with
intensive support, a high degree of involvement of the
employment specialist in the interview process, and
an interest in evaluating supported employment
services.

Outcomes in the developmental disability literature
have been very positive: rates of people entering the
workforce through supported employment opportuni-
ties have grown over the past decade, and integration
and wage benefits are strong when compared with
sheltered work and segregated settings. Components
of service delivery associated with successful outcomes
within this group include an emphasis on collateral
behavior (social and communicative interaction), client

advocacy, a focus on job analysis and job matching,
follow-up support, and the use of advisory councils
or local businesspeople to assist with marketing.
Supported employment with persons with developmen-
tal disabilities is often criticized because those most
often placed in supported employment settings are only
mildly or moderately disabled, thus excluding individ-
uals with more severe disabilities. Others have raised
concerns regarding funding disincentives, that is, the
way the system reduces or cuts levels of social assis-
tance as people earn wages. Therefore, supported employ-
ment is sometimes used as an additional service option
rather than the standard course of action.

COST EFFECTIVENESS

Some evidence is available to show that supported
employment programs approach or achieve cost effi-
ciency. However, many studies of cost-benefit draw
on such small samples that the results need to be inter-
preted with caution. A few studies suggest that while
costs may initially exceed benefits, the reverse is true
several years after the establishment of a supported
employment program. Savings to public income
support vary across funding systems. Studies in the
United States suggest that savings are generally low,
possibly due to low salaries of employees and the
resulting need to draw on social assistance even while
working. Canadian research reports substantial reduc-
tion in individuals’ need for social assistance. Further-
more, every individual in supported employment
programs pays and contributes to pension and
employment insurance plans. Reports documenting
the conversion of existing programs to supported
employment programs demonstrate improved voca-
tional outcomes without increasing costs.

Supported employment offers hope and work
opportunities to people with disabilities within main-
stream employment. Businesses and communities at
large are recognizing the multiple benefits possible
through supported employment opportunities.

—Bonnie Kirsh and Rebecca Gewurtz

See also Employability; Employment; Employment, Interna-
tional; Inclusion and Exclusion; Worksite Modification.



1532 Supported Services

Further Readings

Bailey, E. L., S. K. Ricketts, D. R. Becker, H. Xie, and R. E.
Drake. 1998. “Do Long-Term Day Treatment Clients Benefit
from Supported Employment?” Psychiatric Rehabilitation
Journal 22(1): 24-29.

Bond, G. R., R. E. Drake, K. T. Mueser, and D. R. Becker. 1997.
“An Update on Supported Employment for People with
Severe Mental Illness.” Psychiatric Services 48(3):335-346.

Chiu, F. P. F. 2000. “The Development of Supported Employment
Services for People with Mental Illness: Local Experience in
Hong Kong.” Work 14(3):237-245.

Ford, H. L. 1995. Providing Employment Support for People with
Long-Term Mental Illness. Baltimore, MD: Brookes.

Hagner, D. and D. Dileo. 1995. Working Together: Workplace
Culture, Supported Employment and Persons with Disabilities.
Cambridge, MA: Brookline.

Little, Tom, Joe Dale, Debbie Moffatt, Darlene Wilkins, and Mary
Morgret-Thomas. 1993. Streetwise Guide to Supported
Employment. Scarborough, Ontario: Central Marketing Con-
sulting Services.

Marrone, J. and M. Gold. 1994. “Supported Employment for
People with Mental Illness: Myths & Facts.” Journal of
Rehabilitation 60(4): 38-47.

Wacker, D. P, L. Fromm-Steege, W. L. Berg, and T. H. Flynn.
1989. “Supported Employment as an Intervention Package:
A Preliminary Analysis of Functional Variables.” Journal of
Behavior Analysis 22(4): 329-439.

Wehman, P. and J. Kregel. 1989. Supported Employment for
Persons with Disabilities: Focus on Excellence. New York:
Human Sciences Press.

Wehman, P. and M. S. Moon. 1988. Vocational Rehabilitation and
Supported Employment. Baltimore: Brookes.

SUPPORTED SERVICES

In the past, people with disabilities had little choice
about what kind of services, if any, were open to them.
Institutions smothered individual differences, while
an absence of any form of help meant that many indi-
viduals were simply left adrift in an unforgiving envi-
ronment. By contrast, supported services refers to an
array of supports that are available when and where
individuals require them. What unifies these personal,
social, instrumental, and tangible interventions is the
notion that, whether or not they have disabilities, people
live their lives connected to their environments and
the people with whom they live and work.

A human story unearthed from sites where
humankind’s remote ancestors lived shows that they

must have cared for their young and also for others
who were evidently vulnerable. From the current
vantage some thousands of years later, one can only
infer their motives—whether affective or whether cal-
culated to ensure that more people in a group would
thrive and thus be strong enough to protect each other.
All humans need support in infancy and childhood.
And most will do so into their old age, an ever more
certain horizon in the future for people in both devel-
oped and still developing countries. Even in the
prime of life, people look for help to prosper, to keep
healthy, and to fulfill obligations to families and
employers.

In every society and every age, there are individu-
als who need much more support than others. Those
with disabilities, for instance, may have particular
needs for support that punctuate the course of their
adult lives. The place that people with diverse needs
should hold in a modern democratic society is but one
issue fuelling today’s debates in political philosophy.
The debate is whether to embed social contracts on
the premise that some individuals are more vulnerable
than others, not merely as infants or older, dependent
people. Given that disability is a construct whose
boundaries are fuzzy across time, cultures, and con-
texts, it follows that the nature of optimal support
made available to individuals in a society will vary as
well. In addition, individuals identified as having
the same disabling condition may manifest distinctive
patterns of living, and thus uniform solutions to meet
their support needs are not useful. Typically, individu-
als draw on support from family members and friends.
In societies where formal systems of health and social
services have been organized, they may also depend,
at least in part, on these sources of support. Private
and public domains intersect at the point where an
individual with disability encounters support—perhaps
personal intimacy, friendship, instrumental assistance
in carrying out daily tasks, income, or other benefits
in kind.

In the past, people with disabilities were often
numbered among the deserving poor, albeit a drain on
society’s purse if alms were not forthcoming. Separate
but unequal systems of providing support for people
with disabilities became widespread. The industrial-
ized countries built structures to classify and sustain
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people with disabilities within health and social
systems shored up by public funds. An administrative
solution might take the form of a segregated facility
housing people with intellectual and other disabilities
and associated conditions—mental illness or epilepsy,
for example. Remnants of large-scale institutional
care persist today, not only in former Eastern bloc
countries of Europe but more widely. In many less
prosperous countries, whether through tradition or
simply through lack of means, large-scale institutions
were never built.

Yet it is striking to reflect that worldwide, most
people with disabilities live with their families and
rely on them for care and support. Today, adults in
societies where independence is valued may chafe at
what they perceive as intrusive services and aspire to
live in their own homes. As people with disabilities
grow older, it is more likely for them to move away
from the family home if alternatives are available.
While some developed countries have embraced com-
munity living for their citizens with disabilities as the
standard for adults, others have been slow to give up
large residential centers.

As institutions have declined in prominence in
many industrialized countries, supported residential
services aim to help people with disabilities find a
good place to live by themselves or with the people
they choose. Since the last decades of the twentieth
century, many thousands of people with disabilities
began to leave old-style institutions, moving to ordi-
nary homes and workplaces. In their stead, supported
services have come about to meet the needs of indi-
viduals with disabilities in their pursuit of satisfying
life outcomes. The ultimate aim of such services is to
support individuals so that they can live and work as
they wish. The springs of this sea change flowed in
part from radical rethinking about the injustice of
segregation for any marginal social group and the pri-
macy of self-determination expressed in fresh policies
and laws. In the United States, for example, disabil-
ity advocacy groups, federal legislation, and judicial
decisions converged in policies promoting individual-
ized supports to achieve the person’s own preferred
goals. Person-centered planning is a programmatic
tool developed to identify and attain these goals with
the support of the individual’s named allies, including

family members, human service staff, and others. A
focus on the person as director of his or her life plan
turns the tables on previous practices, which tried to
shape individuals so that they would fit into preexist-
ing forms of social support devised for groups. Today,
many people with disabilities live satisfying lives
of their choosing in their own homes, perhaps with
coresidents of their choice. Service agencies are
charged not with herding people under a single roof
for ease of administration but rather with tempering
supports to suit particular needs in the individual’s
own home.

Typically, adults with disabilities experience very
high rates of unemployment. Many thousands of these
individuals have no jobs at all or work only in shel-
tered settings where prospects are modest and where
there are no employees who do not have disabilities.
For those who wish to do so, supported employment
services help them to find, get, and keep preferred
jobs. Many individuals with disabilities will in time
outgrow the support needed at the outset as they enter
the ordinary workplace, such as through in-service job
training. Others will require coaching throughout their
careers from a mix of specialist and natural sources
such as coworkers. Supported services have made it
possible for thousands of men and women with dis-
abilities to enter the ordinary workplace and earn an
income for the first time. However, supported employ-
ment—offering an ordinary job, full- or part-time—
is not as widely available as may be indicated by
policies favoring social and vocational integration in
Europe and other regions of the world.

The widespread transfer from block services to
individualized supports for people with disabilities
yields dilemmas. Individuals and their family mem-
bers may reasonably be anxious if the balance
between autonomy and risk shifts to their disadvan-
tage. They have concerns regarding the adequacy of
support for people with complex, significant disabili-
ties and those with physical disabilities of such scope
that they need others to help with every aspect of their
personal care to aspire to anything like independent
living.

The abandonment of large institutions can poten-
tially leave a vacuum in the lives of some people
with disabilities if sufficient supports are not in place.
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Those who believe that vulnerable people thrust into a
complex world may lose out in terms of stability and
companionship argue that some individuals will
always need the special supports available in profes-
sionally run, separate residences or workshops. Others
argue that society, in time, will simply care less about
people inserted into the mainstream without the trap-
pings of special status. Furthermore, many people
with disabilities living in very poor circumstances—
sharing conditions of deprivation, with little opportu-
nity for a comfortable, secure life—need additional
supports. There is an ongoing debate about whether
independence in the community is the only legitimate
goal for these people.

Independence was a foremost goal as people with
disabilities moved away from the confines of institu-
tions and separate forms of care. Sometimes social
isolation resulted, fomenting pleas for a return to old
ways of gathering together people with disabilities.
More recently, interdependence has emerged as a
crosscutting principle in all aspects of society. On the
world stage, globalization is founded on the premise
that the political and economic fortunes of all
countries are linked. At the personal level, interdepen-
dence is expressed in transactional models of human
development: individuals interact with family mem-
bers, friends, and the socioeconomic and physical
contexts in which they grow and develop. From
infancy through old age, individuals are both influ-
enced by their environments but also shape these
environments actively. People with disabilities may
seek supports to help negotiate these reciprocal
relationships.

No injection of funds and no political decision can
confidently produce an ideal form of support for each
person in every circumstance: some argue forcibly
that it is not society’s business to try to do so. Rather,
questions about how society values people who are
dependent or especially vulnerable and responds
to their distinctive needs for support reflect dilem-
mas springing from the human condition. For as the
American philosopher Martha Nussbaum (2001:34)
reminds us, “The way we think about the needs of
children and adults with disabilities is not a special
department of life.” Supported services are a tangible
sign that society recognizes that individuals have

needs that are worth meeting and that to do so is for
everyone’s sake.

—Patricia Noonan Walsh

See also Independent Living; Peer Support; Social Support;
Social Networks.
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SUR DAS (1480s?-1580s?)

Indian musician and poet

For four centuries, Sur Das has been the most famous
blind musician and poet of North India, with the result
that “Sur Das” as a nickname could get attached to
any (male) blind Hindu or Sikh who sang or played
music. The “original” Sur Das has become elusive,
and no detail can be fixed with certainty. The theory
that the celebrated poet and musician was identical
with a documented Sur Das, son of Ram Das, who
lived at Braj, was blind, and performed at the court
of Akbar (regn. 1560-1605), is unquestioned by many
Indian scholars and supported by some Westerners
(Lehmann 1982; Vaudeville 1971). Most people con-
cede that the legend originated with a real-life artist
and poet, who composed most or all of the thousands
of poems in the Sur Sagar (Ocean of Song).
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Traditional assertions about Sur Das continue to be
questioned—especially by those who dismiss Indian
oral history, argue about the mentions of blindness in
Sur’s literary work, and are surprised that, “if Str was
blind, he did not make a great point of it before the
world” (Hawley 1984).

—Kumur B. Selim
See also Experience of Disability: India.
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SURGERY AND DISABILITY

A number of surgical procedures produce post-
operative disabilities. Although these procedures may
alleviate discomfort, save or prolong life, or provide a
cure because the diseased tissue or organ is excised,
they nevertheless leave a significant postoperative
residue or set of new disabling problems with which
the patient and their carers have to cope. In other
words, because of the surgical rearrangement of the
human body, impairment is created in the form of a
loss, reduction, or change in function, which actually
or potentially limits the full engagement of the indi-
vidual in the social world.

The types of surgery that fall into this category
include amputations; radical surgery to the head, face,
and neck; mastectomies, colostomies, ileostomies,
and urostomies; surgery of the prostate and the penis;
and some gynecological operations. Not infrequently,
these procedures are conducted to deal with life-
threatening diseases, especially cancer, or with long-
term chronic illnesses such as diabetes, colitis, and
Crohn’s disease. While the patient’s life may be saved,
the disease held in check for a further period of time,
or a total cure effected, the postoperative period brings
with it a new series of problems. These problems may
temporarily or permanently make the patient’s quality
of life worse rather than better. From the patient’s

point of view, surgery may seem especially undesirable
preoperatively. The surgical outcome may seem to be
worse than the disease itself.

LOSS OF FUNCTION

This is the most obvious type of postsurgical disabil-
ity and the one most easily linked to the traditional
literature on disability. Loss of the ability to walk
or significant reduction in mobility following limb
amputation would be good illustrations. Amputations
of hands or arms or lower limb extremities have dif-
fering degrees of functional loss consequent on them.
The extent of the loss of mobility will be determined
by a range of factors. These are the extent of the
amputation, the effectiveness of and ability to use
prostheses, the age of the individual, the presence of
other comorbidities, the home environment, and the
degree of support provided by carers in the family or
though health and social services.

Other types of surgical procedures involving loss of
function have different, more attenuated functional
consequences but are nonetheless very serious.
Surgery of the mouth, tongue, face, and neck has
potentially very significant functional implications for
eating, drinking, and phonation. Surgery of the throat,
voice, and larynx has impacts on the ability to speak
and eat. Surgeries of the prostate, vagina, penis,
anal sphincter, bladder, and gut all have a significant
impact on the functions of urination, defecation,
nutrition, and sex. Operations on the uterus may affect
fertility, and a range of procedures may affect male
fertility and potency. Bodily functions that the normal
healthy human routinely takes for granted are under-
mined. In the postoperative state, patients have to
relearn skills they originally acquired in childhood. So
when surgery affects the ability to speak, eat, and con-
trol feces and the bladder, it is striking at some of the
most fundamental aspects of our humanity.

What is at issue here is not that individuals cannot
do what they used to do or that, with the aid of pros-
theses and appliances, they can find a functional alter-
native. It is rather that the skills and competencies that
define what it is to be a competent adult member of
society—to walk, manipulate objects in the environment,
talk, eat, and control the anal sphincter—are changed.
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One need not subscribe to a psychoanalytic view of
the world to see that destroying the basic skills acquired
in childhood of walking, manipulation, eating, drinking,
talking, and emptying the bowel and bladder is to
assault the human psyche, as well as the human body,
in potentially profound ways.

RESPONSE TO LOSS

It has been observed in many types of surgical
procedures—especially but not exclusively coronary
artery bypass grafts, mastectomies, and ileostomies—
that the consequent emotional response is very power-
ful indeed. It is sometimes suggested that the destruction
of body image is the problem. Among the responses
noted are phantom limb experiences by people who
have had amputations, denial, clinical depression, and
something that mimics the well-described pathways
of grief.

These responses can be severe, potentially disabling,
and, in some cases, psychologically morbid. Helping
patients work though their feelings about loss is very
important. It is just as important as helping them to
acquire new skills in using their appliances or their
new prostheses. Arguably, the importance of allowing
patients undergoing such procedures the space and time
to grieve for the loss or express and ventilate other emo-
tions is a critical way of beginning the psychological as
well as the physical healing process.

SOCIAL AND
PSYCHOLOGICAL RESPONSES

A very useful way to conceptualize the overall social
and psychological processes involved is to distinguish
between the concepts of self and identity. The concept
of self captures the idea that each and every human
being carries a notion of what he or she is like as a
human being. Some of these things will be attributes
such as being friendly, vivacious, good looking, and
hardworking. Other elements will refer to social roles
and group membership. Some individuals may think
of themselves as a man, father, husband, lover, writer,
black, and middle-aged. Still other parts of the con-
cept of self will refer to skills the individual thinks he
or she possesses: “I can play basketball, I can drive a
car, I can paint, I can play the piano,” and so on. Some

of the elements relate to more fundamental human
skills and competencies: “I am an able bodied adult in
control of my body and of my life.”

Many of the procedures focused on here critically
change the core aspects of self and very frighteningly
result not only in the loss of control of some aspect of
the body and its functions but also the ability to be
in control of one’s own destiny. Given that in Western
society, control and self-control are highly valued,
their loss is of considerable import. Not only that,
their loss affects primal understandings of who or
what we think we are. The assaults on basic activities
such as eating, drinking, evacuation, walking, and
talking are attacks on the very definition of what the
able-bodied world takes to be human. This is because
these skills and competencies spill over into and define
other aspects of our sense of what we are and our
place in the world.

It is not just the obstacles that arise because of the
loss of function that are important. Physical barriers
are significant because they prevent the postoperative
patient doing things and participating in social activi-
ties. But also important is the meaning that not doing
these things has for the personal biography. So no
longer being able to have an erection and to have sex-
ual relations, for example, is not just about not being
able to father children or enjoy sexual relations—it is
about what that means for the individual’s sense of
being a man, a husband, a father, and lover. Not being
able to talk is not simply about learning new ways of
communicating—it is about conversation, chatter,
social intimacy, friendship, and being a member of the
human community.

Consequently, because of the changes, postopera-
tive patients have to develop a new or altered sense
of self, a new sense of who and what they are, a new
sense of their place in the world, and a new way of
making sense of the world and of their lives. This is
not an inconsiderable undertaking. We are basically
setting the expectation that the patient will become, in
effect, a different person. Not surprisingly, patients
often resist and doggedly cling to their earlier sense
of self, very reluctantly give it up, mourn its loss, and
take a considerable time to embrace new aspects of
their new self.

Another useful concept to help articulate the mech-
anisms involved is identity. The term identity is used
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to mean that public aspect of the person as it is known
to others. Identity refers to the elements of role, social
position, group membership, and personality as they
are known to others. The labels that others apply to us
are the key points of reference that we also use to
categorize and organize the myriad of others with
whom we come into contact. For ordinary able-bodied
adults, the key aspects of public identity are usually
things such as gender, age, appearance, ethnicity,
style of dress, occupation, and all the well-known
social signifiers that surround us most of the time. The
important point about the kinds of surgery of interest
here is that in certain circumstances, the sequelae of
surgery are plainly visible to others and constitute
a significant aspect of public identity. Amputation and
radical face and neck surgery, for example, are
immediately visible social signifiers to others. Some
authors have talked about stigma in this context, argu-
ing that certain external bodily markers are so signi-
ficant that they constitute both ways of organizing
perceptions (in the same way that things such as age
and gender do) and also organizing public identity
in very negative ways. In effect, the discrimination to
which many disabled people are subject can be under-
stood as a consequence, at the personal level, of the
negative labeling and stereotyping and the stigmatiz-
ing response of others toward the functional impair-
ment. This is distinct from the social level of
discrimination that exists in legal codes and environ-
mental and physical barriers to integration and full
involvement in social matters. It is, generally speak-
ing, a much more straightforward matter to change
legal arrangements, to outlaw discrimination in the
workplace, and to modify the physical environment
than it is to change underlying stigmatizing attitudes
and stigmatized public identities.

Some of the surgical conditions referred to in this
section are invisible when someone is fully clothed.
Someone who has had a mastectomy or a colostomy
is like this. For them, the problem of public identity is
slightly different. They of course have to manage their
bodies, their functions, their appliances, and their
prostheses. However, others who are not intimate and
knowledgeable about the condition—strangers, fellow
travelers on public transport, and fellow customers in
a shop—would not be aware of the functional differ-
ence in their bodies. The question for those with these

postoperative states is the extent to which they wish to
tell others about their condition, their operation, or
indeed the extent they might be compelled to reveal
their situation. At these points, they face the possi-
bility of their true identity being found out and their
being labeled negatively.

COPING

A number of types of coping are at the heart of
learning to live with a disability that arises as a
consequence of surgery. The first of these is technical.
Technical coping relates to the specific management
of the way the body now functions and to managing
any associated prostheses, appliances, and drugs. It
relates to the skills that are required to keep function-
ing despite the consequences of surgery.

The second type of coping skill is intrasubjective,
meaning within the individual. This is the thinking,
feeling, and emotional response to the situation. Having
a chronic condition such as cancer, in which the patient
has to deal with a sudden diagnosis, surgery, radiation,
chemotherapy, rehabilitation, and perhaps reconstruc-
tive surgery, is a disruptive and emotionally charged
experience. The patient has a lot to deal with, and for
many, there will be varying degrees of intense emo-
tional response. Dealing with these feelings and work-
ing them through is an important process the patient has
to go through and cope with.

The third type of process relates to interpersonal
relations. Because of changes to self and identity,
interpersonal relations are inevitably disrupted and
renegotiated with intimates and with a broader circle
of friends and acquaintances. Just as the body is not
the same after surgery as it was before, so too are rela-
tionships shifted. The size of the shift may well
depend on the surgery; patients may also only experi-
ence a shift in their patterns of social contacts in the
short run, but shifts in interpersonal relations are part
of the process.

Finally, there is a process that is called intersubjec-
tive, which is about rendering the experience mean-
ingful. All of us, to a greater or lesser extent, seek to
make sense of our circumstances, our life, and our
place in the scheme of things. When people experi-
ence life events that arise from these operations, not
only will they find that their previous sense of what
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they thought and what the future holds will need to
significantly reappraised, but new meanings for the
new circumstances in which they now find themselves
will also have to be found.

Some people find hope and great comfort in what
they learn about themselves in such experiences; for
others, it an experience devoid of anything positive,
and they see the whole thing in personally tragic
terms. Of course, it may matter a great deal if some-
one takes a very positive attitude versus someone
who does not, not least because of the impact on
quality of life and return to ordinary everyday things.
But just being positive is not the whole answer by a
long way.

The experience of the surgery, which alters the way
a human body functions and looks and creates a dis-
ability, is physically and emotionally painful. Human
suffering on a grand, albeit personal, level is involved.
People going through these procedures do sometimes
feel despair before they can experience and see things
positively. This makes it all the more important to allow
time and space for those emotions to be ventilated and
the opportunity for the person to do his or her grieving.
Even then, of course, if the harsh external world assigns
these individuals a stigmatized and negative label and
identity, the task is hard indeed. We should not seek to
find out from a psychological point of view which per-
sonality types cope best, nor should we blindly encour-
age a positive attitude. We should instead recognize that
there are stages in the process of coming through this
type of surgery, and the various coping processes have
to come into play at different times.

—Michael P. Kelly

See also Amputation; Cancer; Identity; Phantom Limb Pain; Stigma.
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See Disability Law: Sweden; Social Model:
Sweden

SWITZER, MARY
ELIZABETH (1900-1971)
Developer of U.S. disability

and rehabilitation policy

Mary Elizabeth Switzer, distinguished public adminis-
trator and developer of U.S. disability and rehabilitation
policy, was born in Newton, Massachusetts, on February
16, 1900. In 1921, as Radcliffe College’s first graduate
in International Relations, Switzer began a lifetime of
increasing public service responsibility in Washington.
Her career paralleled the development of social pro-
grams in the United States, stretching through the
tenures of Presidents Harding to Nixon. Mary Switzer
believed that bureaucracy existed to serve people and
directed the forces of government to include persons
with disabilities in the work and play of the nation.
Public Law 565 is the capstone of Mary Switzer’s
career. Switzer’s effect on the quality of life for millions
of persons with disabilities and their families is memo-
rialized in bricks and mortar (the Switzer building in
Washington and Switzer buildings at the Helen Keller
Center, Assumption College, and the Woodrow Wilson
Rehabilitation Center), in scholarships, by annual
lectures and seminars, in 17 honorary degrees, and in
dozens of awards she received during her lifetime.

—Martha L. Walker
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SYDNLEY PARALYMPICS

Some 20 years after the 1981 International Year of
Disabled Persons, Sydney hosted an exceptional
Olympic and Paralympic Games, in which people with
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disabilities were competitors, spectators, volunteers,
media, or employees. At the Sydney 2000 Paralympic
Games, some 4,000 athletes from 125 countries com-
peted in 18 sports. Of these sports, 14 are common to the
Olympic Games, with the sports of wheelchair rugby,
boccia, goal ball, and power lifting being specific to the
Paralympics. People competing were from the following
disability categories: Amputee, Cerebral Palsy, Intellec-
tual Disability, Vision Impaired, Wheelchair, and Les
autres (literally, the “others”). The Sydney Paralympics
claimed a number of records, including the following:

e the most number of spectators to witness a
Paralympic Games,

e the most number of tickets sold, and

e the Paralympic Opening Ceremony being the most
watched television program in the history of the
Australian Broadcasting Commission.

Why was this so? The Paralympics followed the
undoubted success of the Olympic Games and the party
atmosphere created. People enjoyed themselves tremen-
dously and wanted to continue enjoying themselves. The
Sydney Paralympic Organising Committee (SPOC) had
also undertaken a very successful Reaching the Commu-
nity Program that targeted schoolchildren and seniors.
The program was regarded as important to raise aware-
ness of disability in the community and was essential to
weekday crowd numbers because, unlike the Olympics,
the Paralympics were not held during school holidays.

There was no research carried out in Sydney investi-
gating the effect of the Paralympics on attitudes to dis-
ability. However, the positive images of athletes with
disabilities competing in sport were empowering and
challenged the stereotypes of disability portrayed in the
media and film. Yet, the representations of athletes with
disabilities by the SPOC and the athletes themselves
were diametrically opposed. The Australian Para-
lympians identified themselves as highly trained elite
athletes, whereas SPOC marketing sought to evoke
the sympathy of the nondisabled public to support
the “poor cripple.” This image was based on the public
finding inspiration in “the disabled” overcoming their
“deficits” through sporting participation.

This polemic was epitomized by the words of the
mayor of the Paralympic Village, who referred to the

athletes as “Bravehearts.” This term was viewed by the
Australian Paralympians as patronizing and led to a
debate in the Sydney media about the perceptions of
the Paralympics. The debate discussed the merits of
Paralympians as elite athletes and not “disabled people,”
the merit of the Paralympics as a “true” sporting specta-
cle, and the language of disability. Yet, it was the inspi-
rational message that the majority of media focused on.
The Paralympics provided athletes and spectators
with disabilities with an unprecedented accessible
experience. However, while the games were heralded
for their inclusive planning practices, there were doc-
umented discriminatory practices. These involved

spectator and volunteer services,
general mobility and sensory access issues,
equality of transport provision,

the ticketing program not providing people with
disabilities with appropriate seating, and

information, ticketing, and online resources not
provided in accessible formats.

Most recognize that the major legacy of the games was
the provision of accessible infrastructure that was devel-
oped in a relatively short timeframe. The professionals
involved in the planning of the venues, the common
domain, and transport now understand the principles and
practices required for an inclusive planning process. One
tangible outcome of the Paralympics was the develop-
ment of an online access resource for planning accessible
environments and events. The resource has incorporated
the games’ planning, development, construction, and
operations experiences for disability and access. However,
what was overlooked was that most of the inclusive prac-
tices could not have been delivered without a human
rights framework and the blood, sweat, and tears of the
Australian disability community. The Paralympics were
made better by the social changes instigated by people
with disabilities and disability advocacy organizations in
consultations, lobbying, and advocacy that occurred in
the lead-up to the games.

—Simon Darcy

See also Paralympics; Sports and Disability.
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SYLE, EDWARD W. (1817-1890)

Missionary and scholar

The learned and genial English clergyman, Dr.
Edward Syle, was a missionary, scholar, and founder
of formal vocational work with blind people in China,
at the Shanghai Asylum for the Blind. He worked with
the American Episcopal Mission at Shanghai from
1845 to 1860 and kept a detailed journal, incidentally
noting many aspects of disability. The journal gave
much thoughtful description of Chinese life and cus-
toms and was serialized in the Episcopalian serial
The Spirit of Missions. Syle studied the occupations
of blind Chinese people and, in 1856, noticed an old
woman “twisting some long sedgy grass into strings,
such as are used for holding together, by hundreds, the
copper ‘cash’ which are in such constant use.” Syle
asked her to teach his blind pensioners this craft, and
“thinking, perhaps, that I was slightly deranged,” she
agreed. The craftwork soon expanded, as did the idea
of elderly blind people being active contributors in
the community. Syle later worked for seven years in
Yokohama and Tokyo. His son, Henry Winter Syle
(1846-1890), who lost his hearing at the age of six,

became a deaf activist in Pennsylvania and was also
ordained as a priest.

—Kumur B. Selim
See also Religion.
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SYPHILIS

For half a millennium, syphilis was a feared and
stigmatized disease. Known as “the great imitator” for
its ability to mimic the symptoms of other illnesses,
left untreated, it can damage any organ of the body.
Beginning as a small genital chancre or sore, syphilis
can lay seemingly dormant for weeks to decades. Then
its reappearance could bring a range of ills from rashes
and gummas across the body, deafness, blindness,
perforated palates, madness, mania, excruciating joint
pains and deteriorating bones, damage to the aorta of
the heart, and death. Its visual components were fright-
ening to see and its debilitating effects devastating.

Secrets and silences often accompanied the disease
as its transmission through sexual intercourse or con-
genitally from mother to fetus trailed moral judgments
and state intervention in their wake. Seen as the grand
disease of the “other,” its appearance often reached
epidemic levels after wars and invasions and was
usually blamed on someone else. Explanations for its
existence, from heavenly wrath to promiscuity to
betrayed innocence, underlay its power to evince
interventions by priests, doctors, scientists, and heal-
ers alike. Both experimentation on patients, willing
and unwilling, and self-experimentation by doctors in
search of understanding and cures has characterized
its long history.
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Syphilis is caused by a microscopic spirochete
called Treponema pallidum. Its modern name comes
from a character in a poem by physician Girolama
Fracastoro that was written in 1530 in Verona, in what
is now Italy. Having offended the gods, Syphilius the
shepherd was sent the disease as punishment for his
sins and his name given to all who suffered as he did.
The disease’s common appellation often changed
as it moved, labeled as the great pox, lues venerea, the
French sickness, the Spanish disease, the Italian dis-
ease, Chinese ulcers, plum-tree poison, or sometimes
bad blood.

The origins of syphilis are still being debated.
Arguments have ranged for centuries on whether it
was a disease of the Old World brought to the island
of Hispaniola by Columbus’s men in 1492 or a New
World disease sent back in European bodies as
revenge by the peoples who had been plundered. In
1495, the disease appeared in epidemic form during
an invasion of the Kingdom of Naples by a French
army with Spanish soldiers and sailors. Over sea and
trade routes and following invading armies, the dis-
ease spread rapidly throughout the Mediterranean
world to India, China, and Japan. Even before the
spirochete was identified at the end of the nineteenth
century, the various stages of the disease began to be
mapped.

The primary infection appears usually on the
genitals as a chancre that disappears, but not so the
infection. In the secondary stage, rashes and sores,
hair loss, swellings, and growths are common. In var-
ious parts of the latency stage, the disease’s progress
is often invisible, but chancres and rashes are possible.
In the late stage, when the disease is not transmissible,
the damage to major organs and death can occur.
Pregnant women can pass the disease on to their
fetuses with the risk of stillbirth, early death of a
newborn, or serious medical problems. Reinfection
can also occur.

By the sixteenth century, syphilis was widespread
in the European population, counting as its victims
both princes and paupers. The use of mercury, known
to Arabic physicians for centuries as a cure for skin
diseases, began to make its European debut. Those in
the aristocracy could afford the ministrations of the
learned doctors and were treated to a range of cures

that usually involved purges, sweats, and rubs made
from the bark of the gaiac tree as well as mercury. For
those whose sexual conquests were a badge of honor,
syphilis was more of an expected consequence than a
sign of debauchery.

For the commoners, however, the stigma of the dis-
ease was much greater and shaming more widespread.
Kept from the great physicians, such sufferers often
found themselves locked in the back wards of institu-
tions. They were treated by barber-surgeons and pox
doctors who provided a wide variety of eclectic and
often violent remedies, especially preparations of the
frequently toxic mercury in the form of blue pills,
rubs, and vapors. Historian Kevin Siena argues that in
London between 1600 and 1800, a “gendered geogra-
phy” was created, with men given admittance to the
hospitals, women to the workhouses, while inventive
efforts were made by all to hide their ills.

The adage that “a night with Venus might mean a
lifetime with Mercury” reflected the connection that
linked sex, syphilis, and the heavy metal “cure.” With
the rise of a more bourgeois sense of morality, as his-
torian Owsei Temkin (1977) noted, by the seventeenth
century, “acquisition of lues is proof of offence against
morality, of an alliance with vice.”

By the nineteenth century, syphilology was becom-
ing a crucial branch of Western medicine. In search of
understanding and cures, various kinds of experiments
were carried out, often involving injecting both
humans and animals with pus or blood. By the end of
the century, syphilis and gonorrhea were shown to be
separate diseases and the links between syphilis and a
wide variety of other ills documented. In 1909, after
a series of experiments in Berlin, Paul Ehrlich and
Sahachiro Hata found that arsephenamine (an arseni-
cal compound) would kill the treponema. By the early
1920s, mercury, neo-arsephenamine, and bismuth
were used as cures (often taking more than a year to
evince relief), and malaria was induced to create fevers
for those with neurological complications.

In the United States, the twentieth century brought
more research, the emphasis on statistical accounting
for the disease, the opening of specialty clinics in
major urban hospitals, and the beginnings of more
open discussion of the disease in theatrical produc-
tions. In 1913, the American Social Hygiene
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Association was formed to combat venereal diseases
and the silences surrounding them. Posters, motion pic-
tures, and educational campaigns began as Americans
were warned to find marriage partners with “good
blood.” Blood tests required before marriages are a result
of these efforts.

Syphilis became the focus of intense research.
Under the leadership of the U.S. Public Health
Service (PHS), a Cooperative Group Study in major
hospitals was organized in the late 1920s to understand
the disease. In the 1930s, Surgeon General Thomas
Parran, having been kept off the radio for attempting
to use the word syphilis, wrote extensively about the
disease and encouraged public education campaigns
to make the warnings about venereal diseases more
widely known and to open discussions. The PHS’s
Venereal Disease division lent doctors to local and
state public health departments and provided clinics
for indigent patients.

In both World Wars I and II, emphasis was placed
on prophylaxis for soldiers and the rounding up and
incarcerating of assumed to be diseased prostitutes
and “khaki-wackies,” young women who followed the
soldiers around. After experiments done by the PHS in
the mid-1940s, penicillin proved to be a drug capable
of curing syphilis in its early stages extremely quickly,
and its widespread use followed.

Perhaps syphilis’s most enduring legacy, how-
ever, was research done by the PHS in the counties
in and around Tuskegee, Alabama. The PHS thought
it had a situation that would allow for a study of the
“natural history” of the disease, especially in African
Americans who were assumed to have higher inci-
dences and perhaps even a different disease than
whites. What was supposed to be a short study stretched
on for 40 years (1932 to 1972) as approximately 399
African American men who were in the late latent
stage of the disease and 201 controls were followed as
their symptoms worsened and deaths began to occur.
But the men were never told they were in an experi-
ment or that the rubs, tonics, and aspirins they were
being given were not treatment for their disease. Even
when penicillin became widely available, efforts that

were not completely successful continued to keep
most men from treatment.

Public outcry against the research in Tuskegee rose
in 1972, when a newspaper story spread knowledge
about its existence outside the confines of the medical
and public health communities. What followed
was a federal investigation, Senate hearings, a lawsuit,
histories, plays, poems, music, and, finally in 1997, an
apology from President Bill Clinton. Rumors per-
sist that the PHS infected the men, although there is
absolutely no evidence for this. Tuskegee’s legacy has
continued, however, as a metaphor for the fears in the
black community over research, and Tuskegee’s story
is told over and over again as a warning to scientists
about the ethics of research.

With the rise of HIV and AIDS, concern with
syphilis has reappeared and coinfections not uncom-
mon. Syphilis may no longer be the scourge it was
half a millennium ago. But it remains a stigmatized,
debilitating if untreated, and dangerous systemic ill-
ness that should be either prevented or cured.

—Susan M. Reverby

See also HIV/AIDS; Sex Industry, International; Stigma.
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T4 PROGRAM

The T4 Program (also called “T4 Action” or
“euthanasia”) was the camouflage name for the mass
murdering of thousands of mentally ill and disabled
people during World War II in Germany. The name

stemmed from the postal address of the central
executive agency, the Totungsbehorde (literally:
“killing office”), at 4 Tiergarten Street in Berlin. The
T4 Program was not officially legalized, but Adolf
Hitler, the leader of the Third Reich, issued an autho-
rization that was originally written in October 1939
but was dated back to September 1, 1939, the very day
when World War II started. Hitler wanted to indicate
that the beginning war was aimed not only against
external but also against internal enemies.

The T4 Program was bureaucratically organized. It
started with the registration of patients using specially
designed forms. Every psychiatric hospital, medical
institution, and charitable home in Germany had
to fill out these forms about each of their patients,
inmates, and clients. About 60 physicians recruited
by the T4 agency served as experts. They reviewed
the documents and decided who would live and who
would be killed. After this step, the T4 agency sifted
through the forms once more and made the final deci-
sion about life or death. Finally, the T4 bureaucrats
compiled patient lists for each institution involved. The
T4 agency also set up a special transport unit whose
personnel were recruited from the SS, the notorious
Nazi organization. This transport unit used seemingly

neutral grey buses and was responsible for the victims’
deportation to the six sites selected as the places where
the killing of the victims in gas chambers occurred. At
these institutions, special registration offices were also
set up; they had the task of issuing official declarations
of death and sending the urns with the ashes of the
cremated to their families. T4 locations existed in
Brandenburg, Brandenburg; Bernburg, Saxony-Anhalt;
Sonnenstein, Saxony; Hartheim, Austria; Grafeneck,
Wiirttemberg; and Hadamar, Hesse.

The T4 Program started in the autumn of 1939 and
officially stopped on August 24, 1941. The reasons for
this sudden stop were manifold. One important reason
was that although the Nazis originally intended for
the measures to be kept secret, the spread of rumors
in the villages surrounding the extermination sites could
not be prevented. People living near the buildings
observed that a continuous stream of patients entered
the institutions, but nobody ever came back. Neighbors
saw the smoke that arose when the dead were cremated.
Families also became suspicious when a family member
had been physically healthy before he or she came to
one of the “euthanasia” institutions. Often, “weakening”
or “debilitation” was indicated in the death certificates
issued by the registration offices. The Nazi propaganda
machinery could not prevent the T4 Program from being
debated in public, when Clemens August von Galen, a
Catholic bishop of Munster in Westphalia, took up the
issue in a prayer in his church. He openly condemned
the measures. After this event, the national socialist
government decided to reduce the mass murder program.

1543
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However, the official ending did not mean that
“euthanasia” measures stopped. The extermination sites
in Bernburg, Sonnenstein, and Hartheim stayed open
and continued the killing. Furthermore, after August
1941, the so-called “wild euthanasia” started. One main
target group was prisoners who had become ill in the
concentration camps. On one hand, the centralized
murdering in special institutions lost its importance; on
the other hand, ordinary physicians in various psychi-
atric hospitals and medical institutions all over the
country participated in the murdering. They killed their
patients mostly with drugs or poison, often in combina-
tion with strategically aimed underfeeding of inmates. A
further “euthanasia” measure was directed at children
with inborn impairments; it had been put into operation
before the official start of the T4 Program and was
continued after that.

In summary, more than 70,000 disabled persons
were killed prior to August 1941. When World War II
ended in May 1945, about 120,000 “euthanasia”
victims had lost their lives at the extermination sites
and through the various measures carried out by the
T4 agency in Berlin.

—Volker van der Locht
See also Eugenics; Eugenics: Germany; Euthanasia; Nazism.
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TAIWAN

See Experience of Disability: Taiwan.

TELEREHABILITATION

Telerehabilitation is the delivery of rehabilitation
services via information technology and telecommu-
nication networks. It is related to the more general
field of telemedicine. During a real-time consultation,

clinicians can see and talk with the client by means of
a remote video camera and can record still images and
measurements from sensors.

Interest in delivering care remotely has been driven
by demographic changes due to increased numbers of
people living with chronic diseases and disability and
high costs of hospital and clinic visits. Furthermore,
rural areas may lack local specialists, and extended
travel wastes time and increases costs even more.

Typical applications include post-discharge follow-
up of newly disabled people by physiatrists and
therapists, seating and mobility services (wheelchair
adjustments, assistive technology prescription), moni-
toring and prevention of pressure sores, wound assess-
ment, evaluation of home modifications, and training
in the use of augmentative communication devices.
Virtual reality simulations can be used to create an
engaging environment for exercise, using games to
alleviate boredom.

Initially, POTS (plain old telephone systems) were
used, but their bandwidth (amount of data able to be
transmitted in bits per second) is low, resulting in
small picture size, low resolution, slow frame rates,
and poor audio quality. These problems have been
eliminated with fiber-optic cable networks, using
integrated services digital networks (ISDNs) or
digital subscriber lines (DSLs). A mathematical tech-
nique called compression also enables the available
bandwidth to be used more effectively.

Wireless devices are now widespread, allowing
caregivers and clients to stay in touch while moving
throughout the community. Cell phones, pagers, and
personal digital assistants (PDAs) support voice, text,
and image communication. Wireless Ethernet (WiFi,
IEEE802.11b), Bluetooth, and ZigBee transceivers
facilitate transmission of data (telemetry) from wear-
able sensors for recording vital signs, movement, and
other variables. Mobile wireless devices can also help
caregivers to locate people who are at risk of wander-
ing. Health management and rehabilitation information
resources are also available through the wireless appli-
cation protocol (WAP). Virtual reality may be used to
provide a range of simulated environments for therapy.

Some limitations and challenges have become evi-
dent. Access to high-bandwidth networks is growing
rapidly but is still not universal, and service coverage
may be patchy, especially in rural areas. Display and
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interface design need more attention. Since the
technology is new, there are often problems with
interoperability, reliability, and lack of standardization.
Training of clinicians as teletherapists will need to be
instituted. Although prices continue to fall, cost is still
a major consideration, and reimbursement is problem-
atic because, currently, it is usually contingent on
attendance by a caregiver. Security, patient rights, and
privacy issues must be addressed, using encryption
where appropriate. Theoretically, there may be a risk
with medical equipment such as pacemakers and
powered wheelchairs, although in practice this is rare.
There is a need for more quantitative tools that can
measure joint motion, pressure, and force (haptic)
feedback. Finally, there may be a “fear factor” associ-
ated with the use of technology.

While telerehabilitation is unlikely to replace
traditional therapy, it is likely to provide services to an
increasing number of people in the future.

—Chris Kirtley

See also E-Health Care/Telemedicine; Rehabilitation Medicine,
International.
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TELETHONS

The roots of telethons in the United States as a means
to raise money to “cure” or “help” people with a vari-
ety of disabilities arose from charity efforts in the
pretelevision era. According to the Disability History
Project, the most direct precursors were the posters,
speeches, radio spots, and movie star—studded events
used by friends and associates of polio survivor

President Franklin D. Roosevelt to raise funds for
treatment and services for people with polio at Warm
Springs, Georgia.

When television evolved as a mass medium in the
late 1950s and early 1960s, it became the mechanism
by which charities made their appeals for money. In
their efforts to draw the sympathy of the TV audience,
these telethons turned to those previously success-
ful print charity campaigns by employing “poster
children.” Along with the other techniques employed
by the pretelevision charity events, featuring disabled
children became a mainstay of telethons as an effec-
tive strategy to inspire donations.

However, when these poster children grew into adults,
some began to question the techniques of telethons
that used pity appeals to gather money. By the late
1970s, disability rights advocates joined together in a
cohesive civil rights movement, and the Rehabilitation
Act made U.S. society more accessible to people with
disabilities. With these efforts came an understanding
that the images of people with disabilities in the media
had a powerful impact on society’s acceptance of
disability issues and on the self-concept of people
with disabilities. Telethon images further stigmatized
people with disabilities in society, according to disabil-
ity rights activists. Disability historian Paul Longmore
explained in a 1993 Vanity Fair article, “The message
of telethons is whatever condition people with dis-
abilities have, that condition has essentially spoiled
their lives, and the only way to correct that is to cure
them. The message of the disability rights movement
is that it’s possible to be a whole person with a disabil-
ity” (p. 92).

However, the most famous telethon host, Jerry
Lewis of the Muscular Dystrophy Association (MDA),
told Esquire magazine in 1991 that disabled people
needed help because “God goofed, and it’s up to us
to correct his mistakes” (p. 100). This statement from
the 1973 MDA telethon, according to Esquire, caused
some outrage about his insensitivity. However, accord-
ing to Mary Johnson of the Disability Rag, the first big
wave of protests against telethons began in 1981, when
the American Coalition of Citizens with Disabilities,
which represented 126 disability organizations, and
the Disability Rights Center in Washington, DC, put
an ad in the entertainment trade magazine Variety, criti-
cizing the MDA telethon. The director of the Disability
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Rights Center, Evan Kemp (who later became
head of the U.S. Equal Employment Opportunities
Commission), wrote opinion columns for the New York
Times and the Washington Post explaining that the
telethon was a “pity-a-thon” that left an impression
that people with disabilities are not capable or employ-
able. Lewis, who began hosting the telethon in 1966,
was angered by the criticism and debated Kemp on the
Phil Donahue TV show. This event in 1981 kicked off
more than 20 years of clashes between Jerry Lewis and
disability rights activists.

Jerry Lewis and the MDA telethon became the
focus of most antitelethon activists because they made
few changes in their pity approach tactics, whereas
other disability-related charities began retooling
their telethon efforts as a result of criticism, financial
resources, and changes in TV. For example, by 1984,
no TV station in New York City would air the Easter
Seals Society telethon. TV station directors said that
even though the charitable organizations paid to use a
station’s studio and crew, the station lost money
because those fees did not cover all expenses, and the
station lost ad revenue it would have received during
the telethon hours. The charitable organizations also
began to see how costly telethons could be. A March
of Dimes executive said in 1987 that the organization
stopped its national telethon because it was spending
50 cents to make one dollar, so the cost became too
high. In addition, by the late 1980s, cable TV had grown
in popularity. With many more choices, TV viewers
no longer had to watch a telethon.

By 1990, many national telethons went away. The
efforts of disability rights activists paid off in other
ways as well. Some disability charities understood
their criticism and changed their fundraising tactics
completely. For example, Easter Seals said in 1992
that it wanted to focus on public awareness and advo-
cacy. It brought more people with disabilities into its
decision-making processes. An executive from United
Cerebral Palsy explained that the media-savvy general
public did not want sappy, inspirational pitches any
longer; they wanted to know what disability organiza-
tions were doing to make people’s lives better.

However, the national MDA Jerry Lewis Labor Day
telethon remained virtually unchanged, so disability
rights advocates redoubled efforts to get it off the air. In
1990, Lewis himself solidified the efforts against him

when he wrote a first-person Parade Magazine article
titled, “What If I Had Muscular Dystrophy?” A 1992
Newsweek story on the controversy reported that after
using a wheelchair, he called it a “steel imprisonment”
and referred to “the courage it takes to get on the court
with other cripples and play wheelchair basketball”
(p. 29). He then reflected on what he believed life using
a wheelchair was all about: “I realize my life is half, so
I must learn to do things halfway. I just have to learn to
try to be good at being half a person” (reprinted in the
August 1992 Mainstream magazine, p. 12).

His offensive references reenergized efforts among
disability rights activists to stop his involvement with
the MDA telethon. Two disability activists in particular
used Lewis’s words to launch an antitelethon group
called Jerry’s Orphans. Mike Ervin and Cris Matthews,
a brother and sister who had muscular dystrophy,
had been MDA poster children in 1961 and organi-
zed Jerry’s Orphans to lobby the MDA to change
its fundraising methods and, most importantly, to drop
Jerry Lewis from the telethon. In a September/October
1992 Disability Rag article, Matthews said the MDA
was “expert in exploiting the worst side of disability
and, with the eager assistance of Lewis, has made us
out to be nothing more than pathetic burdens to society,
whose only desire is to walk” (p. 5). The brother-sister
team said they had no problem with research efforts
or anyone’s desire to seek a cure, but they disliked the
patronizing methods used to raise money for those
tasks. Jerry’s Orphans organized antitelethon protests
in seven cities. Other disability activists also began their
own protests of the MDA telethon. Laura Hershey,
another former MDA poster child in Denver, organized
a “Tune Jerry Out” protest of the 1991 telethon.

Another issue regarding telethons was financial.
Many activists and others were concerned by the small
percentage of the funds raised that were actually
used for medical research or disability services. The
Disability Rag reported that the executive director
of MDA was one the highest paid charity executives
in the United States. Telethon protesters also targeted
corporate contributors to telethons. They asked them
to give their donations through some other venue.
They never asked contributors to give less money to
the MDA, just not to make donations via the telethon.
Jerry’s Orphans and the disability rights group ADAPT
(American Disabled for Attendant Programs Today,
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also called American Disabled for Accessible Public
Transit) spoke with many of the MDA’s corporate
sponsors and requested that they not appear on the
telethon; however, most corporate sponsors did not
honor the request.

The other major event that helped society at
large to understand the stigma of telethons was the
Americans with Disabilities Act (ADA) of 1990,
which mandated equal rights for people with disabili-
ties in most aspects of society from transportation to
employment to building access. However, Jerry Lewis
refused to change his language or behavior on post-
1990 telethons and would not take the concerns of
disability activists into consideration, according a
Vanity Fair article. The article also cited some praise
for Lewis from his “kids.” Stephen Mikita, an assis-
tant attorney general in Utah and one of “Jerry’s kids,”
said that he was proud to be called one of “Jerry’s
kids.” He said the term shows that Lewis cares about
people with muscular dystrophy as if they are his own
family. Mikita added that Lewis was one of the first
people to bring disabled people out into the open.
“Lewis spoke about persons with disabilities, and
embraced persons with disabilities, long before it was
politically correct or in vogue to do so,” Mikita said in
the 1993 Vanity Fair article (p. 92).

Although Jerry Lewis did not change his rhetoric,
the MDA telethon began making some changes after
1990 to reflect a society that now had the ADA. For
example, the 1992 telethon featured more empower-
ing video profiles of adults with muscular dystrophy
working and making their way in the world. One
video profile featured Matt Schuman, a former poster
child, working at his job as a sports reporter for the
Greeley Tribune in Colorado. The MDA telethon also
changed in length by the late 1990s. Depending on the
TV station, the telethon shrunk to just a few hours,
rather than a day and a night of programming.

However, controversies involving Jerry Lewis’s
comments continued. In 2001, while being interviewed
by the CBS Morning Show, Lewis defended the pity
approach to getting telethon donations. “I’'m telling
you about a child in trouble. If it’s pity, we’ll get some
money. I'm giving you the facts. Pity. You don’t want
to be pitied because you are a cripple in a wheelchair,
stay in your house,” Lewis said on the May 20, 2001,
CBS Morning Show, as reported in The Washington

Post (p. Cl). After these comments, he issued an
apology, saying he did not mean what he said. The
MDA issued a statement distancing itself from Lewis
and his comments, explaining that they did not reflect
the views of the organization or its leaders.

—Beth A. Haller

See also ADAPT; Americans with Disabilities Act of 1990
(United States); Charity; Easter Seals; Poster Child; Franklin
Delano Roosevelt; Television.
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TELEVISION

The portrayal of disability on television shares traits
with that of literature, drama, and film. Most typically,
a disabled character appears on the small screen as
a background figure, to provide comic relief, or to
increase a sense of crisis. Although a number of made-
for-television movies feature disability as a predictably
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melodramatic central concern, requiring cure and
mourning while representing loss or enhancing the
seeming mental fitness of other characters, more widely
watched television shows rarely have disability as a
regular central theme. Interestingly, disability has more
prominence within the science fiction genre on televi-
sion, indicating that a higher degree of fantasy allows
for a higher degree of disability representation. Exagger-
ating this feature, the wave of offbeat comedies, often
animated, in the late 1990s and early 2000s, such as
South Park, Malcolm in the Middle, and Family Guy,
frequently represent disability in an openly aggressive,
perhaps satiric way that depends highly on the genre’s
clear distance from realism.

There are a number of stock plots that incorpo-
rate disability on television. The most frequent involves
cure, in part because so many television shows are
set in medical environments (e.g., St. Elsewhere, ER,
Scrubs). Another common plot involves disability
fraud. This shows up both in situation comedies (such
as Seinfeld) and in dramas, especially those that fea-
ture the legal professions, both police and law, promi-
nently (e.g., Hill Street Blues, LA Law, Law and Order,
CSI). Disability arising from tragic accident or illness
surfaces throughout television shows to create new,
compelling interest on the part of viewers (e.g., ER,
The West Wing, Diff rent Strokes). Though not quite as
laughable as the dramatic jumping of the shark tank on
Happy Days, now widely recognized as a moment of
television desperation, this spectacular turn to disabil-
ity plots reinforces a popular misconception of disabil-
ity as outside the bounds of everyday life.

DISABILITY AND
DRAMATIC TELEVISION

Although predictably rare as central figures, characters
with disabilities make periodic appearances in dramatic
television productions, usually in minor roles. In their
study of a six-week period in which they viewed 1,286
dramatic prime-time British television shows, Cumber-
batch and Negrine found that 1.4 percent of the shows
portrayed a disabled character with a speaking part.
A recent greater social awareness of the prevalence of
disability, enhanced by the advocacy of such actors
as Michael J. Fox, has increased the prominence of
disability in television. However, as is the case in most

narrative forms, disability is often present on dramatic
television but is rarely adequately explored. Most often,
disability invites humor, moves along a tired plot, or
helps to provide insight into able-bodied characters.

Television dramas that do have a continuing
character with a disability often turn to that trope to
signify human fallibility. Wheelchair-using Robert T.
Ironside’s relationship with black caregiver Mark
Sanger presents disability prominently as dependency.
Wiseguy’s Daniel Burroughs, a mentor who is an appar-
ent paraplegic and wheelchair user, plays on the stereo-
type of the intellect with the frail body. (Interestingly,
on Highlander, the same actor also portrays a wheel-
chair user, in this case a Vietnam war veteran.) In LA
Law, Benny’s developmental disability allows other
characters to seem helpful and sympathetic.

Television drama also takes the opportunity to turn
to disabled characters to make a political point. For
example, the 1992-1996 David Kelley vehicle, Picket
Fences, Zelda Rubenstein portrayed short-statured recep-
tionist Ginny Weeden (the show also included Marlee
Matlin as a deaf character and Robert Cornthwaite as an
elderly character with Alzheimer’s disease). NBC’s pop-
ular prime-time drama The West Wing debuted with a
daring representation of the injured president predicting
the physical fallibility encapsulated in a vague bad back
the show continues to feature. Later, the president’s con-
troversial choice not to disclose his diagnosis of multi-
ple sclerosis foregrounds the politics of disability
identity along with the public signification of disability
as a marker of fallibility. Law and Order’s repeated fea-
turing of assisted suicide plots raises questions of dis-
ability rights, if not always constructively.

The depiction of cure, or desired cure, of disabling
conditions dominates prime-time drama. Despite
the subtle portrayal of Dr. Carrie Weaver as physically
disabled, a remarkable instance since her disability
is never a central issue on the show, ER focuses most
of its attention on cure. This becomes clearest when
Dr. Romano has an arm amputated by a helicopter and
angrily seeks all surgical means to normalize himself.
The intriguing subplot that had Grissom becoming
deaf, as his mother had been, and put sign language
onto the CSI screen was cut short by his surgery that
has now cured the otosclerosis. As in ER, this cured
disability is balanced by the presence of a continuing
character with a chronic disability (in this case the chief
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pathologist with an amputated leg). Similarly, Joan of
Arcadia, invested as it is in the miraculous presence of
God, still portrays medical science as the only hope
(though a dim one) for Joan’s wheelchair-using brother.

SCIENCE FICTION

Science fiction, with its frequent investment in mutant
body forms, provides a sometimes restrictive and
sometimes liberating view of disability. The familiar
themes of cure and pity recur, but they are accompa-
nied by some creative interrogations into the social
(and sometime literal) construction of the body.

Star Trek continuously considers questions of
differing bodily form and repeatedly returns to the idea
that disability is contextual. The original captain of the
Enterprise appears as a paraplegic in an episode that
tries Kirk for misconduct. Though nonverbal, he com-
municates through a red and green light implanted in
his chest. The original Star Trek series also features the
famous episode “Plato’s Stepchildren,” better known
for offering television’s first interracial kiss than for
the portrayal by Michael Dunn of Alexander, the dwarf
jester. Levar Burton’s depiction of Geordie La Forge
on Star Trek: The Next Generation continues a rela-
tionship between racialized and ableist representation
on this science fiction drama. La Forge “overcomes”
his birth blindness by means of a VISOR that painfully
requires such great focus that it also lends him
incredible skill with warp engineering. This depiction
is innovative in that he is at times less able and at times
more able than characters without the VISOR, thereby
contributing to a social constructionist or at least
contingent model of disability.

Most often, science fiction television shows take
familiar disability plots and add larger questions about
the mutability of bodily form to their typical oppor-
tunistic forms. Dark Angel features the disabled avenger
plot line, with a paraplegic mastermind, but he is one
among mutants—with super and animal powers—so
that he is rendered less powerful by comparison. The
X-Files “Humbug” episode develops the freak-show
plot and plays on Tod Browning’s well-known “one of
us” scene by having the small-statured ring master look
at the always-dapper Mulder and say, “Ugh, can you
imagine having to live your life like that?” Similarly,
Buffy the Vampire Slayer satirizes disability stereotypes

when Spike uses a wheelchair and when Xander has
an eye poked out, so that disability is again the site of
humor, but without being objectified.

DISABILITY AND
SITUATION COMEDY

Cumberbatch and Negrine found that only 9 percent of
British sitcoms in 1980 featured characters portrayed
as having a disability, and they did so usually to make
the character the object of humor. This has also largely
been the case in American sitcoms, where a disabled
character, very frequently in a wheelchair, appears for
an episode or two and is either the butt of many jokes,
the means by which other characters learn about them-
selves and get to feel at first embarrassed and then
altruistic or at least enlightened, or both. For example,
on Happy Days, Fonzie, who had experienced tempo-
rary disability himself after tearing the ligaments in
his leg during a TV motorcycle stunt, and temporary
blindness after being hit over the head, hires a disabled
mechanic with a stereotypical chip on his shoulder. A
wheelchair user, Don Konig has worked as a mechanic
before being hit by a drunk driver, and he now needs
Fonzie’s help both in giving him work and in signing a
social security form. The family’s straightforwardness
cures Don of his bitterness, and the episode ends in a
friendly family meal. On Diff rent Strokes, Arnold’s
wheelchair-using friend shows up in episodes focused
on Arnold’s unhappiness with his short stature. He
learns the hard way, by trying to support his friend,
that disabled people are stigmatized, and the whole
Drummond family becomes more smug as a result.
Also a sitcom but crossing over into drama,
M*A*S*H, running for 11 years, from 1972 to 1983,
follows and influences a big-screen pattern of depicting
war veterans coming to terms with their disabilities.
Not only do countless young soldiers come through the
4077th in the hopes of surviving their frequently mortal
wounds, but this long-standing drama/comedy includes
one of the most memorable cases of disability fraud on
television. In the first season, Hawkeye fakes a mental
illness to obtain a leave but fails to get a diagnosis. Later,
Klinger joins the 4077th and cross-dresses in an attempt
to convince psychiatrists that he is unfit for service.
These patterns continue through sitcom produc-
tion, where disability is rarely an ongoing concern but
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shows up to move the plot along or just create a
new site of humor. Almost every popular sitcom has
an episode about a disabled guest character. Becker is
unique in that it features a continuous character who
is blind (played by a sighted actor).

ANIMATION

Disability plays an at times troubling role in a series of
late 1990s and early 2000s adult animation television
programs that are not only removed from the conven-
tions of realism but also deliberately created in bad
taste. Family Guy offers an easily duped ex-cop who is
in a wheelchair. South Park’s Timmy, a young boy with
cerebral palsy, is the butt of jokes because of his ten-
dency to say his own name repeatedly. He propels plots
that present disability themes, including a satire on
Christopher Reeve as “fake disabled,” but mostly he is
even more ridiculous than other South Park characters
because of his cerebral palsy. Quads focuses entirely on
disability but does not forward any particular critique or
expression of disability identity in doing so.

DISABLED ACTORS

The most well-known disabled television actors are
Marlee Matlin, who has been on 19 television shows,
including ER, Seinfeld, Spin City, Gideon’s Crossing,
Law and Order, and The West Wing; Jim Byrnes, who
has been on more than 20 television shows, includ-
ing Sliders, The Outer Limits, Highlander, and
X-Men: Evolution; and the late Christopher Reeve, who
started his career on a small-screen soap opera, played
a disabled war veteran on stage, and then returned to
television after he became disabled himself.

Chris Burke, an actor with Down syndrome, played
Corky Thatcher on Life Goes On, a 1980s family
drama that features Corky being mainstreamed and
fighting his own battles at school. Burke has also
appeared on ER, Touched by an Angel, Promised Land,
and The Commish.

While their status as actors may remain in question,
a number of people with disabilities have appeared
on reality television shows. One show, The Littlest
Groom, made disability its central device by having a
short-statured groom choose among average-sized and
little women as his future bride. The Amazing Race

included a short-statured competitor whose size
was a distinct advantage in competition. Survivor has
included one deaf competitor, who received some neg-
ative publicity from her friends at Gallaudet University
for not signing during the show, and one character with
a partially amputated leg. As with most television
formats, reality television reflects both an increasing
representativeness by including these characters with
disabilities and also an exploitative thirst for the spec-
tacle they produce.

ADVERTISING

As Ganahl and Arbuckle together with Haller and
Ralph demonstrate, people with disabilities do not have
adequate representation in television advertisements,
though it is increasing. The rise in prominence is not
resulting in more positive images, however. The most
troubling examples include Christopher Reeve, in the
prime Super Bowl advertising spot, depicted as cured
and able to walk again. Similarly, Mothers Against
Drunk Driving sponsored an ad with a young walking
man purchasing a wheelchair. The implication is that he
plans to drink and drive, and this will have the appar-
ently horrifying effect of landing him in a wheelchair.
These advertisements together signal the white, male
physically disabled figure as the disability representa-
tive most likely to appear in advertisements that play on
the general public’s desire not to become disabled. The
lack of televised coverage of the Paralympics as com-
pared with the inordinate attention to athletic achieve-
ments of Olympians reinforces this imbalance.

—Sally Chivers and
Tiffany Potter

See also Advertising; Drama and Performance; Paralympics;
Telethon.
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TEMPORAL LOBE EPILEPSIES

See Epilepsies, Temporal Lobe.

TENBROELK, JACOBUS
(1911-1968)
American Advocate for the Blind

Dr. Jacobus tenBroek, called “Chick” by friends and
family, blinded at the age of seven in a hunting accident,
was a charter member and the first president of the
National Federation of the Blind (NFB), founded in
1940 in Wilkes-Barre, Pennsylvania. The NFB grew to
become the largest advocacy group of blind people in
the United States. TenBroek was a constitutional scholar
who wrote academic monographs on the 14th Amend-
ment, public policy (particularly as it pertained to
welfare programs), and the nascent Social Security
Administration and its impact on the blind. TenBroek
waged a relentless war of words against publicly financed
programs that purported to assist the blind but that were
in fact, he asserted, institutions rife with paternalistic
attitudes and designed to perpetuate the inferior status
and indigency of the blind. TenBroek argued in favor of
a pension for the blind that would not require means
testing as did social security. After earning a law degree
and a doctorate in public policy, tenBroek taught speech
and political science at the University of California at
Berkeley for 25 years.

As a boy, tenBroek studied with Newell Perry at the
California School for the Blind in Oakland, California.
Perry mentored a generation of leaders that would found
the California Council for the Blind in the 1930s, along
with a handful of other state advocacy groups that would
coalesce into a nationwide movement of blind activists.
TenBroek would galvanize this generation of activists
and draw them into the NFB under his leadership.

TenBroek served as president of the NFB from
1940 to 1961, when he resigned at the NFB national
convention in Kansas City amidst a firestorm of dis-
sension among a number of NFB state affiliates. By
resigning, tenBroek managed to quell this dissent and
put in place the next generation of leaders who he felt
best represented his vision for the organization and
the broader movement.

—Brian R. Miller

See also Advocacy; Blind, History of the; Blindness and Visual
Impairment.
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TERATOLOGY

In the twenty-first century, freak shows are more
about performance than somatic oddity. Suspension of
disbelief must accompany the exhibit that purports to
be a cross between species, and even the most naive
person knows that unusual physical features such
as extra limbs or variant statures do not result from
supernatural forces. In the ancient world, people were
not equipped to understand physical configurations
as we do in the modern world, and ancient scientific
thought provided no reason to disbelieve the combina-
tion of a horse and a man or the existence of a human
with a hundred hands. Monstrous beings—terata, in
Greek—usually inhabited lands around the edge of the
earth and the mythological past. Monstrous beings also
inhabited the Roman imagination: Historians of the
Roman world frequently reported monstrous births
as portents.
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A distinction must be drawn between people with
disabilities and monsters. People with disabilities com-
prised a significant proportion of the ancient landscape,
and an ordinary community member who had some
sort of disfigurement would not have been considered
to be a monster; indeed, the unknown characterizes the
monster. In the ancient world as today, physical con-
figuration alone does not make a monster; rather, a
confluence of social forces defines what lies within
the bounds of human normality and what lies outside it.
Plutarch, the first century Ap biographer, refers to a
Roman “monster market,” where one could buy human
oddities such as people with three eyes. This may have
been a market in which people with variant bodies were
sold and may have doubled as a sort of freak show;
it must have had as much to do with salesmanship and
showmanship as with somatic variation.

Monsters lend order to the world by defining the
boundary of normal human parameters. The ancient
world was not guided by the statistical bell curve of
the eighteenth century; instead, the monster delineated
physical normalcy by reflecting its antithesis. In the
fourth century Bc, in Generation of Animals, Aristotle
described monstrosity as the failure to resemble a
human being at all. Monstrosities, in Aristotle’s view,
included aberrations such as animal heads on human
bodies or humans with extra heads.

In addition to defining physical normalcy, monsters
also reflect social and moral bounds of their culture.
Robert Garland (1995), in The Eye of the Beholder,
argues that the Roman emperors, often reported to
have people with physical anomalies amongst their
courtiers, were themselves in the category of the
monstrous. Sexual ambivalence, too, was seen as a
monstrosity, as argued by Luc Brisson (2002).

A collection of essays on monstrosity in the Graeco-
Roman world (the majority on the Greek world) can be
found in Catherine Atherton’s (2002) Monsters and
Monstrosity in Greek and Roman Culture.

—M. Lynn Rose
See also Monsters.
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THALAB THE GRAMMARIAN
(ca. 845-904)

Iraqi grammarian and philologist

Abu '-Abbas Ahmad ibn Yahya ibn Zaid ibn Saiyar,
more briefly known as Thalab, became the foremost
grammarian and philologist at Kufa in Iraq. Even in
his youth, reference was made to him as a reliable
source of accurate knowledge. In his later years, he
lost most of his hearing. One Friday afternoon, he left
the mosque and was walking along the street while
reading a book “when a horse knocked against
him and threw him into a deep pit, out of which he
was taken nearly senseless.” He died in Baghdad the
next day.

—Kumur B. Selim
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TIMUR THE LAME (1336-1405)

Tatar Warrior

From 1369 until his death, the Tatar warrior Timur
Lang (the Lame) led his army through north India and
central and west Asia, enlarging his dominion from
Aleppo through Baghdad, Shiraz, and Hormuz in the
south, bounded eastward by the Indus, and stretching
north to the Aral Sea and much of the Caspian coast.
He died while marching on China. Contemporaries
mention his lame right leg and arm, from battle
wounds or a youthful sheep-stealing incident. Exami-
nation of his skeleton in the 1940s confirmed the
lameness. Memoirs attributed to Timur include a
description of leading troops through snowbound
mountains and being lowered down a precipice in
a wicker basket attached with long ropes. He experi-
enced rheumatic pain during such campaigns but drove
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himself on. A story has Timur laughing at Sultan
Bayazid, who he had captured. Bayazid reminded
Timur that the rise and fall of kingdoms was in God’s
hands. Timur replied that he was laughing at their
mutual ugliness, because God gave kingdoms indif-
ferently to “such ugly Fellows as we are, you a squint-
ing clown, and I a lame Wretch.”

—Kumur B. Selim

See also The Lame.
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TOKENISM

In modern industrial societies, people with disabilities
have been widely underrepresented publicly and in
the workforce, especially within white-collar pro-
fessional jobs and other high-status positions in
the media, government, and business. Within labor
markets based on segmentation and hierarchy, very
few people with disabilities have been able to break
through what feminist discourse has labeled the “glass
ceiling,” into the upper echelons of leadership and
power. Indeed, in most developed societies, a large
majority of people with disabilities are denied
employment altogether, curtailing their cultural par-
ticipation as effective and self-determined individuals.

Unfortunately, the underrepresentation of large
numbers of people with disabilities inevitably puts
tremendous pressure on those in the public eye to
embody a type of disability overcoming. From a his-
torical perspective, famous high-achieving individuals
with disabilities, such as reformer and writer Helen
Keller and U.S. President Franklin Roosevelt, have
been represented as inspirational examples of success
against great personal obstacles. Similarly, figures
such as Vincent van Gogh and Virginia Woolf are
appreciated for their tremendous genius, while their
experience of mental illness is separated out as a tragic

fate. In such cases, disability is understood as an
impediment to be overcome, rather than as an intrinsic
component of one’s individual work, art, or social per-
spective. Of course, while overcoming narratives are
misleading and destructive in their own right, social
interpretations of the vast majority of people with
disabilities revolve around discourses of dependency,
tragedy, and victimization.

Within this framework, contemporary public
figures with recognized disabilities tend to be posi-
tioned within a binary construct—as either an extraor-
dinary role model or an embodiment of the tragic
nature of disability. Stephen Hawking’s scientific
genius seems to “transcend” his disability. On the other
hand, Jerry Lewis’s telethons, which feature the tragic
stories of “poster children” with muscular dystrophy,
perpetuate a belief system that invalidates the agency of
people with disabilities. These reductive perspectives
are indicative of the way disability tokenism functions.
Out of this socially manufactured binary, individuals
with disabilities who do gain power and influence are
represented within public discourse as the “truth” of
disability. Within this framework, they are living in a
problematic double bind: If they succeed, the media
may broadcast false expectations of other people with
similar or dissimilar impairments; if they fail, they can
be used as a rationalization for further broad-based
discrimination.

Feminist scholars have described gender tokenism
as a process of granting power and privilege to a few
while withholding it from the vast majority of women.
In this way, it appears that if one is truly qualified, that
person can achieve any position she desires. The tok-
enized person is used by the establishment as (faulty)
evidence that a system of justice based on personal
merit is intact. The visible success of very few people
is used to displace the social reality that the vast
majority of people with disabilities lack the resources,
opportunities, and support to experience the kind of
success promised by this gesture of tokenism.

In effect, without support from a community of allies
and other people with disabilities, people who are put in
positions and expected to represent disability are set up
to fail themselves and their community, because either
outcome distorts any real relationship to the diverse and
complex heterogeneity that disability represents.

—Michelle Jarman
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Roosevelt; Vincent van Gogh; Virginia Woolf.
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TRAINING SCHOOLS

In the United States, training schools were institutions
erected to house some of the children designated as
feebleminded. They appeared mainly during the later
part of the nineteenth century and the early decades
of the twentieth century. Historically, they emerged
as in-between sites, formalizing generally after the
earlier East Coast asylums and religious-based charity
institutions and before the special education classes
funded under the auspices of public school authori-
ties. By the early 1900s, scholars such as Henry
Goddard of the Vineland Institute of New Jersey
on the East Coast and Lewis Terman of Stanford
University on the West Coast were arguing that 2—3
percent of the U.S. population were classifiable as
feebleminded.

Training schools were initially institutions to
which parents, for the most part, had to be persuaded
to send their children. For most social groups in the
United States at that point, voluntary segregation of
the young from immediate family was generally
not a preferred cultural experience. As such, welfare
experts, religious workers, and concerned donors
established rigorous programs of persuasion to segre-
gate feebleminded children and place them in the new
institutions.

The overt nature of this effort indicated a refigura-
tion of the relationships that constituted the state.
The shift in relationship structures, especially within
families, was often commented on in two key sites
where the successes and failures of training schools
were reported. Two national conferences held annu-
ally in the United States documented these efforts
across states and are important to note (published
proceedings are available): the National Conference

of Charities and Corrections and the National
Conference on the Education of Backward, Truant,
Delinquent, Dependent, and Defective Children.
In addition, journals focused specifically on feeble-
mindedness, such as the Training School Journal and
the Journal of Psycho-aesthenics, stood alongside
more broadly conceived journals concerned with edu-
cation in general, such as G. Stanley Hall’s Journal
of Genetic Psychology and Pedagogical Seminary,
both of which frequently contained articles on feeble-
mindedness and degeneracy. (G. Stanley Hall was a
founder of the American Psychological Association
and a leading exponent of the child study movement.)

The new relationship of children to statehood was
borne out in such documentary sites. These sites of
information exchange are particularly significant for
understanding how feebleminded children were con-
structed and imagined in relation to training schools
and, in turn, nationhood. Under discourses of scientif-
ically managed citizenship and a competitive eugenic
philosophy, the routes through which human bonding
could proceed and the methods for getting things done
had changed. The child-adult binary had been refig-
ured through the establishment of a variety of institu-
tions that separated the young from each other and
their elders, such as children’s hospitals, schools
of different kinds, and youth clubs, all of which were
often further segregated by race in their establish-
ment or operation. While all the young were now to be
thought of as vulnerable, ignorant, segregable, and
delayed from responsibility, children designated as
feebleminded were made to embody the perpetuity of
these features symbolically and to represent an appar-
ent threat to the strength of the nation.

The variety of training schools that existed
indicated an uncertainty over the minutiae of this
logic but reflected a common dedication to segrega-
tion. Different schools had different functions. In a
40-year period around the turn of the twentieth cen-
tury, training schools were one of several sites to
which children labeled feebleminded could be allo-
cated, depending on local laws and availability. For
example, children could be assigned to (1) publicly
funded training schools, some of which taught manual
labor tasks; (2) privately endowed training schools;
(3) philanthropic institutions more overtly concerned
with segregation and medicalization; (4) state-care
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medical institutions that did not assume themselves
to have pedagogical functions, including asylums; or
(5) special classes either attached to a public school
or centralized in a separate building within a given
school district. In regard to training schools specifi-
cally, some had more of a “warehousing” function,
while others placed an emphasis on manual training
designed to “mitigate” the effects of feebleminded
children on the larger group of citizens. Training
schools were thus also “in-between” institutions, not
only in terms of when they emerged, but insofar as the
children sent to them were sometimes considered to
be liminal—trainable but not educable, with manual or
vocational labor being the only kind offered, if at all.

Because training schools emerged as part of a pro-
liferation of formal segregating institutions, their role
has been viewed in ways that go beyond their specific
or intended internal functions. Earlier forms of segre-
gation, such as reservation systems and slavery, were
followed by other forms, such as asylums, prisons,
orphanages, schools for Deaf and Blind, industrial
schools, centers for juvenile delinquents, and train-
ing schools. Historians of education such as John
Richardson (1999) have suggested that compulsory
attendance legislation would not have been possible
without this prior experience of confinement. By
1918, all existing U.S. states had compulsory atten-
dance legislation, which was less about a commitment
to elementary public schooling and more about who
was not allowed to attend. In sum, training schools,
alongside other prior institutions, had several kinds
of purification purposes: (1) reforming state relations:
they were believed to purify the child of familial influ-
ence by removing them and opening them to expert
governance; (2) production and reproduction: to purify
the wider population from ‘“having to see” feeble-
minded children, with the hope of ending the repro-
duction of feebleminded people while simultaneously
molding cheap, productive laborers; and (3) defining
the citizen and the public: to purify state-funded “reg-
ular” or mainstream schooling by offering segregated
spaces that made possible a more narrow definition of
who the public was in public schooling.

—Bernadette Baker

See also Education and Disability; Feeblemindedness; Henry
Herbert Goddard; Special Education.

Further Readings

Franklin, Barry. 1994. From “Backwardness” to “At-Risk”:
Learning Difficulties and the Contradictions of School
Reform. Albany, NY: SUNY Press.

Richardson, John. 1999. Common, Delinquent, and Special: The
Institutional Shape of Special Education. Studies in the
History of Education, Vol. 9. New York: Falmer.

Winzer, Margaret. 1993. The History of Special Education: From
Isolation to Integration. Washington, DC: Gallaudet University
Press.

TRANSGRESSION

Transgression is a form of resistance involving the
crossing of limits or boundaries. It is not antagonistic
or aggressive, nor does it involve a contest in which
there is a victor; rather, transgression is playful and
creative. Among disabled people, transgression has
been a significant means of challenging limits and dis-
abling barriers. Disability activists have been involved
in a long campaign of direct action against disabling
barriers, whereas transgression has been a more indi-
rect and subtle form of challenge by disabled people.

The concept of transgression has been elaborated
extensively by Michel Foucault, who was interested
in Kant’s critique of limits but wished to pursue more
practical (and political) forms of engagement. Foucault
saw transgression as distinctively different from tran-
scendence or transformation: He did not envisage indi-
viduals as gaining absolute freedom from limits, as
transcending, or as finding a new self. Instead, he sug-
gested that individuals, in crossing limits or boundaries,
might find moments of freedom or of otherness.
Foucault’s account of where transgression takes place
is somewhat complex. In his “Preface to Transgression”
(1963), written as an introduction to the work of
Georges Bataille, he argues that “it is likely that trans-
gression has its entire space in the line it crosses”
(Foucault, 1963/1984, p. 73). This implies a boundary
that can only exist if it is crossed. The limit and trans-
gression depend on each other, but the relationship is
not a simple one; rather, Foucault explains the relation-
ship as being like a spiral, with moments of crossing of
the limit appearing as flashes of lightning in the night
that give a darkening intensity to the night they obscure.
He also describes the interplay of limits and transgres-
sion as being regulated by a simple obstinacy. The act



1556  Transgression

of crossing the limit does not violate it, but simultane-
ously affirms and weakens it. Foucault regards this as a
form of nonpositive affirmation, which has to be con-
stantly repeated, and likens it to Blanchdt’s notion of
contestation, which does not imply a generalized nega-
tion, but an affirmation that affirms nothing. A more
positive version of transgression was developed by
Foucault in the shape of practices of the self, whereby
individuals set about changing their own selves.

Derrida sees transgression as being achieved in
deconstructive readings of texts, which cross the pro-
tective limit given by traditional readings. It involves
going beyond the first reading of a text and examin-
ing its ambivalences, contradictions, and slippages.
Deconstruction transgresses against the protection
that a traditional reading affords, by reading against the
grain, exploring alternative meanings, and consider-
ing how the text itself performs. The playful nature of
deconstruction and the transgressive forms of writing
that are often adopted has provoked some criticism
about its acceptability as a form of scholarship and has
even led to the publication in Social Theory of a hoax
article by Alan Sokal entitled “Transgressing the
Boundaries: Toward a Transformative Hermeneutic of
Quantum Gravity.” However, those practicing decon-
struction maintain that the transgressive strategies may
be playful, but their intent—to challenge assumptions,
orthodoxy, and dogma—is deadly serious.

Foucault uses sexuality to illustrate transgres-
sion, arguing that since the writings of Sade and, more
recently, Bataille, sexuality has been a fissure that
marks the limit within us and designates us as a limit.
Foucault has been criticized extensively for failing
to provide empirical examples of his concepts, and
indeed, his discussion of sexuality provides little guid-
ance into the practical pursuit of transgression. It has
been suggested by one of Foucault’s biographers, how-
ever, that sexuality is one area in which he did in fact
experiment, and his own testing of the limits of homo-
sexuality involved promiscuous behavior that led to his
premature death from an AIDS-related illness.

Nevertheless, transgression has been viewed as an
attractive construct in relation to marginalized and
oppressed groups, as Foucault points out, not least
of all because “it serves as a glorification of what
it excludes” and forces recognition of exclusion. For
those who transgress, according to Boyne (1990),

“otherness lies ahead” (p. 82), and this allows individ-
uals to shape their own identities by subverting the
norms that compel them to perform repeatedly as gen-
dered or disabled subjects. They are not required to—
and indeed could not—reject these identities entirely,
but they can vary the way in which they have to repeat
these performances. Researchers studying transgres-
sion have uncovered strategies in which new mothers
have avoided both breast feeding and the wrath of the
health visitors checking on them. Within disability, it
has been suggested that self-help groups for “ME suf-
ferers” (those with myalgic encephalomyelitis/chronic
fatigue syndrome) enable them to transgress against
the regulatory norms that inscribe their bodies differ-
ently. Research with disabled students by Allan in
1999 documented the ways in which they transgressed
both in and out of disability. Transgressive strategies
that moved the students away from a disabled identity
included using humor to put peers at ease, pretending
to be “blind drunk” rather than drunk, or avoiding
going to the toilet; acts of transgression toward dis-
ability included claiming a more disabled label and
requiring peers to provide help. Teachers were gener-
ally unsympathetic to, and critical of, the students’
transgressive practices, tending to read these as evi-
dence of students’ failure to accept the “fact” that they
were disabled. There appeared to be a clash of dis-
courses within the school, between, on one hand, the
students’ discourse of desire, within which they prac-
ticed transgression, and, on the other hand, the teachers’
discourse of special educational needs, within which
they provided support.

Disability arts represent a particularly creative and
innovative form of transgression. They celebrate dif-
ference but also seek to subvert the normality genre
by using the body as a weapon to subvert and under-
mine disabling barriers. Disability arts deploy differ-
ence strategically and involve individuals portraying
themselves as aesthetic objects, through dance, pho-
tography, art, and other cultural forms. One powerful
example comes from Cheryl Marie Wade, who, in her
poem “I Am Not One of the,” reverses beauty and ugli-
ness, portrays herself both as a sexual object, with lace
panties, and as deformed, with a stub, and demands a
presence that has hitherto been denied. In “Crip Pride,”
Jessie Aaron presents herself and her “family” of
disabled people as subjects with sexualities. She offers
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solidarity and difference as a response to the rejection
she and others have experienced. Both writers assert
their sexual and gendered identities in playful ways
that challenge the desexing discourses of disability.
Their transgression, therefore, has an impact on their
own identities, but also on those who read the poems
and who are forced to examine their own normalizing
and disabling knowledge and actions.

Foucault acknowledges a “difficulty with words” that
hampers philosophy and sees the absence of a language
with which to talk about transgression as inhibiting its
practice. Nevertheless, he expresses his hope that one
day transgression will be as much a part of our culture
as contradiction was for dialectical thought. Bataille
also looks forward to the normalization of transgression
whereby silent contemplation would be substituted with
language (Foucault 1984). It could be said that trans-
gression is indeed part of everyday culture, albeit denot-
ing some marginal activities: A web search suggests that
transgression has become synonymous with forms of
eroticism and “deviant” sex. Transgression is also preva-
lent in the arts: Anton Chekhov’s short story, Kate
Jordan’s play, and a film written and directed by Michael
diPaulo all have the title Transgression, and Joyce Carol
Oates’s collection of short stories is entitled Faithless:
Tales of Transgression.

Transgression appears to provide an important way
for disabled people to engage playfully with limits
imposed on them by a disabling society. It seems to pro-
vide scope for challenging the very existence of some of
these limits and for self-transformation. Transgression
operates within a discourse of desire, and this discourse
has to be extremely powerful to speak against the needs-
based discourses that dominate disability services.

—Julie Allan
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Michel Foucault; Poetry.
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TRANSITIONS IN EDUCATION
AND EMPLOYMENT

Transition generally refers to any process that char-
acterizes an evolution resulting in something new or
different from that which was before. It may express
the process of change in form, as in the shape or
structure of the human body as it grows or ages, or it
may refer to the process of changing emotional states,
as in the swing from a normal to a depressed emo-
tional state. In any case, transition is the term we use
to label the process of change, reflecting the move-
ment from one set of identifiable characteristics of
something or someone to a new set of identifiable
characteristics.

In the past two decades, transition has been the
term used in education, particularly vocational edu-
cation, to refer to the process of helping secondary
education students become “work ready.” In this con-
text, transition includes all of the efforts of schools to
modify and improve their vocationally oriented prac-
tices that more directly and effectively prepare
students for the world of work. It refers to system-
level efforts, including curriculum reform, changes or
additions to course offerings, and enhanced work
experiences. It quite literally refers to any effort by
schools to influence and improve the potential for
their students to achieve positive vocational out-
comes. Transition from school to work, as it is often
called, is the application of those practices referring
to the transformation process of being school ori-
ented to being work oriented.

The term transition has a more specific and formal
meaning in special education. In this context, tran-
sition not only refers to the general school-based
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process of preparing students for the world of work, but
also denotes a component of the individualized educa-
tion plan (IEP) of students aged 14 and older. Thus, tran-
sition refers to improvements in “system” practices as
well as to the application of those practices to individual
students. Students with disabilities (who have an IEP)
are required to have a formal transition plan as part of
their education plan. The purpose and focus of the tran-
sition plan are to ensure that appropriate steps are in
place that will lead to successful integration of students
with disabilities into adult living environments, with
special emphasis on work and post—secondary educa-
tion settings.

TRANSITION AND
STUDENTS WITH DISABILITIES

The concept of transition in special education has
its roots in the early 1980s, when parents and advocates
of students with disabilities began to voice concerns
about the employment prospects for their children. The
U.S. Education for All Handicapped Children Act (P.L.
94-142), which called for a free and appropriate educa-
tion for students with disabilities, had been in place for
nearly a decade. Evaluation data regarding its lack of
effectiveness in stimulating the schools to adequately
prepare students with disabilities for adult living and the
world of work were beginning to mount and raised seri-
ous concerns among parents and advocacy groups. The
facts that schools were now required to provide appro-
priate education to students with disabilities together
with the accumulating data revealing the apparent lack
of preparation for work and adult living led to sustained
advocacy efforts to get the schools to include school-to-
work transition planning as part of the educational plan
for every secondary-age student. That advocacy effort
culminated in the Individuals with Disabilities Education
Act (IDEA) of 1990, which also mandated schools to
incorporate into each student’s IEP an outcome-oriented
statement about transition services.

IDEA describes a transition plan as an outcome-
oriented process that leads the student to successful
linkages with the adult community. Successful linkages
include postsecondary education; vocational training,
integrated employment, or continuing adult education;
adult services; or independent living and community
participation. The entire emphasis of transition planning

is to ensure that when the student exits the school
setting—thus absolving the school of any further IEP
responsibility—he or she has a direction and is effec-
tively engaged in the adult environment. Practically,
given individual interests and abilities, that could mean
the student is working (has a job), is engaged in voca-
tional rehabilitation services, is enrolled at a college or
university, or is doing all three. Equally important, tran-
sition planning is intended to convey that students are
linked with the community and community services in
such a way that they have as much control over their lives
and daily living as possible or are moving toward self-
directed independence and independent living.

THE FOCUS OF TRANSITION PLANS

Transition plans embody a comprehensive and often
complex strategy for bringing about the successful
movement of students with disabilities from school to
work and adult living. Comprehensive plans consider
the wide range of programs in the workforce develop-
ment system (including the school) that should play a
role in bringing individual student success. In doing so,
successful transition plans are characterized by four
common elements: They are student centered, incorpo-
rate input from and identify critical stakeholders in the
transition process, reflect interagency collaboration in
meeting student needs, and address the broad range of
student needs that will lead to successful transition.
The foundation of a successful transition plan is a
genuine student-centered planning process. Successful
transition plans reflect a clear and strong commitment to
the goals, interests, and dreams of the student. Schools
are obliged to work with the student through testing and
assessment to determine his or her strengths and inter-
ests in order to articulate the intent, focus, and chief out-
comes of the plan. The more closely the plan is tied to
the goals of the student, the more likely its success will
be. As plans are developed and modified over time, the
student’s goals and interests remain the centerpiece in
the planning process. Successful transition plans take
on appropriate detail depending on the interests, abilities,
and needs of the student. No two plans are alike.
Stakeholder input and participation in plan execution
are key characteristics of successful transition plans.
Stakeholders can include the student, family members,
teachers and other relevant educators, adult service
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providers, and relevant community members (e.g.,
advocacy groups) as appropriate and needed. The chal-
lenging aspects of stakeholder involvement are identi-
fying the individuals who can play a key role in the
development and execution of the plan and the timing
of their involvement.

The third characteristic of successful transition
plans is interagency collaboration. Involving the
schools alone in the transition planning process is
considered to be shortsighted and ineffective when
adult service providers can supply key insight and
services that can offer the student real-world experi-
ences. Thus, it is imperative that schools involve agency
representatives in planning both content and timing.
In addition, plans should describe the details of how
students will be linked to adult and community service
agencies. At a minimum, the plan should include repre-
sentatives from vocational rehabilitation services and
the local workforce development system. In the United
States, these are now called the “one-stop”” employment
development agencies. Other agencies that may play
a role in transition planning and execution include
mental health services, developmental disabilities,
local centers for independent living, and the myriad of
community-based services.

The fourth characteristic of successful transition
plans is the focus on the broad range of student devel-
opment needs. All students, whether bound for college
or sheltered employment, will need assistance to meet
the broad range of adult living requirements. Thus, tran-
sition plans should reflect the activities that are needed
to meet those requirements, including consideration of
life skills instruction, career and vocational exploration,
structured work experiences, and support services.

THE TRANSITION
PLANNING PROCESS

Transition planning typically begins when the student
reaches high school age. IDEA mandates the develop-
ment of a transition plan at age 14. The general idea is
that the plan is first articulated early in the student’s
high school experience and is refined over time to reflect
new information, changing demands, and refined inter-
ests. Successful plans result from planning activities that
are open and participatory, ongoing, and centered on
the goals and interests of the student. The process is

open in that it involves individuals who have and feel a
stake in the success of the resulting plan. The planning
process is controlled by interested stakeholders, including
the student for whom the plan is designed. All stake-
holders provide input to the plan and share in the
responsibilities for carrying out the plan.

Successful transition plans are dynamic and undergo
periodic review to assess progress. They rarely remain
static from initiation to completion, as opportunities
and environments change over time. To take advantage
of new opportunities, stakeholders should periodically
assess progress of the plan toward the intended goals,
review activities and supports, and revise as appropriate.

—William D. Frey
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TRANSLATING THEORY
AND RESEARCH INTO
PRACTICE

The issue of translating theory and research into
practice is ultimately one of disseminating and utiliz-
ing research findings. Through the dissemination and
utilization of theories, practical programs implement
and test new theories on varieties of populations and
situations. The iterative nature of this process requires
a constant dialogue between researchers and practi-
tioners. While so-called pure research may be valued
in the quest for knowledge in and of itself, applied
research on disability, for example, presumes that
individuals with disabilities, their family members,
researchers, policy makers, and activists will be able to
utilize those theories and findings in their own lives or
professional work. To those ends, translating theory
into practice is an important issue for many applied
fields that work with and serve members of disability
communities.

This entry has three objectives. First, five dimen-
sions of dissemination that influence the utilization of
new knowledge will be explored to suggest factors that
should be considered during the dissemination process.
Second, two models of information integration will be
detailed to explore how practitioners incorporate new
knowledge and processes. Finally, the implications of
these components for integrating research findings into
practice will be briefly discussed.

DIMENSIONS OF
DISSEMINATION

Based on a literature review, the National Center for
the Dissemination of Disability Research (NCDDR)

identified four key dimensions that affect the accep-
tance of new theories and knowledge. The first dimen-
sion is the source of new knowledge: Where is the
information coming from? This dimension speaks to
the information source’s credibility. If the information
is from a reputable institution or researcher, the find-
ings may be more readily accepted and integrated
into the daily activities of an individual or agency.
However, if the information originates from unknown
or dubious sources, the information consumer may
quickly disregard the findings. Indeed, the source of
information is often more important than the actual
information presented.

Second, the content of the disseminated message
impacts whether it is incorporated into practice.
While the previous dimension focuses on the quality
of the information provider, this dimension focuses
specifically on the message. To gauge the quality
of the information, an individual must weigh the
content against existing knowledge to see whether
their experience confirms the theory. As consumers
of information, people are constantly weighing new
theories and messages against preexisting knowledge.
As these messages cohere with previous knowledge
and experience, the information will be accepted and
implemented.

Third, the medium through which the theory is con-
veyed can affect its utilization. This dimension con-
cerns how the material is disseminated. Perhaps the
largest breakdown in theory implementation occurs in
this dimension. For researchers based at colleges and
universities, their positions often require them to pre-
sent research findings at academic conferences or in
scholarly journals. These venues may not be appro-
priate locations or formats for members of disability
communities, practitioners, or agency staff. Research
findings must be presented and conveyed in accessible
formats and locations to assist in broader practice
implementation. During the past several years, the
Internet has made knowledge dissemination much
faster and more accessible through web pages and an
increasing number of online journals. However, with
so much information coming from so many sources,
people are forced to critically evaluate the credibility
of information now more than ever.

Fourth, the users receiving the knowledge affect
how the theories are translated into practice. As the
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NCDDR suggests, facilitating a user’s utilization of
knowledge can be accomplished in two primary ways.
First, the materials need to be relevant to the user’s
daily life. Second, the user must be ready to accept
the information. Thus, from the information receiver’s
point of view, knowledge is more likely to be imple-
mented as its utility increases. Within some academic
fields, researchers have addressed issues of utility
through participatory action research that incorporates
the potential users of the information not only in
selecting research questions, but also in developing
theories and methods to answer those questions.
Research suggests that through this collaboration, users
and agencies are more likely to utilize the research
findings.

A fifth dimension to the implementation of informa-
tion that the NCDDR did not mention is the speed at
which the information arrives to practitioners. The time
lag between the research project and the dissemination
of research findings can make the information out-of-
date by the time practitioners and agencies receive it.
This time lag occurs at numerous stages of the research
and dissemination process. For example, when looking
at possible racial and ethnic discrimination in vocational
rehabilitation (VR) services in the United States, many
of the articles that were published in 2002 and 2003
relied on information from the 1996 and 1997 Rehabili-
tation Services Administration’s database, RSA-911.
This lag of approximately six years could make the find-
ings useless to VR practitioners and agencies as policies
and administrations remain in flux.

MODELS OF INFORMATION
INTEGRATION

The literature suggests two primary models to explain
how theory is adopted into practice. First, the agricul-
tural extension model suggests that people adopt new
models for pragmatic reasons. If the theory produces a
more efficient and efficacious means of getting out-
comes, then it should be utilized. Second, the con-
structivist model indicates that people will adapt
new methods only when their old methods fail and the
new method reflects their experiences. Therefore,
the first model can be seen as more of an objective
approach and the second model as more of a subjective
approach.

Agricultural Extension Model

The agricultural extension model developed as a
model of translating theory into practice following
patterns established in agriculture. This model focuses
primarily on spreading the word of successful inter-
ventions. For example, in pharmacology, Viagra ini-
tially began as a treatment for high blood pressure and
was used on young, male medical students. While the
drug was successful at reducing high blood pressure,
it also had an adverse side effect of an erection. Now
the drug not only is used generally for men with impo-
tence but also is used for men with spinal cord injuries
to enhance their sexual functioning. Through that
process, the use of Viagra spread from people with
high blood pressure to older men with erectile dys-
function to men with paraplegia and tetraplegia.

This agricultural extension model also establishes
“best practices” paradigms in fields such as public
health and medicine. However, this model presents a
narrow notion of knowledge dissemination. For example,
the agricultural extension model assumes that the envi-
ronmental and individual factors will be the same
despite any differences that may exist between the ini-
tial study site and future sites where the knowledge
may be applied. For this reason, some researchers in the
literature have called for “best practices” to be consid-
ered “best processes” so that environmental and indi-
vidual variables can be better considered in utilization.
Indeed, this transition contextualizes the processes
within the specific situations and reminds users to con-
sider that context when adapting those processes.

Constructivist Model

The constructivist model is primarily concerned
with how dissemination fits into the process of learn-
ing. This model considers how individuals and groups
assimilate knowledge based on how well it blends
with previous experience. Essentially, learners accept
knowledge if it meshes with their personal experience
and reject knowledge if it does not mesh with their
experience. As a consequence of this model, people
are likely to maintain the status quo unless faced with
a problem. This stagnancy further detracts from possi-
ble innovations that may develop during process
improvements. A possible way to counteract this
stagnancy and push for innovations is to maintain
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cross-disciplinary teams to introduce theories from
different fields when considering new practices.

CONCLUSIONS
AND SUGGESTIONS

This entry has examined important factors in the
research dissemination process and models to explain
why practitioners and agencies may utilize research
findings. At least three suggestions can be made based
on the dissemination literature. First, researchers need to
make new information accessible to all levels of users
(e.g., researchers, individuals with disabilities, families,
activists, policy makers). Accessibility may mean pub-
lishing and presenting the materials differently to differ-
ent groups. This implication follows one of the primary
rules of writing: Always consider your audience.

Second, researchers need to ground their research
in communities that may implement their findings.
This activity accomplishes several goals. Not only does
the researcher gain credibility in the community, but
also the community will be more likely to utilize the
research findings. Participatory action research has
provided a useful model to assist with this process.
By incorporating community members in all phases of
research and maintaining this connection throughout
the project, researchers may be able to disseminate their
findings more quickly to the people who are most likely
to utilize them.

Finally, researchers need to understand models
that lead people to utilize research findings so their
dissemination efforts can target those models. For
example, if individuals only accept new theories when
old theories fail them, then researchers disseminating
new findings need to show why old theories no longer
apply. This concentration on dissemination packaging
is vital to increase the likelihood of translating theory
into practice.

—R. Noam Ostrander
See also Research; Vocational Rehabilitation.
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TRAUMATIC BRAIN INJURY

Traumatic brain injury (TBI) is defined as any damage
to the brain from an applied force. The forces involved
can be from direct contact, as in blunt or penetrating
head injury, from a gravitational source such as fierce
shaking, or from rotational energy, as in shaken baby
syndrome. Often, a combination of these forces is
involved (a motor vehicle collision can cause both
direct blunt trauma and rotational and rapid velocity
changes). These events cause a deformation of the
brain tissue that results in several types of pathology.
In addition to the primary injury (caused at the
moment the force is applied), a series of events is set
in motion that continue to cause cellular damage over
the next days to weeks, or even longer. These sec-
ondary injury events include a complex set of bio-
chemical reactions and molecular changes that extend
cellular damage, brain edema, and inflammation in a
self-perpetuating cycle that rapidly increases the extent
of the brain damage.

PRIMARY INJURY

Direct contact with the skull or brain is classified as
blunt trauma (caused by, for example, a baseball bat
or windshield) or penetrating trauma (from gunshot
wounds, shrapnel, and knives). Blunt contact causes
injury directly below the contact point. The impact can
also cause the brain to move or shift back and forth
inside the skull, damaging the opposite side of the
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brain, in a “contracoup” injury. The base of the skull
is bony and rough and can cause tearing and bruising
to brain tissue when it bounces back and forth. The
extent of the damage varies depending on the intensity
of force applied. The primary injuries that result are
contusions (bruising of the brain tissue), tearing of the
tissue and blood vessels, bleeding, tissue shearing,
and disruption of neuronal networks. There are multi-
ple types of contusions. Blunt head injury may be
open, if the skull has been compromised to the point
that brain tissue is open to the environment, or closed.

In addition to the direct blow, blunt trauma to the
head causes the transmission of forces throughout the
brain tissue. If strong enough, they can cause shearing
and disruption of tissue and neural networks deep
within the brain. This type of damage tends to be dif-
fuse and can result in axonal damage (diffuse axonal
injury [DAI]), diffuse edema, and extensive neuronal
death and can extend the toxic secondary injury
throughout the brain to areas far from the point of
original contact. The same acceleration forces that
cause DAI can also cause stretching and tearing of
blood vessels leading to subcortical hemorrhages,
additional neuronal damage, and disrupted functional
activity in otherwise intact neurons.

Penetrating injury results in different injury patterns
from blunt injury. The biggest factors in the degree of
damage from a penetrating injury are the velocity and
mass of the projectile. Shells from high-powered rifles
and other high-velocity projectiles can cause an enor-
mous pressure wave that damages the brain tissue in
predictable patterns and can be massive and devastat-
ing. Lower-velocity projectiles cause less pressure-
wave damage and less direct shrapnel path damage. As
with blunt TBI, penetrating injury sets off a secondary
injury cascade.

SECONDARY INJURY

The initial trauma to the brain that kills or damages
nerve cells is only the first step in a drawn-out and
complex cascade of events that cause further cell
death. Immediately after a TBI, some cells are mor-
tally wounded, while others farther away from the
injury insult receive lesser wounds. However, within
hours to days after the injury, if the metabolic and

cellular machinery in the nerves (homeostasis) is
too perturbed, these cells swell and die (necrosis).
Necrosis can be caused by inflammatory factors pro-
duced in the brain, by free radicals entering into the
brain, or by the excessive release of excitatory neuro-
transmitters such as glutamate. Some cells that sur-
vive the initial injury may die days, weeks, or months
later, when mechanisms inside the nucleus of the cell
trigger a breakdown of its DNA. This process is known
as apoptosis, or programmed cell death, because it is
triggered by genes within the cell nucleus responding
to external signals caused by the TBI.

Components of the secondary injury cascade
include anoxia (absence of oxygen), hypoxemia (low
oxygen content in the blood), hypotension (low blood
pressure) and anemia (low blood count), hemor-
rhages (bleeding in the brain), edema (swelling), and
increased intracranial pressure. Edema is a common
component of TBI that occurs when disruption of the
blood-brain barrier allows fluid to leak into the brain,
or cellular swelling follows cell membrane damage
and ion transport dysfunction. Edema increases
intracranial pressure and can result in further damage
to brain tissue. If intracranial pressure continues
to increase, it leads to compression of the brain tissue
and eventual herniation of tissue through the brain
stem, resulting in death. In addition to edema any new
lesion or mass that occupies space causes increased
intracranial pressure after TBI, and if these masses
continue to grow, permanent brain damage ensues.

OUTCOMES

Traumatic brain injury is broadly defined in terms
of three categories of severity: mild, moderate, and
severe, based on the Glasgow Coma Scale, a 15-point
scale designed to measure the patient’s ability to
respond to environmental stimulus (visual, verbal,
motor) after TBI. The degree of impairment depends
on the extent of damage to critical brain areas. In
the United States, approximately 80 percent of TBIs
are mild, 10 percent are moderate, and 10 percent are
severe. Outcome after TBI can vary widely depending
on the locus and extent of damage, age and sex of the
patient, prior medical conditions, socioeconomic and
educational status, early treatment interventions, and
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subsequent extent of rehabilitation and medical
therapy. An equally broad range of symptoms—Iloss
of consciousness and coma, persistent vegetative
state, seizures, disrupted motor functions, visual
defects, dizziness, disordered language, executive
functions and communication skills, lack of emotional
control, diminished (or enhanced) sex drive, depres-
sion, changes in personality, inability to focus and loss
of attention, and impaired memory, especially short-
term processing of information—can occur in the
successive stages after TBI.

There are currently no clinically effective treat-
ments than can directly repair the damaged brain.
Basic research in this area focuses either on develop-
ing drugs that can prevent swelling, necrosis, and
apoptosis (neuroprotection), or on agents or physio-
logical techniques that encourage intact nerve cells to
grow new branches, or to increase or even change
their activity to replace the neurons that have been lost
(enhancing neuroplasticity). A third category of
research, using stem cells or other genetically modified
cells (glial cells) that are transplanted into the zone
of injury, seeks to replace damaged cells with substi-
tute neurons or other cells that can restore function.

In the current absence of treatments, symptoms can
persist indefinitely, although there may be gradual ame-
lioration that can sometimes be improved with reha-
bilitation therapy. Many patients diagnosed with mild
TBI develop behavioral problems and symptoms that
prevent them from returning fully to their preinjury
lifestyles or work, and in about 30 percent of cases,
they are accused of malingering, although this condi-
tion is not easy to verify. There is now accumulating
evidence that even mild but repeated head injuries (e.g.,
those associated with sports such as boxing or football)
occurring over time can result in cumulative impair-
ments that can be very disabling or even fatal.

According to the Centers for Disease Control, each
year in the United States, 1.5 million people sustain
some form of TBI—S8 times the number of people
diagnosed with breast cancer and 34 times the number
of new cases of HIV/AIDS. TBl is the leading cause of
death in males aged younger than 35 years. Fifty thou-
sand people die from TBI each year, and these account
for one-third of all injury-related deaths. Eighty to
ninety thousand people each year “will experience
the onset of long-term or lifelong disability associated

with TBI” (Thurman et al. 1999:612). TBI is a leading
cause of death and disability in people aged older than
75 years, mostly from falls and related accidents.

—Donald Stein

See also Medicine.
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TRAVEL

Travel can narrow or widen gaps among people
with disabilities (PWDs) and gaps between disabled and
nondisabled people. As with the political, economic,
and social development that often fosters it, travel can
(but sometimes does not) create an egalitarian civil
society. For many of the world’s PWDs, economic,
social, and political factors compound structural barriers
to travel. PWDs are tourists traveling for leisure, “hosts”
for the tourist industry, migrant laborers, students in
educational exchange, and travelers in search of refuge.

Travel has several definitions, with different
implications for disabled people. A basic definition
is in the Cambridge English Dictionary: “to make a
journey, usually over a long distance.” Especially in
Commonwealth countries, reference to travelers is
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often to migrants who are excluded from many social
services.

Many authors looking at globalization, disability,
and travel examine the dualisms (e.g., rich and poor,
urban and rural) affected by globalization. But for the
most part, these analyses have looked at disability
only tangentially. Since disability, travel, and global-
ization are inextricably linked, this is a shame.

LEISURE AND
BUSINESS TRAVEL

On the upper side of the gap between the “haves”
and “have-nots” among PWDs are most leisure and
business travelers. Travel for leisure or business is
most frequent and easiest in the United States, fol-
lowed by Canada and Western Europe, and most infre-
quent and difficult in most of Asia and Africa.

Many books and organizations have emphasized
the gains that disabled people receive from travel. In
the United States, Jillian Magalaner’s publication of a
travel guide geared toward travelers with disabilities
in 1994 (revised in a new edition by Fodor in 1996)
was a landmark. The publications acknowledged the
importance of legislation, especially the Americans
with Disabilities Act (ADA) of 1990, in bringing
about change, and acknowledged that laws worked
most effectively when people held businesses
accountable. In 2002, the American Automobile
Association (AAA) published Guides to Barrier-Free
Travel for New York City, Washington, DC, and other
destinations.

Such publications indicate progress, but the need
for them reflects the limited access for travelers. They
also reflect extensive cooperation between individuals
and groups designed to promote accessible travel by
PWDs. The AAA publications, for instance, drew on
“accessibility appraisers” that included for-profit and
nonprofit entities such as Access-Able Travel Source
in Colorado, Accessible San Diego, and a Canadian
company, Beyond Ability International.

Travel for disabled people has had an impact in
the travel industry. This is reflected in growth and
development of organizations such as the Society for
Accessible Tourism and Hospitality (SATH) and esti-
mates such as one from a 1999 publication of the
European Commission: “an unserved potential of

35 million overnight travelers and 630 million nights
could be generated (p. 4). Globally, that potential is
much greater.

The global travel industry may have negative
effects on tourist destinations. High disability expec-
tancy characterizes some parts of the tourist industry.
Deborah McLaren (2003) observed that “the general
health of people in tourist destinations is declining,
and locals are the least likely to be able to afford treat-
ment” (p. 82). She offers specifics, such as the rise of
HIV/AIDS in Thailand. Global travel and urbanization
affects both the scope and the nature of disability.

TRANSPORTATION

Air, rail, cruise ship, and highway travel are all
impacted by disability. In each, there have been many
standards and aspirations for disability access but fewer
enforceable rules.

In the United States, air carriers are regulated under
the Air Carriers Access Act (ACAA). The ACAA’s
adoption in 1986 was unevenly implemented, however,
and was aided by Department of Transportation’s
rule-making regarding matters such as service animals,
boarding, and seating. That major problems remained
was evident in a 1999 report of the U.S. National
Council on Disability. In 2000, the ACAA’s provisions
were extended to foreign carriers landing in the United
States. Writing in 2002, Curtis Edmonds suggested the
need for a private right of action, allowing for individual
lawsuits to bring about the promise of the ACAA.

Cruise lines attract many PWDs. Plaintiffs hoping
that a U.S. court would order imposition of ADA stan-
dards on foreign-flagged cruise ships were ultimately
successful. In Spector v. Norwegian Cruise Lines, the
appellate court reversed a district court ruling where
people faced barriers making access to services and
evacuation equipment difficult or impossible. The ship
flew the Bahamian flag, so the cruise line argued that
it was not bound to comply with the ADA. Then, on
June 6, 2005, the U.S. Supreme Court reversed the
appellate court’s decision and sided with the plaintiffs
in their argument that the ADA’s guarantees of access
were applicable.

The concept of universal design has been applied
to transportation systems, with the design of bus, rail,
and air facilities intended to accommodate everyone.
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Accessible transportation solutions exist but often are
not adopted by industries and public authorities alleg-
ing budgetary restraints.

LODGING

Bathrooms, signage, elevators, telephones, trans-
portation, staff training, parking, and other factors
may determine how accommodating a hotel or motel
will be for travelers with disabilities.

In the United States, lodgings are ‘“public
accommodations” covered under Title III of the ADA.
Through the Access Board, there are specific require-
ments that lodgings should meet. Some adaptations
have been made voluntarily, and some of the require-
ments have been enforced through the courts and
through settlement agreements. However, require-
ments such as choice of rooms (e.g., twin, double
double, or suite) and access to public areas (e.g., break-
fast room, patio) continue to be violated. So do simple
and widely known requirements for service dog access
and placement of furniture to accommodate travelers
with mobility impairments. As evidenced by numerous
guides, though, accessible lodging exists, and some
establishments have made major improvements.

ACCESS TO RECREATION

As with lodging, many recreational sites are “public
accommodations” and are covered by legislation such
as the ADA. Technological developments, such as all-
terrain wheelchairs, can make accessible recreational
attractions that were not accessible before.

Travelers’ access to recreation may be purchased at
the expense of high rates of disability in the host com-
munity, which becomes a basis for discrimination. In
Pakistan, Kenneth MacDonald found that local porters
had increasingly short careers aiding outside moun-
taineers, often because of chronic disability.

TRAVEL FOR EDUCATION,
CIVIC ENGAGEMENT, AND
MEDICAL SERVICES

People may travel for study in boarding schools,
educational exchanges, study trips, Elderhostels, or
other programs. Travel may be within a country or to
another country.

Protections for U.S. citizens studying abroad were
litigated in Bird v. Lewis and Clark College, where
the court held that the guarantees of the ADA did not
extend to overseas travel programs of U.S. universities.

Travel may catalyze civic engagement. In Zimbabwe,
Rosangela Berman Bieler (one of Jim Charlton’s
[2000] respondents) said that she got involved at her
rehabilitation center because she “wanted to travel, do
sports, and other social things” (p. 13). Often, travel
and involvement are mutually reinforcing. Many
travel programs deliberately promote foreign study as
equal exchange, rather than as a reflection of global
inequalities. They involve PWDs as participating
students and in host countries.

People may travel in search of medical services.
Differing laws and economic, social, and cultural fac-
tors mean that different drugs, services, and barriers
to access to care exist in different places. “Suicide
tourism” was reported in accounts of physician-
assisted suicide—actual in Switzerland and the
Netherlands, hypothetical in Oregon. In India, the lure
of tourism induced several poor people to sell kid-
neys. Medicinal marijuana and pharmaceuticals are
more available in some jurisdictions than in others.
More travel by PWDs is the likely result.

REFUGEES, ASYLUM,
MIGRATION, DISABLED
PEOPLE, AND TRAVEL

Millions of people, many of them PWDs, travel
because of political, social, or economic conditions
that push them away from their homes and pull them
voluntarily or involuntarily to new homes. Some of
these people are disabled when they leave their old
homes; more will become disabled because of condi-
tions during and after their travel.

Refugees and Asylum

Disability may affect an individual’s getting asylum
or extended departure. To claim refugee status, a person
needs to show “well founded fear of persecution” on
account of group membership (Convention Relating to
the Status of Refugees 1954). Membership in a racial
or religious group is more often useful in claiming
refugee status than membership in an “other social
group” (Convention Relating to the Status of Refugees
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1954), which Arlene Kanter and others have persuasively
argued should be read as including PWDs. Immigra-
tion officials often disagree, however. Disability also
influences claims to asylum, which governments often
deny on economic grounds.

Nongovernmental organizations (NGOs) and govern-
ments distinguish “refugees” from “internally displaced
people” according to whether their travel was across
national boundaries. In each case, many previously
nondisabled people become disabled through travel, and
disabled people are disproportionately likely to bear the
consequences of unequal access. In Cambodia, Danilo
Delfin (another Charlton [2000] respondent) observed
that “if you are disabled, you automatically have people
after you” (p. 102). The government and Khmer Rouge
would each assume that a PWD was the enemy.

Migration

Millions of people each year migrate, often for
employment or to follow tradition. The Commission
for Racial Equality (2004) in the United Kingdom
recently bemoaned that the “last ‘respectable’ form of
racism” (para. 4) was against Gypsies (Rom) and trav-
elers. Consequences include a life expectancy of 11
years less than average, diminished access to educa-
tion, and poorer access to health care, all issues that
disproportionately impact PWDs.

Several observers have noted a significant con-
nection between the classification of mental disability
and the immigration or refugee experience. In addi-
tion to the impairments that accompany migration,
professionals may attach the “disability” label to the
range of reasons why immigrants might not “fit in.”

REGULATION OF TRAVEL

Many changes easing PWD travel result from pressure
exerted by PWDs and allies in the disability rights
movement. Kanter (2003a) described encouraging
legislative developments as the “globalization of dis-
ability rights law.” A common focus is access to build-
ings and transportation, which sometimes (not always)
includes explicit mention of PWDs’ right to travel.

National Governments

National governmental laws, such as the ADA in
the United States, are mentioned above. Many

countries have legislation acknowledging disability
rights; in most cases, travel is indirectly implicated in
provisions on transportation and access to public and,
in some cases, private facilities.

The United Nations

Within the United Nations (UN), PWDs have par-
ticipated in the development of rules, hoping to move
them from aspiration to binding law. The 1982 World
Programme of Action Concerning Disabled Persons
included a section on recreation. It linked PWDs’
having equal opportunities for recreation to use of
hotels, beaches, restaurants, travel agencies, holiday
resorts, and other facilities.

In 1993, the UN General Assembly adopted the
Standard Rules on the Equalization of Opportunities
for Persons with Disabilities. The Rules are not
compulsory but provide goals, including Rule 11 on
Recreation and Sports. This Rule mandates that travel
services and hotels should offer their services and
opportunities to all.

Despite the lofty objectives agreed to by national
governments, achievements do not match aspirations.
Arlene Kanter (2003a) noted that “disability remains
invisible and marginalized as a human rights issue,
even among human rights organizations and NGO’s”
(p. 266). With a Convention (treaty), parties would be
legally bound to comply, and the public would be in a
stronger position to pressure nonparties.

The Convention was the subject of a Mexican
United Nations General Assembly resolution and ad
hoc conferences on a “Comprehensive and Integral
International Convention to Promote and Protect the
Rights and Dignity of Persons with Disabilities.”
Adoption of a Convention with provisions related to
(although not necessarily explicitly mentioning) travel
is probable; as with other human rights conventions,
implementation will be uneven.

Regional Organizations

Regional organizations, especially the European
Union and the Organization of American States (OAS),
also are arenas where disability and travel are dis-
cussed. The first intergovernmental disability rights
convention was a regional one, the Inter-American
Convention on the Elimination of All Forms of
Discrimination against Persons with Disabilities,
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adopted by the OAS in 1999. Parties agree to promote
integration “by public authorities and/or private
entities” and eliminate discrimination “gradually” in
transportation, recreation, services, and other areas
(Inter-American Convention 1999). Mexico and Costa
Rica are among the countries bound by this treaty;
Canada and the United States are not.

NONGOVERNMENTAL
ORGANIZATIONS AND TRAVEL

Prominent NGOs include organizations devoted to
the travel industry, seeking to entice PWD travelers;
organizations promoting the well-being of displaced
people, many of whom are PWDs; and organizations
devoted to participation by disabled people in all
sectors of life, including travel.

Society for Accessible
Tourism and Hospitality

SATH was founded in 1976 as the Society for
Advancement of Travel for the Handicapped. Its
mission is “to raise awareness of the needs of all trav-
elers with disabilities, remove physical and attitudinal
barriers to free access and expand travel opportunities
in the United States and abroad” (Society for Access-
ible Tourism and Hospitality n.d., para. 1). SATH
members include PWD consumers, but the organiza-
tion’s primary appeal is to travel professionals.

Independent Living Institute

The Independent Living Institute (ILI) was founded
in Sweden in 1993 as the Institute on Independent
Living. Since its inception, the ILI has worked across
borders in Europe and disseminated information world-
wide. It deals with a full range of independent living
issues. Some, such as personal assistance, are unrelated
to travel. The ILI website has a useful Recreation &
Travel heading in its online library, recently added a
section on Study and Work Abroad for All, and has long
had an international Vacation Home Exchange.

Mobility International USA

Mobility International USA (MIUSA) was cofoun-
ded in 1981 by Susan Sygall (currently the executive
director) and Barbara Williams. Its programs and

services include the National Clearinghouse on
Disability and Exchange (NCDE); International
Development and Disability; International Exchange
and Leadership Development; and Loud, Proud and
Passionate!—International Women with Disabilities
Leadership and Networking Projects. It promotes
travel as empowering, particularly for disabled
women facing sexism and ableism. MIUSA promotes
a central role for PWDs in the development process.
Travel is both an effect of and part of that process.

Other Nongovernmental Organizations

Travel and PWDs are touched upon by many
NGOs, including the International Organization for
Migration and Disabled Peoples’ International. Travel
is central to the mission of other NGOs, such as Access
Exchange International. Together they influence per-
ceptions of the connection between disability and
travel. As NGOs become stronger, more PWDs should
be participating in travel for leisure or business and
fewer because of the “push” and “pull” factors gener-
ated by economic inequality.

—Arthur Blaser
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1990 (United States); Public Transportation; United Nations;
United Nations Standard Rules.
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TREDGOLD, ALFRED F.
(1870-1952)

British physician and eugenicist

Alfred F. Tredgold was an influential writer and
medical expert in the early decades of the twentieth
century, both in Great Britain and—through his influ-
ential textbook—throughout the English-speaking
world. His book, Mental Deficiency (Amentia), first

published in 1908, went through some eight
editions before Tredgold’s death in 1952, continuing
to be revised by new editors through 1979.

In the Edwardian era in England, Tredgold was
also a prominent eugenicist, writing and testifying on
the social importance of dealing with the “problem of
the feeble-minded” (Tredgold 1911) and arguing that
“morbid heredity . . . is present in 80 percent of cases
[of amentia]” (Tredgold 1908:38). During this period,
Tredgold testified for the Royal Commission on the
Care and Control of the Feeble-Minded and served
as consulting physician to the Littleton Home for
Defective Children and the National Association for
Promoting the Welfare of the Feeble-Minded. Along
with other British eugenicists of the era, Tredgold
warned the government to act aggressively to counter
the burgeoning birth rates of intellectually disabled
mothers. Only through segregation and sterilization,
Tredgold argued, could Britain successfully arrest
the “manner in which feeble-mindedness is permeat-
ing the country and swamping the mental and moral
vigour of the community” (Jackson 2000:140).

—Philip M. Ferguson
See also Eugenics; Feeblemindedness; Sterilization.
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TROPICAL DISEASES

The nosological category of tropical diseases grew out
of the colonial expansion of European nations and the
United States at the end of the nineteenth century. In
less than a hundred years, tropical medicine became
a term increasingly devoid of meaning, as scientific
research, deteriorating public health infrastructures,
and rapid, large-scale human displacement (among
other reasons) produced the identification of new
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vector-borne infections in temperate climates and
the reemergence of others long gone. In addition, the
largest proportion of diseases found today in tropical
countries are not due to parasites or vector-borne
agents but to globally distributed causes such as tuber-
culosis, HIV, and smoking, whose prevalence and
severity are increased by the conjunction of poverty,
hunger, and lack of medical care.

The list of infections with a primary locus of
transmission in tropical areas is vast, so this entry will
comment only on the most important causes of dis-
ability (short- or long-term incapacitation on a mass
scale). Those selected by Murray and Lopez in their
analysis of the global burden of disease include four
diseases transmitted by the bite of a mosquito (malaria,
dengue hemorrhagic fever, Japanese encephalitis, and
lymphatic filariasis); four transmitted by other arthro-
pods (onchocerciasis, trypanosomiasis, Chagas dis-
ease, and leishmaniasis); two acquired by contact
with a contaminated environment—soil (intestinal
nematode infections) or water with infected snails
(schistosomiasis); one acquired through contact with
contaminated secretions or by flies (trachoma); and
leprosy, for which close, prolonged personal contact is
the suspected mode of transmission. A succinct expo-
sition of the natural history, preventive measures, and
drug therapy for these diseases can be found else-
where. In all of these diseases, treatment (if available)
to cure the infection will partially or not at all reverse
the long-term disability produced by the disease. In
almost all of these diseases, the initial infection usually
produces a short, undifferentiated febrile illness or may
be asymptomatic. Only malaria, dengue, and Japanese
encephalitis are likely to produce life-threatening syn-
dromes on first infection, and the resulting long-term
disability (other than the incapacitation due to malar-
ial relapses) mostly depends on the severity of the ini-
tial episode and sequelae from shock or respiratory
compromise. Among all these diseases, the major pro-
ducers of days of illness and early death according to
Murray and Lopez are malaria (by far the most com-
mon), filariasis, leishmaniasis, and intestinal nema-
todes, so they are considered in the short space
allowed by this entry. It must be emphasized, though,
that the true illness burden is underestimated because
of the lack of local resources, even for data collection.

Malaria is caused by any of four protozoan
Plasmodium species (falciparum, malariae, ovale, and
vivax) and produces fever, chills, sweats, and headache
for a week to a month or longer, with relapses at
irregular intervals for years thereafter, unless the proper
antibiotic is provided. Falciparum malaria may progress
to jaundice, shock, renal and liver failure, encephalopa-
thy, and coma, with case-fatality ratios of 1040 per-
cent if untreated. Cases of cerebral malaria may recover
with significant neuromotor deficits.

In contrast, the severe manifestations of lymphatic
filariasis are usually the result of repeated infections
that are active for years. Wuchereria bancrofti, Brugia
malayi, and Brugia timori larvae, transmitted by mos-
quitoes, lodge in the lymph tissue and the lungs and
may produce paroxysmal nocturnal asthma, chronic
lung disease, renal disease, arthritis, adenitis, lym-
phangitis, chyluria, and elephantiasis of the genitalia
or limbs. Drug treatment clears most microfilariae
from the blood but may not destroy all adult worms,
so it must usually be repeated at yearly intervals.
The principal goal in the treatment of these patients is
to prevent secondary bacterial infections in areas
swollen with lymph, which can be accomplished through
good hygiene, prevention and cure of skin lesions,
exercise, elevation of affected limbs, and wearing of
appropriate shoes. Hydrocele (collection of fluid
inside the scrotal sac) can be treated with surgery. A
very useful guide for management of areas with lymph
swelling (lymphedema) has been recently published
(Dreyer et al. 2002).

Onchocerciasis (river blindness) is also produced
by filarial worms (Onchocerca volvulus) but transmit-
ted by the bite of infected Simulium (black) flies. The
microfilariae migrate through the skin and produce a
chronic systemic illness with skin edema and atrophy,
subcutaneous or periosteal fibrous nodules, and, if
they reach the eye, visual disturbances or blindness.
The introduction of ivermectin for onchocerciasis
in 1987 was a milestone of disease treatment in less
developed countries because of the efficacy and safety
of the drug and because the manufacturer (Merck)
decided to donate it without charge. This gift provided
the incentive for establishing community-based distri-
bution networks in affected areas (even if they had no
established public health systems), stimulated similar
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donations by other pharmaceutical companies, and
is seen as an example of what could potentially be
accomplished for AIDS therapy.

Leishmaniasis, caused by a number of species of
the protozoan genus Leishmania, is transmitted by the
bite of sandflies and produces cutaneous and mucosal
lesions that may last weeks or months and then heal
spontaneously, only to recur even years later with
dissemination and nasopharyngeal tissue destruction.
Visceral leishmaniasis (kala-azar), characterized by
fever, diarrhea, abdominal pain, hepatosplenomegaly,
pancytopenia, and progressive emaciation, is usually
fatal within 3-20 months if untreated.

The principal intestinal nematode infections are
hookworm disease (uncinariasis, by Ancylostoma duo-
denale, Ancylostoma ceylanicum, and Necator ameri-
canus), roundworm disease (Ascaris lumbricoides), and
trichuriasis (Trichuris trichiura). Hookworm eggs
passed with feces hatch in the ground. Larvae pene-
trate human skin (usually the bare feet) and migrate
through lymphatics and blood to the lungs, up the
trachea, and then down the esophagus to the small
intestine, where they attach to the wall, feed off the
patient’s blood, and produce thousands of eggs each
day. This process may result in pulmonary infiltrates,
cough, and tracheitis, but the major cause of disability
in heavy infections is iron deficiency, with hypo-
chromic microcytic anemia, hypoproteinemia, and
retarded mental and physical development of children.
Ascaris and Trichuris are acquired by the ingestion of
eggs through pica or contaminated vegetables. The
larvae attach to the mucosa of the intestine, and heavy
infections may produce bowel obstruction, bloody
stools, diarrhea, nutritional deficiency, and growth
retardation in children.

The principal specialized medical care required by
the long-term sequelae of these “tropical” infections
can be grouped as follows: neurological and physical
rehabilitation for cerebral malaria, encephalitis due
to dengue or Japanese encephalitis virus, lymphatic
filariasis, and leprosy; skin care and reconstructive
surgery for lymphatic filariasis, leprosy, leishmania-
sis, and onchocerciasis; ophthalmologic treatment for
onchocerciasis, trachoma, and leprosy; gastroentero-
logical expertise in hepatic schistosomiasis and
Chagasic megacolon; and cardiological, urological,

and pulmonary care for Chagasic cardiomyopathy,
urinary schistosomiasis, and filarial interstitial lung
disease, respectively. Unfortunately, these services are
required by populations with other highly endemic
severe diseases, such as HIV, that have little access to
education and medical attention and are also burdened
by poverty and malnutrition.

—José G. Rigau

See also Disease; HIV/AIDS; Infectious Diseases; Leprosy;
Medicine.
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TUBERCULOSIS

Tuberculosis is a communicable disease caused by a
mycobacterium. Its most common form is pulmonary
tuberculosis, what used to be called consumption. A
chronic disease, tuberculosis was endemic in Western
countries until the post—World War II period. It is now
endemic in developing countries, with the World Health
Organization declaring a global emergency in 1992.
Without antibiotic treatment, in the past in the West, and
currently elsewhere, individuals have been disabled for
many years by this long-term illness. In countries such
as Germany, the United Kingdom, and Australia, the
massive problem of tuberculosis prompted some of the
earliest experiments in government welfare in the late
nineteenth and early twentieth centuries. These early
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disability allowances, insurance programs, and pensions
were often the basis on which later sickness, welfare,
and disability support programs developed.
Tuberculosis has not always been understood as a
communicable disease. In the nineteenth century and
earlier, it was sometimes thought to be hereditary and
at other times thought to be an effect of environment or
constitutional weakness or a combination of these fac-
tors. Indeed, although the tuberculosis pathogen was
identified by Robert Koch in 1882, the question “Is
consumption contagious?” continued to be asked well
into the twentieth century. In Victorian literature and
visual culture, the aestheticized, chronically weak and
bed-ridden consumptive was a stock figure. Partly
but not wholly as a response to the identification of
the causative organism, comprehension of the disease
shifted from this individualized understanding to being
an issue of public health. It became a disease associ-
ated with poverty and urbanization, disproportionately
affecting minority groups, especially in cities.
Toward the end of the nineteenth century, a
therapeutic regimen known as “open-air treatment”
was developed. Typically, this involved several
months’ stay in an isolated institutional environment.
The first British institutions opened in Edinburgh in
1889, modelled on German private institutions for
open-air treatment. In the United States, similar insti-
tutions began about 1884. There was a phenomenal
proliferation of tuberculosis sanatoria over the next
few decades and well into the interwar period. Still
understood within climatic theories of health and ill
health, sanatoria for open-air treatment of tuberculosis
were often built in carefully selected rural, mountain,
or seaside locations. Following the basic principle that
fresh air was itself curative, people were enjoined to
undertake as much of their daily activity as possible
outside: school, rest, sleep, exercise. At the height of
its popularity, sanatorium treatment involved a radi-
cal, sometimes coerced and tightly controlled regimen
of rest and incremental exercise. A person might be
brought to the sanatorium and forced into total bedrest
and, in some systems, total silence. Gradually, and
sometimes over a period of six months, the patient
was permitted to sit, move, and exercise in controlled
ways, from small walks, to inclines, to long walks.
Progress was measured by the person’s temperature

at specified times during the day, by appetite, and by
capacity for exercise.

The idea of open-air treatment was to control rather
than to cure the disease, but in doing so, the therapy
temporarily “disabled” patients sometimes more than
the disease itself. The major twentieth-century sociol-
ogist Erving Goffman’s classic study on segregation
and institutionalization, Asylum, was based on his time
and observations in a tuberculosis sanatorium. The
nature of these sanatoria ranged from versions of
health resorts to versions of government workhouses,
according to the social position of patients, usually
depending on their class or race. The correlation of
tuberculosis with urbanization and poverty meant that
many indigent people were disabled by the disease and
were institutionalized in sanatoria. In these instances,
the tuberculosis sanatorium was also a place of deten-
tion, of unwilling institutionalization and segregation.
In the United States, there is a particular history of the
institutionalization of indigent African Americans on
the grounds of their infection with tuberculosis.

Tuberculosis is arguably the most significant
illness in the history of the development of welfare and
health insurance programs over the twentieth century.
At a population level, tuberculosis mattered greatly,
because it typically disabled men and women in the
middle years of life; it was not usually a disease of old
age. Thus, as was noted over and over again until the
antibiotic era, tuberculosis struck men and women in
their “prime” productive and reproductive years. These
people were usually, though not always, chronically
disabled. This made the disease an economically sig-
nificant one and prompted major new experiments in
welfare, insurance, and disability allowance programs.

Because tuberculosis was so endemic in Western
countries, the idea and sometimes the legal concept
of disability itself were constructed specifically in
relation to it. In Germany, novel programs for work-
related insurance were developed in the late nineteenth
century. In the United Kingdom in the early twentieth
century, governments took financial responsibility for
treatment of this disease in an unprecedented way.
Often, “disability,” and therefore eligibility for a pen-
sion, free treatment, or insurance payment, was deter-
mined by a person’s capacity or incapacity to work.
To qualify for the invalid pension in Australia, for
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example, an individual had to be deemed “totally and
permanently incapacitated”: disabled and, as it was
then seen, unfit for work. These employment-oriented
systems of insurance and welfare were problemati-
cally devised around the idea of a male breadwinner
and a female dependent.

Over the twentieth century, the treatment for tuber-
culosis changed dramatically. Following the principle
of rest to arrest the disease, physicians in the 1930s
and 1940s sometimes surgically collapsed one lung for
long periods. From late 1940s, chemotherapy began to
replace previous therapies, dramatically changing the
incidence of the disease in countries where the drugs
were available: streptomycin in the 1940s, isoniazid
and para-aminosalicylic acid (PAS) in the early 1950s,
and rifampicin from the late 1960s. Once considered
powerful enough to eradicate tuberculosis, chemother-
apies have proven effective for populations with access
to them. However, for nations and subpopulations
without access to antibiotics, the tuberculosis problem
escalates. This has been compounded by the emer-
gence of multidrug-resistant strains. In countries such
as Russia, the problem of coinfection with HIV and
multidrug-resistant tuberculosis is an extremely serious
one. Elsewhere, the issue of tuberculosis and global
migration have become intertwined: For many nations,
a central aspect of global movement and border control
has been the strict screening of migrants, asylum seek-
ers, and travelers for tuberculosis.

—Alison Bashford

See also Disease; HIV/AIDS; Infectious Diseases; Institution-
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TUBMAN, ARAMINTA ROSS
(HARRIET) (1820-1913)

American abolitionist

Born into slavery in Dorchester County, Maryland,
Harriet was said to be of purely African ancestry.
Raised under harsh conditions, she was subjected to
whippings and heavy labor at an early age. At the age
of 12, a blow to the head by her master resulted in con-
stant blackouts and periods of narcolepsy through-
out her lifetime. At the age of 25, she married John
Tubman, a free black man, but when her master’s
slaves were put up for sale five years later, she escaped,
and, with the help of white antislavery sympathizers,
Harriet made her way to Philadelphia. There, she
became acquainted with William Still, founder and
Philadelphia stationmaster of the Underground Rail-
road. With the assistance of Still and other members
of the Philadelphia Anti-Slavery Society, she learned
about the workings of the Underground Railroad. She
remained in Philadelphia for two years, working and
saving money to return to Maryland for her husband,
but when she reached him, she found that he had taken
another wife and had no interest in returning north. At
this juncture, Harriet dedicated herself to a life as a
“conductor” on the Underground Railroad.

As the “Black Moses,” Tubman ‘“delivered” 300
slaves safely to the Free States or to Canada. Every
time she traveled south, the dangers increased. This
was partially due to her habit of falling into deep sleep-
like states during the journey. Throughout her life,
Tubman was subject to periods of seizures and periods
of falling into a deep sleep. The slaves (and later sol-
diers) who traveled with her to freedom came to under-
stand and expect that behavior. It was even rumored
that during those sleeplike periods, she was receiving
messages from God as to which route was the safest
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to lead her charges. In 1860, being too well-known and
constantly hunted by slave catchers, she went into the
South for the last time to bring back slaves.

During the Civil War, Tubman was a soldier, a spy,
and a nurse, serving for a time at Fortress Monroe,
which would later become the prison of Jefferson
Davis. She slipped through enemy lines to bring back
valuable information to the Union Army. She led sol-
diers through the Southern lines, bringing them back
as safely as the slaves she had once led to freedom.
While guiding a group of black soldiers through South
Carolina, Tubman met Nelson Davis, who she would
marry after the Civil War. The couple moved to Auburn,
New York, where Tubman stayed active in support of
the women’s rights movement.

In 1908, Harriet Tubman built a house for the aged.
It was there that she worked and was cared for in
the years before her death in 1913. After her death,
she was buried in Fort Hill Cemetery in Auburn, with

military honors. She has since received many honors.
On June 14, 1914, a large bronze plaque was placed
at the Cayuga County Courthouse, and a civic holiday
was declared in her honor. Freedom Park, a tribute
to the memory of Harriet Tubman, opened in the
summer of 1994 at 17 North Street in Auburn, and in
1995, the U.S. Post Office honored Harriet Tubman
with a commemorative stamp. Tubman is widely
remembered as a trusted spy, “conductor,” and activist
in the abolition and woman’s rights movements.

—Carlos Clarke Drazen
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“UGLY LAWS”

In May 1881, the Chicago City Council enacted
the first American “ugly law” forbidding “any person,
who is diseased, maimed, mutilated or deformed in
any way, so as to be an unsightly or disgusting object,
to expose himself to public view.” National networks
of ministers, charity organizers, city planners, and
municipal officials followed Chicago’s ordinance with
efforts to enact similar laws elsewhere: in Denver and
Lincoln in 1889, in Columbus in 1894, in New York
(unsuccessfully) in 1895, and in the entire state of
Pennsylvania in 1891. The ordinance, wrote one
Chicago reporter, would stamp its author, Alderman
Peevey, as a public benefactor: “He proposes to
abolish . . . the woman with two sick children who
was drawn through the carding-machine in a woolen
mill and who grinds ‘Mollie Darling’ incessantly on a
hurdy-gurdy on a street corner.”” Remembering the
woman who played “Mollie Darling,” contemporary
disability activists cite the extremity of “ugly law” as a
signal reminder of the sometimes less obvious but still
persistent forms of disability oppression today.

Most of these citations derive from a single and
partly misleading paragraph in a landmark work of
legal scholarship, Marcia Pearce Burgdorf and Robert
Burgdorf Jr.’s “A History of Unequal Treatment: The
Qualifications of Handicapped Persons as a ‘Suspect
Class’ under the Equal Protection Clause,” published
in 1975. The Burgdorfs coined the phrase “ugly law”
and placed it in “Chicago 1911,” the date and place

most commonly used when people quote it now.
“Ugly,” it should be noted, appears nowhere in the
wording of the actual ordinances. “Unsightly beggar”
ordinance is more accurate historically, since some of
these laws, though not all, appear under that heading
in the code books. Inventing “ugly” law, the Burgdorfs
performed an act of advocacy probably inspired by the
title of a newspaper article they footnoted concerning
the last known arrest (in Omaha in 1974), “Begging
Law Punishes Only the Ugly.”

Unsightly beggar laws were enforced unevenly and
perhaps rarely, as historian Brad Byrom has argued.
Nonetheless, they had both concrete and chilling
effects. A 1916 report by the “Committee on Cripples
of the Welfare Federation of Cleveland” records the
story of an unnamed man who sold newspapers until
“the enforcement of a statute which prevented cripples
from exposing their deformity by selling on street cor-
ners abolished [his] job. . .. Although it seemed rather
hard,” the Cleveland Cripple Survey reports, “he appre-
ciated the meaning of it, but considered it ill-advised
unless some step went with it for providing other
opportunity for work for cripples.” Understanding the
meaning that this man, in his guarded, strategic protest,
is said to appreciate requires placing the “ugly laws”
within a complex set of vectors. These include the
“tramp scare” and fears of vagrancy; the influence of
the charity organization movement; new conditions
of visibility in modern urbanity; labor unrest; social
Darwinist theories and the rise of eugenics; and, not
least, the concurrent development of institutions for the
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Union of the Physically Impaired against Segregation (UPIAS)

blind, deaf, feebleminded, and generally “dependent
and defective classes.”

—Susan Schweik

See also Begging; Deformity; Normality.
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UNION OF
THE PHYSICALLY
IMPAIRED AGAINST
SEGREGATION (UPIAS)

The initiative to form the Union of the Physically
Impaired against Segregation (UPIAS) was taken by
Paul Hunt in 1972 when he called for a consumer group
to promote the views of actual and potential residents
of institutional homes for disabled people in the United
Kingdom. The aim was to formulate and publicize plans
for alternative forms of support in the community.
Exploring what support was needed to enable the
most severely impaired people to live in the commu-
nity encouraged UPIAS to completely rethink the
prevailing interpretation of disability. In 1974, UPIAS
published its detailed policies. This proposed the
examination of “ways of changing our conditions of
life, and thus overcoming the disabilities which are

imposed on top of our physical impairments by the
way this society is organised to exclude us.”

This interpretation of disability was taken a
step further in 1975 when it published “Fundamental
Principles of Disability” and set out its radical
definitions:

Impairment—Ilacking part of or all of a limb, or hav-
ing a defective limb, organ or mechanism of the body.

Disability—the disadvantage or restriction of activity
caused by a contemporary social organisation which
takes no or little account of people who have physical
impairments and thus excludes them from participa-
tion in the mainstream of social activities.

This interpretation of disability came to be known
as the social model of disability. It radically trans-
formed the way disabled people came to see them-
selves and their place in society.

—Vic Finkelstein
See also Disability Studies; Paul Hunt; Models.
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UNITED NATIONS

The United Nations was established on October 24,
1945, by 51 countries. Today, UN membership totals
191 countries. The United Nations has four purposes:
to maintain international peace and security; to
develop friendly relations among nations; to cooper-
ate in solving international problems and in promoting
respect for human rights; and to be a center for har-
monizing the actions of nations for peace and devel-
opment based on the fundamental principles of human
rights for justice, human dignity, and well-being of all
people. The United Nations affords the opportunity
for countries to balance global interdependence and
national interests when addressing international prob-
lems to pursue these goals. The current 191 members
of the United Nations meet in the General Assembly,
the highest decision-making organ within the UN
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system, in which each country, large or small, rich
or poor, has a vote and voice in this process; however,
the decisions taken by the assembly are not legally
binding. There are six main organs of the United
Nations: the General Assembly, the Security Council,
the Economic and Social Council, the Trusteeship
Council, the Secretariat, and the International Court
of Justice (The Hague in the Netherlands). Six official
languages are used at the United Nations: Arabic,
Chinese, English, French, Russian, and Spanish.

The UN global Programme on Disability is the
lead program concerning disability—the focal point
within the UN system. It is housed in the Division for
Social Policy and Development at the Department of
Economic and Social Affairs of the UN Secretariat.
The mandate of the UN global Programme on Disabil-
ity emanates from the 1982 World Programme of Action
Concerning Disabled Persons and the 1993 Standard
Rules on the Equalization of Opportunities for Persons
with Disabilities as well as other relevant international
instruments, such as the UN Charter, the Universal
Declaration of Human Rights (UDHR), the Interna-
tional Covenant on Civil and Political Rights, and the
International Covenant on Economic, Social and Cul-
tural Rights.

The major objectives of the World Programme are
(1) to support the full and effective participation of
persons with disabilities in social life and develop-
ment, (2) to advance the rights and protect the dignity
of persons with disabilities, and (3) to promote equal
access to employment, education, information, goods,
and services. Since 2001, the UN global Programme
on Disability also serves as the substantive secretariat
for the General Assembly Ad Hoc Committee on a
comprehensive and integral international convention
to promote and protect the rights and dignity of persons
with disabilities.

In its early period, the United Nations focused on
improvement of the well-being of persons with dis-
abilities to meet their needs in the social context.

In the 1960s, initiatives within the disability com-
munity and adoption by the United Nations of the inter-
national human rights conventions both in civil and
political and economic, social, and cultural realms
resulted in a fundamental reevaluation of the rights of
persons with disabilities within the context of develop-
ment. In the 1970s, the evolution of thinking on disabil-
ity issues at the United Nations resulted in a number of

initiatives embracing the growing international concept
of human rights of persons with disabilities and equal-
ization of opportunities for them. These include the
1971 Declaration on the Rights of Mentally Retarded
Persons and the 1975 Declaration on the Rights of
Disabled Persons.

These efforts were intensified within the frame-
work of the UN Decade of Disabled Persons
(1983-1992). A major outcome of the International
Year of Disabled Persons, which preceded the Decade
of Disabled Persons, was the World Programme of
Action Concerning Disabled Persons, the most com-
prehensive global strategy, which took “equaliza-
tion of opportunities” as its guiding principle. The
Standard Rules, a major outcome of the Decade of
Disabled Persons, provide an instrument for policy
making and a basis for technical and economic coop-
eration. The international frameworks to promote
the rights of persons with disabilities were further
advanced by a series of 1990s UN development con-
ferences and their respective five-year reviews, such
as the 1993 Vienna Declaration and Programme of
Action for human rights, the 1995 Copenhagen
Declaration and Programme of Action for social
development, the 1995 Beijing Declaration and Plat-
form for Action, the Millennium Development Goals,
and other relevant international commitments.

To implement the World Programme and the
Standard Rules, the United Nations’ global compara-
tive studies suggest that disability is a quintessential
cross-cutting development issue. The international
community is witnessing a significant expansion of
constituencies concerned with disability and the situa-
tion of persons with disabilities. In part, this can be
attributed to the aging of the world’s populations and
the increased number of persons surviving diseases
or conflicts with a disability. Disability issues and the
situation of persons with disabilities within the context
of overall national development need to be addressed.
Examining these issues contributes to a growing aware-
ness of universal design concepts globally and to recog-
nition of the importance of incorporating universal
design principles in international policies and programs
for social infrastructure, social services, and promotion
and development of accessible environments and insti-
tutions. While universal approaches to policy design
and program planning represent a somewhat new trend,
they reflect the concern of the United Nations not only
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with social and economic development but also with
fundamental human rights.

While the means chosen to promote full realiza-
tion of economic, social, and cultural rights of per-
sons with disabilities will differ from one country to
another, there is no country in which a major policy
or program effort is not required. The commitment
of member states to realization of the fundamental
human rights of all persons would require govern-
ments to take all possible measures to make further
progress in protection and promotion of the rights of
persons with disabilities.

More recently, the initiative on a comprehensive
and integral convention to promote and protect the
rights of disabled persons resulted from a proposal
made by Mexico during the 56th session of the UN
General Assembly, which called on the international
community to combat poverty and social exclusion.
The importance was highlighted to involve all citizens
as stakeholders and that a just world must be inclusive
of all groups. For that reason, Mexico proposed the
establishment of a special committee to study the
elaboration of an international convention on promot-
ing the rights and dignity of persons with disabilities,
which was endorsed by General Assembly resolution
56/168.

The Ad Hoc Committee of the General Assembly on
a comprehensive and integral convention on the rights
of persons with disabilities was established in 2001
by assembly resolution 56/168. It was established in the
context of addressing poverty and promoting social
integration so as to create just and equitable societies
based on participation of all citizens as stakeholders.
The elaboration of a convention and its future adoption
and implementation are expected to provide for a nor-
mative basis not only for implementation of the rights
of persons with disabilities within the existing legal
frameworks but also for formulating strategic options
for policies and programs and evaluating measures
to promote full and equal participation of persons
with disabilities in society and development. National,
regional, and international consultations concerning
the potential convention are resulting in the emergence
of new disability- sensitive networks of policy makers,
program specialists, academics, and advocates.

—Akiko Ito

See also Developing World; Economic and Social Development;
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Nations Disability Statistics; United Nations Standard Rules.
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UNITED NATIONS
DECLARATION ON
THE RIGHTS OF
DISABLED PERSONS

In December 1975, the United Nations (UN) General
Assembly adopted the Declaration on the Rights of
Disabled Persons, which states that all persons with
disabilities have the same rights as other persons.
Provisions of the declaration include (1) defining a
“disabled person” as anyone who cannot ensure the
necessities of a normal individual and/or social life,
as a result of a deficiency in physical or mental capa-
bilities; (2) a nondiscrimination clause applying the
rights to all disabled persons regardless of race, color,
sex, language, religion, political or other opinions,
national or social origin, state of wealth, or birth situ-
ation; (3) a right to respect for human dignity; (4) civil
and political rights; (5) the right to measures to enable
self-reliance; (6) the right to medical, psychological,
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and functional treatment; (7) the right to economic
and social security and to a decent level of living and,
according to capability, to employment; (8) the right
to have their special needs taken into consideration
at all stages of economic and social planning; (9) the
right to live with family and to participate in all social,
creative, or recreational activities; (10) the right to
be protected against all exploitation/discrimination/
abuse/degradation; (11) the right to qualified legal aid;
(12) a clause stipulating that organizations of disabled
persons may be consulted regarding the rights; and
(13) a clause urging that persons with disabilities,
their families, and communities be fully informed of
the rights contained in the declaration. This act culmi-
nated the beginning of a new conceptual approach to
disability issues as human rights issues.

Prior to 1970, the United Nations approached dis-
ability issues from a social welfare perspective. Little
attention was paid to obstacles created by social insti-
tutions and society in general. The late 1960s became
a time for reevaluation. In 1969, the General Assembly
adopted the Declaration on Social Progress and
Development, which, in Article 19, advocated the
provision of health, social security, and social welfare
services for all persons, including the provision of
measures to rehabilitate the mentally and physically
disabled to facilitate their integration into society.
Education, vocational/social guidance, and job train-
ing and placement provisions were included. On
December 20, 1971, the General Assembly proclaimed
the Declaration on the Rights of Mentally Retarded
Persons, which stated that the mentally retarded person
has, to the maximum degree of feasibility, the same
rights as other human beings, a right to proper medical
care and education, to economic security, to a qualified
guardian if required, to protection from exploitation,
and to legal procedures. The declaration stressed
that mentally retarded persons should live with their
families and participate in the community. These decla-
rations led up to the movement to create the Declaration
on the Rights of Disabled Persons, which, in some
sense, represents an attempt to delineate that the 1948
UN Declaration of Human Rights clearly applies to
persons with disabilities.

Though nonbinding, the declaration led to several
subsequent UN initiatives, such as the UN Year of
Disabled Persons, the World Programme of Action

Concerning Disabled Persons, the UN Decade on
Disability, and the Standard Rules on the Equalization
of Opportunities for Persons with Disabilities. These
initiatives have comprised policies specifically to
address the situation of persons with disabilities.

A parallel movement has occurred related to the
incorporation of disability issues in UN policy initia-
tives designed to address the needs of all persons. For
instance, in 1993, the World Conference on Human
Rights in Vienna reconsidered universally recogn-
ized human rights issues and produced the Vienna
Declaration and Programme of Action to guide human
rights efforts. The conference declared that all human
rights and fundamental freedoms are universal, and,
hence, people with disabilities have these rights. Thus,
any discrimination, intentional or unintentional against
persons with disabilities, is viewed per se as a violation
of human rights.

Since this declaration, the UN system has moni-
tored the incorporation of disability issues into broader
human rights initiatives. In 1998, the UN Commission
on Human Rights adopted resolution 1998/31, which
clearly recognizes that any violation of the fundamen-
tal principle of equality or any other discrimination or
other negative differential treatment of persons with
disabilities inconsistent with the United Nations
Standard Rules is an infringement of the human rights
of persons with disabilities. It encouraged all human
rights treaty- monitoring bodies to monitor the compli-
ance of nation-states with their commitments under
human rights instruments to ensure the rights of persons
with disabilities. Though expectations from this reso-
lution were high, concerns were present when the com-
mission met two years later. As a result, the commission
adopted another resolution asking the UN High
Commissioner for Human Rights to examine measures
to strengthen the protection and monitoring of the
human rights of persons with disabilities.

The incorporation of disability-specific policies
within broader human rights instruments, combined
with instruments specifically targeting persons with
disabilities, has led to the creation of the UN Ad Hoc
Committee to consider a Convention on the Rights of
Disabled Persons. This represents a movement toward
a legally binding human rights instrument for states that
ratify it, as opposed to the Declaration on the Rights
of Disabled Persons, which was not legally binding.
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Nevertheless, the movement toward such a convention
can be attributed in part to the original declaration.

—Scott Brown

See also United Nations; United Nations Disability Convention;
United Nations Standard Rules.
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UNITED NATIONS
DISABILITY CONVENTION

Human rights are basic rights to which every human
being is entitled irrespective of age, merit, sex, race,
disability, or any other status. Human rights cannot be

given or taken away by governments or other entities.
They cannot be gained through status or merit nor can
they be lost through “inhuman,” “deviant,” or criminal
behavior. Human rights contain the moral values on
which modern societies that believe in peace are
founded. This is why we often find them in the con-
stitution or some other fundamental legal source of a
country. While the history of human rights is much
longer, the most affluent period of human rights pol-
icy and law began after World War II with the estab-
lishment of the United Nations (UN). Human rights
are one of the core values mentioned in the Charter of
the United Nations and are the topic of one of the first
legal instruments adopted by the United Nations, the
Universal Declaration of Human Rights of 1948.

The development of UN human rights policy and law
is a direct answer to the atrocities of German national
socialism during World War II. Since disabled persons
were one of the groups victimized by Nazi elimination
programs, human rights are an important subject to
disability for historical reasons. However, during the
first three decades of international human rights law and
policy disabled persons were invisible citizens. None
of the core UN human rights instruments that were
adopted during this time address the situation of dis-
abled persons. Despite the fact that more than 600
million people, or approximately 10 percent of the
world’s population, have a disability, UN human rights
discourse neglected and ignored persons with disabili-
ties. Vice versa, in disability policy human rights were
not an issue for a long time. Disability was treated as an
issue of medical rehabilitation and welfare policy, issues
that also were not regarded as human rights issues
during the first decades. Similarly, it was ignored that
two-thirds of disabled persons live in developing
countries and that the link between poverty and disabil-
ity is direct and strong. And while many disabled
persons live in institutions under conditions that are
overt examples of cruel, inhuman, and degrading treat-
ment, they were not seen as victims of human rights vio-
lations but as victims of their own personal tragedy
caused by their impairments. Neither was the situation
of disabled women, who are at a much higher risk of
sexual violence and exploitation, dealt with in a human
rights context.

A dramatic shift in perspective has taken place over
the past two decades from an approach motivated
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by charity toward the disabled to one based on
rights. This shift can be described as a paradigm shift
from the medical/individual model of disability to a
human rights model. Thus, the issue of human rights
has become important to the subject of disability
rather recently as a milestone of perspective change.
In essence, it means viewing disabled persons not as
objects but as subjects. It entails moving away from
seeing disabled persons as problems to viewing them
as right holders. Importantly, it means locating prob-
lems outside the disabled person and looking at the
manner in which economic, social, civil, and political
processes are structured and whether they accommo-
date differences, such as disability. With the paradigm
shift, a whole set of values that have not yet been
applied to disability policy and law become available.
Those are the values that underpin human rights: the
inestimable dignity of each and every human being,
the concept of autonomy and self-determination that
demands that the person be placed at the center of all
decisions affecting him or her, the inherent equality
of all regardless of difference, and the concept of sol-
idarity that requires society to sustain freedom of the
person with appropriate social supports.

The shift from a medical/individual model of dis-
ability to a human rights perspective is a slow process,
but it takes place at every level of modern society. The
human rights model of disability has been authorita-
tively endorsed at the level of the United Nations over
the past two decades. The process has led to the cur-
rent drafting process of a UN treaty on human rights
of persons with disabilities. Governments are clearly
moving in the direction of the human rights perspec-
tive on disability. Recent research shows that more
than 40 nation-states in all regions of the world have
adopted nondiscrimination or equal opportunity legis-
lation for their disabled citizens. National institutions
for the promotion and protection of human rights in
many countries take an active interest in disability
issues. This helps to bridge the international human
rights debate on disability to domestic discourses on
disability law and policy reform. Finally, civil society
is taking part in the change process. Disability organi-
zations at international and national levels have come
to characterize themselves as human rights organiza-
tions and have started to use human rights law and
human rights mechanisms to foster their cause. Within

a short time, disability organizations have become
experts in the field, presenting hard facts on human
rights violations against disabled persons all over the
world, monitoring projects, and becoming actively
involved in the drafting process. Disability organiza-
tions also have started to involve nongovernmental
organizations (NGOs), which are mainstream human
rights organizations that have in the past neglected
disabled persons.

New human rights laws for disabled persons have
emerged at the national as well as at the supranational
and international levels. Today, we have binding and
nonbinding instruments of international human rights
explicitly for disabled persons that have been adopted
by the General Assembly of the United Nations
as well as by some of the specialized UN organiza-
tions, notable among them the International Labour
Organization. At the regional level, the Organization of
American States (OAS) and the European Union (EU)
have passed strong equality legislation on disability.
The OAS is the first intergovernmental organization
that has a binding human rights treaty on disability.
In 1999, the Inter-American Convention on the
Elimination of All Forms of Discrimination Against
Persons with Disabilities JACPWD) was adopted.

Most of these human rights laws on disability have
been adopted during the past two decades. Develop-
ments within the main bodies of the United Nations
had a strong impact. These started with two resolu-
tions adopted by the General Assembly in the 1970s.
These were the 1971 Declaration on the Rights of
Mentally Retarded Persons and the 1975 Declaration on
the Rights of Disabled Persons. They are the first signs
of a shift from a “caring” to a “rights-based” approach.
The International Year of Disabled Persons (1981)
was followed by the Decade of Disabled Persons
(1983-1992), and the guiding policy instrument was the
landmark World Programme of Action Concerning
Disabled Persons (WPA), adopted in 1982 by the
General Assembly. While the first two aims of the WPA
reflect a more traditional approach to disability in that
they focus on rehabilitation and prevention, the third
aim—*‘equalization of opportunities”—is sign of a slow
but sure shift to a human rights—based approach. The
WPA has been prolonged and is still the guiding policy
instrument on disability within the United Nations
today. It is reviewed every five years (1987, 1992, 1997,
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2002). The next review is due in 2007. During the
Decade of Disabled Persons, two significant studies on
human rights and disability were carried out under the
auspice of the UN Commission on Human Rights
and its subcommission. The first was a report prepared
by Erica-Irene A. Daes, who was appointed special
rapporteur by the Sub-Commission on Prevention of
Discrimination and Protection of Minorities. It was
titled Principles, Guidelines and Guarantees for the
Protection of Persons Detained on Grounds of Mental
lll-Health or Suffering from Mental Disorder (1986).
The report led to a 1991 resolution titled Principles for
the Protection of Persons with Mental Illness and the
Improvement of Mental Health Care. These principles
have been hailed as a new departure in the perception of
the role of law in this area. In recent years, however, this
instrument has been criticized by some NGOs.

The second report was prepared by Leandro
Despouy, who was also appointed a special rapporteur
by the subcommission in 1984. His thoughtful and
comprehensive report was titled Human Rights and
Disabled Persons (1993). The Despouy report chroni-
cles widespread human rights abuses in the area of
disability and cites a number of such abuses as causes
of disability.

The UN Disability Decade also led to the first efforts
to adopt a human rights convention on disability. Such a
recommendation was made by a global experts meeting
in Stockholm in 1987, which had the mandate to review
the WPA. Similarly, the Despouy report emphasized
the need for a convention in order to put disabled persons
on an equal footing with women, children, or migrant
workers. Unlike these groups, who have their own the-
matic convention, disabled persons were left with what
is called soft law. Unlike conventions, which are binding
treaties to those member states that have signed and rat-
ified them, declarations and resolutions adopted by the
General Assembly have no binding legal effect.

Following these recommendations, Italy in 1987
and Sweden in 1989 proposed the drafting of a conven-
tion to the General Assembly, but did not succeed. As an
alternative, a different kind of instrument was adopted
by the General Assembly. The 1993 Standard Rules on
the Equalization of Opportunities for Persons with
Disabilities (StRE) are unbinding soft law, but they
have become the guiding principles for disability policy
within the United Nations and its member states. They

mark a clear shift from the rehabilitation and
prevention paradigm to the human rights perspective on
disability. Unlike the aforementioned instruments, the
StRE have their own monitoring mechanism. A special
rapporteur who is supported by a panel of experts,
composed of representatives of the main international
disability organizations, is assigned the task of moni-
toring implementation of the StRE. The special rappor-
teur reports to the Commission on Social Development.
The first special rapporteur of the StRE was a disabled
person. Bengt Lindqvist of Sweden held office from
1994 to 2002. In 2003, Sheika Hissa K.A. Al-Thani
from Qatar was appointed second special rapporteur.
With respect to hard human rights law, disability has
been an issue to some extent during the past decade.
There are currently seven human rights treaties, which
also apply to disabled persons. The two core treaties are
the International Covenant on Civil and Political Rights
(ICCPR) and the International Covenant on Economic,
Social and Cultural Rights (ICESCR), both of which
were adopted in 1966. Another treaty, adopted in 1984,
deals with torture, the Convention against Torture and
Other Forms of Cruel, Inhuman or Degrading Treatment
and Punishment, whereas the other four treaties deal with
specific groups: the 1965 Convention on the Elimination
of All Forms of Racial Discrimination (CERD), the 1979
Convention on the Elimination of All Forms of
Discrimination against Women (CEDAW), the 1989
Convention on the Rights of the Child (CRC), and the
1990 International Convention on the Protection of the
Rights of All Migrant Workers and Members of Their
Families (CMW). While only the CRC addresses dis-
abled children in the text of the treaty, some of these
treaties have been officially interpreted with respect to
disabled persons. Such an official interpretation takes
place when “General Comments” or “General Recom-
mendations” to these treaties are adopted by their mon-
itoring bodies. Thus, the Comm ittee on CESCR
adopted in 1994 General Comment No. 5 on disabled
persons. Similarly, the CEDAW Committee mentioned
disabled women in two of its general recommendations.
Despite these efforts to include disability into
the monitoring process of hard human rights law, dis-
abled persons have remained marginalized. The study
Human Rights and Disability: The Current Use and
Future Potential of United Nations Human Rights
Instruments in the Context of Disability (Degener and
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Quinn 2002a) has shown that treaty-monitoring bodies
do not have the resources or the expertise to deal with
disability comprehensively and on a general basis. The
study, which was commissioned by the High Commis-
sioner for Human Rights, entails a number of recom-
mendations on how to improve the current human
rights system with respect to disability. In addition,
the need for a new disability rights convention is
emphasized.

The idea of a thematic convention has been taken up
by many NGOs in recent years again. On the initiative
of Mexico, the issue was put on the General Assembly
agenda again in 2001. GA Resolution 56/168 of
December 19, 2001, established an Ad Hoc Committee

to consider proposals for a comprehensive and inte-
gral international convention to promote and protect
the rights and dignity of persons with disabilities,
based on the holistic approach in the work done in
the fields of social development, human rights and
non-discrimination.

The Ad Hoc Committee, which is open to all UN
member states and observers, met twice (2002 and
2003) before it established a working group with the
aim of preparing a draft text of a convention, which
would be the basis for negotiation by the Ad Hoc
Committee. The working group would take into
account all previous contributions submitted to the
Ad Hoc Committee by states; observers; regional
meetings; relevant UN bodies, entities, and agencies;
regional commissions and intergovernmental organi-
zations; and civil society including NGOs, national
disability and human rights institutions, and indepen-
dent experts. The working group met in January 2004
for 10 working days and was composed of representa-
tives of 27 member states, 12 NGOs, and 1 National
Institute on Human Rights. For the first time in the
history of UN law, NGOs had an equal status to
member states in the drafting process of a treaty.

The drafting process revealed many yet unresolved
issues that have to be negotiated by the member states
in future Ad Hoc Committee meetings. How to define
disability and disability-based discrimination are
examples of these issues. Today, there is no universal
definition of disability. The debate about the medical
versus social model of disability has raised concern
about medically oriented definitions. The well-known

World Health Organization (WHO) definition of dis-
ability, the ICF (formerly ICIDH), is not seen as appro-
priate for a legal text by many experts.

The question on how to define disability-based dis-
crimination is closely linked to the equality concept at
stake. A more formal equality concept does not tackle
all forms of discrimination, that is, not those caused
by structural barriers. A more material equality con-
cept would, however, include that governments need
to actively take steps to build an inclusive society that
accommodates differences. The key words are “rea-
sonable accommodation” (or “effective adjustment”).

Other controversial issues are whether the treaty
should include third-generation rights (i.e., the right
to development and the duty of international coopera-
tion) or new human rights that are not enumerated in
the two core human rights treaties (ICCPR and ICE-
SCR) or others. An example for a new right would
be the right to be different. Since disability is closely
linked to poverty and two-thirds of all disabled
persons live in developing countries, the right to devel-
opment is endorsed by many member states from devel-
oping regions as well as by NGOs. Not surprisingly,
member states from richer regions are reluctant to
include such a right in a human rights treaty that is not
supposed to protect governments but people. Similarly,
“new” human rights will not easily find consensus
among member states, in times when international
politics are in turmoil.

Finally, the implementation and monitoring
mechanism of the treaty will cause much debate in the
Ad Hoc Committee. The current UN treaty-monitor-
ing system is in the process of reform for various rea-
sons, such as overload of state reporting obligations
and lack of resources. Some member states are reluc-
tant to accept yet another treaty-monitoring body.
Others prefer the StRE monitoring mechanism with a
special rapporteur and a panel of experts. Another,
related question is which role national human rights
institutions shall play. These institutions are a rather
modern development of human rights promotion
and implementation, and there are vast differences
between countries regarding mandate, independence,
and competency of these institutes. There is some
likelihood that the issue of monitoring and implemen-
tation will be postponed to a later drafting stage, to
await the outcome of the reform process.
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While many controversial issues remain to be
resolved, the fact that a human rights convention for dis-
abled persons is now finally being drafted is a tremen-
dous progress in human rights and disability policy.

—Theresia Degener and
Gerard Quinn

See also United Nations; United Nations Declaration on the
Rights of Disabled Persons; United Nations Standard Rules.
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UNITED NATIONS
DISABILITY STATISTICS

The collection and dissemination of disability statistics,
by the United Nations Statistics Division (UNSD),
started in the early 1980s in response to an increasing
international interest in issues pertaining to disability.
For example, 1981 was declared the International Year
of Disabled Persons and the period 1983 to 1992 the
Decade of Disabled Persons. The World Programme of
Action Concerning Disabled Persons was adopted as an
international guide for use in monitoring the situation
of persons with disabilities. This Programme of Action
called on the United Nations to develop, on a continu-
ous basis, suitable systems for the collection and
dissemination of information on disability necessary
for program evaluation at all levels. UNSD therefore
has been collecting and disseminating national dis-
ability statistics based on censuses and sample survey
results, including administrative records. This has
involved a worldwide review of published reports and
direct communication with national statistics offices
and relevant government ministries.

FRAMEWORK FOR DATA
COLLECTION AND CLASSIFICATION

The United Nations encourages countries to use the
conceptual framework of the International Classifi-
cation of Functioning, Disability, and Health (ICF) for
collection and classification of data on disability. The
use of the common framework will facilitate the com-
parability of data at both the national and international
levels, which is currently lacking within and among
many countries.

In view of the problems of comparability of
disability statistics, the international community is
currently working to standardize and harmonize con-
cepts and measures, for use in collecting and reporting
disability data based on the ICF conceptual frame-
work. The ICF provides a framework that describes
health and health-related domains as body functions
and structures, activities, and participation. The domains
are classified from body, individual, and societal per-
spectives. The use of the ICF would result in better
measures of disability compared to the use of strictly
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a severe impairment model. The ICF is multidimen-
sional and has multiple domains and as such presents
a framework to collect and present data on impair-
ments, activity limitations, and participation restric-
tions as well as on the role of the environment. It places
disability on a continuum of health with established
thresholds for defining decrements of health that con-
stitute disability. It also recognizes the impact of the
environment on levels of functioning.

In the “Guidelines and Principles for the Develop-
ment of Disability Statistics” (United Nations 2001), it
is recommended that the ICF be the basis for defining
the population with disabilities, developing questions,
and classifying the data resulting from such measure-
ments. Before the ICF was developed, the framework
and terminology of the International Classification of
Impairments, Disabilities, and Handicaps (ICIDH)
were recommended so as to harmonize concepts used
in disability measurement and classification.

THE UNITED NATIONS
DISABILITY DATABASE

The United Nations Disability Database (DISTAT)
is meant to promote wider dissemination and use of
disability statistics. This database apart from provid-
ing statistical data and prevalence rates gives textual
information or metadata from surveys and censuses
conducted in a number of countries, such as ques-
tions used in studies, coverage, and sources of data.
Metadata are particularly important in the area of
disability statistics because currently different studies
use different definitions and concepts of disability as
well as conceptually different questions to identify the
population with disabilities.

DISTAT-1, which was published in 1988, pre-
sents statistics from 63 national studies covering 55
countries. This information is published in the
“Disability Statistics Compendium.” The database
contains national statistics on disability status of the
population as well as socioeconomic characteristics
of the population with and without disability such as
marital status, education, and economic status.

DISTAT-2 shows a relative increase in the number
of countries collecting and disseminating data on
disability. The 2001 publication has 111 national

studies from 78 countries worldwide. Common sources
of disability data are censuses and surveys. The major-
ity of countries in Africa and Asia collected disability
data through censuses. Only a few countries in the
database have statistics on disability that were compiled
from administrative records.

ISSUES OF COMPARABILITY

The major problems in comparing disability preva-
lence rates among countries and within countries, over
time, are the absence of internationally standardized
definitions, concepts, classifications, and measures of
disability. For example, some countries, which col-
lected disability statistics through surveys, have included
relatively detailed questions in the survey instruments
that focus on activity limitations and participation
restrictions. On the other hand, most countries, which
collected data on disability through censuses, focused
on persons with severe impairments, such as blind-
ness, deafness, and mental retardation. Prevalence
rates calculated on the basis of the two different
approaches result in wide variation. Countries using
questions based on the latter approach have relatively
lower rates compared to countries using the former
approach.

This wide disparity among prevalence rates has
initiated a debate in the field of disability statistics
where some people argue that there is no point in
maintaining a database with seemingly incomparable
prevalence rates. Others argue that the data serve
their purpose by showing how prevalence rates are
affected by concepts used and questions asked in
various studies. The metadata included in the data-
base therefore help readers to discern the inherent
conceptual differences underlying the prevalence
rates.

Statistics in DISTAT show wide variations among
estimates of the prevalence of disability based on
various studies and for different countries because of
the use of different concepts and definitions among
countries and studies. For example, the disability
prevalence rate for Zambia based on the 1990 census
was 0.9 compared to 20 percent for the 1996 survey
in New Zealand. Methodological differences in the
measurement of disability therefore constrain the
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straightforward comparisons of disability prevalence
rates among studies and countries.

DEVELOPING STANDARD
MEASURES OF DISABILITY

Efforts are under way to identify minimum common
questions that can be used, by countries, in censuses
and sample surveys. In June 2001, the United Nations
hosted an international seminar on disability mea-
surement. The purpose of this seminar was to review
and assess methods used in data collection activities
related to the measurement of disability in national
statistical systems and to develop recommendations
and priorities. The seminar recommended establish-
ment of a forum called the Washington Group on
disability measurement. The objectives of the group
are (1) to guide the development of a small set of gen-
eral disability measures suitable for censuses, national
sample surveys, or any other source that will provide
basic necessary information on disability worldwide;
(2) to recommend one or more extended sets of sur-
vey items to measure disability or principles for their
design, to be used as components of population cen-
suses or as modules to specialized surveys; and (3) to
address the methodological issues associated with the
measurement of disability as identified by the group.

The first meeting of the group covered various
methodological issues related to disability measure-
ment including purposes of measurement. The group
also reviewed the ICF model, disability tables in the
United Nations census recommendations, global mea-
sures of disability, relationship of global measures to
the ICF, the confounding function of assistive device
use, cultural practices that influence the nature of
the environment or proscribe participation, cultural
issues that act as barriers to collecting data, and cross-
national comparability of information.

The second meeting discussed a matrix that linked
the characteristics of questions on disability to pur-
poses for collecting the data and results of method-
ological testing of general measures of disability.
At the third meeting, it was agreed that disability
was multidimensional, therefore it was not possible
to ascertain the single “true” disabled person, and
therefore different purposes were related to different

dimensions of disability. The fourth meeting agreed
on a draft set of questions on disability for use in popu-
lation censuses.

TRAINING WORKSHOPS

To encourage countries to use the ICF and improve
data collection methodologies, UNSD has conducted
regional/subregional workshops on disability statistics,
one in Africa and the other for the countries in the
Economic and Social Council for Western Asia
(ESCWA). Apart from covering the sources and uses of
disability statistics, the workshops covered the elements
and concepts of the ICF as a basis for statistical mea-
surement of disability. This approach encourages the
use of common definitions and concepts, which would
eventually generate internationally comparable data. In
the Economic and Social Commission for Asia and the
Pacific (ESCAP) region, they conducted a similar work-
shop on improving disability data for policy use. The
next workshop, on improving disability statistics and
measurement, was held in Bangkok, September 2004.

REGULARIZING INTERNATIONAL
DATA COLLECTION

In October 2005, the UNSD will initiate a systematic
and regular national collection of basic disability
statistics as part of the Demographic Yearbook data
collection system.

—Jeremiah Banda

See also Epidemiology; International Classification of Functioning,
Disability, and Health (ICF/ICIDH); United Nations.
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UNITED NATIONS
STANDARD RULES

The Standard Rules on the Equalization of Opportunities
for Persons with Disabilities have their origin in the pas-
sage by the United Nations General Assembly of the
World Programme of Action Concerning Disabled
Persons on December 3, 1982. The World Programme
outlined three goals: the prevention of disability, reha-
bilitation for persons with disabilities, and the equaliza-
tion of opportunities for disabled persons. While not
abandoning the more traditional efforts regarding dis-
ability, its inclusion in the World Programme placed
equalization of opportunities on a par with the more tra-
ditional concerns. Care was taken to define equality as a
parity of opportunities with those of the whole popula-
tion. This parity was viewed not as a static phenomenon
but one that would be fostered and maintained as
countries engaged in economic and social development.
Thus, the concepts would apply equally to both devel-
oping and developed countries.

In December 1992, the General Assembly wanted
to continue implementing the World Programme and
passed a resolution urging expedited elaboration of stan-
dard rules on the equalization of opportunity for persons
with disabilities. The Standard Rules were adopted
on December 20, 1993. Their purpose was “to ensure
that girls, boys, women and men with disabilities, as
members of their societies, may exercise the same
rights and obligations as others” (United Nations General
Assembly 1993, Resolution 48/96, paragraph 15, p. 8).
The Standard Rules, although not compulsory, offered
an instrument for policy making and action to persons
with disabilities and their organizations, while providing
a basis for technical and economic cooperation.

The Standard Rules delineated UN member
states’ responsibilities in three areas. The first area,
preconditions for equal participation, included member
state responsibilities to (1) raise awareness, (2) pro-
vide effective medical care to persons with disabilities,
(3) provide rehabilitation services, and (4) ensure the
development and supply of support services, includ-
ing assistive devices. The next area, target areas for
equal participation, comprised the following rules:
(5) accessibility, (6) education, (7) employment, (8) income
maintenance and social security, (9) family life and per-
sonal integrity, (10) culture, (11) recreation and sports,
and (12) religion. Rule 7 for employment, for example,
stipulated that persons with disabilities must have equal
opportunities for productive and gainful employment in
the labor market in both rural and urban areas. The final
group provided implementation measures for member
states on (13) information and research, (14) policy
making and planning, (15) legislation, (16) economic
policies, (17) coordination of work, (18) organizations
of persons with disabilities, (19) personnel training,
(20) national monitoring and evaluation of disability
programmers in the implementation of the Standard
Rules, (21) technical and economic cooperation, and
(22) international cooperation.

Member states were urged to establish national coor-
dinating committees to monitor the Standard Rules and
to coordinate implementation efforts with organizations
of people with disabilities. The rules recommended the
establishment of a special rapporteur to monitor the rules
at the international level and this feature was imple-
mented. A panel of experts established by nongovern-
mental organizations (NGOs) consults with the special
rapporteur to monitor implementation of the rules.

—Scott Brown

See also Developing World; Economic and Social Development;
United Nations.
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UNITED WAY OF AMERICA

The United Way of America (UWA) traces its begin-
nings back to 1887, when the Charity Organization
Society began in Denver, Colorado. While this organi-
zation did not provide any direct human service pro-
visions, it did conduct regular fund-raising campaigns
for 22 local social service agencies and served as an
intermediary between philanthropists and human
service agencies. This sort of fund-raising role
became the hallmark of what would become the UWA
as it continued to develop throughout the twentieth
century. By 1974, the UWA raised more than $1
billion in the United States and Canada, becoming the
first charity to raise that much money.

In recent years, UWA has sought to evolve from
strictly a fund-raising organization to a community
empowerment organization. Three factors may have
contributed to this evolution. First, widely publicized
embezzlement scandals in not-for-profit organizations,
including the UWA, have led contributors to demand
greater transparency from these organizations. The
UWA, however, provides no aggregate information
about how much of the total money raised by United
Way organizations across the United States goes to pro-
grams versus overhead costs. Second, following the ter-
rorist attacks of September 11, 2001, on New York City,
individuals and foundations donated large amounts of
money to relief organizations such as Red Cross
International and the Salvation Army. These contribu-
tions were targeted specifically for the victims of
September 11 and left little money for other human
services and other not-for-profit organizations in
America. Finally, as a consequence of the first two fac-
tors, new philanthropists wanted to be more involved
with agencies and wanted see how these agencies spent
their donations.

To this day, as UWA transitions into a community
empowerment agency, it maintains its identity as a fund-
raising organization. For example, in 2002-2003, the

United Way organizations across the United States
raised $4.44 billion to target broad-impact areas such as
strengthening families, building safe communities, sup-
porting self-sufficiency, supporting vulnerable popula-
tions (e.g., people with disabilities and the elderly), and
helping youths succeed. During its current transition
period, UWA began referring to “member agencies”
(i.e., agencies receiving money from the UWA) as “part-
ner agencies.”” UWA’s change in nomenclature from
“member agencies” to “partner agencies” hints at the
initial actualization of the organization’s community
empowerment vision.

This vision emerged further through UWA’s
greater emphasis on program evaluation among partner
agencies. Now agencies must demonstrate both a need
for program funding through a needs assessment and
the program’s effectiveness through formative and
summative evaluations. To assist with these increased
reporting requirements, the agency has created an inno-
vative and informational web page, as well as devel-
oped numerous trainings concentrating on empowering
social service agencies with greater program evaluation
skills. These evaluation skills and the requirements the
UWA developed necessitate greater transparency
among agencies. Furthermore, once agencies develop
the capacity for formal evaluation, they can use those
skills to find grants outside the UWA. Indeed, UWA has
shown that social service agencies now not only need to
do good work, but they must also prove they do good
work to remain viable.

—R. Noam Ostrander

See also Charity.

Websites

United Way of America, http://national.unitedway.org/

UNIVERSAL DESIGN

See Accessibility; Aids for Activities of Daily
Living; Assistive Technology; Visitability

UNIVERSALISM

The word universalism is sometimes not found in dic-
tionaries, yet it is in current use. In the sphere of dis-
ability, it stands in opposition to an overly specialized
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perspective that would leave some people as exceptions
and in marginalized status. But the term also has a
more general meaning, derived from the word univer-
sal. Here it refers to the totality of reality, to that
which extends to the entire collectivity.

The term is employed in the domain of disability
to focus attention on the fact that we must above all
make social spaces accessible—physical space, edu-
cational space, and mental space. As a consequence, it
is a matter of reforming society so that it is receptive
to the greatest possible number of disabled persons.
The phrase “universal design” sums up this vision.
The term is then in opposition to a particularist con-
ception that would authorize intervention in social
spaces only in the event of this or that specific defi-
ciency. For example, instead of planning for maxi-
mum accessibility in the construction of an apartment
building—for the entire building (universalism)—
provision is made for one or two apartments outfitted
for people in wheelchairs (particularism). It is quite
clear that it will never be possible to foresee everyone’s
needs in every case and circumstance. But the very fact
of setting accessibility as a goal for the majority of
cases lowers the level of difficulty for a very great
number of people and precludes handicap, or at least
surplus handicap. This is one of the meanings of
the word universal, as a synonym for general: what
extends to the greatest number. Striving for universal-
ism dictates working on and with the common every-
day environment to avoid detours through specialist
institutions or social stigmatization. Everything that
enables disabled citizens to participate without obsta-
cle in the life of the community must be attempted.

The limitation that has been recognized, that total
accessibility cannot be achieved, will assist us in
better understanding what universal and the doctrine
of universalism really mean. Universal designates that
which extends to the entire universe, to the total real-
ity of the world or of the human collectivity. Apart
from the laws of physics (an apple falls in the same
way in Beijing as in New York), we may ask whether
there are rules that are valid for humanity in its
entirety. One could doubtless assert, for example, that
some fundamental proscriptions seem common to all
societies (the ban against killing, in particular one’s
kin; the ban against incest; the ban against generalized
lying). But we must immediately add that the modali-
ties, boundaries, and sanctions affecting these forbidden

areas are extremely diverse. We more often encounter
resistant particularisms, deeply anchored in culture,
than common norms, customs, and conceptions. This
is why it is perhaps better to view universalism in the
narrow sense of logicians. They speak of a “universal
term,” that is, a term understood in its fullest exten-
sion, encompassing all the individuals in the category
of individuals under consideration. The universal
deals with a human group—a set—but not with the
whole of humanity.

Philosophy has not always understood the universal
in this sense. We should recall the celebrated “Dispute
over Universals” that raged in the Middle Ages.
Behind the diversity of beings, is there something that
can be called “being”? Behind our ideas and the varied
forms of what we call beauty, goodness, truth, is there
a heaven where ideas of the beautiful, the good, the
truthful exist? More recent is the question whether
behind the diversity of languages there are laws that
apply without exception to the totality of languages.
This was the debate between linguists such as Sapir, on
the one hand, and Chomsky, on the other, to cite but
these two names. The universal, be it ontological, for-
mal, or linguistic, is still being debated. Perhaps the
most telling “last word” in the medieval debate was
that of the fourteenth-century philosopher William of
Ockham, who said, “The universal is an intention of
the mind, susceptible of being attributed to a great
number of subjects” (Ordinatio sive scriptum in librum
primum Sententiarum, distinction II, question 6).

In this quick review of meanings of the words
universal and universalism, we should also note the
religious signification, Christian in particular, that
makes universalism the doctrine of those who believe
that all human beings are saved, whatever their reli-
gious views and thus without the mediation of Jesus
Christ, while mainstream theology affirms that no one
is saved without that mediation. Here universalism has
a pejorative shading, even though the Christian religion
lays claim to a universal calling, addressing all people
of all times, to teach them of the promise of universal
salvation through Christ. This, it may be noted in pass-
ing, is a neat reconciliation between the universal and
the particular: Salvation is available to everyone but is
mediated by the singular person of Christ.

Last, a more sociological signification for the word
universalism should be noted. Social or cosmic reality
is a whole on which individuals are dependent. In this
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context, the word emphasizes the social totality that
precedes and determines individuals. The universal is
primary with respect to the particular; it proceeds as a
deduction and is not the result of a kind of induction
from particulars toward a general level. Societies that
have been called holistic operate on the basis of this
primacy of the totality, of what dominates individuals
and constitutes the common law to which they must
submit. This sense of the word does not characterize
modern societies, in which the point of departure
is always individuals, their rights and their claims.
Yet, on the other hand, our contemporary societies are
borne along by the movement called globalization.
Here we cannot analyze the different meanings and
different levels of globalization. It will suffice to note
that one of its aspects is the forcible application, often
initiated by the countries most powerful in terms
of demography and economy, of canons, standards,
styles, technologies, which tend to be imposed on
everyone, everywhere. The English language, to take
a single example, is progressively becoming the
universal language, the one in which the inhabitants
of the culturally most remote countries will communi-
cate, the one that will serve as the medium of exchange
in all four corners of the world. This globalization is
realized, by the very coercive nature of things, to the
detriment, greater or lesser, of distinctive collective
identities and ancestral traditions.

To summarize, the word universalism can have
many meanings (religion claiming to address all
humans; a doctrine that views reality as a totality, pre-
ceding all individuals; a philosophy in search of uni-
versals; a science that seeks laws without exception; a
culture that imposes itself on other, earlier cultures),
but it always comes back to the question of knowing
whether we should focus on singularities in order to
move to a higher level or posit a universal that sub-
sumes these singularities. The problem of the univer-
sal will always be that of the relationship between the
particular, always certifiable, and a superior level that
transcends it, one established by the mind but not
empirical.

In this general, abstract question, it is important
to distinguish among a multitude of concepts. What is
constant is not fully universal, because a constant is not
susceptible, at a given time, to exceptions, although it

does not rule out surprises. The general is not a
synonym for the universal, because generality is the
product of a statistical, probabilistic perspective and
cannot claim to be valid for the whole of reality or
society. Nor is global a synonym for universal, since
globalization refers to the international without our
being able to predict its universality.

This discursive tour of semantics, in the context of
an encyclopedia devoted to disability, is not intended
to make a full exposition of the problems of the uni-
versal. What stands out is that the universal has never
been realized and never will. Its role is to establish, as
some philosophers put it, a “horizon,” that is, a kind of
ideal in front of us that we must not drop from sight,
one with which we must constantly concern ourselves
without getting lost in the restrictive, sequestering
detail of particularist views and special interests. The
status of the universal, and consequently that which
must sustain universalism, stems from a double neces-
sity: to refuse to believe that the universal is some-
thing that has already been achieved, and to refuse to
renounce attaining it. This only appears to be para-
doxical. In fact, anyone who claimed to have realized
the universal would only have imposed his or her par-
ticularism on others. We have seen this in colonialism;
we see it now in the standards of various technologies.
It was seen in the Marxist ideology that sought to
subject the world; it is seen now in the pretentions of
the cultures of developed countries to regulate, and
thus to reduce, other cultures (under the cover of uni-
versal human rights, nonetheless indispensable, or
under the cover of democracy on the American,
French, or British model). On the other hand, anyone
who renounces the universal as goal opens the way to
all kinds of excess, all kinds of cowardly tolerance
and imprisonment in archaism. This is evident when
no one speaks to the exploitation of women by certain
religions, or when one accords this or that fanaticism
the same respect and rights as the defense of human
dignity, or when one fails to affirm that there are rights
to be recognized for all humans, in their simple capac-
ity as human beings.

To return, in conclusion, to the specific problem
of disabled people, it seems important to claim that
all of society be open to them and that the same real
rights and responsibilities be recognized for them. At
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the same time, it is equally important not to neglect
to insist that certain specific measures be taken, in
particular for certain onerous or rare deficiencies, for
instance. Aiming for universality in these measures
and arrangements prevents us from siding with any
one category of disadvantaged citizens, but believing
that generalized accessibility is in itself sufficient
would leave us the victims of illusion, since this
would also entail abandoning certain people. Univer-
salism remains a horizon, a perspective, a stimulating
goal. The worst that could happen to it would be to
believe that it is no longer worth pursuing.

—Henri-Jacques Stiker

See also Globalization; Inclusion and Exclusion; Values.

UNIVERSITY AND
COLLEGE EDUCATION

See Education, College and University

UPIAS

See Union of the Physically Impaired against
Segregation

URBANIZATION

Most people in the Western world live in cities,
and increasingly people living in developing countries
are moving to urban areas. In this urbanizing world,
the majority of job opportunities, access to goods and
services, entertainment, and other functions are found
in cities. Since the late nineteenth century, the city
has been viewed as a source of social alienation and
anomie, characterized by fragmentation and the dis-
solution of traditional (often rural) social networks.
Urbanization over the course of the twentieth century
has witnessed, some commentators suggest, the emer-
gence of unsustainable cities and modes of living. In
this view, the city is conceived of as dystopia, increas-
ingly plagued by environmental pollution, poor health

for its inhabitants, social polarization between rich
and poor neighborhoods, land degradation, and crime.

Such observations resonate with many disabled
people whose experiences of urban environments are
far from positive and are conditioned, in part, by their
difficulties in moving about and getting access to
places in the city. From sidewalks cluttered with street
furniture such as benches and other physical obstacles
to the absence of clear signage, urban areas are con-
structed in ways that do not contribute to the mobility
of disabled people. In this respect, urban areas may be
regarded as reproducing inequalities between disabled
and nondisabled people (see Allen, Milner, and Price
2002; Imrie 1996, 2005; Imrie and Hall 2001). For
some, urbanization is characterized by a design
“apartheid” in which the design of the built environ-
ment actively disables disabled people, which, in turn,
prevents them from accessing facilities such as shops,
parks, transport, and dwellings without help.

For instance, common experiences of the effects of
urbanization for disabled people who use wheelchairs
include the following: ramps that are installed but prove
to be too steep to be used safely, dropped curbs that are
present but are badly placed; a government office on the
second floor of a building but with no elevator; a shop-
ping center without a disabled person’s toilet; streets
without clear signage or tactile walkways or means of
way finding; a “wheelchair friendly” restaurant that has
two steps at the entrance; a museum that has ramps and
a disabled person’s toilet but no elevator, so that wheel-
chair users can visit only the ground floor; and a munic-
ipal building with a ramp that is so steep that most
wheelchair users prefer to go down it backwards. Such
features are commonplace, so much so that they are
broadly accepted by the population as a whole as
normal and inevitable parts of everyday life.

An important theme in the study of the city and
disability is that the disabling nature of the urban built
environment is, in part, related to the purposive plans
and policies of urban planners who have the responsi-
bility for the production of cities. Urbanization, as
product and process, takes shape through the context
of the values of and actions by professionals, who, in
Western societies, have rarely acknowledged disabled
people and their needs. Rather, the urban subject—
those whom planners seek to plan for—is conceived
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of as an abstract generalization and is rarely thought
of in terms of differences in relation to the body, eth-
nicity, gender, or sexuality. Disability, as a descriptor
or category of social reality, has rarely figured in
architectural or planning education, and, as Greed
(1999:270) suggested, the subcultures of design,
property, and construction professionals are resistant
to change in not permitting “much space for wider
strategic and holistic approaches to . . . social factors.”

While building regulators and officials have some
scope to influence the form of the urban environ-
ment, the physical shape of urbanization is largely
determined by the values and practices of property
developers and builders. The values of property
professionals are usually impervious to disability, and
they tend to perpetuate problematical, and erroneous,
assumptions about disabled people in relation to the
design of their buildings. Professionals in the building
industry continue to argue that there is insufficient
demand by disabled people for an accessible built
environment and that the provision of accessible build-
ings is prohibitively expensive. While both assumptions
have been shown to be false, they persist as blocks to
a progressive urbanism characterized by barrier-free
environments.

Disabled people’s experiences of urbanization are
not just related to the form of the physical environ-
ment but are also determined, in part, by what Ellin
(1996:252) referred to as the city with “a confluence
of meanings rather than functions.” Thus, many of
the symbols and images of the city do not provide
disabled people with the means for self-expression or
autonomous behavior, but rather encourage a retreat
into private spaces (or out of sight and off the streets).
For instance, steps into shops or nightclubs not only
prevent a wheelchair user ease of access to the facility
but also create a context of dependence on others for
assistance while transmitting a sense that those with-
out “able” limbs, or independent use of body parts,
are unwelcome. Likewise, for many wheelchair users,
“back door treatment” is the norm, in which the
entrance to a building is often through side doors,
back doors, or everywhere but the front. In this sense,
the built environment is marked out by spatial signi-
fiers or symbols of difference that serve, potentially,

to separate disabled people from their “normal”
counterparts (see Hawkesworth 2001).

What are the possibilities for an urbanization
that will facilitate livable places for disabled people?
Most forms of urban renewal are characterized by a
property-based approach to development, in which
people-based issues are sidelined. However, recent
debates about the “good city” revolve around princi-
ples of new urbanism, in which it is suggested that
cities should be constructed as compact spaces with
an emphasis on accessible, safe, and inclusive spaces.
Its emphasis on small-scale, localized forms of urban-
ization, based on diverse neighborhoods and human
scales of interaction, provides potential for crafting
urban spaces based on human need rather than profit.
In this respect, the people-centered design philosophy
of new urbanism, while not a panacea, gives some
hope that urban renewal will be attentive to some of
the needs of disabled people (see Talen 1999).

Its translation into the lived realities of urbanization
will depend, in part, on shifts in social attitudes and
practices in relation to disability and a greater will-
ingness of building professionals and others to recog-
nize and respond to disabled people’s intrinsic rights
to access and mobility and movement in cities. In the
United States and the United Kingdom, legislation is
an important part of requiring much more provision of
accessibility features than was hitherto the case, and
city governments are adopting diversity agendas that
require urban renewal policies and plans to incorpo-
rate the needs of disabled people. For instance, in the
United Kingdom, all new dwellings have to be con-
structed to minimum levels of accessibility, while in
the United States, many state and local governments
have adopted ordinances that require developers to
provide access in single-family dwellings. While legal
measures, in and of themselves, cannot guarantee
barrier-free environments, they provide the possibili-
ties for a new era of urbanization characterized by the
breakup of social and physical barriers in cities.

—Rob Imrie

See also Accessibility; Accessibility Codes and Standards; Fair
Housing Act Amendments of 1988 (United States); Health
Care and Disability.
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URINARY TRACT
INFECTION IN SPINAL
CORD-DISABLED PATIENTS

Urinary tract infection (UTI) refers to infectious dis-
eases of the kidneys (pyelonephritis), ureters, bladder
(cystitis), and urethra (urethritis). The most common
way for bacteria to enter the urinary tract is through an
ascending route from the genitourinary region through
the urethra, counter to the usual flow of urine. Thus, the
typical causes are bacteria from the gastrointestinal tract
and vagina given their close proximity to the urethra.
Patients with disabilities are particularly at risk for
UTI. The most notable group includes individuals
with spinal cord dysfunction (SCD) including spinal
cord injury and multiple sclerosis. Important compli-
cations of the urinary tract include kidney failure and
infection. They have traditionally been ranked as lead-
ing causes of death in those affected with SCD. Prior

to the early 1990s, diseases of the urinary tract
accounted for two-thirds of deaths in this group of
people. While medical care of patients with SCD has
dramatically improved over the past one to two decades,
UTI still ranks as the second most common medical
complication. Increasing disability in patients with
SCD increases the risk of UTI whereby 75 percent
of patients with paraplegia and over 85 percent with
quadriplegia experience UTI. As a result of recurrent
UTI among patients with SCD, the medical costs are
substantial; rehospitalization for complications can
cost in excess of $12,000.

The basis for increased rates of UTI among
patients with SCD is principally two-fold: (1) the
decreased ability to completely empty urine from
the bladder, producing static urine where even small
numbers of contaminating bacteria can replicate, and
(2) the requirement for either intermittent or
indwelling catheterization for drainage of the urine,
each of which can provide direct access for bacteria
to the urinary tract. The use of catheters has dra-
matically improved the care of patients with SCD;
however, catheters also substantially increase the
risk of UTI especially when indwelling catheters
are employed. Undoubtedly, antibiotics have had a
major impact on treatment of serious UTI in patients
with SCD, decreasing morbidity and mortality.
Unfortunately, the diagnosis and the appropriate
treatment for UTI in people with SCD are exception-
ally difficult because individuals can have bacteria
persist in their bladders without disease and can have
dramatic cases of infection without fever or pain (as
a result of their spinal cord injury). Antibiotics given
prophylactically decrease the persistence of bacteria
in the urine and delay the time until the development
of a UTI; however, patients on prophylaxis still expe-
rience the same number of bona fide infections. The
constant use of antibiotics also increases the occur-
rence of infections with antibiotic-resistant bacteria,
a public health challenge.

In the future, medical advances may produce tests
that differentiate true UTI from persistent bacteria
in the urine. Examples of preventive therapies include
colonization of the bladder with benign bacteria that
block the disease-causing agents from gaining a
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foothold and vaccination against the most important
causes of UTIL. Improvements in rehabilitation may
improve patients’ sensation and thus their ability to
appreciate pain and other symptoms of urinary infec-
tion while improving bladder function, decreasing
their dependence on catheterization.

—Patrick C. Seed

See also Bladder Control; Multiple Sclerosis; Spinal Cord Injury.
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VALLATHOL (1878-1958)

Indian poet, essayist, and cultural architect

Vallathol Narayan Menon was a South Indian poet,
essayist, and major contributor to the renaissance of
the Malayalam language and culture. He lost much of
his hearing as a young man. In his early 30s, he wrote
Badhira Vilapam (Lament of a Deaf Person) express-
ing a sense of loss and deprivation as he became deaf.
Vallathol had earlier translated Valmiki’s Ramayana
into Malayalam, and in his 70s he completed a trans-
lation of the Rig Veda. His eight-volume “Bouquet
of Books” appeared successively from 1917 to 1970,
after his death.

The dream of his mature years was to initiate
the revival of Kathakali dance drama. He opened the
Kerala Kalamandalam in 1930 to teach all the classi-
cal arts of Kerala, and his cultural crusade was recog-
nized and honored after India’s independence. The
American danseuse La Meri (1941:27) studied ges-
tural communication in Kerala in the 1930s and noted
that “Vallathol, the great poet who has revived the
Kathakali form in Malabar, is deaf and so converses
entirely by means of the beautiful gesture-language
of India.”

—Kumur B. Selim

See also Dance; Experience of Disability: India; Poetry; Sign
Poetry.
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VALUES

Any discussion of disability as a social phenomenon
must also include the issue of values. Values are a set of
principles or standards concerning the relative worth,
utility, or importance of things and experiences. Often
values appear in everyday life as judgments or points
of view on behaviors and social problems. Disability
as a category or a label is not value neutral. The term
itself—dis-ability—implies a value judgment. All indi-
viduals vary in the skills and abilities they possess.
Yet for a whole class of individuals, society considers
their physical limitations to be a defining characteristic.
Therefore, discussions of disability must be mindful of
how values shape our attitudes and actions toward those
with disability in society.

Social values are significant for how we, as a
society, interact with, think of, and provide services
for individuals with disabilities. However, the experi-
ence of disability is highly variable. The ways that
individuals value (or devalue) their experience of dis-
ability is dependent on a wide range of factors. These
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factors include the age at onset of disability, the
cause of their limitation, its visibility to others, and
the degree to which it poses functional challenges or
impediments in their daily lives. Each factor influ-
ences the value one places on his or her own life as
well as the value of his or her life to others. Beyond
individual values, society also values (or devalues)
disability. Society’s values are reflected in public pol-
icy initiatives and in the physical and social environ-
ments. This entry highlights the importance of values,
as they influence behaviors and actions at both an
individual and social level.

A person may experience disability at any point in
life. The point of onset of disability may have a pro-
found effect on how individuals think about and value
their lives and their disability. Individuals who experi-
ence the onset of disability later in life must address
their loss of physical function. Even more, they may
perceive a loss of self. People who experience the
onset of disability during adulthood often grapple
with the loss of physical function and reconcile their
current abilities with their ideas about who they 