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Dr. James W. Conroy, PhD: President

Graduating cum laude from Yale University in 1970 with a BA in
Physiological Psychology, Dr. Conroy began his career doing research on
the impacts of the Developmental Disabilities Act of 1970. He received
his MA in Sociology/Program Evaluation and Ph.D. in Medical Sociology
from Temple University in 1992. While at Temple University, he was the
Principal Investigator and designer of the Pennhurst Longitudinal Study,
the largest study ever done up to that time on the topic of moving
people with developmental disabilities from institutions to small
community homes. Since then, Dr. Conroy has directed more than a
dozen similar longitudinal studies in other states. He has been
responsible for more than 250 formal research reports to government
agencies and foundations, as well as more than 30 articles in scholarly
journals and 10 book chapters.

His works have been publicized on CBS 60 Minutes, ABC Nightline, public
television, public radio, The Philadelphia Inquirer, The Chicago Tribune,

and The New York Times
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Deinstitutionalization In USA:
International Collaboration to
Avoid Some Mistakes

James W. Conroy, Ph.D.
The Center for Outcome Analysis
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Samuel Gridley Howe

 Brought the 1dca of large. rural institutions
to the U.S. in 1848

18 vears later. he said:

BTG
El

... all such mstitutions are unnatural. undesirable.
and very liable to abuse. =

and those few should be kept as small as
possible.”

= ek
=1l

Such persons [with disabilities] ... should be kept
diffused among sound and normal persons.™

What 1s the Purpose of Human
Services?

- “Are people better off?”

~ Is this measurable?

2 Yes and No....

~ The case of segregated models for citizens
with disabilities

| How do we know?

~ 40 vears of studies and learning about
what’s really important




9 1909 "White House

- . - Conference on the Care

#® of Dependent Children"

® | Theme was opposition to

the institutionalization of

dependent and neglected

children

® = “Orphanage™ concept
nearly vanished

=1 Butit took 30 vears
=®  And religious groups
still persist with them

E

Developmental Science

Ty
Developmental Science 13:1 (2010), pp 46-61 DOL: 10.1111/j.1467-7687.2009.00852.x

PAPER

Prolonged institutional rearing is associated with atypically large
amygdala volume and difficulties in emotion regulation

Nim Tottenham,” Todd A. Hare,? Brian T. Quinn,? ThomasW McCarry,'
Marcella Nurse, Tara Gllhooly, Alexander Millner," Adriana Galvan,4
Matthew C. Dawdson Inge-Marie E:gstl Kathleen M. Thomas,
Peter ). Freed,® EhzabethS Boom%, Megan R. Gunnar

Margaret Altemus, Jane Aronson'” and B. ). Casey’'

L. Sackler Instinute for Developmental Psychobiology, Weill Medical College of Cornell University, USA
2, Division of the Humanities and Social Sciences, California Institute of Technology, USA

3. Department of Pedriatric Newrology, Weill Medical College of Comell University, USA
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Very Big — Versus Small

“Institution versus Community ™

| This 1s a settled 1ssue —
Pennhurst Study ef seq.

= Qualities of life BETTER in
community

= Almost everv way we know
how to measure

- Media. scandals. courts,
Olmstead decision

Eﬂ Community options are
preferred in every way
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=1 1969: The average cost
per person at Pennhurst e
was $5.90 per day T ‘r. c Y AME]

,.4- -.L-.._....n a. it el i, il s

= The average cost of
keeping a leopard at the
Philadelphia zoo was
$7.15 per day

— Was this the Economy of ‘,
Scale thinking at work?
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Institutional Decline, Community Rise

Number of People With Developmental Disabilities in State
Instituti ons versus Community Residential Settings 1952-2016

1000s of People

L I

O Institution @ Community ‘
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Happened Without Consensus

~150 states and 7 territories

~| Some favored. some opposed

—| Very little Federal government leadership

| Federal funding changed from institutions to
community slowly

= Our federal funds can STILL pay for mstitutions
=13 out of 50 states free of institutions now

~ | The battles were intense

0000060600000 00080
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“This Is Where I Came In”

| A personal note
51970, just out of University

- No idea what to do with a degree in
Physiological Psychology

-1 Got a strange job by pure chance

-1 Working on a national survey of people
with “developmental disabilities™

I Right at the national peak of institutions

Pennhurst: Poor Conditions

12800 people lived there

- It was designed for 700

| People were left in cribs all day and night
| Broken bones went untreated
~|"Problem™ people had all teeth pulled

| “"Bathing™ was often a hose sprayed at a
group in a room with a floor drain

— Why treat human beings this way?




s I Believed Then That We Should
Improve the Institution
I Spent 12 vears working on this

-

I We worked 1n a model institution. built in
1972, not overcrowded. and with access to
huge resources in money and University
faculty and students

| I was able to show scientifically that
tremendous resources did result in minor
skill development and small improvements
in qualities of life

But We Got A Big Surprise

| In the midst of America’s efforts to create
“good” institutions

1A U.S. Federal Court declared Pennhurst to
be “Unconstitutional by its very nature”

| Because it was specifically and consciously
designed to segregate

| And because the people
— had lost skills (they
— had been harmed




§ 5 Judge Ordered All People Should
§ 5 Have a Chance to Live in Society

~' T was a skeptic

~ | Deinstitutionalization
in the mental illness
tield had been a

disaster and a disgrace
—'I thought this would
be. too
~ISo I wanted to do
research on this

The Pennhurst Longitudinal Study

- Began in 1979

| Largest such study ever done

| Tracked 1.154 people

- Visited every person every vear
I Surveved every family every vear

| Measured qualities of life and satisfaction
and costs

| (This process still continues in 2007)
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Purposes of Pennhurst

Longitudinal Study
- Track 1.154 people
| Are these people better off? |
| In what way(s)? '

| How much? ;
| At what cost? e

| What problems and deficiencies can be
detected and addressed?

Summary of Findings — 14 Years

= Increased independent functioning

= Increased self-control

o Family resistance change massively to support

= People themselves reported "never go back™

- 14 qualities of life all up. including general happiness
= Inclusion. integration — great increases

g Services up

= Survival up, mortality down

= Costs same (down in US. but caused by unjust
salaries)




§+ Did the Pennhurst Results Meet
g the Scientific Test of Replication?

1 Yes. 1356 people in Connecticut

1 Yes. 1000 people in Oklahoma

7 Yes, 400 people in New Hampshire
I Yes. 1100 people in North Carolina
- Yes. 200 people in Kansas

1 Yes, 400 people in Illinois

1 Yes. 2400 people in California

0000000000000

Paradox: Strongest Outcomes in
State with Worst Economy

= Oklahoma: oil-based economy. collapse. = Austerity

= Court ordered to proceed anyway

= Fear of creating expensive group homes

7 Decided to proceed one person at a tume

= This method went faster than expected

7 Called “Supported Living”

= Choice of home, roommates, mostly 1. 2. or 3

= “Skipped” the entire group home phase in Oklahoma
= Best outcomes every seen

= And fiscally conservative too
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Economics

~ The notion of “Economy of Scale™
| Would seem to implyv that larger settings would

cost less per person
~ | But how do we explain $$% of institutions?

— The epitome of “assembly line™ thinking

— Actually cost the MOST

— The most costly human service EVER > $200,000
—Is there such a thing as “Diseconomy of Scale?”

gl Yes

I
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Economy of Scale 1:
Larger Organization. Lower Cost Per Unit
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Economy of Scale 2:
Diminishing Returns

Cost Per Unit

T T
1000 2000 3000 4000 5000 6000 7000 8000 9000 10000 11000 12000

Number ofUnits Made

Economy of Scale 3:
Diseconomy of Scale

Cost Per Unit

1000 2000 3000 4000 5000 6000 7000 8000 9000 10000 11000 12000

Number of Units Made

12




Economy of Scale

| Large mstitutions are the highest cost
— National average now over $200.000/person

- Institutions must be above the point of
diminishing returns

| Where is the “tipping point™ within
community settings?

| When we consider homes size 1 to 10?
Ij\ What 1s the “best size™? (On the average)
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Tug of War & Individual Effort

=1 Kohler, back in 1927

= Measured Tug of War
games by # of players

2l Up to size 12

=1 Extra person did NOT add
full strength

~| Each new person pulled
10%o less energetically

=| “Free Ride” phenomenon
in groups

0000060600000 00080
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Cost: Economy of Scale Idea

= In economics, EFFICIENCY (price per unit made)
increases with size up to a point
— (There are modern doubts about the original evidence)

. Human services quality product = better quality of life
= When size gets above 6, quality drops

=1 So we try to fix it bv adding staft

=l Then the larger settings get more costly

= But the outcomes do not improve

= Because the extra staff interact more with EACH
OTHER and NOT with the people in the home
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Options for Community Systems

~ | New institutions in the community —above 15

~ILarge group homes 10-15

“ I Medium group homes 6-9

~1Small group homes 3-5

“|Foster family, family living models

= Supported living. — mostly 1-3, but any size the
folks want

~1Life sharing — mutually beneficial roommates

0000060600000 00080
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Progress in Independent Functioning by Size
Home: 2200 People in Oklahoma, US
1990-1996 (100 point scale)

58
45
A
I 0.4
' . .
2 3 45 6 7910

Number of People in the Home

C0000OOOGO

Points of Gain in Independence

Did People with More Severe Disabilities
Really Cost Much More in the Community?

Total Costs by Level of Retardation

181
182
168
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r ; 2 I

Profound Severe Maderate Mild
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Per Diem Costs
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MI: Opportunities for Choicemaking

Opportunities for Choice makiong (SelfDe termination)
MTI2001 Self-Determination Studies, 329 Participants

79.6
60.7 595
I I 48‘0
5 6

3Size ot‘Home4
CT 1990: Per Diem Cost By Size

2 3 4 5 6 7 8

Size of Home
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PA 1992: Per Diem Cost x Size

$300
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Per Diem Cost
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Size of Home

Choice & Selt-Determination
National Core Indicators 2006

Personal Choice Scale Scores (A SD Measure)
National Core Indicators, 2006, N=2,087

162
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Average Choice Scale Score

2to3 4to6

Size of Home
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Loneliness — Negative Reponses
National Core Indicators 2008, N=1580

% Lonely
Sometimes or Often

[+2]
o

% of sample
o
o

w
o

P
9, ]
|

=Y
o
|

2 3to6 7+

Residence Size

Human Economy of Scale

= Younger = More need tor individual attention

2 Severe disabilities = More need for mdividual attention
=l Smaller home = More individual attention

= More individual attention = better development

2 Small =

g More Individual Attention =»

g Better Outcomes
7 Break point: around 6 — above 6 we get bad outcomes
= Best outcomes 1 to 4 and control. choice

= Book to read
-~ Small is Beautitul: Economics As If People Mattered

18



US — Greatest Error

~| Financing Method: facilities rather than people & allies
— To purchase what makes sense to them to “get a life™
— With all appropriate responsible monitoring

= We built a nationwide system of group homes

=1 With power and life decisions mostly in provider hands

=1 Now we know:
— Supported living & family-like models are superior

—| Granted — community group homes ARE better than
wmstitutions — but 1t is a “stage™ that should be minimized

= Now: 18 vears of research on the better models — self-
determination, individual budgeting, supported living
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Good or Bad Social Policy?

Probably the most
successtul American
“social experiment” of
the Baby Boomer
generation

0000060600000 00080
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Winston Churchill’s View of the US

—“You can always count on
Americans to do the right
thing —
— ... After they've tried
everything else.”

pOOOOLOOGLOLEOGLS

WWW.eoutcome.org
jconroycoa(@gmail.com
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__ : ~1Jhoon Rhee
Institute of Tae
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1970 Yale Umvervelsny
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2009, Seoul, with
Grandmaster Jhoon Rhee

12. 08. 2008
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<Abstract>

In Korea, deinstitutionalization is often conceptually coupled with
independent living. However, deinstitutionalization and independent living
have been led by different groups in terms of social movement. The
former by persons with physical disabilities and the latter by persons
with physical disabilities. I feel that a rich discussion would be necessary
in order to establish appropriate goals and strategies of movement.
Developmental Disabilities Act of Korea enacted in 2015 is the legal
foundation of support system for people with developmental disabilities.
Inspired by American DD Act and California Lanterman Act, the original
bill was introduced with substantial contents to guarantee the community
living of people with developmental disabilities. However, a lot of articles
that required new budget were erased at the end of the day, along with
deinstitutionalization-facilitating policies.

Developmental Disabilities Act of Korea was certainly half success and
half failure. But the result could not stop the parents and they soon
started a new struggle. This time the target was local governments.
Starting with Seoul, organized parents have demanded new policies for
people with developmental disabilities in 10 metropolitan areas. And the
result was very positive. Seoul has already made up budget for a new
community model of residental services, a pilot projects of asset-building
savings program, and a community-based supported employment, which,
in turn, will be great influence on other local governments.

Along with the second pilot projet of day program services for people
with developmental disabilities which is launched on June, these pilot
projects and development of new service models will eventually lead us
to deinstitutionalized society, I hope.

Now, I feel that Korea embark for the inclusive society where there is no
institutions and no discrimination. Only allied power of people with
(developmental) disabilities, parents, and civil society organizations will

get us there.
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The Statement of Deinstitutionalization
of Korea

Article 1. We are all humans.

Article 2. We have freedom and right to live outside of
institutions.

Article 3. Every human has rights to live an equal and
valuable life.

Article 4. Don’t use institutions as a way of making money.
Article 5. We cannot do anything by ourselves like a jail.
Article 6. I am a care-provide for myself. I determine
where I live, whether it is an institution or local society.
Article 7. Government needs to establish policies for
people with disabilities in order for them to live in
mainstreamed society.

Article 8. Get rid of all institutions and establish more
independent living quarters or houses.

Article 9. Government need to give money being used to
support institutions to us who are trying to be
independent.

Article 10. Personal care assist system should be legalized
regardless of levels or types of disabilities.

Article 11. We can work. Don’t treat us like animals.
Article 12, Compulsory education should be legalized for
all people with disabilities.

Article 13. Government need to mandate that
accommodations should be placed in all public places and
agencies.

Article 14, All people with disabilities should be enabled to
use public transportations,

Article 15. IF all these are done, we all live happy and
enriched lives. All people in our community, please join us
until all the above statement are being achieved.
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The Pennhurst Longitudinal Study: Science and Public Policy

This chapter tells four short stories of science, law, and public policy. First, how did the
first truly nigorous scientific study of deinstitutionalization of people with developmental and
intellectal disabilities come about? This is an msider’s view of how scientists. lawyers. and
policy makers can interact in the real world Second. what did the study find out about the
guestion ~Are the people better off.” and how did it measure that? The findings surpnised the
study’s Principal Investigator considerably. Third, did those findings stand up to the test of time
and scientific replication? The findings of subsequent studies have been remarkably consistent
across states and nations. Fimally. in what ways did the stady influence policy and practice in the
Unated States — and elsewhere?

1. The Story of the Study

The first part of the story of the study mevitably includes the persomal I agreed to move
from Washingten DIC to Philadelphia to take a job at Temple University’s new Developmental
Disabilities Center m 1974, The Pennburst lawswit had just been filed m 1974 by attomey Dawvid
Ferleger on behalf of Temi Lee Halderman and other people living at Pennhurst. Everyone
working at the Temple Center knew that conditions at Pennhurst were appalling, because of the
1968 Philadelphia television exposé (Chapter 3). It appeared to us. the founders of the new
aczdemic center at Temple, that getting involved with this new lawsuit, as scientists, might be a
good way to help make things better at Penmbwrst and places like it.

By coincidence. T had some personal knowledge of the facility. In my first job out of
college, m 1970. I worked on a national smdy of the impacts of a2 new Federal law: the
Developmental Disabilities Act of 1970. The consulting firm for which I worked had been

confracted to determine the impacts of broadening the law from what was then called “mental
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retardation” to mclude people with cerebral palsy. epilepsy, and related condrtions. Cur primary
method was to conduct a mail survey of the characteristics and needs of thonsands of people
recelving services and supports from preschools. schools. day programs. sheltered workshops.
nursing homes, and specialized residential institutions.

Best survey science practice demanded that we check on the aceuracy of what we were
obtaming by mail As the only member of the firm who had studied statistics in college, [ was
assigned to draw a representative sample of facilities to visit in person and cheek on (“validate™)
the data. We took all the national directories of facilities we could acquire, and figured out a way
to select a sample of 30 facilities such that every facility in the country had an equal probability
of being selected — the definition of random sampling. The consulting firm s five research staff
split up the random samptle of facilities, 10 each and traveled to them m person. My assignment
included a facility then called “Pennlnmst State School and Hospatal.” In 1971 T drove from
Washington to Sprng City Pennsylvania, and saw the conditions first hand.

There [ saw the imbelievable conditions first revealed by Bill Baldmi's 1968 expose
“Suffer the Litile Children™ (3ee Chapter 3). For a young man with no prior experience of such
things. the wisit was life-changing. T knew something had to be done. but did not know what.

By 1974, 1 had found work at Temple University in Philadelphia. Pennhurst was the
hottest topic extant in Pennsylvania. Under the leadership of Director Dr. Edward Newman,
former Commissioner of the U.5. Eehabilitation Services Administration, the new Temple
University Developmental Disabilifies Center (DDC) created a Legal Advocacy program.
Meetings were arranged with Attomey Ferleger, and later with his colleagues at the Public
Interest Law Center of Philadelphia. Our purpose was to find out how an academic center could

assist i the mission of improving conditions at Penmhurst
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It became clear that a productive role for an academic center in such an unfolding legal
and social policy battle would be to provide objective and scientific analysis of conditions and
remedies — mcluding gathenng concrete evidence. and providing highly qualified expert
witnesses. The Director and the staff of the fledgling Developmental Disabilities Center were
unanimous in resolving to provide exactly that *

Thus, as 3 very voung man. I was able to get mvolved in the Pennhurst litigation in my
official capacity as Fesearch Coordinator of the DDC of Temple University. The first thang we
needed, In my opinion, was hard facts about the qualities of life of, and services rendered to, the
people at Pennhurst. At that time. there were about 1. 240 people living there. I obtamed a hist via
the attormeys. and drew a “Simple Fandom Sample™ of 124 people. Our request to the Court was
for the complete “patient records™ as they were then called for each person in the sample *

These records provided much of the evidence that proved so telling in Cowrt. For many
months 1o 1975 and 1977, a team of research associates at Temple — including faculty. staff. and
volunteers — analyzed the 124 records in successive “sweeps.” We worked in a locked conference
roomn at the Center. The attorneys visited regularly to see our progress and exchange legal
thinking with social science thinking. all toward the goal of extracting the most telling evidence

of gquality and safety possible from the files.

' University officials above our level were “not so sure™ that we should assist o a lawsmit against the
Commonwealth. Temple Uniwversity was. after sl a quasi-state instimuion iself with major fimding assistance
coming fom the Commonwealth However, claims of academic freedom and the fact that our fimding was promsmily
Faderal were the srzaments that prevailed.

* How those records were obtzined is a tale not to be omitted. The Court asked the Diepartment of Fustice fior halp in
this process of “discovery” of evidence. The Department of Tustice inchades the Federal Buresu of Imvestizadon.
Unbeknowmst to us at the dme, agpenis of the FBI appesred unannounced at Peonhurst with full legal warmrant
awthority, and obfained access to the files of the 124 people. The agents then proceeded to photograph every page of
every person’s file. Some people had 1,000 pages scowmmlated over 40 or more years af Peonburst. The flm was
taken back o Washmegton developed info 8x12 photes, and then these photos were copied onto paper, sheet by
sheat. A ot of 174 exact duplicates of the padsar records was ultmmately deliverad to Temnple University by officers
of the Court. The cost nmst have been staggering.
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In our first sweep, we pulled every mstance of a person bemng seen by a psychologst or
psychistnst. We found that the average over the past decade had been three mimutes per person
per year. In a second swesp, we catalogued all habilitatve programs and geals for each of the
mndividuals. We noted that tooth-brushing programs were very common — about half the people
were apparently being taught how to brush their teath. One of my colleagues remarked on
finding a person in a tooth-brushing program who had no teeth whatsoever. We swept through
the 124 records a third fime to count how many people actually had teeth. We learmned that about
a third of the peaple wha were being taught to brush their teeth had no teeth

Later. in court, we found that removing all teeth from people at Pennhurst had been
commonplace for decades. It was a response to biting. People who bit other people were, it was
revealed, pumshed and programmed. but if the person hit again the Pennhurst dentist would pull
all teeth The fact that even those people were often on tooth-brushing programs suggested that
the sp-called “habilitative programming” gomng on at Pennburst might often be a sham

Legally, two of the most important findings from the sampling study concerned loss of
mdependent functioming skills and reports of abuse or neglect.

Because of pnier review of rating scales of “adaptive behavior,” which meludes self-care,
mndependent finctioning, and functional abilifies. T knew that the most commeonly used measure
over the preceding decades had been Edgar Dioll’s Vineland Social Matunity Scale (Doll, 1934).
The Vineland was a simple scale of 117 Yes/No items ranging from basic abilities hike “Stands
Alone” and “Marks with Pencil o1 Crayon”™ up to higher order skills like “Makes Telephone
Calls™ or * Assumes Besponsibility Beyond Owm Needs.” Dir. Doll intended this scale as a more

meaningful approach than the IQ), or ntelhgence Quotient. for people with developmental and
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mtellectual disabalities. The IQ) emphasized academic skill, while the SQ — Social Quotient —
emphasized funchoming within our seciety.

We decided to find the earliest and the most recent Vineland scale for each of the 124
people in the sample. We could then see if people had gamed or lost skills dunng their tme at
Pennhurst. By the time we did this analysis. the average person at Pennburst had been there for
24 years. This gave us a fairly long time interval within which one or several Vineland scales
might have been collected. It tumed out that about half of our sample of 124 had two Vineland
scales in their records.

What we found was that the average person in our sample had not gammed 1n social
mafurity, or adaptive behavior, while living at Pennburst — m fact, the average person had
regressed. Their Social Quotient scores had gone steadily down for every year they had been at
Pemnnhurst.

This became crucial in court, because the sole Constitutional justification for taking away
the freedom of a citizen — who had comumitted no crime —was to provide treatment that would
improve their condition. The Vineland evidence showed that instezd of providing benefit, living
at Pennhurst had caused hamm.

The 124 person records review also produced a great deal of evidence about abuse and
neglect. Even though it was quite possible that most instances of abuse and neglect went
unreported and indocumented, the records contained so much of this kind of matenial that it was
nearly overwhelming —m both the evidentiary and the emotional senses.

When Judge Bredenick handed down his Decision in Halderman v. Pennbrst on

Dlecember 23, 1977, we found that our evidence from the sample study had been effective. Judge

Brodenck wrote,
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Testmory had revealed that Pennburet provided zuch 3 danzerous, muserible environment for itz
residents that many of tham actnally suffered phyzical deterioration and imtellactral ragression

during their stay at the institation (Haldsrman v Permburse, 1977).

In his Order of March 17, 19787 the Judge required that Pennsylvania create new homes and
activities i the commumity for every person at Pennlarst.

The Temple team under my direction immediately decided that society would need to
know where people went, and whether their lives would get better or worse. Our guiding belief
was that mdividual well-being was. or should be, the ultimate umit of accountability n social
changes and mnevations. To know this, we would need 1978 “baseline™ information about their
status — adaptive behavior, challenging behavior, health, safety, services. individual goals, and
queality of life in general

The key motivator for this decision developed during a 1977 trip by plaintiff attorneys,
staff, and Temple experts to the Willowbrook Review Panel in Staten Island. Willowbrook was
already notorious, because of Fobert Kennedy s visits in the 1960z, and Geraldo Favera's
coverage of the conditions there in the early 1970s." In a meeting with key leaders of the
Willowhrook panel, we leamed that between 1972 and 1977, nearly 2,000 people had moved out
of Willowbrook. However, none of the Court’s Feview Panel officials knew where they had
gome, of if they were “better off.™

To me. this was completely unconscionable and unacceptable. I believed that making

massive changes m the lives of thousands of vulnerable people absolutely demanded that we find

! Tudge Broderick issned both a Decision {December 23, 1977) and sn Order (Marchl7, 1078}, The Decision asked
the parfies {0 Come 1o & compromise - 4 Sermdement Apreement They could not. Hence the Judge was forced to issue
an Order, which zave Peansylvania no choices and no room for pepotzton. It was the frst Order in this area of
lifigation - all pror actions abont instimitional conditons had ended I Settlemants.

*Mr Rivers obtmined the idea of covering Willowbrook via the dissemination of the Bill Baldini 1968 expose of
Pennbarst. Baldini's stadon and nerwork sent out dozens of copies of the flm and recommended that local affiliates
replicate what Mr. Baldini had dome. Althongh Fivera®s work parnered far more national recopnition than Baldimi's,
it was not the pionear effort
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ot if those changes were good, bad. or mdifferent. I resolved on that tnp that the cutcomes of
the Pennhurst situation would be racked and scientifically documented

In 1978, the Temple Umiversity Developmental Disabilities Center Evaluation &
Pesearch Group convened a team of faculty. students. and volunteers to collect data on the
charactenstics, well-bemg. and services of all the people still Invang at Pennburst. Without any
formal fimding the Temple group obtaned the necessary approvals and clearances and
proceeded to fan out across the Pennhurst campus for about three weeks mntil we had completed
a five page survey form that we developed (the Behavier Development Survey) for every person
living at Permbuarst on March 17, 1978 % There were 1,154 people living there on that date. The
data we collected on that form formed the *baseline™ upon which all future “pre and post™
compansons of developmental progress. individual goals. assessments of needs. and serice
delivery were based.

Soon after Judge Brodenck's landmark decision m Halderman v Pennhursi, the Federal
government agencies concluded that this was a decision of such policy import that 1t must be
studied scientifically. Several elements of the Federal executive branch were keenly interested mn
what Judge Broderick s decision might mean for policy, organization fundmng_ and service
delivery. Sections of the Department of Health and Human Services began talks immediately,
mclnding the Fehabilitation Services Administration, the Administration on Developmental
Disabilities. the Assistant Secretary for Planming and Evaluation and what was then called the
Health Care Financing A dministration (now the Centers for Medicare & Medicaid Services).
With rarely seen haste, the agencies devised an interagency finding scheme to support a
longitudinsl study of the impacts of the court order. A Request for Proposals was issued in Iate

1979, open for competitive bidding by research and pelicy orented organizations.

*narch 17, 1978 was the date of Tudze Raymond Broderick™s Ordar for community placement.
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That Feguest for Proposals was issued in 1979 to conduct a “Pennliurst Longitudinal
Studdy.” and Temple University”s Developmental Disabalifies Center teamed up with the Temple
Institute for Survey Fesearch to assist with field data collection, and the Human Services
Pesearch Instinate (www hsni org) to perform policy analysis and comparative cost studies. The
fact that Temple possessed baseline data for all the people at Pennhurst was probably a key
factor in winning

The HSEI part of the Pennburst Stady was concerned -with history, policy. and costs. The
mitial history of the institution the 15sue, and the lawsmt was a useful document; and remams so
today. The annual policy and implementation analyses proved valuable for local officials and
advocates as well ©

The Temple part of the Pennhurst Longitedinal Study was focused on one simple
guestion: “‘dre the people better off? ™ We wanted above all to find out where people went, into
what kind of new homes and day programs and human relationships, and whether their lives
improved. To do this, we designed a study that incladed face to face visits and data collection
with every person — 1,134 pecple — every year, with multiple measures of quality of life and
service, phus an anmual Family Survey of every known next of kin.”

In the final analysis, the outcomes of any social change must be measured in terms of the
gualities of life of the people affected. We believed that everything else was secondary to that

simple and fimdamental queston.

* The HSFI fnal report, bewever, was deemed unsccepiable in December 1985 by the HHS Project Oficer, and
required thorough rewniing by the Temple Principal Investigator over the December holiday break while the HSRL
principal was on vacation Moreover, the HSEI cost comparisons unformnately never produced clear o1 publishable
conchisions, and the Tenple team took the lead on this aspect 25 wall, with several stedies mnd journsl publicatons
|r'e.g.: Jomes, Conroy, Feinstein & Lemanowicz, 1984)

Two great advamages of the “every person every year” spproach were. (1) sampling was not nsed, so mferennal
statistical tests were not swictly even necessary — they are mtended for peneralining from a sample to a larger
popalston We had the enfire population. (2) The cedibility factor — when non-scisndsts heard the phrase, “We
have visited every person every year,” the impact upon tast in the findings was powerful
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1. The Kev Findings: “Are People Better Off7"

This section is a bref summary of the findings of the Pennhurst Study. The full
methodology. instruments, and detailed findings are readily available online® and in the
published peer-reviewed literature. What follows here 15 a non-technical, graphically oriented
review of more than five years of intensive scientific work.

2.1 Background: The Deinsttutionalization Experience in the Field of AMental
Mlness

In the interest of full disclosure of potential biases. it is proper for a modem scientist to
make known his or her initial “hypotheses™ about what he/she believed would be the most hikely
results of a study. My own initial bias was that the Pennhurst “experiment” would fail. My
opinton was based on the dismal record of “dumping” in the field of mental illness. in which
state psychiatric hospitals began downsizing in 1933,

The naticnal disgrace of our failure to fund community supports for people released from
psvchiatric hospitals was well known. [ had done research in the mental health field for Federal
agencies in the early 19705 (Levy, Wewman, & Conroy, 1974), and so I knew that the
Commmunity Mental Health Act of 1963 had been passed by the Congress. but never adequately
funded. I had also read am arhicle in Scientfic American, a journal for which I had the utmost
tespect. that showed the magnitude of our national betrayal of people with mental illness (Bassuk
& Gerszon, 19781,

In fact. my first published article 1n a peer-reviewed journal was entitled “Trends In
Demsritutionalization Of The Mentally Retarded ™ (Conroy. 1977), and it was written partly as a

warning agaimst demstitutionalization of people with [what was then called] mental retardation.

¥ The full study report can be downloaded from
biops: Vdl dropbosmesercontent comin’ 121 863 55 PennhnrsfE onzinedina] S tudy Scanne dV 3 Opiamized pdf
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It also helped spur the development of a national tracking system on residential sethngs (Lakin
personal commumication, 1994).)
Even today. the failure of early demnstiionalization of citizens with mental illness 1s
regarded as a national debacle. According to Wikipedia,
The purpose of the [Compoumity Mental Haalth Aet] was to provide for compmimity-based care, as
an alternative to instiwhonzhizaton. However, some states saw this as an excuse to close
expensive state hosptals without spending some of the money on commuraty-bazed care, ..
Many panents, formerly warehoused 1o mstitwhons, were released o the commwumity. However,
not all communities had the facihfies or expertse to dzal with them. In many cases, patents

wound up m adult homes or with their farmhes. or homeless m large cies, but without the mental
health care they needed (Wikipedia, Commmumity Mental Health Act, acceszed 2015).

By my own reckoning. Amenca discharged about 300,000 people from mental hospitals
from 1935 to 1980. By conservative estimates, there are now:
& At least 300000 people with severe chromic mental 1llness 1o owr jails and prisons,
*  Aporoxumately 100,000 non-elderly people with severe mental dllnes: 1n nursing homes where
thay recerve bitle or no “reatment,”
#  And there are an estimated 543 00 pecple who are homelass. about 40% or abowt 250,000

reporting some form of mental health problems, of whom we maght estimate that at least 100,000
might be classified as severe and chyome.

The deinstitationalized 500,000 are accounted for, and more, by the conservatively sstimated
300,000 who have wound up in settings that are “unhelpful” — to say the least.

It was in that context that I approached the task of evaluating the outcomes of Judge
Brodenck’s Order. Though it never mentioned “closure” of Pennhurst, the Order did require
commmmity placement of everyone there — and I knew that the vast majonty of the pecple there
had very sigmificant limitations and would not sunvive without extensive and well thought-out
support systems. I expected that the Pennburst Lonsiudinal Study’s primary utility would be that

it would provide “early detection”™ of massive problems. mcluding :|11|3H*a!it'j|-r.g The Study’s early

’ Morality did not acmally increasa, it decreased, Comparative mortality — insomifion snd community — becams a
topic of intense contention later in the scientific. advocacy, and legal conmmmites. We will discuss that 1ssue below.
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detection would enable the Court and the Commonwealth to cease deinshitutionalization. or at
least find ways to make it work.

The next section of this chapter shows how wrong I was.

1.2 Results: Were People Better Off7

In the Pennhurst Longimdinal Study. my team at Temple University’s Developmental
Dhsabilities Center smudied the individual human effacts of the distniet court’s orders in
Hulderman v. Pennhurst. This order resulted m the wransfer of all of the people living in a large
state mnstitution in Pemmsylvania to small, supervised Commmmity Living Amangements (CLAS)
i the comnmnities from which they onmnally came. From 1979 to 1286, the Temple team
visited every person every vear, and surveyed every next of kin or guardian about their opinions,

There were 1,134 people in residence at Pernhurst on the date of Judge Raymond J.
Brodenick’s istoric Order of March 17, 1978. My team mmmediately visited every one of those
peeple; and collected information about charactenstics, abilities. behavior. health. and service
needs. (Many of these people are stil bemng fracked in momtoning systems that grew out of the
Pennhurst Study.) Every person was visited every year, and every family was sent a survey. We
knew a tremendous amount about their quality of life over the peried from 1978 to 1992, Their

charactenstics at the beginming. in 1978, were as follows:

Characteristic Average
Average age 39
Average years at Pennhurst 24
Percent male 4%
Percent nonverbal 3%
Percent with seimires 33%
Percent not fully continent £7%
Percent with ageressive behaviors 40%
Percent labeled severe or profound 85%

The table shows that the Pennhurst people had very sigmificant disabilities and challenges. Such

people had never before been relocated from institution to commumity on such a large scale.
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The three-person Commumity Living Arrangement {CLA) was the prevailing program
model m Pennsylvania at that time. These operated m regular houses or aparments. Nearly all of
the Pennhurst people went into homes with 24-hour staffing. The provider agencies were entirely
private corporations, and of 43 such agencies in the southeast region of Pennsyvlvama, all were
non-profit except one that had been foumded in the 1930s.

X 21 Increased Independence (Adapnive Behavior)

The graph below depicts the average increase in adaptive behavior over the course of the
eight stdy years, that is. once people moved from msttution to community. In fact, a direct
quote from one Pennburst Study report stated,

The adaptive behavior growth displayed by people who moved to CLAs under this court order

[was] hterally 10 nmes greater than the growth displaved by matched people who are stll at

Pennhurst (Conroy & Bradley, 1985)
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In addition to the encouraging findings with respect to adaptive behavior, later study revealed
posifive guns in self-care skills that continued to improve the longer the people lived in the
COTIUI Y

= Upon placement. average gain 9%;
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= 3 years after placement gam of 12%:
+  Most recent measurement (1992) gain of 14%.
222 Reduced Challenging Behavior
The improvements are shown on the graph headed “Improvements in Challenging
Behavior.” Moreover. the following findings accrued m later years:
*  Average improvement in challenging behavior area upon placement 1%:
* 3 years after placement 3%
+ Most recent measurement, 1992, 6%.
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2.2.3. Positive Family Reactions

Initially, in 1979, the families of the people at Pennhurst were very satisfied with the
mstitution. They were also quite strongly opposed to commumity placement. At the beginning,
£3% of families reported satisfaction with Pennhurst, and 72% opposed movement to the

EU]JIIiTj.-'.m When surveyed later. however, these families had radically changed their views.

1" e leamned dunmg the surveys thar fmilies songly believed that their relanves needed medical care, and this
Was & very large componant of their belief that the msonmions] setfing was needed Via additions] survey research
we Iinked this belief 1o the history of institnions that were created and marketed as “hospitals.” We found that
farmilies percaeived that their relatives had very intense needs for medical weamient, while day to day direct suppost
workers did not (Conroy, Feinstein Lemanowicz, & Kopatsis, 1985)
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When asked whether they thought their relatives were happier or less happy since moving, not a
single family rated their family member as being “less happy™ or “much less happy™. As shown
m the 1991 survey results below. 73% of families thonght thewr fasmly member was happier. Mot
a simgle family believed their relative was less happy in the community.

“Has Your Relative's General Happiness Changed Since Moving to the Community?”

Wuch Happiar = = e
Happier . ]!:"a
i e
s

Lass Happy |0%

Much Lass
Happy

hs 0% % 3% 40% W%

This and other related analyses showed that families had shifted in their feelings about
commumty lving, from strong oppositon to overwhelming support.

Some of the most compellimg findings in the smdy were the verbatim comments of the
families after demshiunonalization. These comments frequently included expressions of surprise
that they (the parents} had ever opposed commumnity placement in the first place, coupled with
surpnse at the magminde of improvements m the qualities of their loved ones” lives.

224 The Voices of the People Themselves — Happier, Nevey Go Back

A crucial aspect of the Pennburst Study inchuded “before and after”™ imterviews witha

random sample of 56 people fom among those who were able to communicate — verbally oz by
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other means ' After the move to the community. the proportion of peopla reporting satisfaction
with various aspects of life was approximately double what was found in the institution. There
were no areas of decreased satisfaction over the entire course of the study (Conray. Walsh. &
Feinstein, 1987).%

123, Reduced Public Costs

We tracked every public dollar expended to support a large sample of “twins™ at
Pennhurst and in the commumity. Each “twin” at Pennhurst was matched with a “twin”™ who had
already moved to the community — and who had the same gender, age. ethmicity, and general
level of disability. We published these studies m peer-reviewed scientific journals (Jones,
Conroy, Femnstein, & Lemanowicz, 1984)

The total public cost of serving the peeple whe moved to Community Living
Amangements (CLAs) was sigmificantly less than for the matched people still at Pennhurst —
about 347000 per vear for people at Pennhurst, versus $40.000 for people n community living.
However. the state had to pay a lot more for peeple in the commmmity. These findings are

lustrated m the graph below.

"' This aspect of the study was innovative. Prior to this study, researchers had apparenty not fielt that the feelings of
the peopla themeelves ware worth investigating, or that they conld not answer reliably enough

" During 14 vears of trecking the people (we kept following all the people even after the Longitudingl Study ended),
we noted only two people said they would like to “go back ™ They were people who formerly had “the mumn of the
place,” in & sence similar to & testee 1o 3 prison. They enjoyed great power and fGeedom.
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Who Pavs? Federal, State, and Local Share of Costs — Institution Versus Communiry
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Because Federal fimds were bemng used to-help pay for Pennburst. but not for commumity

homes, Pennsylvania contributed only about 321,000 per vear for people at Pennhurst. and about
$36,000 per vear for people in CLAs. Today, Federal funds are readily available in commumity
homes (via the Medicaid Home and Community Based Services program, commondy called
Medicaid Waivers), so this “disincentive”™ for state governments to commumity living is gone.

The comnmmity settings did cost less than Penmburst — but 1t is absolutely crucial to
understand why. The entire cost savings could be traced to much lower salanies and benefits for
commumnity workers (Jones et al., 1984; Stanchiffe & Lakm 2004). Pennhurst was staffed by state
employees. and thewr powerful union had negotiated decent Iiving wages over the decades. The
community was new, not uniomzed and direct support workers were paid close to minimum
wage. often with no benefits. This situation persists today. and 15 widely believed to have
siemificant consequences for guality, including high staff mmover, and the need for workers to
hold two jobs.

226 Other Outcomes and Summary

The five years of the Pennburst Study led to the conclusion that, on the average, the

people deinstitutionalized under the Pennburst court order were better off in almost every way

130



we knew how to measure. For the people whe moved from Pennburst to small commpumaty
residences. results were conclusive. The study included ways of locking at quality of life bevond
the ones highlizhted above (increased independence. reduced challensing behavior. extremely
positive reactions of relatives. and reduced public costs) — and these other measures of quality
are summarnized in the table below.

Pennhurst Longitudinal Smdy - Summary of Outcomes

Health Access to health care was maintained, no deterioration of
health or bealth care (Mowell. Baker, & Conmroy, 19850

Qualities Of Environments Major mcresses in measures of Physical quality,
Individualization, and Normalizston

FProductivity Increzzed: Daily engasemsnt. actvity, employvment,

eamnings, household chores. From aboat 30%: with daily
pIOETRI COvites to nearly 100%.

Service Delivery Process Increased services, from 189 to 225 hours per month; more
teaching ‘rammng, therapies, goal attamment Case Manager
COnfact.

Integration People “getting out” inte places where they might encounter
everyday citizens increased markedly. Family confacts were
maintained.

Community & Neighbor Acceptance Postive findings: mest neighbors did not know abour the
new eroup home, and for those who did, inigal fears vanished
by six months. No impact on real estate valnes was found

3. The Consistency of the Conclusions

The Pennhurst research led me to try to replicate the study m other states. with and
without Court involvement. Replication is at the heart of science. I wanted to know whether the
Pennhurst success could eccur in other. different states and service systems.

While Pennburst was being downsized. the state of Wew Hampshire determined to close
its cnly instiution, the Lacoma State School. My colleagues and I completed the New
Hampshire Applied Fesearch Project in 1986 (Bradley, Conroy. Covert, & Feinstein, 1936). Cur

findings were precisely parallel to those we had obtained in the Pernhurst Study ™

! Partly because of the positive findmes of the New Hampshite smdy, commmumity placement continued, snd in 1091,
Mew Hampshirs became the first state to elimnate public instmtionalizaton for people with intellecal and
developmentzl dissbdites
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Connecticut followed sunt with its agreement to close the Mansfield Tramming School near
Hartford which was accomplished in 1993. The results were stmikingly similar to both the
Pennsylvania and the New Hampslure findings {Conroy. Lemanowicz, Femnstein. & Bemotsky.
1991).

Durmng the ensmng two decades. the Center for Outcome Analysis has been mvolved m
many of the major downsizing and closure efforts in the United States. We designed and
operated the Gary W_ Momitonng System m Lowsiana, the Quality Assurance Project in
Oklahoma, the Thomas 5. Longitudinal Study m North Carolina, the Winfield Closure Study in
Kansas, the Quality Tracking Project on Institutional Closures i Indiana. and the Quality
Tracking Project related to the Coffelt settlement in California. The following table summanzes
the major studies of deinstinutionalization that nry feam conducted.

Deimsritmtionalizaton Studies by the Center for Outcome Analvsis

Stati Court- Nomber | Nomber | Commmmity | Average | %o Severs !'Ennl-:lmb— Vears
Ordered? | of Feople | of Years Model Age Profonnd
ulatory
PA Tes 1154 14 3 person 43 84% 15% 73-92
NH Tas G0 3 4 d 39 % 21% To-34
LA Tes 258 5 Varied 25 63% 17% ED-86
OE Tes Q0 & Supp L 25 85% 7% 00
CcT Tag 590 5 “Varied H 8% 213% B5-00
CA Tes 2400 4 46 37 68% 25% 404
HC Yo Q0 4 4w 45 2% 1385 22-00
ES Mo 38 2 Thy4 43 100% 58% L7040
i) Mo 2040 1 Supp Liv EL 7% 23% LE-00
NI Ho 5T 2 n Bl 36 T 13% §0-03
T157

The results of all these studies were extremely consistent. People in all of these
deinstitxtionalization efforts, in wildly different states and service systems. all paned in adaptive
behavior (mdependent fimetion or self-care abilities), became more capable of self contrel
(decreased behaviors that might harm self or others), became more integrated among non-

handicapped citizens. maintained their health. received more services. were treated far more as
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individuals and less as “one size fits all” groups. mereased mn the oppormity to make choices
about their own lives, and they lived longer by far than they would have been expected to had
they continued to live in an mshtution (Conroy & Adler, 1998},

After the Pennburst Study, a senies of reports appeared in American scientific joumals.
There have been several literature review articles since then as well. One of the first reviews
examined all published reports about behavioral gains and benefits of demnstitutionalization
(Larzon & Lakin, 1989}, That review mcluded several of our studies. and all were consistent
finding benefits similar to what we had reported in the Pennhurst Study. More than a decade later.
this review was repeated (Kim. Larson & Lakin 2001} with identical results. The behavioral
outcomes, m terms of growth in self-care skills and mdependent finctioning abilities, seem to be
robust and have been widely replicated.

The findings of the Pennhurst family surveys have also been subjected to a review for
replication studies, and the results of that review fully supported the findings of the Pennhurse
Study (Larson & Lakin_ 1991).

A recent thorongh review of worldwide scientific literature on deinstitutionalization was
performed by the Institute for Fanuly Advocacy and Leadership Development of New South
Wales, Australia in 2007 (IFALD, 2007). They reviewed more than 100 studies from nearly 50
years of research literature. In their Executive Summary, they concluded that:

The evidencs provides two important lessons for govermment. Firstly, that people with disability

have better lives, measured in = myriad of ways, when they move out of institutions. Secondly.

that whilst most fammlies oppose the move to close instmnons (change 13 always hard). families
change thew mund about its benefits after the meove and become more and more commutted to
community living as time goes by.

Even more recently. Baymond Lemay of Ontade. Canada. performed 2 review (Lemay, 2009}, in

which he concluded:
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O the whaole, the data are compelling: People, nrespective of their depree of disability, are apt to
do better 1n the commminity on most measures and do no worse when 1t comes to challenging
bebaviowrs. . ... Very simply. the institution cannot replace the commumity in provading
mndrviduals — mncluding those nith developmental and semows pryehiatme dizababibies —with the
opporiumnes for the good life. There are no compelling client-related arguments left for keaping
people with cogutive hmitations, and pozsibly people with psvchiatnie dizabulities, away from
their families and compmmities.

To my knowledge, every study that has thus far been performed has confimned the sumple
conchuision of the Pennhurst Lengitudinal Study: people who move from instifutional to
commumty living are on the average far “better off”

3.1 The Specrer of Community Mortality — Discredited Studies Snll Being Cited

Ovwer the past 20 years, there has been cne 1ssue that temporarily questioned the success
of deinstitutionalization in the field of mtellectual and developmental disabilities. The issue of
survival {mortality) merits close review. During Pennhurst, an ergamization of pro-mstitetional
parents and members of institutional employes unions banded together to oppose the policy of
demstitutionalization. The group. the Vouce of the Retarded. is still active at the tme of this

wihng (see hitp://www. vornet). Attorneys and scientists recruited by the Voice of the Fetarded

to suppert thelr pre-instfutional viewpoint have appeared at every court case about institutions
since Penmhurst

In 1996, a study done in California concluded that the nsk of dying was 72% hagher in
commumity group homes than in state mstitutions {Strauss & Kastmer, 1996)." Tt wasbased on a
complex mathematical “medel” of mortahity. The data were provided to the two researchers by
the Califormia Department of Developmental Services and the Califormia Department of Vital
Statistics. This study was followed by several others, published in several journals. Each one was

based omn the original data from Califomnia

* They slso found desths o be 72% higher for people living with their own parents than for people living in public
institetions. This was exctrentely difficult to find credible, and raised my suspicions night away.
 Strauss & Fasimer received siznificant long temm research suppor Som the Voice of the Retarded.
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These studies have been brought to each and every court case and legslative deliberation
conceming deinstitutionalization in the United States since 1996, including a joint legislative
hearing in New Jersey in May of 20131

The studies were indeed frightening at first. I foo was alarmed, and contacted the
researchers directly to exchange ideas and follow-up smdies. I asked one guestion. which
Kastmer emphatically denied-

Were any rerminally ill people in the instmtions moved to Inrensive Care Uitz in

conmunity haspitals — and did they die there — and were they coumted a5 ‘community

deaths ' in your sfuedy?

Now, in 2013, the scientific commumity kmows well that this is exactly what Strauss &
Kastmer did. They counted mstitutional deaths incomectly. Many of the deaths thev counted as
“commmunity deaths™ were actually people who, dying at a state institution, were moved to local
hospitals for intensive care at the end of their lives, and died in those hospitals. Strauss, Kastner,
and afl their publication colleagues who followed, counted them as “community deaths.” They
then based all thewr subsequent analyses. regression models, conclusions. and publications on
simple miscounts.

This was demonstrated conclusively by Dr. K. Charlie Lakin of the University of
Minnesota’s Fesidential Information Svstems Project in 1999 (Lakin, 1999). As the head of the
Residential Information Systems Project, Dr. Lakin had been recerving reports of deaths m all of
Amernica’s public mstitutions from the Califormia Department of Developmental Services (DDS)
since the early 1980s. His data were so different from those used by Strauss & Kastner that he
double checked them with another source, the Association of Public Developmental Disabilities

Admimstrators (APDDA). which was comprised of the directors of all the public mstitutions.

" Families have racensly susd to stop planned closurss in Mew Jersey, snd they cited the mortality studies:
bt wwer wispotlizht comsstonies'13/06/05 families -of-disabled-residents -sus-to-kesp-developments] -confers-
open
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The APDDA also kept data on the population of people in institutions in every state. including
deaths. The APDDA source agreed with Lakin’s direct reports from the Califormia Department of
Developmental Services (DDS) within eight deaths: DDIS 534, APDDA 526,
Lakin calculated from the Strauss & Kastner publications that they had counted between

332 and 418 deaths of people at California’s institutions in their study. Tlms that had counted
149 (plus or mimas 33) fewer deaths among California’s institutional residents than were
reported by the state’s mstitutional supenntendents or the national association of
superintendents ' Here is the simple tale told by the mumbers:
Eeported and Estimated Deaths in California’s Institutions from Fiscal Years 1985 to 1994
California and National Number Used By Strauss.

Database Beports Kastmer, and Colleagues

Between 526 to 534 Between 152 to 418
Thus, the entire body of work about moertality i California’s instimtional versus

community settings was founded on simple miscounting. They miscounted more than 100 deaths
out of about 352 to 534 — somewhere between a fifth and a third of all the deaths has been
misclassified. This easily accounts for their ermoneous conclusion that the probability of mortality
was 2% higher in community residential settings than in state imstitutions.

The Strauss & Kastner mortality findings have never been replicated here ot in any other
couniry. Feplication 15 the ultimate criterion for scientific credibility. All subsequent studies
have failed to confirm or support the Strauss & Kastner work (Conroy & Adler, 1998; O'Bnien &
Zaharia, 1998; Lerman  Apgar, Jordan, & Tayler. 2003}, Moreover the one study based on the
Pennhurst people found that people tended to live longer n the conmmmity than they would have
1f they had remained in an institition.

4. Impacts on Policy and Practice

" L skin could not compute precise mumbers from Stranss & Kasmer's publications, and they refused to share amy
datz in any way with Lakin’s team including Dir. Mary Hayden, so be had to estimate the ranee from their oumbers
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The Pennburst Longitudinal Study had tremendous impact on pelicy. As seon as results
began to appear in the early 1980s. Pemnsylvania official were encouraged to continue the
movement of people from Pennhurst to commmumity. Judge Brodenick cited the results m his later
mulings and cpinions, including the final settlement agreement, to justify his decision. The
attomeys who argued to end institufional models “took their show on the road.™ The Public
Interest Law Center of Philadelphia (PILCOF) obtained a large grant from the TS,
Admimstration on Developmental Disabilities to offer workshops around the country, teaching
other advocacy attomeys how to mount a similar lawsuit in their own states. And indeed,
lawsuits were initiated in at least 10 other states, specifically modeled after the Halderman v
Fennhurst case. PILCOP attorneys assisted in many of those lawswts *#

Az those lawswmts procesded i other states, I was called in as an expert witness
(subpoenaed, and without pay) in many of them I desenibed the extremely positive findings of
the Pennhurst Longitudinal Study. and that allowed judges to feel some confidence that people
would be better off if they moved from institution to commmmaty.

I'was called to testify before the TS, Senate committee concerned with amending the
Medicaid statute. too, because of its “inherent institntional bias™ (Conroy. 1986). 1 found that
several of the commuttee members were surpnised at the positive cutcomes of the Pennbwurst
closure. because they too were familiar with the nation’s dizmal record of deinstitutionalization
mn the mental health field.

At the ime of this wniting, 14 states have closed all of their public institutions for people

with intellectual and developmental disabilities. None have reported plans to retum to the old

" Some of thoss states were mentioned in Chapter 7: New Hampehire, Vermont, Rhode Island, Maine. Connecticut,
the Dismact of Columbia, Morth Caroling and Michizan to MNosth Diakots, Texas, Oklzhoma and New Mexco.
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model. It 13 now taken as established public policy knowledge that no one “needs™ tolivem a
large, isolated segregated institutional setting.

The mfluence of the study has extended internatonally, as well. In 2006, New Zealand
became the first entire nation to end public institutions entirely.'* The Penmhurst Study, and all
the studies modeled after it. have been the subject of seminars. workshops, lectures. classes,
presentations, and speeches, all over the world Vemues have inchuded the Duma in Moscow, the
Mimistry of Finance m Lithuwama. Haifa University in Istael. the association of institutional
directors in Serbia, the fledgling association of self-advocates named Ne Per Ne in Kosovo. a
cross counfry lecture tour of Mexico m 2011, the 2011 annual conference of attomeys working
with various initiatives of the Open Seciety Foundation in Ireland a 2012 gathenng of all
national disability group representatives in the Bepublic of Georma, and a gathering of disability
crganization representatives in Ukraine in 2014. There have been many others.

In the closing chapter of this volume. we will discuss the passage and early mmpacts of the
Umnited Nations Convention on the Fights of Persoms with Disabilities. Article 19 declares “...
the equal right of all persons with disabilities to Iive in the communin. "

The wortld iz changing now. The sipgnificance of Pennhurst, and the Pennborst
Longitudinal Study, is that it is the evidence-based realization that there is a “better way™ to
support people with disabilities — better than the outmoded and nevitably pemicious model of

large scale segregation, isclation, and abuse.
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