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THE CENTURY RECOGNITION PROJECT

In 1991, a group petitioned the A A M R Board of Directors to form an Ad-Hoc
Committee on Historic Preservation specifically charged with ensuring that mate-
rials, memorabilia, and important items to the field be protected. The effort came
about because of the mass destruction of critical materids especidly those housed
a the older, large ingtitutions that were being closed or dramatically downsized.

By 1992, the Ad-Hoc Committee grew into a consortium that represented mem-
bership from: AAMR, ANCOR, AAUAP, TheArc/US, the Joseph P. Kennedy, J.
Foundation, the NASDDDS, and the Presdent's Commission on Mental Retarda-
tion. TASH was dso amember during the early period of the committegswork.

In 1998, the Ad-Hoc Committee incorporated into a 501(c)3 organization, The
National Historic Preservation Trust on Mental Retardation.

At the close of the 20" Century, many initiatives began to gppear throughout the
country describing significant contributions and events in the United Sates. It
was clear that the menta retardation/developmenta disabilities field was
underrepresented in these nationa efforts. To ensure that the work of peopleinthe
field was acknowledged, and information about the century retained for educa
tional and research purposes, the National Trust on Mental Retardation developed
the Century Recognition Project.

The Century Recognition Project sought to recognize contributions of peopleliv-
ing in the 20" century whaose eforts broadly affected people with menta retarda-
tion/devel opmentd disabilities and thefield asawhole. The Committee wanted to
enaure that nominations reflected the entire 20" century, not ssimply the second
half.

Criteriafor nominations were distributed widely throughout the field inthe fall of
1998. To include a broad range of individuas in the nomination process was a
mgor objective of the Committee. This was to ensure that submissions reflected
the multiple disciplines and interest groups within the field.

Over 160 nameswere submitted for consideration. An 18-member Selection Com-
mittee reviewed persond contributions and recommended 36 Honorees. Honor-
ess ae listed in the Commemorative book with a short passage outlining their
work and success



The Century Recognition Committee crested national forums to recognize the
Honorees, and produced amgor multi-media presentation. In addition, The Cen-
tury Recognition Committee published Commemorative books for distribution
within the field.



THE NATIONAL RISTORIC
PRESERVATION TRUST ON MENTAL
RETARDATION

TheNational Higtoric Preservation Trust on Mental
Retardation isa 501(c)3 or ganization expresdy
ocommitted to higtorical preservation efortsin the fidd
of mental reardation/devd opmental disabilities.

CONSORTIUM MEMBERS OF THE TRUST INCLUDE:

* AAMR
* AAUAP
* ANCOR

* The ArclUS

* NASDDDS

* Josgph P. Kennedy, Jr. Foundation
* Pregdent's Commisson on Mental Retardation
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The Nationa Historic Preservation Trust on Mental Retardation is proud to have
goonsored the Century Project, which seeks to identify some of the significant
devdopments in the field of mentd retardation in the 20" century.

It is clear from the participation of literally hundreds of people throughout the
country thet there isa great dedl of interest in the history of our field. That isvery
encouraging becauseit is such avareness and interet that is needed to ensure thet
the history is not lost.

The vagt contributions mede by theindividual srecognized in this project arebut a
sample of thewonderful people and accomplishmentsthat touched our fieldinthis
century. Those identified in the Century Project would be the firgt to recognize
their lessor-known associates for their work.

One objective to the Trust's sponsorship of this project was to increase avareness
of the importance of the history of the field and the nead to actively preserve it.

The materids of this project will be housed at the Nationa Archives on Mental
Retardation a the Indtitute of Developmenta Disabilities at the University of I1li-
noisat Chicago.

Remember that we all have aresponsibility to preserve this history.
Sincerdly,

Michael R. Dillon

President, National Historic Presarvation Trust
on Mental Retardation



TO THEFIELD OF MENTAL RETARDATION:

It has been a privilege to sarve as Chair of the Century Recognition Project.
Although the task was daunting, the importance of recognizing leaderswithin the
field provided an opportunity for reflection and learning.

The 20" Century has been aperiod of great change, from the early days of profes-
siona debate, to the current system of supports and empowerment. As you reed
through the persona accounts of the Honorees, you redize how impressive the
body of work in thefield truly isand the number of disciplinesthat had tointeract

to create permanent change. The field of mentd retardation is a specidty and its
importance, dthough often clouded by other social sciences, isextremdy unique.

The commemorative process sought to highlight some of the mgor accomplish-
ments and to raise the level of understanding throughout the field of the impor-
tance of our continued growth and reform.

The future continues to unfold as we face new chdlenges within a modern era.
Peoplewith mentd retardation and developmentd disabilities emerging from soe-
cial education haveanew level of skill and new expectations. Our chdlengeisto
retain a person-centered focus that truly reflects a partnership among self-advo-
caes, families, professonds, work sites, and the community. Our emphasis will
be on technology, profitability, enhancing persona competitiveness, and self-de-
termination and choice.

As Harry S. Truman so gppropriately stated: "our goal must be-not peace in our
time, but peace for all time." May we respect the peace associated with ahigh
qudity of life, and may our legacy be onetha solidifiesthisfor peoplewith men-
tal retardation and developmentd disabilities in the future,

With warmest regards,

Margaret J. Gould
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THE 20™ CENTURY
By Margare Gould

The 20" Century was a period of grest philosophical debate, devauation, legal
rights, and reform. It encompassed areformation made possible by the recognition
of human rights and the vaue for people with menta retardation in our society.

The opening of the 20" century was replete with mgjor debates fogtered in the 19"
Century. Inthe 1840's, programswereinitiated in Massachusettsand New Y ork to
offer educationa and medical supportsto children with cognitive ddays. But, by
thelate 1800's, the atruistic leanings were being challenged as intellectual testing
aregted classification through scoring systems, the term fegblemindedness was given
additional meanings, and on-ste work was developed ensuring isolation.

In hisbook, A History of Mental Retardation. Dr. Richard Scheerenberger summa:
rized the issue as follows: "In other words, the negative professional debates of
the nineteenth century became the socia redlity of the twentieth with grave conse-
quences for those deemed or sugpected to be mentdly retarded." This legacy of
professond debate was pervasive throughout the 20" Century and framed the causes
of many of the mgor events to come.

During the early part of the 20" Century, services to people with fesblemindedness
(the term used for mentd retardetion) varied gredily. Large congregete settings
Forung up across the country with the express purpose of isolating individuas
from society. The Eugenics movement perpetrated the belief that feebleminded-
ness would infest a society if not controlled. The work of Dr. Henry Goddard
including hisfamous K allikak study was seen as solid proof of the Eugenics theory.

At the sametime, mgor community initiativeswere devel oped such asDr. Charles
Berngtein's community residential and vocationa effortsin Rome, New Y ork and

Dr. Wdter Fernald's clinics in Massachusatts. The badis of these efforts framed an
entirely different picture of people with fegblemindedness and their worth.

By the mid-1940's, society was changing under the New Deal, and these changes
were solidified in the post-World Wer |1 era. Americabegan to emphaszeanew
gene of socid justice and community concern.  With these changes, came the
devdopment of a srong parent movement. In 1950, 88 parent groups formed
throughout the country with a combined membership of 19,300.



In the same year, the "Parents and Friends of Mentally Retarded Children” formed
(now known as The Arc/US).

Parents lobbied, budgets fluctuated in large ingtitutions, community aternatives
developed, and the debate continued. These were the prevailing forces at thetime
Presdent John F. Kennedy was dected in 1960. His administration opened the
plight of people with menta retardation to public policy reform. Over the years,
dected officials in Congress such as Representative John E. Fogarty and Senator
John H. Chafee simulated reform. This reform was supported by new bresk-
throughs in medicine such as Dr. Jarome Lejeune's identification of trisomy 21,
Dr. Robert Cooke's pediatric research, and Dr. Robert Guthrie's PK U screening

tes.

Reform took hold, but nat soon enough to significantly dter the conditions a many
large, congregate settings in the United States Geraldo Rivera and Burton Blatt
exposed the horrifying conditions to the public, leading to mgor lawsuits across
the country. Thejudicial branch served as the center for debate now, and profes-
sional bdiefswere chalenged as clear dternatives wereidentified in community-
based sdttings fogstering a higher quality of life. The debate focused on human

rights.

Aswe closethe 20" Century and move into a new millennium, the questions of
our legacy arise. What are we passing on to the next generation?

Asthe millennium gpproaches, thefield facesaseries of chalenges such as inclu-
siveeducation, supported employment, medical advances, support options, asssted
technology, and an ever-expanding group of sdf-advocates pushing us forward in
the 21° century.

Looming are new challenges...many of which begin with our own views. Like
professonals, families, and people with developmentd disabilities at the turn of
the last century, we are products of what came before us. The centra tendons of
the debate of the last century linger; athough the basis is more community and
person-centered now rather than size and sysems oriented. We are driven by a
new st of philosophies; now entrenched by the shear number of permanent forces
a play. We debate many divergent thoughts Normalization vs. 1solation; Person
Centered vs. System Centered; Supportsvs. Programs, Community vs. Institution;

and Facilitation vs. Care Taking. Our debates are no longer isolated to profes-
siona will, but include awider audience within awider world with new chal-

lenges.



The 21" Century will require anew viewpoint and aperiod of convergence. In-
clusion and normalization will be lessfocused on community vs. ingtitution than
on the convergence of philosophy coupled with ahigh quality of life for people
with mentd retardation. It will focus on a new concept of community develop-
ment and include such forces s computers and internet technology; competitive
position within awork place; organizationa profitability; and self-determination
and choice.

Convergence will require us to walk the walk, nat just talk thetalk, in amodern
ea

Convergence will meld together the concepts of person-centered supports as ve-
hiclesto achieve high qudlity of lifefor peoplewith menta retardation. Wewill
no longer be debating size of agroup home, but rather the gppropriateness of what
goes on in the home to support the people who live there

As we close this century, each of us will be a part of defining this convergence.
May we eech learn from our history, and may that history bring with it enlighten-
ment and compassion.



THE ONLY CONSTANT ISCHANGE
Vaderie Bradley, Ph.D., FAAMR

The impetus for continua improvement in the field of mentd retardation is a
congant and not the property of any generation. In fact, the aspiration for reform
and the hope for revol utionary change have existed throughout the Twentieth Cen-

tury.

The early pat of the century saw the expansion of notions of "moral trestment”
and the assumpition that the society had aroleto play in providing for the wdfare
and "asylum" of peoplewith mentd retardation, abeit in sagregated settings suffi-
cient to preclude reproduction. While mentd retardation was seen as hereditary
and dmost dway's permanent, notions of " positive reinforcement” and the enhance-
ment of saf-esteem were god's shared by some of the more progressive educators.

By 1930, aprofessiona consensus had advanced far enough to embolden aWhite
House Conference on Child Health held thet yeer to sst asagoal: "For every child
who is blind, desf or crippled or otherwise physically handicapped, and for the
child who is mentally handicapped, [there should be] appropriate messures to re-
duce his handicap, and training to become a ussful member of society.”

Unfortunately, these early sgns of amore progressive goproach to the treestment of
people with mentd retardation were overshadowed by the catastrophic depression
of the 1930's, the growth of the eugenics movement, and the gpproach of World
Waer 1l. The period after the war saw an era of reconstruction. One of the mgor
events was the creation of anationa parents movement, the National Association
of the Parents and Friends of Mentally Retarded Children (now the Arc).

By the mid 1960's, there was a growing interest in the neads and circumstances of
people with mentd retardation as exemplified in the use of federd dassactionlaw
auits to generate reform and the passage of legidation in many dates creating the
beginnings of acommunity system. The introduction of two amendments to the
federa Social Security crested abasic safety net for people with disabilities: the
Supplementa Security Income (SSl) program which provides amodest monthly
incomefor children and adults with disabilities, and M edicaid which provides medi-
cal insurance.

Thesewere followed by additional federd |egidation thet profoundly affected the
lives of all citizens:



« the Rehabilitation Act of 1973 whose Section 504 prohibits dis-
crimination on the basis of disahility in awide variety of activities;

» the Education of Al Handicgpped Children Act in 1974 which guar-
anteed a free public education individually designed to meat the
needs even of children who had previoudy been excluded as "un-
teachable" or "untrainable”;

e the 1983 Amendments to the Fair Housing Act which prohibited
communities from using exclusionary zoning and other practicesto
keep peoplewith disabilities from living in the home of their choice
because not all theindividuals were rdated or were abusiness;

e and finaly the Americans with Disahilities Act in 1991, with its far
reaching requirement that requires proactive efforts on all parts of
society to open itsalf to participation by all its citizens, including
those with disabilities.

Using these federd laws as abasis, the dternatives for people with disabilities
grew by legps and bounds. Parents and families began to have the same expecta
tionsfor both their typical children and their children with handicapping condi-
tionsfor "thegood life" inacommunity of their choice. The expansion of advo-
cacy entitled someto federally mandated protection and Advocacy organizations
and devdlopmental disabilities councils meant professiona help was available
when neaded services were nat forthcoming.

The chdlenge for us all as we move into the next century is how to increase the
participation of peoplewith mentd retardation and their familiesin thedesign of

services and in the allocation of resources. Reformers are now concentrating on
ways to dter the priorities of the service system by placing the choices, prefer-
ences, and individual gifts of people with mentd retardation at the center of the
system. This next sep toward the full citizenship of peoplewith mentd retarda
tion will require perhaps the most radical change yet - the shift of power from
professonds and "sysems' to the beneficiaries.



LEGAL LAWSAND LANDMARKSOF THE 20"CENTURY
By Stanley S. Herr, J.D. Phil., FAAMR

In terms of legal rights and roles of the courts, the 20" century begen as aperiod
of shame Because rights and remedies reflect the atitudes of society and the
leaders of professions, this dismal legacy should come as no surprise. For ex-
ample, at the Association's 1903 annua mesting then President J.M . Murdoch
urged that "the date segregate all the feehle minded whaose presence in the home
and community is acongant source of danger” (Sloan & Stevens, 1976, p. 52).
With thefield being asked to act as "missonaries’ for the viewpoint and as educa:
tors of the people, "particularly our legidators, in metters pertaining to thefegble-
minded and the importance of their segregation and control under Sate supervi-
sion,” represson was & its zenith.  Judges were asked to support this push for
"permanent institutionalization” and by 1915 magidrates, operating with scant
safeguards, were authorized to commit any child " appearing to be feeble-minded”
(Herr, 1983, p.24).

The nadir of this legal gpproach of containment for people with intellectua limi-
tations - and certainly itsmag infamousjudicial opinion - wasBuckv. Bell (1927).
In thejudgment of contemporary scholars, this condtituted arigged tet case - a
collusive "judicial charade':—to havethe U.S. Supreme Court uphold the legal -
ity of a gaes involuntary sterilization law despite dubious fects, flawed lega
reasoning and the absence of council truly representing the interests of the unfor-
tunate Carrie Buck (Lombardo, 1935, p. 56; Burgdorf & Burgdorf, 1977).

Even dfter the first stirrings of the international human rights movement in re-
goonse to Nazi horrors, the mid-20" century was a quiescent, even legally gpa
thetic period. The courtsweresilent. Thelegal professon was unengaged. The
law on mentd disability was a backwater, and its tributary on menta retardation

wes its mogt gagnant pond.

The gat of the revolution for the rights of people with mentd retardation was
finally sparked in 1972. In tha year, right-to-education cases in Washington,
D.C. (Millsv. Board of Education) and Pennsylvania (PARC v. Commonwedlth)
declared that children with mentd retardation and other disabilitieswere guaran-
tead an education gppropriate to their neads under the constitutiona rights of
egua protection and due process.

Laterin 1972, thefedera court in Wyatt v. Stickney broke new legal groundin
upholding the condtitutional right to habilitation.



In quick succession, ather mgor dass action auits were launched a New Y ork's
Willowbrook (NY SARC v. Rockefeler, 1973) and Pennsylvanias Pennhurst
(Haderman v. Pennhurst Stete School and Hospital, 1974) that would, after de-
cades of litigation, produce ingtitutional closures and the creation of community-
based services for its ex-resdents and others.

In the ensuing decades, literally hundreds, if not thousands, of cases pertaining to
peoplewith intellectua disabilitieshave been published at all levelsof thejudicial
system. Asthe 20" century's positive legacy to the next, thereis now case aswell
as dautory law that goes from birth to deeth; crime to punishment; education to
idleness; liberty to guardianship; inclusion to zoning exclusion; child well-being
to child neglect; sdlf-determination to discrimination; and law in countless other
domains.

The mesaure of these legal developments is not in the sheer volume of cases or
laws. Their true mark on the field isthat a sugtained era of human and legal rights
concern shows no sgns of abating. Itisnow internalized by all who advocate for
and support the people so varioudy named in the 20" century but, so consistently
vulnerableto society's indifference and the sting of individual'sdiscrimination.



BIOMEDICAL ADVANCESIN MENTAL RETARDATION
By Robert E. Cooke, M.D.

Until the middle of the nineteenth century, mentd retardation (usualy called cre-

tinism or idiocy) was thought of asaunitary condition. By the end of the century,
numerous physi cians began to recognize characteristics of mentd retardationina
variety of clinical conditions. One of better know isJohn Langdon Down, whoin
1866 made the landmark observation, "A very large number of congenital idiots
are typical Mongols."

The technique for the early diagnosis of mentd retardation mugt certainly be
atributed to Arnold Gesell. By 1915, Gesell had published descriptive scaesfor
infant development which complemented the early work of Binet and Simonwith
older children and adults.

Ivar Foiling, Ph.D., ushered in the era of awvareness of inborn errors of metabo-
lism by hisdiscovery of phenylketonuriain 1932, aswell astheidentification of
the toxic effects of phenyladanine in such cases. In 1943, Kanner described a
group of children formerly labeled as non-specific mentd retardation as examples
of aditinct diagnostic category: autism.

In the 1950's, Jerome Legeune followed the research of others who pogtulated a
genetic basisfor Mongolism. In 1959, based on the recent finding that the proper
human chromosome number was 46 (not 48), he opened the world of scienceto
the importance of chromosome andlysis. Leeunes description of Trisomy 21
(now Down Syndrome) laid the foundation for modern molecular biology which
hes now clarified the diagnosis of Fragile X, Angleman's, Prader-Willi and many

other disorders.

Alan Gregg, apracticing ophthamologist in Australia, correlated cases of retin-
opathy and mentd retardation with aprior epidemic of rubellain 1939 and 1940.

His brilliant deduction not only led to aredlization of therole of virusinfectionin
pregnancy in producing menta retardation, but aso stimulated the development

of retrogpective epidemiology.

The discovery that hyperbilirubinemiain Rh diseese was a cause of kernicterus
producing athetoid cerebral palsy as well as mentd retardation led to exchange
transfusion as an effective trestment. These results culminated in the prevention
of Rh disease by Rhogram, the product of research by the National Indtitute of
Child Hedlth and Human Development.

Landmarks in prevention are largely the result of basic laboratory research gp-
plied clinicaly.



Thus, iodine in cretinism, low phenyldanine diet, and immunizations arejust a
few of the small steps that have been meade in the 20™ Century to prevent menta
retardation. In vitro culture of viruses led to the devel opment of the Rubellavac-
cineand theinfluenzatype B vaccineaswell. The detection of PK U in newborn
children through the use of Robert Guthri€'s filter paper oot test has become the
gandard worldwide in the last quarter of the century.

A recent preventive meesure supported by the Center for Disease Control and Pre-
vention for the use of folic acid during pregnancy to prevent neurd tube defects
such as hydrocephaus and spinabifidais aproduct of epidemiological research.
This discovery is alandmark in the field of menta retardation becausefolic acid is
the first vitamin to be used to prevent birth defects

In spite of significant advancesin the 20" Century, treetment of mentd retardation

lags far behind diagnosis, etiology and prevention in the history of biomedical
landmarks. Thethergpy of severd inborn errors of metabolism which would oth-
erwise produce mentd retardation (i.e., maple sugar urine disease, gdactosemia,
urea cycle disorders) offers a positive pathway for future prevention efforts.

The mechanisms of higher cortical functioning arethe gapsin our knowledge thet
prevents adequete trestment of many disorders producing menta retardation. The
brainis an assembly of hundreds of interdependent organs and systems - all with
unique biochemica and physiological actions. How people learn, how people
think remain mysteries to be solved through behaviora and biological collabora-
tion in the next millenium.



THE ROLE OF PARENTSIN BRINGING CHANGE
Quincy S. Abbot, Pest President, The Arc/US

Inthefirst half of the 20" Century, placement in agate operated ingtitution orin
one of the few privately run institutions was the only dternative for afamily who
could not carefor achild with disahilities. It wasnot unusua for physiciansand
other professionds to advise parents to do s0 "for the scke of your other chil-
dren." But following World War 11, agrowing tide of parentsrejected thisad-
vice.

Advertisements began to gopear in loca newspgpers "A meeting will be held
for parents of children with disabilities a 7 PM Friday, in the basement of the
Main Street church." Thiswas the beginning of the parent movement and therise
of community involvement directed at ending isol ation and segregetion for people
withmental retardation.

Theindividuasliving a homewere children, so theimmediate focus of parents
was on sarvices for children: education. Some of those same church basaments
where parants first met became home to local chepters of the organizations that
wereto become The Arc. They dso contained classrooms funded personally by
parents or through local charities such asthe United Way.

But these parentswere nat content with these voluntary efforts, so they organized
politically atlocal and datelevels. In 1950, The National Associations of Par-
ents and Friends of Mentally Retarded children dected Alan Simpson of Wash-
ington State, as its first presdent. Through The Arc, parents convinced local
school districts, then date legidatures, and findly the United States Congress
that their children had aright to apublic education. In 1975, Public L aw 92-142
(now known as IDEA) guaranteed "afree and public educationto all.”" Later
amendmentsin 1986 expanded this mandate to early intervention and pre-schoal
programs.

As the children grew up, so did the parents organization. It renamed itself in
1974 as the National Association for Retarded Citizens as it expanded its con-
cerns for adults in its local, sate and nationa agendas. Parents fought for civil
rights and funding for people with menta retardation of all agesthat would alow
themtolive, learn, work and play in the community with their non-disabled peers.



The modd parent advocate wes Elizabeth Boggs, who actively participated, in
every dgnificant piece of federd legidation affecting the lives of people with
mentd retardation from the 1950s through the early 1990s.

The parent movement played the key role in the second half of the 20" Century in
bringing children out of the segregated, isolated ingtitutionsinto theinclusiveworld
of the community. Aslong as negative biases remain, parents will continue their
key role as advocates shaping aworld where individual s with menta retardation
are respected and included.



PRESERVING THE HISTORY OF MENTAL RETARDATION
MarciaB. Bryan, Ed. D., FAAMR

"Those who do not remember the past are condemned to repeet it."
George Santayana, Life of Reason, 1905

The preservation of the history of menta retardation may at first ssem to be a
perverse activity: Why kegp reminders of the shameful way people with menta
retardation have been tregted in the twentieth century in our culture? Santayana
reminds us of wha may happen if the lessons of history are not understood. In-
deed we must recognize that the infinite variety of human beings peopling our
world is atreasure that enriches us all; one to be valued, gppreciated and cel-
ebrated.

With the gpproach of the next century, professondsin thefield of menta retarda

tion have been motivated to reflect on what has changed in thelives of peoplewith
mentd retardation. In the last decade, thesereflections crystallized into a series of
historic preservation efforts by individuals and organizations such as the American
Association on Mental Retardation (AAMR), The Arc of the United Sates (Arc/
US), the American Association on University Affiliated Programs (AAUAP), the
American Network of Community Options and Resources (ANCOR), the National

Association of Sate Directors of Developmental Disabilities Programs, theNa-

tional Association of Directors of Public Residentia Facilities, the President's
Committee on Mental Retardation and The Association for the Severdly Handi-

capped (TASH).

"Historic Preservation” can be animposing concept, but what we are tal king about
is peopl€e's stories. We are fortunate to be living in atime when we have so many
ways in which to tell each person's story: photographs, movies, videotapes, diaries
andjournals, oral tapes, official records, art work, letters, mementos, furnishings,
publications, clothing, adaptive equipment, internet pages, even postage samps.

Regardless of the original purpose of theitem, itsussfulnessfor thefutureisinthe
gory it tellsof the person, the events, the experiences of alifetimein acommunity
that may be very different from that of the next millenium.

Some individuas in the field have had the foresight to leave their papers, books
and other memorabiliato theingtitution wherethey worked or to auniversity with
which they were associated. Such repositories continue to be vauable, if often
difficult to access, sourcesfor education research and public policy development.



Since 1993, A A M R hasrecognized individual s and ingtitutions for their effortsat
such higtoric preservation through the esteblishment of the annuad Harvey B. Wilbur
Award.

With the assstance of the Joseph P Kennedy Foundation, the AAMR Ad Hoc
Committee on Historic Preservation issued aRequest for Proposal sto seek aspon-
soring organization which would become recognized as both an internationd site
aswell as acoordinating point for existing and future collections.

The National Archivesin Mental Retardation became aredity in 1997 with the
designation of the Department of Disability and Human Deve opment of theUni -
versity of Illinois & Chicago as the ste.  The university has demondrated its
support by donating space in the Department's building and then refurbishing it to
cregte an environment conducive to both browsing and in-depth research.

Within a year, about 5,000 texts, monographs, journas, research papers, letters,
videotapes, audio tapes, dides, photographs, directories, bibliographies and other
memorabiliafrom nearly 50 countries had been entrusted to the Archives.

A second mgior task of the Historic Archives has been to identify the location of
other repositories and beginto link those stesto theinternet. Seefor yoursalf how
rapidly this effort hes grown by accessing the Archives web page a http://
www.uic.edu/depts/idhd/archives which is maintained by staff of Ul-C.

Every individual whoselifeistouched by mentd retardation hasacontribution to
make assuring that we remember the past and are not condemned - nor condemn
others - to repedt it.



THE RISE OF SELF ADVOCACY IN THE 20™ CENTURY
Michadl R. Dillon, Ed. D.

Self Advocacy, a the end of the century, has emerged asamovement of enormous
potentia for transforming services throughout the world.

Persons with disabilities, coming together to support one ancther and to work to-
gether to dect change, represent avery naturd evolution that has occurred within
other groups as they have gained acceptance in society & large.

For much of this century, advocacy efforts on behalf on persons with disabilities
were championed by parents and by progressive socia visionaries. Much of the
gains made in this arena mirrored and followed similar changes that were pro-
duced by and for other larger and politically potent groups such asracial minority

groups.

Isues such as abolition of segregation in the schools based on race, laid the foun-
dation for similar successful movements for persons with disabilities decades | ater.

But, however well intentioned, advocacy is never a subditute for salf advocacy.
Asin other groups, as acceptance is lowly advanced, individuals begin to soesk
out for themselves.

In the 1960's, severd tentative seps were taken in Sweden to provide aforum for
persons with disabilities to gpeek out on their own.

In 1974, People First was organized in Oregon. It grew out of the dissatisfaction
that people fdt in not having a direct voice on things that affected their own lives.

In the next ten years, the People First success was quickly spread all over the
United States, Canada, Sweden and Australia.

In 1991, Self Advocates Becoming Empowered was established as the nationd
organization in the United States.

By the advent of the new millennium, salf advocate organizationswill be existing
in all 50 States with hundreds of local chapters.

This movement has had a profound effect as the message of theindividual hasbeen
increasingly being presented directly by those individuals.



Efforts are being made to ensure that Self Advocates are membersof all boards of
organizations providing service, supports or having influence on the lives of per-
sonswith disabilities.

Salf Advocates have been mogt articulatein calling for the closure of indtitutions
for persons with mentd retardation. They have been leading promoters of more
person-centered means of planning and servicedesign.

It ssams quite sure that Self Advocacy will play amuch moreinfluentia roleinthe
new century. If thisisso, then welook forward to more persond options, withthe
person making the critical decisions thet will affect each person's own life.

Thiswill result in amore responsve array of service and support options. Both
individual aswell as agency have much to gain in these devel opments.



HONOREES



ALFRED BINET

Alfred Binet's importance in the history of mental
retardation rests principally on his contribution to
an understanding of the nature of intelligence. By
1900, Binet had written four books in the aress of
reasoning, personality, hypnosis, and suggestibility,
and he had established the leading French psycho-
logical journal. But it would be hiswork in the defi-
nition and measurement of intelligence that had the
greatest impact on the field.

Binet developed the first intelligence test to identify
feeble-minded children, a method that was counter to the traditional method of the
time in which mental deficiency was analogousto aphysical disease. Binet showed
how physicians were unable to reliably diagnose mental deficiency using a medi-
cal model, and he argued that an evaluation of mental processes would yield more
useful and accurate information. Binet and Victor Henri developed methods to
assess memory, attention, imagination, and comprehension, among other mental
processes that they hypothesized.

In 1905, with the help of Theodore Simon, anew collaborator, the first intelligence
test appeared. It was a scale based on a sample of children and consisted of a series
of tests of increasing difficulty, starting with the lowest intellectual level and ex-
tending to that of the average level. In 1908, the scale was revised and improved,
using the concept of mental age for identification and training.

In abroad sense, Binet advanced objective measurement in the field of psychol-
ogy. Perhaps more than any other figure, Binet demonstrated the superiority of
objective assessment over clinical diagnosis made without such instruments. The
Binet Scales and their derivative instruments have been indispensable in educa-
tional, medical, and social settings.



HENRY GODDARD, M .D.

Goddard developed a mgjor research program at the
Vineland Training School in 1906. He was appointed
as director and established the program as a psycho-
logical laboratory for the study of people with mental
retardation.

Goddard is well known for two major projects. First,
the development of intelligence scales for the military
in World War |; and second, for his famous K allikak
study. Goddard believed there was a link between he-
redity and mental retardation. At Vineland, Goddard
studied the lineage of a female resident, Deborah Kallikak. The name Kallikak
was invented by Goddard to protect her family.

The Kallikak study traced Deborah's family back to her greet-great-grandfather,
Martin, Sr. The senior Kallikak fathered a child with a "feebleminded girl."
Goddard's research traced the children from this line and concluded that all of the
resulting children were of questionable character and low intelligence. Deborah
was from this family line.

At the same time, he traced the upstanding women who married Martin, Sr. and all
the children from this line. The resulting descendants were all upstanding citizens
with highintelligence.

Goddard concluded: "The Kallikak family presents anatural experience in hered-
ity: ayoung man of good family becomes through two different women the ances-
tor of two lines of descendants, —the one characterized by thoroughly good, re-
spectable, normal citizenship,...the other being equally characterized as mental
defect in every generation.”

When the study was issued. Goddard was widely praised for his landmark work.
This praise became short lived, however, when severe defects were found in his

study.

His prominence and his work at Vineland went far beyond the K al likak study and
eugenics. AsPresident of AAM R, he brought aresearch component to the organi-
zation and developed a standard of professional debate that supported changes in
the field for many years to come. His work underlies issues we still face today
including: intellectual and adaptive behavior assessment, heredity and inheritance,
education, juvenilejustice, and quality of life. Henry Goddard hasaprofound and
lasting effect on this field, and as such, is among the most significant people of the
20" century.



CHARLES BERNSTEIN, M.D.

Sensitive and progressive for his time, Dr. Charles
Bernstein strongly advocated for the development of
individual and personalized programs. No method of
treatment or training was deemed appropriate for all
people with mental retardation.

Expressing strong concerns about institutionalization,
he asserted: " The State should st aside a certain amount
for the foundation of homes for the subnormal; they
need a different line of treatment or training...If we
are going to put these children in an abnormal environment from the time of birth,
they will not be saved..."

His belief in community optionsintensified throughout his career. He was astrong
advocate for the "colony system” and development of community based systems
residential options. He rented homes in the City of Rome, New Y ork and staffed
them from the institution. Bernstein felt that his objective was to save the residents
from "livesof institutional servitude."

By 1935, Dr. Bernstein created 52 local homesor "colonies" serving both children
and adults. He also planned to open homes for women with 1Qs of 11-30.

By 1920, half of the public institutions in the United States had started a colony-
type program. Such initiatives gave impetus to expanded alternative placement
possibilities.

Dr. Bernstein was a man of his time. Although there had been many negative
images of people with mental retardation at the close of the 19" century, there were
many professionals, such as Dr. Bernstein who promoted alternative viewpoints.
Dr. Bernstein was a mgor figure in moving the debate forward in the 20" century.
His non-traditional view of community-based alternatives proved asuccessful op-
tion for many people formerly institutionalized in large congregate care settings.



WALTER E. FERNALD, M.D.

The first resident superintendent of the Massachu-
sts School for the Feebleminded, Dr. Fernald de-
voted hislife to the development of facilitiesand edu-
cational programs for people with mental retardation.

His contributions to the field of mental retardation
were both positive and negative. Reflective of his
earlier teachings, he asserted in 1903: "The brighter
class of feeble-minded with their weak willpower and
deficient judgement are easily influenced for evil, and
are prone to become vagrants, drunkard and thieves.
The modern scientific study of deficient and delinquent classes as a whole has
demonstrated that a large proportion of our criminals, inebriates, and prostitutes
are really congenital imbeciles, who have been allowed to grow up without any
attempts being made to improve or discipline them. Society suffers the penalty of
this neglect..."

Unlike some of hiscolleagues, Dr. Fernald grew in his understanding of and appre-
ciation for persons with mental retardation. He even reversed earlier positions of
the attributes of individuals in his care. This is reflected in a statement made in
1918 that "there are both bad feeble-minded and good feeble-minded. We know
many who are generous, faithful and pure-minded... some of the sweetest and
most beautiful characters..."

He is also responsible for some of the most progressive legislation passed in Mas-
sachusetts during this time such as: requiring his clients to be included in the State
census, establishing psychiatric clinics, permitting parole from the State Schools,
and making separate provisions for delinquents in the mental retardation system.

Dr. Fernald provided opportunities for more humane treatment and education for
people with mental retardation.



AVA PERCIVAL

Mrs. Percival was atirdess advocate and a drong influence in the early parents
movement.

Mrs. Percival began the Children's Benevolent Leaguein 1935-36, thefirst parent
organization formed in the world. Her husband served as the organization's first
Presdent. The Children's Benevolent League was a powerful voice in raising
concerns about abuses and poor conditions at meany ingtitutional facilities.

With no nationa parent organization, Mrs. Percival turned to AAMR (then known
& AAMD) to bring national attention to the nesds of parents and family members
She advocated within A A M D for systemic reform and for the development of
community-based options as dternatives to long term ingtitutional care. She be-
came the first parent member of AAMD and worked within the sructureto creete,
debate, and promote anew gpproach to service ddivery.

Mrs. Percival was an author, lecturer, and leader. In many ways, sherepresentsthe
number of parents who ft their child nesded something within their home com-
munity that allowed parents and family members to be included in the care and
decison-making agpects of their child'slife. Asaresult of parent leederslikeMrs.
Percival, thefield of menta retardation changed forever.



JOSEPH T. WEINGOLD

Mr. Weingold, a graduate of Cornell and Columbia
Law school and parent of a son with mental retarda-
tion, was the prime architect, first president and first
executivedirector of theNew Y ork State Association
for Retarded Children Inc., now knownasNY SARC,
Inc. NY SA RC hasgrown into the largest not-for-profit
organization serving persons with mental retardation
and developmental disabilities in the nation. Mr.
Weingold was a fervent exponent of parent political
activism on behalf of their children with mental retardation.

For thirty years, Mr. Weingold pioneered policy achievementsin New Y ork State
which significantly shaped national mental retardation policy.

Mr. Weingold advanced the concept that mental retardation should have a distinct
legal status separating it from other disabilities. He believed that the status of
persons with mental retardation could never progress as long as the medical pro-
fession, which viewed and treated mental retardation as an incurable illness and
made it asecondary priority after mental illness, controlled mental retardation policy.

Consistent with this belief, Mr. Weingold originated the concept of aseparate state
agency responsible for mental retardation.

Mr. Weingold was the center of policy developments in the area of mental retarda-

tion in New York State from the late 1940's to the early 1980's under Governors
Harriman, Rockefeller, Wilson and Carey. Those developments spurred similar
developments across the nation.

The primary such development was Willowbrook. Asimportant asWillowbrook,
Mr. Weingold used the New Y ork State Association for Retarded Children to pil ot
community services to persons with mental retardation from prenatal/preventative
care through every phase of life. This model has gained universal acceptance.

In 1950, he was one of the primary founders of the National A ssociation of Parents
and Friends of M ental ly Retarded Children, now known as The Arc of the United

States.



ELIZABETH MONROE BOGGS, Ph.D.

Elizabeth Boggs was abrilliant scholar and mathema-
tician. In 1945, with the birth of her son, David, she
shifted her focus from the career in mathematics for
which she had been prepared to advocacy and the de-
velopment of public policy for people with disabili-
ties. A founder of the National Association of Re-
tarded Children, Elizabeth served asthe Association's
first woman President. Throughout her career, she con-
tinually remained involved with The Arc's Govern-
mental Affairs Committee and its activities.

She held numerous national positions. She served on the President's Panel on
Mental Retardation and as Vice-Chair of the Task Force on the Law. She also
served on the President's Committee on Mental Retardation.

She wasamajor contributor to A A M R' s Consent Handbook; and with Justin Dart,
Elizabeth co-chaired the congressionally-appointed Task Force on Rights and
Empowerment of People with Disabilities, an important impetus to the develop-
ment of the Americanswith Disabilities Act.

Elizabeth served on the SSI Modernization Project, and at the time of her death,
was serving on the Social Security Administration's Task Force on Representative

Payees.

Elizabeth won many national awards including the Kennedy International Award
for Leadership, the Distinguished Public Service Award HEW, the Distinguished
Service Award UCPA, the Wallace Wallin Award CED, and the N. Neal Pike Prize
for service to People with Disabilities. She is a Life Fellow of AAMR, and an
Honorary Fellow of the American Psychiatric Association and the American Acad-
emy of Pediatrics.

Everyone who knew Elizabeth had great respect for her intellect and her ability to
directly go to the heart of the matter. She was a great friend to many, a mentor to
most, and a strong advocate of reform. She crafted many of the changes in the field
of mental retardation during the second half of the 20th Century. Her vision and
drive served as an inspiration to everyone who met her.



PRESIDENT JOHN F. KENNEDY

President John F. Kennedy became, at the age of
42, the youngest elected president of the United
States. He said at his inauguration that the torch
had been passed to another generation, a generation
committed to representing those who were unrep-
resented, the disenfranchised and the powerless.

President Kennedy became the first head of date to
concern himself with the challenges facing persons
with mental retardation.

He stated shortly after he took office,

" Can you imagine that 2% of our children live with mental retardation who could
be saved if we had the programs and the recognition of the needs...  And those
of us who have seen children live in the shadow know that a  country asrich as

ours can't possibly justify this neglect.

| have today announced my intention to appoint a panel of outstanding scientists,
doctors and others to prescribe a program of action in the field of mental retarda-
tion. This condition strikes those least able to speak for themselves.”

With his urging, Congress passed a bill with large majorities, which established
the National Ingtitute of Child Health and Human Development at the N.I.H.,
focusing on the health of mothers and babies.

Efforts to implement the President's recommendations were embodied in far reach-
ing pieces of legislation. The first, Public Law 88-156, was the Maternal and
Child Health Mental Retardation Planning Amendments of 1963. These were
aimed at the gate planning to determine actions needed to combat mental retarda-
tion and personnel needs. Seven dayslater, Public Law 88-164, the Mental Retar-
dation Facilities and Community Mental Health Construction Act of 1963 was
enacted. This act authorized the construction of University Affiliated Facilities
(UAF's) which would conduct research, provide services and conduct clinical train-

ing.

Community clinics and services began to replace the isolation that persons with
mental retardation had so long suffered in gate institutions. And most impor-
tantly with outside support, persons with mental retardation began to start back to
their homes and their families.



REP. JOHN E. FOGARTY

John Fogarty was a member of Congress from the date of Rhode Idand for 37
years. He was one of our country's leading advocate for hedlth care and research
inthe United States. He was not only akey legidator for anational agendabut he
had avision, which wasinternationa in scopeaswell.

His untimely degth at the ege of 53 cut short a brilliant career, which had been
mogt productive. Hisaccomplishmentsinclude being the designer of the National
Indtitute of Health.

A bricklayer, Fogarty became active in union activities, and through this he en-
tered politics. Hewas dected to Congress in 1940 and served continuoudy until
hisdegthin 1967. He sarved asthe Chairman of the House L abor-HEW Commit-
tee, where his degp commitment to hedth and wefare issues were demondrated.

During histenure, an explosion of |egidation was passed which brought the hedlth
needs of the nation to the front of the political agendafor the firgt time.

During the Presidency of John F. Kennedy, Fogarty was aprimary participant in

the passage of federd legidation which created the President's Committee on
Mental Retardation, provided for the development of comprehendve dae plans
for services to persons with mentd retardation, created the University Affiliated
Programs, and funds for the devel opment of community servicesfor personswith

disabilities.

He was aso aproponent for the support of training for teechersand other workers
in the field of mentd retardation and many other initiatives to improve services.

John Fogarty never forgot his home basein Rhode Idand, and his concern for the
individua waslegendary, but he saw beyond theindividual , the gate and the country
to address the illness, the suffering and the conditions that were harming people
everywhere.

The problems presented by menta retardation wereno lessin New Mexico thenin
Rhodeldand, any lessin other parts of the world thanin our country. He applied
himsalf with equal vigor to these issues wherever they were.



SENATOR JOHN H. CHAFEE

During nearly five decades of distinguished public
service, John H. Chafee has been a forceful and ar-
ticulate advocate for people with developmental dis-
abilities. Today, tens of thousands of individuals with
lifelong disabilitiesliveproductivelivesin communi-
ties across the nation because of John Chafee's per-
suasive support for their cause in the United States
Senate.

A graduate of Yale University and Harvard Law School, Chafee served for six
years in the Rhode Island House of Representatives, where he was chosen Minor-
ity Leader by hiscolleagues. He was elected Governor in 1962 and won reelection
in 1964 and 1966. During his six years as Rhode Island's chief executive, major
strides were made in developing community mental health and mental retardation
services, an accomplishment which decades later Chafee recalls with justifiable
pride.

A senior member of the Finance Committee, over the past twenty years Senator
Chafee has fought for expanded health care coverage for low-income women and
children and community-based services for individuals with developmental dis-
abilities.

Senator Chafee was the main proponent within the Senate Finance Committee for
various changes in the Medicaid home and community-based waiver authority
which, collectively, were aimed at broadening the community living opportunities
availableto TitleX1X-eligibleindividualswith chronicillnessesand disabilities.

With a self-effacing quality that is highly uncharacteristic of a politician who has
spent decades in the national limelight, Chafee has quietly but persistently given
voice to the aspirations of a frequently overlooked and politically powerless group
within American society.



JEROME LEJEUNE, M .D.

Dr. Lejeune was amedical researcher who made a pro-
found impact on the field of mental retardation because
of his incredible series of scientific discoveries.

Working for many years at the University of Paris, he
discovered the chromosomal abnormality in mongol-
ism. Under the direction of Professor Turpin, an emi-
nent French pediatrician who for some 40 years stud-
ied prenatal factors in the causes of diseases, Dr.
Lejeune studied problems of mongolism and human
genetics in general, as well as the effects of radiation upon germ cells and the
developing embryo.

In 1959, Dr, Lejeune published his paper showing that the cells of mongoloids
contain 47 chromosomes, one more than the 46 demonstrated to be in the normal
human complement. This condition resulted from trisomy 21. Following this
discovery, he concentrated most of his research on chromosome abnormalities in
man.

Dr. Legjeune also discovered the " Cri du chat" (cat cry) syndrome and the concept
of "translocation."

In recognition of his exceptional research work, Dr. Leeune was awarded the 1962
Joseph P. Kennedy, Jr. Foundation International Award.

His broad range of study and subsequent genetic breakthroughs advanced the field
of mental retardation toward an era of prevention and greater understanding of the
conditions and causes of mental retardation and appropriate treatments and inter-
ventions.



ROBERT E. COOKE, M.D.

Dr. Robert E. Cooke is one of the nation's preeminent leaders in the history of
pediatrics.

At the Yale School of Medicine, he collaborated in theinvestigations elucidating
the importance of replacing dectrolytes in diarrhed daes These gudies ulti-
mately prevented desth and brain damage in untold millions of children. Dr. Cooke
was the co-discoverer of the test, for diagnosing cydtic fibrosis. He was aclini-
cian/teecher with legendary skills, and at age 35 was named Pediatrician-in-Chief
a the Johns Hopkins Hospital, aposition which he held from 1956 to 1973.

His awardsinclude the Mead Johnson Award of the American Academy of Pediat-
rics; the John Howland Award, (the highest award bestowed by the American Pe-
diatric Society); and the Kennedy Internationd Award for digtinguished servicein
mentd retardation.

His mogt significant achievements involve advancing knowledge and services to
promote the well being of persons with menta retardation.

In 1960, Dr. Cooke led the effort to organize pediatric, obstetric and public support
for the establishment of the ssparateindtitute within the National Inditutes of Health
- the Nationa Inditute for Child Health and Human Devel opment.

In 1963, he conceived of and carried to fruition a section of the federad Mental
Retardation Facilities Construction Act, which crested funding for University Af-
filiated Facilities of research, service and training directed to peoplewith develop-
mentd disabilities.

In 1965, he organized and directed the initiation of Project Head Start as chair of
the National Head Start Planning Committee.

In the 1970's, he played amgor role in the emerging bioethics movement, includ-
ing the public airing of controversa cases and the devd opment of research and
training programs in medica ethics. He strongly advocated for fellowship pro-
grams, which produced future leedersin bioethics, particularly asit involved people
with menta retardation.

Oneof Dr. Cooke's mogt enduring contributions may befound in his 1973 farewell
address a John Hopkins, "The Gorks Are Gone', which refers to an offendve
dehumanizing term tha dissppeared from vocabulary.



ROBERT GUTHRIE, M.D., Ph.D.

Dr. Robert Guthrie, an outstanding medical re-
searcher, is best remembered for developing the
screening test for PK U. The development of thistest,
besides saving many thousands of children from
mental retardation, was particularly important be-
cause as Dr. Guthrie stated, "it provided a stimulus
for a change in attitude toward mental
retardation...Doctors had felt negative about mental
retardation because the medical profession had no
treatment or prevention to offer.” The development of this test spawned a greater
interest in research on finding other causes and treatments.

In 1984 after researching kohl, the black eyeliner used to decorate the eyes of
women, children and infants in many Middle Eastern and South Asian countries,
Dr. Guthrie working with Dr. Shaltout found seriously elevated levels of lead in
these populations. This resulted in the development of a lead program and lead
clinicinsuch countriesas Kuwait.

Dr. Guthrie'scareer spanned working in such placesthe Division of Experimental
Biology and Medicine at the National Institutes of Health as a research scientist,
the University of Kansas as Department Chairman, the Department of Chemo-
therapy at the Sloan-Kettering Institute and the University of Buffalo as professor
of pediatrics and microbiology.

He received many national and international awards including the Kimble Meth-
odology Award from the Association of Stateand Territorial Laboratory Directors
(1965), a Science Award from the American Association of Mental Deficiency
(1970). The Fifth Annual Career Research Scientist Award for the American Acad-
emy on Mental Retardation (1981), and the Distinguished Research Award from
the Association of Retarded Citizens—USA(1983). In 1986, Dr. Guthrie received
aKennedy International Award.

Dr. Guthrie's medical breakthrough has had a significant affect on the field and
upon children throughout the world. A quote from writer Emily Dwass perhaps
put it best, "A newborn's best friend: Buffalo's Robert Guthrie, M .D.



GERALDO RIVERA

A quarter century ago, using a stolen key, Geraldo
Riveraentered the Will owbrook State School for per-
sons with mental retardation. His investigative re-
port was aired on WABC-TV. It showed persons liv-
ing in their own filth, with barely any care, often un-
clothed and ridden with disease.

Rivera's documentary changed forever the nation's
perception of treatment for persons with mental re-
tardation and developmental disabilities.

Rivera, inadocumentary on Willowbrook, "Unforgiven," wept saying the experi-
ence was the "defining moment of my life."

"Y ou can't treet humans like adog in akennel," hesaid. "Theassembly line works
for cars and not people.”

Rivera's report turned out to be much more than an indictment of Willowbrook,
but of the entire concept of institutionalization and the trestment of persons with
mental retardation. Whileinstitutional versuscommunity living up until that point
was a matter of academic discussion, Rivera's report propelled it into the arena of
public policy debate. It gave enormous impetusto the Willowbrook lawsuit against
New York State, to federal requirements to either clean up or reduce New Y ork's
institutional population and to a movement throughout the nation to accord per-
sons with mental retardation and other developmental disabilities the rights of other
citizens.

Riveraturned Willowbrook into amajor historical event and symbol assignificant
inits own way as Pearl Harbor was. After Rivera's expose, no politician could
turn away from Willowbrook. Institutionalization and the entire philosophy of
treatment for an entire group of individuals were changed forever.

Additionally, through his friendship with former Willowbrook residents, Rivera
helped to establish the self-advocacy movement, which has become areal national
political force for persons with mental retardation and developmental disabilities.



BURTON BLATT, Ph.D.

Dr. Blatt. affectionately known as Burt by those who
new him, certainly ranks as one of the most influen-
tial leaders in the history of mental retardation in
America

Dr. Blatt's contributions fall into three Categories:
Scholarships, Leaderships, and Humanitarian Con-
cern.

Burton Blatt was aprolific scholar and researcher. Hisbooks. Christmasin Purga-
tory. Exodus from Pandemonium, and Souls in Extremis created an awareness and
exposure to the devastating conditions people with mental retardation were endur-
ing in isolated and inadequate care.

Perhaps Burton Blatt's greatest contribution was his strong commitment to the
rights and dignity of people with mental retardation. He was one of the first profes-
sionals in the field to speak out against the system that held back people with
mental retardation.

Seymour Sarason wrote, "Burt saw the world and those associated with him in
optimistic terms. Although he did not believe that in every way the world was
getting better and better, he did believe that it was a person's obligation to act as if
he or she were capable of making it better."

Anyone who knew Dr. Blatt would concur. He touched the field and instilled in
many young leaders a belief that they did not have to accept conditions as they
were. His leadership in AAMR opened the doors for debate and challenge.

As Steven Taylor wrote when describing Dr. Blatt'swork, " Do great |eaders make
history or does history make great leaders? This perhaps is a question best |eft to
historians to ponder. For the rest of us, it is sufficient to know when history is
being made and to appreciate the persons who are prominent at the time."

Indeed, Dr. Burton made his mark during atime when the system required
reform. He was man of his time that changed his era and those that followed.



HON.JOHN R. BARTELS

Judge John R. Bartelspresided over anumber of high-visibility casesasafedera

judgefrom 1959 to 1997, but hisbest known and longest case wasthe Willowbrook
class action. In the early 1970's, Willowbrook was the largest ingtitution of its
kind in the country. Approximately 5,700 people with mentd retardation were
crowded into subhumean conditions making it impossible to receive proper care
and treatment, adeguate food and medica services, and proper staffing and super-

vision. The people at Willowbrook were neglected, abused, injured, injected with
hepatitis, and subject to other medica experimentation. Judge Bartels later de-

scribed the situation as "tragic.”  In desperation, the Willowbrook parents sought

the attention of sate and federd officids and the media but remained unable to
effect any meaningful change to the horrible conditions until they filed afederd

classaction lawsuitin 1972,

Due to Judge Bartels' vigilance and guidance for more than twenty years in the
Willowbrook case, theimplementation of the Consent Judgment [393 F.Supp. 715
(EDNY) 1975] and other orders laid historic legal groundwork and began a social
revol ution changing theway peoplewith menta retardation will liveand partici-
pate within our society for all time.

Over the years, Judge Bartels' atentiveness to the case resulted in historic agree-
mants (settlements) between the parties and signed by the Judge that adapted the
core principles of the Consent Judgment to anew era. The Judge later described
the substance of these agresmeants asa " pioneer mode™ being followed throughout
the State of New Y ork and throughout the country. Thefocuses of the agreements

were the sandards for the quality of community homes and services for all class
members. In additiontolivingin small homesin the community, class members
areto receive gppropriate habilitative and professiona services, case managemant
services, advocacy and representation by aconsumer advisory board for aslong as
they live, and quality monitoring and systemic planning related to their individual -
ized services. To protect these entitlements, the agresments provi ded thet the plain-
tiffs might return to the court as necessary to seek enforcement of the provisions.

While presiding over the Willowbrook case, Judge Bartels upheld the fundamenta
constitutiona rights of people with menta retardation at atime when case prece-
dent and gatutory laws were dmost nonexistent for thet purpose. He stood on the
principles of equa protection and due process even though these legal concepts
had not been commonly applied to institutionalized persons with mentd retarda-
tion.



HON. RAYMOND J. BRODERICK

On May 30,1974, aclass action suit was filed on behdf of the peopleliving at the
Pennhurgt State School and Hospital in Spring City, Pennsylvania, approximately
30 miles from Philadelphia. The suit aleged the violation of the constitutional,
federd and gate rights of the people with mentd retardation confined to theinsti-
tution. The case, Hderman, et d v. Pennhurst State School and Hospital et al .,
was assigned to Judge Raymond J. Broderick. Inthe 25 yearsthat havefollowed,
Judge Broderick has been an unceasing advocate whose landmark decisions have
srved to uphold and, in many instances, strengthen therights of peoplewith men-
tal retardation. Thejudge's orders have paved theway for the de-ingtitutionaliza-
tion of and provisi on of gppropriate community supportsto literal ly thousands of
people with mentd retardation. His persona commitment to righting the wrongs
experienced by people with mentd retardation istruly remarkable.

On December 23, 1977, dter a 32-day trial, Judge Broderick issued findings of

fact and conclusions of law which found that the defendants hed viol ated the con-

ditutional and gatutory rights of Pennhurst class members by failing to provide
them with minimally adequate habilitation in thelesst restrictive environment. As
aresult, on March 17,1978, aninjunction relief order wasissued by Judge Broderick
requiring the defendants to provide each dass member with minimally adequate
habilitation in accordance with an individualized habilitation plan.

Pennhurgt State School and Hospital finally closed on October 27, 1987. How-
ever, the Pennhura story was far from over. Plaintiffs filed motions for contempt
and dfter severd years of unsuccessful effortsto resolve theissues, Judge Broderick
issued two contempt motions. The first on August 28, 1989, required the Com-
monwedth of Pennsylvaniain conjunction with Delaware and M ontgomery Coun-

ties to enaure the provision of community living arrangements to class members
resdinginlargefacilities. OnMarch 28,1994, the judge issued a contempt order
againg Philadel phia County and the Commonwed th of Pennsylvania. Thisorder

required that sweeping reforms be medeto Philade phia's sysem for the provision
of protections and supports to class members as well as to the Commonwedth's
system for monitoring such protections and supports. Judge Broderick's March
28, 1994 Contempt Order made it clear that the mere de-ingtitutionaization of
people was not enough, and that of paramount importance was the provision of
adequete protections and supports once people moved in to the community.



HON. JUDGE JOHNSON

Profound changes occurred in the field of mentd retardation as a result of the
Wyatt vs. Stickney casein Alabama. Thislandmark litigation raised a series of
key issues that required gates to teke anew gpproach in supporting people with
special nesds.

Inthe Wyaitt vs. Stickney case (1971), the court ruled that state hospitalized men-

taly il patients had the right to receive adequate and gppropriate care based upon
their particular needs. The case resulted in the establishment of sandardsfor treet-
ment and care, and created abaseline for sandards throughout the country. Inhis
ruling Judge Johnson expressed degp concern whether large congregate facilities
could offer adequate and gppropriate care and trestment.

In 1970, the Wyatt vs. Aderhold case found that hospitalized mentdly ill patients
received inadequate treetment and that the habilitation gpproach used a the facil-
ity represented a violation of peopl€e's congtitutional rights.



CLASSMEMBERS

Without a doubt, court cases and litigation have played a mgor rolein bringing
about chenge in sarvices in the last half of the twentieth century.  In education,
work, housing, and living the courts have had enormousinfluence in determining
more progressive gpproaches and supports.

Thejudges, lawyers, and advocates have all received justifiable recognition for the
important rolesthet they played inthisevolution. Y &, the personswith disabilities
themsdves played acentrd role, onethat is all too often overlooked.

Those people who lived in the inadequete indtitutions, who were excluded from
school, or who were denied jobs became the true heroes of this sdage. Denied
opportunity, often denied what we would consder basic conditions for assfe and
satisfying life, these people come forth despite this deprivation and demondrate
the gains that coul d be meade when given a chance and some modicum of support.

Peopl e denied education when given achancelearn what they did not before. Those
denied jobs make productive workerswhen they are efforded the opportunity. They
demongrate in life the points that were so hotly debated in the courts.

Whilethere are some names on thetitles of the court papers, the classmembersare
mostly not known. Yet, all have made a mogt important contribution to these
critical developments that have shaped the future of services in this century.

And without adoubt, it will be the continued activities of persons with disabilities
who will demondrate over the long course of their lives and over their own per-
sona development just how profound is the impact of these hard fought for rights
and opportunities.



WOLF WOLFENSBERGER, Ph.D.

Wolf Wolfensberger, Ph.D., has made many contribu-
tions to the field of mental retardation.

In the late 1960'sto early 1970, Dr. Wolfensberger spear-
headed the normalization reform movement. His €f-
forts at teaching normalization helped forge the way for
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¥, de-institutionalization and the development of services
-, and supports for people in community settings.
In the 1980's, Dr. Wolfensberger realized the limitati ons of normalization and aban-
doned it for his social role val orization theory. Both normalization and social role

valorization courses have been taught throughout the United States, Canada, Great
Britain, France, Germany, Scandinavia, and Australia.

Dr. Wolfensberger's normalization and later social role valorization work were
intended to assist people to better understand how to provide quality services to
persons who are disabled. To even better accomplish this work, he developed,
with associates, the PASS and PASSING evaluation tools based upon the social
role valorization theory, which measures human service quality from atrocious to
ideal. These tools help determine whether a service meets the genuine needs of an
individual.

Since 1973, Dr. Wolfensberger has been a Professor in the School of Education at
Syracuse University, NY, and Director of the Trai ning Institute for Human Service
Planning, Leadership and Change Agentry there.

Dr. Wolfensberger has been a prolific writer on services to people who are men-
tally retarded and their families. He has authored or co-authored about 40 books
and monographs, and 250 chapters and articles.

Dr. Wolfensberger continues to present workshops that are controversial and chal-
lenging to participants; to fine tune his previous works and concepts, and to be a
voice raising our consciousness to issues that if not explored and addressed could
become serious problems for the leaders of the future.



BURRHUS FREDERICK SKINNER, Ph.D.

The work of B.F. Skinner has influenced educational
programs and methods for people with cognitive dis-
abilities. Skinner's discovery of operant condition-
ing and its ramifications have also reached far into
philosophy, economics, social issues, and even poli-
tics. Often dubbed as a philosopher-psychologist,
Skinner promoted behaviorism as "a formulation,
which makes possible an effective experimental ap-
proach to human behavior." Skinner's behaviorism -
was individualistic, empirical, and non-statistical. A .
Most controversial, however, was his contention that H
the causes of behavior originate in the environment

rather than inside the person.

B.F Skinner received his Ph.D. from Harvard in 1931. After teaching at the Uni-
versity of Minnesotaand Indiana University, he returned to Harvard in 1947, where
he continued his career until retirement. In 1969, he was awarded the National
Medal of Science, and in 1972, the Humanist of the Y ear Award.

Skinner's position that behavior is afunction of an individual's genes, history, and
current circumstances and his contention that the environment selects behavior
rather than merely being modified by it, oriented many applied researchers and
teachers toward changing the environment and measuring the effect of those changes
on the individual's behavior. Early attempts at teaching and therapy using operant
principles with people with disabilities took place on the back wards of mental
hospitals and date institutions in the 1950's and 1960's. Token economies, self-
management systems, and even direct shaping of behavior were shown to be ben-
eficial. In 1968, applied behavior analysis (A BA) became a recognized method
for making improvements in socially important behavior.

B.F. Skinner was aprodigious author. A few of his books included, The Behavior
of Organisms, Walden Two, Science and Human Behavior, and Beyond Freedom
and Dignity. In addition, a number of journals have been devel oped to disseminate
operant research including Journal of the Experimental Analysis of Behavior and
Journal of Applied Behavior Analysis. The research and behavioral technology
deriving from B.F. Skinner's work has been applied to a broad range of settings.
His formulations were elegant, precise, and practical and they will continue to
have an enduring and significant influence.




MARC W. GOLD, PhD.

Marc Gold isbes known for hisinnovationsin teaching vocational skills, but he
was a0 a pioneering advocate for community inclusion, and he proposed adefini-
tion of menta retardation that shifted the disability from the consumer to thetrain-

ing procedures and adgptations required of society. This viewpoint is reflected in
his gatement, "If the Sudent fails to learn, the teacher fails to teach." Combined
with the technology of systemétic teaching, this formed the foundation for Dr.
Gold's sysem of teaching, "Try Another Way."

The"Try Another Way" trai ning gpproach combined the research and principles of
applied behavior andlysiswith arigorous consumer-focused values base. It incor-
porated many of the proceduresin use today, including systematic correction, mini-
mal prompt assstance, and numerous other simulus factors. Dr. Gold's powerful
audience demongrationsinspired teechersto try new ways of teaching peoplewho
were thought to be un-teachable. Many of the progressive idess that he promoted
in the 1960's and 1970's were forerunners of today's New Paradigm in develop-
menta disabilities.

After receiving his Ph.D. in Special Education from the University of lllinois,

Champaign-Urbanain 1969, hejoined the University of Illinois feculty as are-

search professor working at the Inditute for Child Behavior and Devel opment.

There, he pplied simulus control research findingsto vocationd training for people
with learning difficulties. Hisbook, Did | Say That gppeared in 1980, two years
before his untimely deeth. During his career, Dr. Gold was anationd officer of

AAMRandTASH. He sarved as conaulting editor or board member for the Ameri-

can Journal of Mental Retardation, Mental Retardation, and Education and Trest-

ment of Children.

Another dement underlying Dr. Gold's philosophy and teaching was his compe-
tence-deviance hypothess, which posited that the more competence an individual
has, the more deviance will be tolerated in him by others. This notion helped to
explain society's overreaction to minor infractions by people with disabilities. Using
thisrationae, Dr. Gold atempted to shift our focus on eliminating deviant behav-
ior to developing competence.

Marc Gold persondly touched many people with warmth, sengtivity, and enthus-
asm. Many of our inclusive vocationd drategiesin usetoday, including job coaching
and supported employment, are a direct outgrowth of the pioneering efforts of
Marc Gold.



ROBERT PERSKE

Robert Perske is a novelist, author, and advocate with '}
an international reputation who has been involved with
people with disabilities for over 40 years.
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Mr. Perske has been involved in the activities of The
Arc since 1960 when he was aFellow in Religion and
Psychiatry at the Menninger Foundation, and a Chap-
lain at the Kansas Neurological Institute in Topeka,
Kansas. He was the Executive Director of The Arc of
Greater Omaha.

Mr. Perske won the Rosemary Dybwad International Award in 1968. This enabled
him to travel and study in Sweden and Denmark. He reports that after that study
tour he was a changed person.

In the late 1970's, he was €elected President of The Arc of Connecticut, and has
held other positions (forma and informal) within The Arc ever since.

He met his wife, Martha, in Topeka and they were married in 1969. They were
both single parents with a total of five children. Martha's illustrations of Bob's
books have earned her the nickname, "the Norman Rockwell of the Disability
Movement."

Bob and Martha collaborated on two major reports for two United States Presi-
dents. They worked on "Mental Retardation: The Leading Edge," for President
Carter and "Mental Retardation: Century of Decision" for President Nixon.

In 1987, Bob and M artha shared the United Nations Healing Community Arts and
LettersAward.

Bob's four books include: Show No Mercy, Circle of Friends, Deadly Innocence,
and Unequal Justice. Martha has published Perske Portraits 1971-90. She aso has
severa illustrations in Mario Thomas' best seller, "Free To Be...A Family." In
1989, Martha presented one of her portraits to Princess Diana at a ceremony in
Liverpool.

In 1998, Bob and Martha were honored at The Arc/US Convention with the pres-
tigious President's Award for their contributions to the field of mental retardation
for over four decades.



MARTHA PERSKE

Martha Perske is a self-taught illustrator with a mar-
velous gift for showing a person's disability and natu-
ral beauty at the same time. She does it with apencil -
-just a pencil.

Martha's art is known worldwide for helping to give
wings to the words of others who spoke out on behalf
of persons with disabilities.

M artha Perske's work has been recognized by most of
the major disability organizations in the Western world. She illustrated major re-
ports on mental retardation for Presidents Nixon and Carter, designed the Interna-
tional Y ear of Disabled Persons commemorative stamp, and drew the persons with
disabilitiesfor Mario Thomas's "Freeto Be.... A Family."

She was commissioned to present an autographed drawing to Diana Princess of
Wales, and she drew the illustration for an attitude change campaignjointly spon-
sored by Johnson and Johnson and the Arc of the United States. She received the
Healing Community Artsand Letters Award at the United nationsin New Y ork.

Martha Perske isauniqueindividual. Her work has brought joy, recognition, and
hope to many. The warmth of her drawings create emotional responses that have
positively promoted the abilities and role people with mental retardation achieve
as we develop systems of supports based upon a person centered focus.

Martha Perske has added a truly unique feature to the landscape within the field.



FRANK J. MENOLASCINO, M.D.

Dr. Menolascino helped establish the first psychi-
atric program for persons with mental retardation
inamedical school inthe United States in the early
1960's after attending one of the first post-graduate

fellowships for psychiatristsat Letchworth Village |

for the Retarded in New Y ork. . 4
As aresearch psychiatrist at Nebraska Psychiatric- i
Institute, he established the first in-patient program

in the country and started the first national research
project devoted to both in-patient and outpatient care of this underserved popula-
tion.

In the late 1960's, he helped establish the Principles of Normalization in North
America (along with Wolf Wolfensberger). Together they worked to create and
acquire funding for the Eastern Nebraska Community Office of Retardation
(ENCOR). ENCOR was recognized as one of the most pioneering community-
based programs which later became a model as a service, research and training
program for visitors from all over the world.

Dr. Menolascino's seminal book Psychiatric Approaches to Mental Retardation
was instrumental in explaining the mental illness aspects of persons with mental
retardation. His additional 20 books significantly increased our knowledge of the
psychiatric causes and treatment needs of persons with mental retardation.

Dr. Menolascino served as a visiting professor to more than 30 universities, pro-
vided over 200 seminars to professionals at all levels, and assisted with intensive
training of thousands of medical students, psychiatric residents and visiting digni-
taries from around the world.

His honors included significant contributions to the Presidents Committee on Mental
Retardation, the N.I.M.H, and many other national and international groups.

In summary, his collective impact on the field of menta retardation was enormous.
Along with George Tarjan, he was the mogt influential psychiatrist in the world to
improve the understanding and care of persons he devoted his life to.



EUNICE KENNEDY SHRIVER

Chosen by Ambassador Joseph P. Kennedy 50 years
ago to lead the Kennedy Foundation in its efforts on
behalf of persons with menta retardation, Eunice
Kennedy Shriver has fulfilled the expectations of
many who care about individuals with disabilities
and their families.

With her husband, Sargent Shriver, she initiated the
creation of university research centers dedicated to
the prevention and amelioration of mental retarda-
tion at Harvard, John Hopkins, Stanford, Wisconsin, University of Chicago, Peabody
and many other prestigious institutions.

Following theel ection of John F. Kennedy to the presidency in 1960, Eunice Shriver
engineered severa legislative and administrative proposals that led to the estab-
lishment of the National Institute of Child Health and Human Development, the
University Affiliated Facilitiesand M ental Retardation Research Centers. Shealso
proposed the formation of, and guided the President's Panel on Mental Retarda-
tion, which established guidelines for research, service, law and education for per-
sons with mental retardation.

Realizing the importance of societal attitudes toward the less powerful, Eunice
Shriver established programs in ethics at several universities, which emphasized
the problems of families affected by mental retardation. Those efforts culminated
in the inclusion of programs in medical ethics in amost every medical school in
this country.

Her seminal magazine article concerning her sister with mental retardation hel ped
relieve the feelings of isolation experienced by thousands of parents of children
with mental retardation.

Her personal interest in sports was the impetus for Special Olympics, which started
out as a competition amongst children and adults with mental retardation held at
her family's home. Today, millions of individuals with disabilities have partici-
pated in Special Olympics activities at |ocations throughout the world.

Over the past decade, Eunice Shriver's pace has not slackened. She has pioneered
efforts in religious education for persons with mental retardation, in problems &f-
fecting aging disabled individual s, and in public special education.



RICHARD SCHEERENBERGER, Ph.D.

Dr. Scheerenberger's remarkable career spanned 40
years. Among his many accomplishments, he gave
the field of mental retardation many written con-
tributions. His book, A History of Mental Retar-
dation, offers one of the most comprehensive and
important collections of information regarding the
field, its leaders and significant changes over the
years.

Graduating from the University of Wisconsin at
Milwaukeein 1952, Dr. Scheerenberger worked in
classrooms within institutional settings. Within a
few years, he was appointed Director of Special Education for the public schools
of Minot, North Dakota. Inthat city's school system, he developed special classes
for people with disabilities.

As the Director of the Documentation Service on Mental Retardation at the Uni-
versity of Wisconsin at M adison, he devel oped a series of publicationsthat brought
many professionals and experts together.

AsAssistant Director tothe Division of Mental Retardation Servicesinthelllinois
Department of Mental Health, he continued to exemplify leadership qualities par-
ticularly with direct service personnel.

In their article, "Necrology: A Point of Light Extinguished", Stephen Jones, Al
Baumeister, and Ross Porter described Dr. Scheerenberger's work: "Under his en-
lightened leadership, Central Wisconsin Center has long stood as abeacon of hope,
blazing the path toward more compassionate and effective training and care tech-
niques for all citizens with severe disabilities. An aggressive client-centered ap-
proach to programming that began at Central Wisconsin Center by the early 1970's
since has been codified in federa 'active treatment' standards and has spread to
residential facilities across the Country."

An administrator, writer, President of AAMR from 1978-1979, lecturer, change
agent and advocate, Dr. Scheerenberger has demonstrated powerful spirit and
leadership.



GUNNAR AND ROSEMARY DYBWAD

Dr. Gunnar Dybwad is a Professor Emeritus of Hu-
man Development at the Heller School of Brandeis
University, in Waltham, Massachusetts. Hiswife,
Rosemary F. Dybwad was his constant companion
and collaborator for over six decades.

This husband and wife team were magjor playersin
building organizations, passing the legislation and
deciding the litigation that shaped the devel opment
of rehabilitation and human services.

By 1964, as the director of the organization then known as the National Associa-
tion for Retarded Children, Dr. Dybwad had published numerous major papers
and given countless important addresses.

The book titled The Challenge of Mental Retardation, included essays such as
"Are We Retarding the Retarded?' Originally published in 1960, this essay was
an indictment of low quality services, which forced low expectancies and stereo-
types on people with cognitive impairments.

In 1969, Dybwad published a paper entitled " Action Implication: the USA To-
day." In that paper, he called for better training and pay for direct care staff.

His most recent effort, dedicated to Rosemary's memory, is "New Voices: Self-
advocacy by Persons with Disabilities.” This collection addresses the emergence
of self-advocacy from across the globe.

Dr. Rosemary Dybwad, in addition to typing and editing Gunner's manuscripts
for decades, was also aprolific writer in her own right. In 1990, in honor of her
80" birthday. Brookline Books published an edited volume of her most important
papers. Perspectives on a Parent Movement: The Revolt of Parents of Children
with Intellectual Limitations.

The walls of their family home, including the basement, are lined with proclama-
tions signed by presidents and international figures, photographs with President
Kennedy and other governmental leaders.

Gunnar isaFellow inthe American Association on M ental Retardation, the Ameri-
can Sociological Association, the American Orthopsychiatic Association, and
American Public Health Association. Heisal soanhonorary Fell ow of the Ameri-
can Academy of Pediatrics.



Rosemary served on the Massachusetts Devel opmental Disabilities Council, wasa
consultant to the Canadian Nationa Indtitute on Menta Retardation, and the Eunice
Kennedy Shriver Center.

During their career together, Rosemary and Gunnar Dybwad traveled the globe
consulting in more than 30 nations. Together they were goodwill ambassedors
known throughout disability rights circles throughout the world.

Since Rosemary's degth, Gunnar continuesto livein the house that was their home
for so many years. He continues to tend the garden, not because heis agardener,
but becauseit is"Rosemary's Garden.”



H. RUTHERFORD TURNBULL, [l,LL.M.

For more than three decades, H. Rutherford
Turnbull has been a respected national and interna-
tional advocate, an exemplary teacher and a coura-
geous leader who has dedicated himself to an im-
proved quality of life for those with mental retar-
dation and their families. He has championed the
de-institutionalization movement while calling for
expanded home and community service options. He
has advocated for the use of positive behavioral
supports rather than aversive interventions. He has
been aleader in calling for the medical community
to cease the practice of withholding medical care
for newborns with disabilities and he has challenged the disability service network
to expand family supports and provide opportunities for increased personal em-
powerment.

He has served as Secretary of The Arc/US, Chairman of the American Bar Asso-
ciation Commission on Mental and Physical Disability Law, Trustee of the Judge
David L. Bazelon Center for Mental Health Law, amember of the National Com-
mission on Childhood Disability, and Treasurer of the Association for Persons
with Severe Handicaps. His leadership in these nationwide organizations had led
to new, progressive disability legislation and improved regulations. Especially
noteworthy, was hiswork as aFellow at the Joseph P. Kennedy Jr. Foundation that,
ultimately, resulted in the Technology Assistance for Individuals with Disability
Act of 1988.

A prolific writer, Rud Turnbull has authored more than 150 articles, books, chap-
ters and monographs including three leading special education textbooks, the first
A AMD Consent Handbook and two editions of Parents Speak Out. He also holds
positions as Professor of Special Education and Courtesy Professor of Law at the
University of Kansas.

Rud Turnbull has received the Leadership Award of the American Association on
Mental Retardation, the Distinguished Public Service Award of the International
Council for Exceptional Children, The Distinguished Service Award of the Arc/
US and the Leadership Award of the University of Kansas School of Education.

The father of J.T., a man with mental retardation and autism who serves as the
"Polestar" for his dad, Rutherford Turnbull 11l istruly aleader of the century. As
an individual, and in partnership with his wife Ann and his children, he has made
a significant difference in the lives of persons with menta retardation and their
families.



ANN P. TURNBULL, EdD.

Dr. Ann Turnbull is recognized throughout the
United States and the world as an exemplary spe-
cial educator, a respected researcher, a staunch fam-
ily advocate, and a loving mother who has fostered
independence and full inclusion of her son, J.T., a
man who has mental retardation and autism. By
generously sharing her experiences, ideas and feel-
ings, Ann has profoundly influenced disability pro-
fessionals whil e inspiring and motivating thousands
of families who respect her candor and admire her
joyous enthusiasm and sense of humor.

In that quest for excellence, she obtained degrees in Special Education from the
University of Georgia, Auburn University and University of Alabama. She has
published hundreds of well-respected professional articles, books, and chapters,
and, as a renowned speaker, has motivated countless audiences throughout the
world. Currently, Dr. Turnbull is a Professor in the Department of Special Educa-
tion at the University of Kansas and she serves as Co-Director of the Beach Center
on Families and Disability. She directs comprehensive research and training de-
signed to enhance the quality of life for families who have a member with a dis-
ability and serves as an advisor and consultant to federal and state policymakers.
Specific areas of scientific interest and expertise include family systems research
and intervention, family advocacy, educational policy, and school and community
integration.

Dr. Turnbull has served extensively in professional and volunteer organizations
including the American Associationon Mental Retardation, the National A ssocia-
tion of Rehabilitation Research and Training Centers, the National Center for Clini-
cal Infant Programs, the National Self-Determination Alliance, Special Olympics
International and the International League of Societies for Persons with Mental
Handicaps. Her honors include the Rose Fitzgerald Kennedy L eadership Award,
the Arc/UsEducator of the Y ear Award and the Outstanding Woman Teacher Award
from the University of Kansas.

Dr. Turnbull istruly an exceptional individual in this century and, along with her
husband Rud, they have shared their experiences and made a major difference to
professionals and families everywhere.



JAMESW. ELLIS, J.D.

James W. Ellis has made an immeasurable contri-
bution in advancing equal justice and fair trestment
of people with mental disabilities in this century.
An expert in constitutional law, Dr. Ellis has de-
voted his unique personal talents and professional
expertisein applying the Due Processand Equal Pro-
tection Clauses of the Fourteenth Amendment toim-
portant precedent setting cases before the United
States Supreme Court and the Circuit Courts. A co-
author and advisor oninnumerable” AmicusCuriae”
briefs, he has articulated the views of the disability
community on awide variety of critical issuesin-
cluding withholding treatment from newborns with
disabilities, imposing the death penalty on persons with mental retardation, elimi-
nating discriminatory zoning against group homes, and assuring a defendant with
mental disabilities is competent to stand trial. Of particular importance have been
his efforts to prevent the execution of people with mental retardation. Thanks to
his unique perspective, political savvy and unwavering commitment, twelve states
have enacted prohibitions against executing people with mental retardation over
the last decade.

In addition to teaching law at the University of New Mexico, Dr. Ellis has authored
hundreds of chapters, books, articles, and papers, and delivered innumerable lec-
tures. Hiswritten and oral work hasincluded disability topics encompassing crimi-
nal justice system reform, the right to refuse treatment, the devaluation of human
life, servicesin the least restrictive environment and children'srights. Particularly
noteworthy among his many accomplishments, was his co-authorship on the
groundbreaking Consent Handbook and The Least Restrictive Alternative: Prin-
ciples and Practices.

Dr. Ellisisamember of the Bar of the Supreme Court of the United States and the
District of Columbia. HeisaPast President and Fell ow of the American Associa-
tion on Mental Retardation (AAMR), A Fellow in the American Orthopsychiatric
Association and amember of the American Bar Association. Heistherecipient of
numerous awards including the AAM R Humanitarian Award, the Leadership Award
of the National Association of Superintendentsof Public Residential Facilitiesfor
the Mentally Retarded and the Pool of Bethesda Award of Bethesda L utheran Homes.



ROBERT M. GETTINGS, Ph. D.

When knowledgeable people refer to Robert M.
Gettingsas"Mr. Medicaid," itisnot donelightly.
Medicaid is a Social Security program that pro-
vides a broad range of housing and health-related
supports to people who are elderly or disabled. It -

isunlikely that any other individual in the United -

States knows as much as Gettings does about M ed- \ -.
ig

Gettings came to the Washington, D.C. areain January 1968. Since 1970, he has

icaid law, regulation and policy asit affects people
with mental retardation and other developmental

served as Executive Director as what is now the National Association of State
Directors of Developmental Disabilities Services.

disabilities.

One cannot underestimate the rol e that Gettings has played in assisting states move
from systems that relied amost entirely on institutional care in 1970 to the broad
and varied system of community supports that we see across the U.S. today. He
has mentored many state directors who often had little experience in federal public
policy or in the development of community supports.

He is a prolific writer, having authored or co-authored more than a dozen major
publications.

Robert M. Gettings has demonstrated outstanding leadership in encouraging states
to redesign their service delivery systems for people with mental retardation and
other developmental disabilities. It is largely through his influence that so many
U.S. citizensaretoday |leading productive livesin our nation'scommunities, rather
than wasting away in large, impersonal and stultifying institutional settings. The
field is fortunate that he will be leading the way to yet greater improvements in the
new millennium.



PAUL A. MARCHAND

Chief among the people working in Washington, D.C.
to assure that federal policy would enhance the lives
of people with menta retardation and assure their right
to full citizenship is Paul A. Marchand.

= o

:-'—:" 4 Marchand assists Federal agencies and the U.S. con-
J’ gress in formulating programs and benefits for indi-

h . viduals with disabilities and their families. He is a

‘ ' nationally recognized expert on public policy and dis-
/ ability, having been extensively involved in the pas-

sage of many vital federal laws, including the Ameri-

cans with Disabilities Act, the Developmental Disabilities Act, Education for Al
Handicapped Children Act and its successor, the Individuals with Disabilities Edu-
cation Act, amendments to the Rehabilitation Act, and many modifications to the
Social Security Act.

In 1973, Marchand became the first elected chairman of the Consortium of Citi-
zens with Disabilities, a position he has held continuously since that time. This
important coalition has grown to include more than 100 national, Washington-
based organizations.

Among his many leadership roles, Paul is a member of the Executive Board of the
President's Committee on Employment of People with Disabilities, Board mem-
ber of the American Association of People with Disabilities, the Coalition on Hu-
man Needs, and HISH. He was appointed by the Clinton Administration to serve
on the National Commission on Childhood Disability, which explored ways to
improve the 551 Program for children in this country.

Marchand is the recipient of numerous awards, including a Distinguished Service
Award from President George Bush, one of the nation's highest honors for acivil -

ian.

In the words of Justin Dart, a nationally known disability advocate, "Paul Marchand
is one of the greatest leaders in the world, and | don't say that lightly. Without his
leadership we couldn't have done all that we have on behalf of citizens with dis-
abilities."



BERNARD CARABELLO

Bernard Carabello has spent nearly all hislife strug-
gling to achieve freedom for himself and for all
person with disabilities.

Bernard's accomplishments began on a personal
level, in his own heroic sagato free himself from
the confines of an abusive and wholly inadequate
institutional system.

Bernard not only prevailed, but he trandated his own experience into a positive
example for others. Bernard provided his increasingly clear voice to the propo-
nents for the litigation, which would eventually close the Willowbrook Develop-
mental Center. This had profound impact throughout the country.

As an indefatigable worker on behalf of persons with disabilities, Bernard has
soent the last 25 years advocating for the rights of others.

He has been an ombudsman in New Y ork City for 18 years. In thisrole, he has not
only represented individual and family needs and issues, but he has also educated
awhole generation of direct care workers about the dignity and rights of all people.
He has spoken, given training and provided consultation throughout the country.
Wherever his message is needed, Bernard will strive to be there.

He is the founder and first Executive Director of the New Y ork State Self-Advo-
cacy Association. He continues to speak out for more personal and individually
responsive supports. As he raised his voice to call for justice and rights, his ex-
ample has become a beacon to others to do likewise.

Not everyone has supported this advocacy, particularly in the early days. Bernard
has taken unpopular causes and he has been criticized as misguided and ungrate-
ful. Yet he persists in tireless efforts to speak the truth as he sees it and to fight for
the freedom of others, the same freedom that he holds so dear for himself.

Born in New York City in 1951, Bernard was placed at the Willowbrook State
School at the age of 3. He spent the next 19 years of his life isolated from society.
Y et, this deprivation let to his dedication to spend the rest of his life as a freedom
fighter.



CHRISBURKE

No recognition of historically significant persons
in the field of mental retardation could be com-
plete without acknowledging the important con-
tribution of Chris Burke. Born with Down Syn-
drome, Chris never let this reality deter him from
achieving his goal of becoming an actor.

In 1987, Chris landed arole in the made-for-TV
movie "Desperate.” Then in 1989, he was given
a starring role in a weekly prime time TV series.
Through his portrayal of Corky inthe AB C series
"Life GoesOn," Chris was able to send a powerful message, to literally millions of
people across this land, that the dignity, and the ability of people with menta retar-
dation must be embraced.

As a spokesperson and advocate for persons with Down Syndrome, Chris has been
an inspiration to individuals with menta retardation. Chris is the Editor-in-Chief
of the National Down Syndrome Society publication of "News & Views." Through
this vehicle as well as speaking engagements, Chris continues his message of em-
powerment and inclusion.

Chris has made numerous appearances on behalf organizations and has become a
symbol of the self-advocacy movement.

Chris Burke has, through determination and the belief that no goal is to large or
unattainable, forever altered the perception of an entire generation of Americans.



LEGACY
STATEMENTS



TONY ALVAREZ
Exeautive Diredtar, Schaharie Caunty Chaptea of NY SARC
Congratulationsto theindividuals and their familieswho have struggled
to achievetheir rightful placein our society. Wethank you for the opportunity to
dedicate oursalvesto excellence and caring for theliveswetouched. And, weare
forever reminded, that when we tregt those who are considered less fortunate as
equals, they too can become our heroes.

RAY C. ANDERSON
Vice Presdat, VOCA Carporation
Treat others with greater respect and dignity when faced with the most
chalenging of circumstances.

LAURA B. BAKER
Founder, Laura Bake Sarvioss Assoadtion
A pupil needs to wonder ebout athing in order to learn about it. If one
approach doesn't bring aresponse, another must be tried in order to open up an
interest. It is necessary to begin where the child is and to go on from there with
the very next sep. Some of my pupils have gone on to become salf supporting
and three have graduated from college. | am happy.

ALBERT W.BLEAU JR.
Exeautive Diredtar, Gregter Lynn Mentd Hedth & Reardation Asm.
The lagt century has seen great strides in the recognition from society
that people with developmentd disabilities can make a positive impact in the
community wherethey live. By focusing ontheir abilities, wewill continueto
bresk down the walls of sigma.

MARC BRANDT
Joseph T. Weingold said it all, "We cannat change our children for the
world's sake but we can change the world for our children's sake.™

DIANNE BREITBACH
Exeautive Diredtar, Camp Albredt Aaesd the Midvwest
Camp Albrecht Acres was established in 1975 to provide "something
better" in sarvices and care to disabled individuals of all agesina"smaller world"
within a"larger world" where concentration is on their "ability”, not their "dis-
ability," with the opportunity to reach hisher highest potentid humanly possible.

ALBERT BUSSONE
Vice Presdat & Chid Operating Offioar, Chimes | ntarnationa
M ay each of usbe remembered for what we achieved and how we
positively afected the lives of the peoplewhom wetried to serve.



MARCIA B.BRYAN
Presdant, Thelnterim Managament Exacutive Salution
| have been privileged to be one among many in along tradition of out-
reach and support for children and adultswith developmenta disabilities. My life
isricher for their friendship and morefulfilled living in the reflected light of their
accomplishments,

KARYL CAPLAN
Exeautive Director, Rockland ARC
M ay we continue to forge a path upon which education, housing, recregtion,
employment, respect, compassion and opportunity are available in equal meesure
to all people.

FRANK M. CAPONE
Exeautive Direttor, Liberty
| have been in the field for 25 years, and | am just now beginning to
underdand whet it's all about. The next 10 yearswill be even more interesting.

PAUL CESANA
Exeautive Director, The Resourae Cater
Founded in 1958, The Resource Center haslong been arecognized leader
inimproving thelives of personswith developmentd disabilities. Our dedication
to helping every individual to lead asfulfilling alife as possible hasled to many
honors over the years, including our selection in 1985 as the most Outstanding
Rehabilitation Facility in the nation.

M. DOREEN CROSER
Exeautive Diredor, American Assodation on Mental Retardation
Sdf-advocates, parents, friends, AAMR members and other profession-
as have worked together in this century for animproved quality of life. Much hes
been accomplished!

MICHAEL DILLON

Preserve History! Such a dogan should be tgped prominently on our
desksor perhgps our foreheads. Even now, important agpects of our history, things
that have sheped who and what we aretoday arebeing lost. The Century Project is
areminder of our rich legacy. We have benefited from the accomplishments rec-
ognized, now we beer the responsibility to pass on this legacy to the next genera-
tion. Support thework of the National Historic Preservation Trust on Mental Re-
tardation.

SM. EIDELMAN
Parents and salf advocates have become apowerful voice in the late 20th
century. My dream is that empowerment and inclusive lives, lives with meaning,
become the redlity for all people with disabilitiesin the 214 century.



LESA A. FICKIESEN
Adminigrator, Canmunity AlternativesWeg Virgnia (Resxcare Inc)
CAWYV has been doing businessin West Virginiafor over 11 years. With
continued dedication from all of our g&ff, we are ableto give the people we provide
upports to the opportunity to enable individual growth.

GLENNL.FRICKE
MR/DD Divison Diretory, COMHAR, INC.

Thanks to Judy Weick, who was thefirst special person | met and kept me
going in my career. Thanksto Dave Austin, a mentor, friend and my conscience,
who encouraged me to grow and take risks. Thanks to all moms, but especidly
mine-Mary Fricke.

JONI FRITZ
Exenutive Director, ANCOR
During the last quarter of the 20th Century, providersin the United States
have been running a top speed to keep up with the fast-paced successes demon-
drated by people with mentd retardation who are given opportunities to direct
their own lives. It will be exciting to see where they lead us in the New Millen-
nium!

BILL GAUENTA
Revarend, Baygs Canter
The AAMR Religion Division wishes to recognize and give thanks for
the many isolated pioneers who worked on spiritual support for peoplewith menta
retardation in the first half of this century, and for the increasing appreciation for
the spiritual gift and care of people with mentd retardation.

ROBERT GETTINGS
Exenutive Directar, NASDDDS
The second half of the 20th century hes brought incredible changes in
disahility policy. But the creation of a society in which people with intellectual
disabilities aretruly vaued, contributing members still poses enormous chdlenges
that will require all the commitment and ingenuity we can mudter.

GEORGE GOULD
Apathy into Advocacy
Admonitioninto Advocacy
Cowardly into Courageous
Hopd ess into Hopeful
Lifdessinto Limitless
Patronizing into Personalizing
Darknessinto Dawn
20into 21



MARGARET GOULD

The 20th Century will require anew viewpoint. The debate on quality of
lifewill be less focused on community vs. institution than on the convergence of
differing philosophies. Aswelook forward, wewill be discussing awhole new st
of forces and their affects on people with mentd retardation such as computers and
internet technology, competitive positioning within awork place, organizational
profitability, and sdf-determination and choice. | look forward to the new chal-
lenges.

LARSGULDAGER
Exeautive Diredtor, The Connedtiaut Inditutefor the Blind/Oak Hill
I am enormoudy proud of the role The Connecticut Ingtitute for the Blind/
Oak Hill hes played in enabling people with menta retardation and developmental
disabilitiesto livewith pride, dignity and affirmation and to be contributing mem-
bers of their community.

STANLEY HERR
Universty of Maryland Law Sthad
"Those who cannot remember the past,” George Santayana
observed, "are condemned to repeet it." For people in our field, the 20th century
has proved to be the worgt of times and itsbest. | count mysalf doubly privileged
to have hel ped launch the rights revol ution that ushered in better times and to lead
AAMR & century's turn toward a vision of just, lasting and global change.

STEVE HOLBURN
Conversation from the future: "It all started with the salf-advocacy move-
ment. After listening, the humanids realized the solution was to change the con-
tingencies. At the same time, the behaviorists discovered they hed been focusing
on the wrong ones. That's when the forward legp occurred.”

IRENE S HOWELL

Carparate Adminigratar, Hondl's Child Care Canter, Inc.

There have been significant changes in services for persons with devel-
opmenta disabilities snce 1974. | hope that the improvements which have been
meade will be maintained and that choices that are available now will continue for
the clients and their families.

LUCY J. IDOL
Exeoutive Director, Lucy 1dd Cater For The Handicgpped, Inc.
"When no one dsecan help” is the motto of the L ucy Idol Center for the
Handicapped, Inc. which wasfounded in 1954 by L ucy Joyceldol, ExecutiveDi -
rector.



ROBERT HANCOCK
Coordinator, MFOFC
Massachusetts Families Organizing for Changewould liketo shareaquote
by Margaret Mead that has inspired our advocacy effort on behaf of individuals
with disabilities and their families, "Never doubt that a small group of thoughtful,
committed people can changetheworld. Indeed, itisthe only thing that ever has."

BOB LAUX
Presdent, Wild River Redty
From ingtitutiondization to alife of inclusion. From segregation to par-
ticipation. From facility to home ownership. And from devauation to citizenship.
L et these lessons learned caution society never, ever to disrespect anyone as to
exclude any of usasunworthy. The consequencesput usall a risk.

JOEL M.LEVY,DSW.
Chid Exanutive Officar, YAI/Nationd Inditute For Pagple With Dissbilities
"1f one advances confidently in the direction of his dreams, and endeav-
orsto livethelife which he has imagined, he will meat with a success unexpected
in common hours." Henry David Thoreau

PHILIPH.LEVY, Ph.D.
Chid Opeaating Offiaa, YAI/Nationd | nditute For Pagple With Disabilities
The potential of all human beingsis unlimited when provided with the
gppropriate support and training. Noindividual's potential should ever bewasted
or underestimated, rather it should be nurtured and encouraged.

THOMAS M. LEWINS
Exeoutive Director, PVA, Inc.
It has been aprivil eged opportunity to beinvolved in the significant im-
provements of supports and servicesto individual swith disabilities. We have come
dong way, but have much further to go.

JOSEPH P.MAMMOLITO
Exeautive Director, AHRC, Suffdk Chapter
Aswe cdebrate our 50th anniversary in 1999, we view our day and resi-
dential programs for more than 1,600 children and adults, throughout our 25 sites,
asfulfilling apromiseto our founding parents. Striving for gregter opportunities,
choices and dignity remain our goal.

MICHAEL MASCARI
Exeautive Diretar, AHRC, Nassau Chapte
Nassau AHRC isproud to be the largest provider of residentia services
for adults with developmentd disabilitiesin New Y ork State. Founded in 1949
by asmall group of parents, A H RC grew to amembership organization of 8,000
led by theindomitable Helen Kaplan. Mrs. Kaplan wasinstrumentd inthe
passage of legidationin New Y ork State that ensured therights of all



YOSEF ROSENSHEIN, Ph.D.

Dr. Joel Rosenshein deve oped thefirst screening program for handicapped
peoplein the New Y ork City Board of Education. Thisled to committeeson he
handicapped, one per district, and screening for over 50,000 clients ayear. The
future of gpeda education liesin individual services for handicapped based on the
individual needs

MARIAN SAULINO
Exeautive Directar, Canmunity I nteradtions Inc.
Since 1973, we have strived to enhance the lives of peoplewith disabili-
ties, hel ping them to prosper a home, a work, and in their communities.

BOB SCHALOCK
Departmeant of Psychdagy, Hadings Cdlege
Each of ushasagory totell aout our involvement in thefield of menta
retardation. Although our roleshave differed, our commondity isgreat. What we
have found is that we have been able to make a significant differencein our own
lives, aswell as the lives of others.

VINCE SCOTT
Exeoutive Diredtar /Preddant, Arizona Training & Evaluation Catter, Inc.
The collective efforts and influences of Menolascino, Wolfensberger, Blatt,
Sark, Schlock, et al., the professond organizationsincluding AAM Rand ANCOR,
together with the advocacy movements of parents and consumers have provided
significant systems change that will lagt well into the next century.

HOWARD S EGEL
Chief Operating Offioer, Irwin Segd Aganoy, Inc
Understanding the past will hdp to brighten the future

JO ANN SMONS
Who would have believed that when my son was born dmost 20 years
ago, with Down Syndrome and four heert defects, thet Jon would be a college
gudent and his "handicap" would be the one he received from the PGA (Profes-
sona Golf Association).

DEBORAH M. SPITALNIK, Ph.D.
Exec Diredar, The Elizabah M. Baggs Canta an Dardagpmeantd Disabilities

At the mid-century mark, as parents coalesced as The Association for
Retarded Children, we saw the dramatic impact that persond experience, turned
into strategic, knowledgeable, unified advocacy could have on opportunities for
people with disabilities and their families. It is degply moving to me that asthe
century comes to aclosg, it is the voices of sdf-advocates and the aspirations of
people with disabilities and their families that will move us forward into the new
millennium.



We have been blessed in this century, with wise, compassionate and visionary
leadership. Let uslovingly andindelibly remember Burton Blatt, Elizabeth M.
Boggs, Rosemary F. Dybwad and Herb Lovett, as we continue  to honor and
learn from Gunnar Dybwad. May we be srengthened from having known them
and honor them through the respect in which we hold eech other and the ways we
vaue each other's contributions as we continue to work for social justice.

CATHY FICKER TERRILL
Vice Preddent, Ray Graham Asodation

AAMR has been an advocate for people with disabilities for over 100
years. Our five year drategic plan offers solutions for the future. As researchers,
policy makers, clinicians, adminigtrators, family members sdf-advocates, and
others we mugt think strategically and go beyond the current boundaries. This
will require all of us to look at the future as a continuous process which must
adopt in this global world to environmenta and policy changes.

BERNARD R. WAGNER, Ph.D.
AAMR Presdent-Eledt, Evargrean Presoyterian Minidries Inc.
As| consder thehistory of our field, I am proud of therolethe American
Association on Mental Retardation has played. Many of those making significant
contributions have been active leedersin AAMR.

STEVEN F WARREN, Ph.D.
Prdiessr of Soeda Education and Psychdagy, Vanderbilt Univer sty
I wish to acknowledge the enormous contributions of conunties of count-
less behavioral and biomedical scientists to the lives of people with intellectual
disabilities and their families. May ther tireless efforts generate increasingly
useful-knowledge in the new millennium.



CLOSNG CREDITSAND REMARKS

In any effort as broad as the Century Recognition Project, there are dways indi-
viduals, organizations, or events unacknowledged. Any errors of omission were
unintended and in no way reflect upon the quality of the contribution to the field.

Because of theincredibly large amount of materia used to prepare the commemo-
rative book and multi-media presentation, we were unable to credit all references
and authors. We apologize for any omissions.

A mgor source of information used in the commemorative book and the script for
the multi-media presentation were taken from A History of Mental Retardation by
R.C. Schegrenberger. We atempted to acknowledge his work whenever possible
throughout. We agpologize for any omissions.

Respectfully,
The Century Recognition Committee






