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Institutions for those with intellectual disabilities have been present in American culture 

since the 1840s.  For one hundred and eighty years, a sizeable population of people has 

been housed at these large-scale facilities designed to provide them with the housing and 

services that they may need.  Starting in the 1960s, moves were made by advocates and 

some family members to shrink and close these facilities.  These moves were fought by 

family and friends of those in the institutions, staff of these facilities looking to maintain 

their jobs, and politicians who represented these facilities (among others).  Some of the 

arguments made for closure were that community living was cheaper and programs 

would be more personalized in a community setting.  Those in favor of retention argued 

exactly the opposite.  This dissertation will look at the closure of two specific facilities to 

determine how these closures occur and what that means for the programs and systems 

intended to provide support and care for individuals with disabilities.  Further, the paper 



 
 

will examine spending on institutions in general and what happens when depopulation 

and closure occur.  These examinations should lead to generalized lessons learned that 

can be applied to future cases of both closure and movement of individuals into the 

community.
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INTRODUCTION 
 

 

For 150 years, the centerpiece of care for individuals with intellectual disabilities has 

been institutions.  At first, these were considered benevolent institutions designed to offer 

a life to people whose families could not care for them.  Over time, they became 

warehouses for many, especially as more were built but the population demanded 

exceeded the supply.  Doctors told parents to give their children up to institutions for a 

variety of reasons: the parents could not handle the needs of the child, it would 

overwhelm the parents’ life, it would damage the lives of their other children, etc.  

 Eventually, this shifted, largely for two reasons.  First, parents started to insist on 

keeping their children at home.  And second, reports of the conditions at some of these 

institutions were so appalling that politicians and parents paid attention.  The population 

began shrinking.  Advocates began pushing for closure and for community placements 

for adults with intellectual disabilities.  They had a series of arguments for closure.  Two 

of the primary arguments were that individuals deserved to be in the community where 

they could fully participate in life and that the cost of the institutions was so high that it 

interfered with providing more and better services for the larger number of individuals 

that could be served.  The demand for Medicaid waivers (so named because the 

individual was waiving their right to institutional care) grew as a result while the demand 

for institutional beds shrank drastically. 
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 In the primary court case that impacts on institutions for those with intellectual 

disabilities, Olmstead v. L.C., the Supreme Court held that public entities are required to 

provide community-based services to persons with disabilities when (a) such services are 

appropriate; (b) the affected persons do not oppose community-based treatment; and (c) 

community-based services can be reasonably accommodated, taking into account the 

resources available to the entity and the needs of other persons with disabilities.  In so 

holding, the Court explained that “institutional placement of persons who can handle and 

benefit from community settings perpetuates unwarranted assumptions that persons so 

isolated are incapable or unworthy of participating in community life”  (Olmstead v. 

L.C., 527 U.S. 581 (1999)).  20 years prior to that decision, Federal Judge Raymond 

Broderick argued, in moving to close Pennhurst, that all institutionalization violated the 

US Constitution.  As he has pointed out, his precedent was never over-ruled.   In 

Virginia, the Commonwealth’s history with intellectual disability is riddled with 

difficulties, challenges, and notoriety.1  It was a case involving Virginia, Buck v. Bell, 

that upheld the sterilization of those with intellectual disabilities.   By the beginning of 

the 21st century, the United States Justice Department had to step in in Virginia to push 

for individuals with intellectual disabilities, who had been placed in institutions, to be 

given the opportunity to live in the community. 

 This dissertation will examine both of these arguments.  First, by examining those 

two prominent closures, Pennhurst and the institutions in Virginia, that occurred nearly 

 
1 At the time of Buck v. Bell it was known as the Virginia State Colony for Epileptics and the Feebleminded.  
It was in this case that Oliver Wendell Holmes infamously wrote, “three generations of imbeciles are 
enough” (Buck v. Bell, 274 U.S. 200 (1927)).   

https://en.wikipedia.org/wiki/List_of_United_States_Supreme_Court_cases,_volume_527
https://en.wikipedia.org/wiki/United_States_Reports
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forty years apart, will provide insight into how these closures work, what they were set to 

accomplish, and the programs that were affected by the closure.  These two had certain 

elements in common, the involvement of the legal system, the push of some parents for 

closure and some for retention, and the need to expand or create community programs.  

Second, by examining the Medicaid spend across states on individuals with intellectual 

disabilities and seeing what impact the decrease in the various elements of the population 

has on that spend, this dissertation will try to determine if there are cost savings, or 

decreased expenditures, because of the shrinking population.   

 At the end of these examinations, the author hopes to provide insight into how 

closures should work, what the impact is on the system that has been built for individuals 

with intellectual disabilities, and whether the arguments that have been used, and 

continue to be used, are relevant or useful. 
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LITERATURE REVIEW 
 

 

 

  Since the 1960s, the population of individuals with intellectual disabilities in 

state-run institutions in the United States has been steadily declining, from more than 

350,000 to just over 30,000 (State of the State in Developmental Disabilities, University 

of Colorado Department of Psychiatry, 2013).  This has led to public policy changes, 

such as increased attention to community services provision, changes in the nature of 

services provided and increased individualization of services planning.  A rapid increase 

in the cost of providing institutionalized care has also occurred, leading to questions 

about closures, cost savings, and programmatic needs.  There has been a wide range of 

literature produced looking at these systemic changes.  However, there have been few 

specifically looking at closures and their direct impact. 

 The literature examining these closures for people with intellectual disabilities 

will be broken into several areas in order to provide context for this dissertation.  First, I 

will examine the literature on the history of institutionalization in the United States, and 

the associated closures over time will be explored. Second, the literature provides a 

specific look at the costs of the institutions and providing institutionalized care.  Third, 

literature around closures and institutions in several other countries will provide insights 

into closures in the United States.   Fourth, there are certain parallels that can be drawn 

from the literature on the closure of institutions for those with mental health issues.  In 
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contrast to those for intellectual disabilities, the United States has closed its institutions 

for those with mental health issues.  Fifth, because the changes to Medicaid budgets are 

also a key part of the study of the closures, theories as to how and why budget’s change 

will be briefly examined.  Finally, there are two theories about deinstitutionalization 

(there are very few in general) that can show why institutions for those with intellectual 

disabilities have faded, and why their position in American culture and public policy has 

shifted.  All of this provides the context that will lead to the study of these closures. 

 

Closures in the United States of America  

First and most significant to this study, there has been significant literature 

produced on the closure of institutions for those with intellectual disabilities in the United 

States.  The literature can be categorized into five areas: 

1. The history of institutionalization 

2. The move toward deinstitutionalization 

3. Providing community care 

4. Related disability policy and 

5. Changes in costs 

 

History of Institutionalization 

Early institutions in the United States were founded on two notions.  First, 

families could not handle the burden of an “idiot” (Carlson 2008).  As institutional 

superintendent Walter Fernald stated, “humanity and public policy demand that these 
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families should be relieved of the burden of those helpless idiots” (Carlson 2008, p. 141).  

Brosco (2008) argued that scientific medicine at the time seemed to provide an answer, 

prevention through early detection and scientifically-based treatment for those with 

intellectual disabilities.   While the terminology has changed, the notion that these 

individuals are burdens that families cannot handle still exists in certain communities and 

cultures in America (Carlson 2018, Castellani 2008, Department of Justice 2011, and 

many more).  Second, institutions were founded as a protective instrument for those who 

were placed in the institution.  It protected them from neglect, harm, injustice, etc. 

(Carlson 2008).  Brosco (2008) pointed out that hundreds of institutions were built, 

largely because doctors and other professionals convinced politicians and philanthropists 

that they could solve intellectual disability by placing individuals in the right 

environments.  In philosopher Michel Foucault’s famous analysis of medical knowledge 

and mental health, he determined that knowledge leads to the segmenting of populations, 

just as is suggested by Carlson and others.   Society uses that knowledge to place people 

in categories.  By using knowledge as a power instrument, society chooses to separate 

individuals with intellectual disabilities (Carlson 2008, Foucault 1965, Brosco 2008) 

further argued that the tremendous success of vaccinations, the virtual elimination of 

diseases, and the radical reduction in childhood mortality, suggested to the community 

and to doctors that intellectual disabilities could be “cured” or at the very least the 

impacts reduced.  At points in history, America has separated individuals with intellectual 

disabilities to save them from society; at other points it was to separate the normal from 

them.   Foucauldian scholars, and other philosophers, have pointed out the association 
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between “mental retardation and animality,” the qualitative difference that has led to this 

desire for separation (Carlson 2008). Over time, studies of the situation in the United 

States have tended to separate out those in institutions; surveys encompass one 

population or the other (DeJong, Batavia and Griss, 1989 as an example).   This began 

occurring in America in the early 1900s, following the model that Foucault suggested 

where we separate people by all sorts of criteria, including those with disabilities. In the 

20th century, the “overcomer” model became prevalent, where individuals who could 

overcome their disability were accepted but those who could not were shunned.  Those 

not overcoming were hidden away at home, or were placed in institutions (West, Bopp 

and Brown 1995).   

The history of institutions began with building, moved to closure, and even 

included segments where retention was (and is) important.  When Paul Castellani looked 

at the closing of institutions in New York State in the 1970s, 80s and 90s, he found that 

many of the same groups that proposed closure of all institutions in the 1980s were in 

favor of retaining institutions in the mid-1990s (Castellani 2002).  This shift reflects 

another example of the Foucault dichotomy.  The difference in this case, Castellani 

argued was money.  By the mid-1990s, the New York State Medicaid organization had 

become efficient at manipulating federal Medicaid dollars for those with disabilities such 

that institutions were “profitable” or brought in more than they cost the state to run.  This 

paid for added services for their state Medicaid program with the accumulated excess 

(Castellani, 2002).  The state closed a majority of its institutions, but the ones that it kept, 

and the new one it was building, were intended to not only be self-supporting but allow 
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New York to feed its Medicaid system.  While there is limited other evidence of this 

phenomenon, the desire of bureaucratic organizations to find ways to continue to exist is 

well documented.   This could be contributing, according to Castellani, to the continued 

existence of institutions in a cultural environment where there is hostility toward them.   

Licia Carlson (2012) suggested that institutions can reflect either the large 

residential facilities built to house people with disabilities, or the structures and 

organizations that are formed, not specifically for people with disabilities, but that have 

an impact on their lives, such as hospitals, nursing homes, and schools.  She further 

argued that the explosion in the number of institutions in the 19th century was for various 

reasons, the presence of professionals who studied disability, a growing interest in 

education and moral therapies, economic and social concerns which drove the desire to 

make individuals with disabilities productive members of society, and the emergence of 

reformers who believed that individuals with disabilities should be housed in their own 

institutions, instead of being surrounded by those with mental health issues or those 

convicted of crimes (Carlson 2008, Brosco 2008).  To this day, the definition of 

institution based on size has led to controversy.  Measuring at certain sizes puts nursing 

homes, and even some group homes, into the category.  Some have attempted to measure 

by the independence of the residents.  Carlson’s definition broadened that to include the 

structures and the organizations.   In 1999, SABE (Self Advocates Becoming 

Empowered) defined institutions as any facility or program where individuals don’t have 

control of their lives (Carey 2009).  SABE wanted to close group homes, sheltered 
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workshops, any place where individual control did not exist – in addition to wanting to 

close all large-scale residential facilities.     

  There has been pressure to maintain institutions over the last forty years, both 

from parents’ groups and from bureaucrats who try to maintain the institutions.  Illinois, 

while Virginia was announcing its closure plan, was announcing that closure was not 

possible (Wu Tan 2016).  No states have announced large scale closures since Virginia 

did so.  The march toward deinstitutionalization continues but slowly and with measured 

steps. 

 

The Move Toward Deinstitutionalization 

Since the 1960s, the most visible change in policy for those with intellectual 

disabilities has been the removal of individuals from these same institutions.  These 

started with stories that were published about poor treatment, even abuse, and inadequate 

facilities.  The “horror” stories about these institutions began as early as the 1880s 

(Brosco 2008).  By 1951, Brosco found that there were already 125 parent advocacy 

organizations dedicated to children with intellectual disabilities (Brosco 2008).  

Bagenstos (2009) argued that the deinstitutionalization movement had clear ideological 

underpinning from the previous Independent Living Movement (which was driven by 

those with physical not intellectual disabilities).   He further argued that the 1970s were a 

successful time for closure, what with the stories told about Pennhurst and Willowbrook 

and their closure.   He suggested that “many institutionalized persons were neither 

mentally ill nor mentally retarded under accepted definitions at the time they were 
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admitted, and that the institutional environment itself seemed to cause mental illness and 

intellectual and adaptive regression” (Bagenstos 2009, p.16).   In examining the conflicts 

within the movement, he pointed out that the end game of community service is not 

consistent nor agreed upon.  This contributes to the slow and methodical reduction of 

population instead of rapid deinstitutionalization.  According to Fleischer and Zames 

(2011), early attempts at deinstitutionalization occurred in the 1950s.  Several women 

with physical disabilities were moved out of the Goldwater Memorial Hospital, by the 

administrators running the hospital, to see what would occur if they joined the 

community.  Having been told they could not succeed in the community, they all did, 

several earning advanced degrees (Fleischer and Zames 2011).  At the same time, the 

wing of the hospital for young adults was transformed in the manner of a young person’s 

dorm.  This would reflect the same dichotomy that would occur in the community in the 

future: the push to move people out combined with the push to improve institutions from 

the inside.  While these were not individuals with intellectual disabilities per se, this was 

the first attempt at direct deinstitutionalization.  Fleischer and Zames (2011) suggested 

that many of those who were moved into the community lived in dread of being moved 

back into institutions.  Those who left might not want to return, but that did not mean 

individuals would necessarily desire to leave 

 When one of the seminal cases was decided, Halderman v. Pennhurst, the first 

legal push to outright close an institution that had been “reformed” began.  Improvements 

had been made, but the case became an argument about how best to care for individuals 

with intellectual disabilities, instead of just an argument about one particular facility.   In 
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1978, United States District Court Judge Raymond Broderick, a conservative jurist and 

former Lieutenant Governor of Pennsylvania, ruled that Pennhurst, one of the institutions 

in Pennsylvania should be closed.  In his opinion, he cited Mason and Menolascino 

(Halderman v. Pennhurst) “institutions, by their very structure a closed and segregated 

Society founded on obsolete custodial models … can rarely normalize and habilitate the 

mentally retarded citizen to the extent of community programs created and modeled upon 

the normalization and developmental approach components of habilitation."   Judge 

Broderick argued, in moving to close Pennhurst, that all institutionalization violated the 

due process clause of the United States Constitution (no person could be placed in such 

an institution without violating their due process rights).  As he has pointed out, his 

precedent was never over-ruled.    

It was not until 1996, with the Olmstead decision, that the Supreme Court would 

go not quite as far.2   According to David Ferleger (2010), “The commitment to 

alternatives to institutions, premised on constitutional rights, espoused in Pennhurst was 

the groundwork for much other litigation, became support for various states' policies, and 

a rallying point for institutional residents, professionals in the field, and advocates” 

 
22 (Olmstead v. L.C., 527 U.S. 581 (1999))  In this decision, the Supreme Court had not called for closure of 
all institutions, as some had hoped.  Instead it provided for a concept where individuals had to be placed 
in the “most integrated setting appropriate to their needs”. According to ADA.gov (the United States 
Justice Department’s website)  “On June 22, 1999, the United States Supreme Court held in Olmstead v. 
L.C. that unjustified segregation of persons with disabilities constitutes discrimination in violation of Title 
II of the Americans with Disabilities Act. The Court held that public entities must provide community-
based services to persons with disabilities when (1) such services are appropriate; (2) the affected persons 
do not oppose community-based treatment; and (3) community-based services can be reasonably 
accommodated, taking into account the resources available to the public entity and the needs of others 
who are receiving disability services from the entity.” 
(https://www.ada.gov/olmstead/olmstead_about.htm) 

https://en.wikipedia.org/wiki/List_of_United_States_Supreme_Court_cases,_volume_527
https://en.wikipedia.org/wiki/United_States_Reports
https://www.ada.gov/olmstead/olmstead_about.htm
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(p.765).  Without the Pennhurst decision, there may not have been an Olmstead decision, 

where it was established that individuals with intellectual disabilities should be moved 

out of institutions (should be moved if they are capable, not must be moved as a right).  

The push for the Supreme Court to address the greater issue of institutions and 

community care might have occurred but perhaps not in the format or context it did.  

Ferleger concludes, “restoration of the constitutional dimension to the conversation 

encourages reasoned discussion of both the opportunities and the deficits in the Olmstead 

statutory approach. Recognition of the constitutional right to community services is an 

opening to move further toward an end to unjustified institutionalization. Both the 

Constitution and the Americans with Disabilities Act advance the integration of people 

with disabilities in our society. The constitutional scholar Jacobus tenBroek urged 

"integrationalism.”  He called for the full and equal participation in society of persons 

with disabilities. Without that right, that policy, that world, it is not living (Ferleger 2010, 

p. 767).   It has never been established that there is a “right” to community care.  This has 

led to some individuals staying in institutions where they can receive the services they 

require and to a limitation in budgets to provide community care.  The population moved 

out of institutions, as we shall see, receive services, those who stay in institutions receive 

services, but those who are never placed in an institution (and are arguably not the most 

difficult cases) are left on waiting lists without access to those services.   

 

Providing Community Care 
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Hand in hand with deinstitutionalization came the policy agenda for community 

care.  Despite the lack of a constitutional “right” to care and services, there has been a 

push for community care resources, by advocates and families.  Although the number of 

people receiving community care has not met demand, there is an ever-increasing number 

of people with intellectual disabilities who are living in the community, with and without 

governmental support.  Policy and money would have to follow from institutions into the 

community.  Much of the literature on this topic has examined how this has occurred and 

whether it is sufficient.  Allison Carey (2009) argued that, should the system be truly 

shifted to the community, “the effective provision of individualized support would 

require a massive overhaul of the service-delivery system, funding streams, and, 

ultimately, the community” (p. 193).  This transformation of services has to occur should 

institutions close and their populations moved to the community.  The presence of this 

shift has been documented but its true effect on structures and costs has largely not.   

In 1972, Wolfensberger famously argued that normalization should be the result 

of public policy around disability.  It is imperative, he said, to integrate people with 

disabilities into society, those who are devalued, and to ensure they can adopt 

conventional social roles.  As Smith and Brown wrote in 1992, “essentially this means 

that people should be enabled, to live, work and spend their leisure time in the same 

places and in the same fashion as non-disabled ordinary people” (p.687). The flaw in the 

theory of normalization is how one defines the homogeneous set of people to be 

emulated.  As society diversifies, so must this view.  Smith and Brown (1992) argued that 

the lack of recognition of the presence of economic and social powers that limit the 
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ability of people with disabilities to overcome obstacles is another inherent flaw.  This 

they suggest is preventing normalization, a theory espoused by most social workers they 

argue, from effecting change.  As they further suggested, “thus in normalization, the 

people who are doing the devaluing are the ones whose values we are supposed to help 

people aspire towards” (Smith and Brown 1992, p.689).  They argued that the importance 

of relating to non-disabled people is “akin to an assimilationist stance” in race relations 

(Smith and Brown 1992, p. 690).  Far from rejecting normalization, they suggested that 

the theory must be extended to make it more in line with empowerment movements in 

other areas besides disability.  As Licia Carlson stated, “the closing of large state 

hospitals and institutions did not improve the lives of all people with disabilities, as many 

were unable to secure adequate housing and social support. However, the last three 

decades have marked significant progress in reversing the isolation, marginalization, and 

dehumanization left in the wake of institutionalization” (Carlson 2012, p.373).  Neely-

Barnes, Marcenko and Weber (2003) looked at the provision of services in Washington 

State for individuals with mild and severe disabilities.  They also suggest that individuals 

with mild intellectual disabilities are experiencing more choice and thus participate more 

in the community.  This discrepancy needs to be addressed they argue.  They used a 

multigroup path analysis to discover that size of living unit and consumer choice led to 

community inclusion for individuals with severe disabilities.   

When Teitelbaum, Burke and Rosenbaum (2004) analyzed the implications of the 

Olmstead decision, they suggested that it created a “complex” test for when public 

agencies must change their programs to achieve community integration.  Precedents 
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established by lower courts, based on the Olmstead decision, suggest two things.  The 

first is that, should the plaintiff be seeking to make changes to a program’s essential 

design or character, it is a fundamental alteration and thus must be left to the legislative 

process.  Second, when the case raises matters of discrimination in policies, this is within 

the court’s purview.  They cited the example of Townsend v. Quasim (328 F.3d 511 

(2003) where the court ruled that the State of Washington’s attempt to reclassify a group 

of the disabled as “medically needy” (based on modest $35 per month income increases 

that they claimed flipped them to that status) to argue that institutionalization was all they 

could offer, violated ADA (Teitelbaum, Burke and Rosenbaum 2004).  The court found 

that state Medicaid organizations could not claim that providing community care was a 

new program when they were already providing care in institutions.  Olmstead would be 

“gutted” if this were upheld, the court argued.  In various other cases, the authors found 

that only “aggressive, proactive and specific state planning” (Teitelbaum et al 2004, 

p.373) for long-term community care integration meets judicial requirements.  The courts 

will accommodate a lengthy period for states to plan the migration to a community-care 

based system, for those who need it, but the plan must be in place. Even though Olmstead 

did not establish a “right to community care”, the literature suggests that it strengthened 

the demand for care and courts, as  a result of the decision, raised the expectation that 

planning would occur for those who did move out of the institutions (as we shall see in 

Virginia in particular). In sum, according to the authors, “in an ADA context, Medicaid 

programs should be thought of less as a precise insurance contract and more as a means 

for supporting important revisions in services and supports for persons with disabilities” 
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(Teitelbaum et al 2004, p.373).  The programmatic change to community care needed to 

occur whenever an individual was capable of it, in short.  Schriner, Rumrill and Parlin 

(1995) argued that the services provided for those with disability, particularly in light of 

the presence of the Americans with Disabilities Act, are not set up to meet modern 

political or social needs.  They suggested that the provision of specialized services for 

those with specific disabilities serves to isolate individuals and does not require that 

society “adapt to their presence” (Schriner, Rumrill and Parlin 1995, p. 498).  Health care 

reform, education and training needs, and civil rights enforcement, they argued, should be 

the cornerstones in providing what people with individuals need in a society that includes 

them, instead of segregating them.  According to the authors, the United States of 

America should reform its structures to meet the needs of those with disabilities, not ask 

that the people with disabilities adjust to American society (Schriner, Rumrill and Parlin 

1995).  Lucille Wood (2008) argued that there is an inherent paradox in the courts’ 

decision making.  She stated that the person with an intellectual disability has no right to 

due process until the state chooses to offer institutional placement.  Follow-on decisions 

to Pennhurst, citing that case as the reason for these decisions, established this precedent.  

Not offering community care does not figure into the due process equation.  The 

difficulty is, according to Wood, that the end position of the court depends on the first 

actions that the State takes.   This makes it difficult for advocates to move to close 

institutions.   The courts, when they do not overrule legislative cost decisions, may 

choose to leave the institutions in place.   
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Related Disability Policy 

 

 While institutions have been a centerpiece of care for those with intellectual 

disabilities for over 150 years, policies have been implemented in and around those 

institutions that have affected the community as a whole.  Policies changed because of 

institutions and then, over time, changed again as a result of deinstitutionalization.   

Out of the various areas of policy that normalization has affected, medical policy 

for those with intellectual disabilities has been most greatly impacted by the presence of 

the institutions as well as their closure.  Medicaid is where the majority of public money 

for the care, health and welfare of those with intellectual disabilities is spent.  From 1950 

to 1985, according to Brosco (2008), the number of federal programs targeted at those 

with intellectual disabilities increased from 1 to 52.  The divide between spending from 

these programs on those in institutions versus those in the community has put families 

and advocates at odds.  Allison Carey (2009) pointed out that the disability community 

has complained for years that there is an inherent bias in the Medicaid system toward 

institutionalization.  Even though there were, as of 2008, twice as many individuals with 

disabilities receiving their services in the community as in institutions, only 25% of the 

Medicaid budget for disability went toward those community services.  She suggested 

that “therefore, many individuals with disabilities were forced to reside in an institutional 

setting to receive services, to live in the community without services, or to pay out of 

pocket for their services” (p. 185).  She further argued that the system, by providing 

agency control over individual lives, limits consumer choice and empowerment.  The 

organizational structure and the matching provision of services have seen significant 
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changes due to the deinstitutionalization process.  According to Allison Carey (2009), 

“people with disabilities would need access to a pool of personal assistants and services 

disentangled from large-scale, prepackaged options; accessible community options, 

including affordable housing, accommodated employment, and accessible public 

transportation; members of the community to serve as natural supports; professionals 

willing to provide support rather than supervision; and, state funding structures that 

offered people with disabilities, instead of agencies, control of their Medicaid dollars” (p. 

194). 

One change designed to improve healthcare for people with disabilities is to move 

from provider-centric care to patient-centered care (Cassell 1991).  The move from 

institutions emphasizes this need.  The model within institutions tends to provide services 

and adjust the patient needs to fit it.  Transition away from institutions is changing this 

approach.  While this patient-centered approach can improve care for all patients, it can 

have a significant impact on those with more significant conditions (West, Bopp and 

Brown 1995, Cassell 1991).  The care must be built around the needs of the individual, 

with healthcare providers working in coordination and needs to include a full continuum 

of care. (West, Bopp and Brown 1995).  While this may be an ideal in the “normal” 

community, it is essential for those with disabilities.  According to Cassell (1991), 

medical intervention without the active mediation of individuals with disabilities and 

their families will be ineffective.  Cassell further suggested that the individual with 

disabilities and their families must take charge of their care, not simply acquiesce to the 

needs and demands of the healthcare provider.  West, Bopp and Brown (1995) added 
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that, due to the disruption that disability can create, providers must work with the families 

to create an organization and coordination effort that will manage the disability with the 

daily life of the person with that disability. Miles (1986) suggested that the “network 

organization” is the preferred solution.  This organization works with existing 

community-based structures to build a network to manage the person’s care and needs, 

rather than building capabilities from the ground up or trying to force providers to work 

without networked coordination.  This approach, according to West, Bopp and Brown 

(1995), is counterintuitive to modern American medicine, where competition is good, 

where horizontal communication structures are not the norm, where upward and 

downward communication within an organization is all that is accomplished, and where 

multi-discipline synthesis almost never occurs. In a more complex world, where living 

arrangements for individuals with disabilities are varied, providers have to find ways to 

reach those where they live, in independent living arrangements or group homes.  

Healthcare provision must show flexibility in order to meet these individuals where they 

live.  According to West, Bopp and Brown (1995), there are three primary obligations 

that these healthcare professionals must meet regardless of setting: 

1. Manage disease or healthcare problems to prevent further disability or life-

threatening manifestations of their disability. 

2. Assist individuals with disabilities in reorganizing and managing their 

daily lives. 

3. Help the person with the disability to reconcile their psychosocial 

struggles.   
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These require changes to meet the needs of those transitioning out of institutional 

settings. 

In addition to changes in medical care and policy, the transition from institutions 

has also led to changes in the labor required to support those with intellectual disabilities.  

Parish and Lutwick (2005) argued that there are significant changes required to the job 

and function of social workers.  They must take on a more political role to advocate for 

more funding and better programs for those with intellectual disabilities.  Further, there 

must be more training for social workers in how to use family-centered approaches, not 

necessarily just individual approaches (Parish and Lutwick 2005).  The authors suggest 

that individualized care plans are one part of the solution to the problem, one that social 

workers should take advantage of.  Considering that the American educational system for 

those with intellectual disabilities is built on individualized education plans, this would 

seem a logical approach once individuals age out of the school system.  The authors also 

suggested that social workers can do the overall system a great favor by utilizing their 

expertise in integrating services across agencies.  As they stated, “Social workers need to 

be skilled in assessment, evaluation, and the provision of services that are 

developmentally appropriate across the life span of the person with mental disabilities” 

(Parish and Lutwick 2005, p.352).   

Nieboer, Pijpers, and Strating (2010) determined that an innovative management 

style was key to a more successful implementation of community care programs.  They 

also cited perceived complexity, incompatibility with the norms and values of employees, 

and lack of possibilities to experiment as impediments to successful implementation. The 
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major points they cited to show what works in these situations are not dissimilar to those 

shown for successful government programs (and even those in business) in general. The 

main external factor that influences the success or failure is the amount of financing 

provided by the government to make the plan work.   

Allison Carey (2009) argued that self-determination and power sharing were 

essential measures to change care for those with intellectual disabilities.  As she stated, 

“Ironically, perhaps, self-determination cannot be achieved through individual decision 

making or actions; rather, it requires the redistribution of power across relationships and 

the transformation of community so that people have feasible options and the power to 

pursue them” (Carey 2009, pp. 193-4).   

 

Changes in Costs 

As these various policies changed, the nature of the costs of the institutions for 

those with intellectual disabilities became a focus of study.   According to a report from 

the University of Colorado in 2013, the cost of a state-run institution nationwide was 

$220,119 per individual per year.  This number has increased since then (State of the 

State in Developmental Disabilities, University of Colorado Department of Psychiatry, 

2013-2019).  This cost seems so excessive that it has been assumed that the cost of care is 

lower in the community (see State of the State in Developmental Disabilities 2019, 

Callan 2014, Cook 1998, etc.).  It is also assumed by most disability advocates that this 

expense crowds out spending on behalf of the broader population of people with 

intellectual disabilities.   
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Riley, Lubitz and Zhang, from 1995 through 1999, studied the cost of healthcare 

for those with intellectual disabilities.  The average annual cost for health care was 

$12,961 for those with these disabilities compared to $10,209 for those above 65 years of 

age, who the authors state are higher even than the general population (the cost for those 

with disabilities was the highest).  Average prescription drug costs were significantly 

higher; $1,228 for those with intellectual disabilities versus $792 for those above 65 years 

of age (Riley, Lubitz and Zhang 2003).   Average costs discrepancies between the two 

populations were greatest for institutional services (nursing home care, etc.) which were 

$3,927 per disabled individual versus $2,533 for those above 65 years of age (Riley, 

Lubitz and Zhang 2003).   Those in the 95th percentile or higher for costs (over $50,000 

per year) encompassed 6.3 percent of the intellectually disabled population but only 3.9 

percent of the aged.  The highest percentage was among those with an “all other” 

designation, over 10 percent.  The out-of-pocket cost paid by those with intellectual 

disabilities was lower than that for the aged, $2,460 versus $3,284.  These studies 

suggested that costs of healthcare for those with intellectual disabilities are much more 

nuanced than the simple fact that institutions themselves cost more per person. 

   Costs have been a significant factor in the court cases that have pushed for closure 

or depopulation in the United States.  The way that costs were addressed provides insight 

into the past issues with closure and into any future attempts at closure.  Lucille Wood’s 

examination of the role of costs in litigation to close institutions for those with 

intellectual disabilities is considered the premier study in the area.   Her study provides 

the most significant discussion of costs and institutions in the literature.  Wood believed 
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that costs are an inevitable part of cases involving institutional and community-based 

care.  She stated, “to the extent that the plaintiffs' disabilities in these cases require 

defendants' continued involvement and large resources are at stake, a discussion of 

resources and "reasonable" limits on insatiable demand becomes inevitable” (Wood 1998, 

p. 508). She pointed out that the Justice Department, after the passage of the ADA, in 

order to implement the statutory provisions of title II of the ADA, “promulgated the 

following regulation, dubbed the integration mandate: "A public entity shall administer 

services, programs, and activities in the most integrated setting appropriate to the needs 

of qualified individuals with disabilities" (Wood 1998. p. 503).  She argued that Congress 

did not clearly articulate what was expected from the ADA in its differentiation from 

Section 504 which was designed to implement rehabilitation programs.  This left no 

answer as to whether and how costs were to be considered in the move of individuals to 

the community.  As individuals come of age, should cost be a factor in deciding the best 

option for individuals?  Or should the only consideration be the needs of the individual?  

The courts have never found a consistent answer since that time (Wood, 1998).  Jonathan 

Drimmer (who went on to be the Deputy Director, Office of Special Investigations, 

United States Department of Justice) argued that this weakness has rendered the final act 

a “compromise which presented a grant of limited rights and a weak condemnation of 

discrimination” (Wood 1998, p.504, Drimmer 1993).  This has led to two points: 

defendants can use the “undue burden” defense to argue that costs are untenable or that 

there would be a “fundamental alteration” to programs preventing the need to make 

substantial changes to any program.  This has made it difficult for individuals or 
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communities to fight for change under the ADA, particularly in attempts to close 

institutions legally.   

Timothy Cook (Wood 1998) argued, contrary to Drimmer, that Congress did this 

deliberately to ensure that unlimited costs were not incurred to ensure integration in the 

community.  The two points can be used to prevent major changes, which Cook argued 

was the plan in passing the ADA.  Part of the dilemma that Cook cites, that both 

separated the ADA from Brown v. Board of Education and provides an explanation for 

the confusion over costs, is that disability advocates call for equal  treatment when it 

promotes independence and integration for people with disabilities and special treatment 

when it promotes the very same thing (Wood 1998). Those with disability therefore 

cannot stop at equal treatment, they may need more; and this may cost more.  Cost 

becomes a significant component of these arguments because of the accommodation and 

other needs of those with disabilities.  According to Wood, “The force of the statement 

"separate is inherently unequal" is replaced with the salience of the question "Which 

better advances the (long-term) independence and (eventual) integration of people with 

disabilities?” (Wood 2008, p.507). This is a very different approach and requires 

spending to provide advancement for the individual.  Wood further argued that there are 

three approaches that courts take in dealing with costs; she called them the three Pure 

Approaches (Wood 2008).  The first was the no-costs approach where costs are not a 

consideration – integration should be pursued regardless of cost.  The second was the 

efficiency approach whereby the court pursues integration costs as long as they are lower 

than the segregative costs.  If they are not, the change is not undertaken.  The third was 
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the separation of powers approach.  In this scenario, the court rejected any claim that 

requires reallocation of a state’s funds, regardless of the level of efficiency (Wood 1998).  

She cited a series of cases that utilize each example.  The presence of three approaches 

does suggest that claimants will have a hard time figuring out what results are likely 

when they sue.  It also at least partially explained why there has not been a straight line of 

closures by the courts.  As courts have utilized the three approaches, in some cases, 

community integration occurred, in some it depends on the court’s perception of costs, 

and in some it does not occur at all.   

Wood further argued that early decisions did not take costs into consideration.  

Pennhurst in particular was an example of the “no-cost approach.”  When costs were 

taken into consideration in some cases, the result was a hodgepodge of conflicting 

decisions and approaches.  As an example, the federal court ruled in one case that states, 

should they choose to operate institutions, should meet minimal constitutional standards.  

But the definition of those standards, particularly due to the word minimal, was left to 

interpretation.  Cost became a logical driver of what was “minimal.” 

The Tenth District Court, in a ruling in Jackson v. Fort Stanton Hospital (964 F.2d 

980 (1992)), stated that “reasonable consideration must necessarily incorporate a cost 

analysis.”  A professional determination that excluded all considerations of costs and 

available resources could easily become impossible for a state to implement within 

justifiable budgetary limitations.  The result of this ruling was that, should there be no 

community placement availability due to cost structures or budgetary limitations, 

institutional placement would be acceptable.  The court also, according to Wood, implied 
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that a decision to place a person in the community where there was a shortage, might 

“amount to a departure from professional judgment” (Wood 2008, p. 518).    One other 

clear position that many courts took on costs, was non-interference in legislative decision 

making.  They would not interfere in the state legislature’s decisions as to whether to pay 

for institutions, community care, or in what combination of the two.    

Another lesson that Wood speculated on, in particular for advocates for the 

disabled, was that a no-cost approach could lead states to lower or even eliminate 

spending on community care.  If states cannot predict what the costs will be for 

community care, they could decide that the costs are too high to be realized, particularly 

for a broader audience than those already in institutions.  Any attempt to provide 

community care for everyone with an intellectual disability in a particular state could 

seem immediately overwhelming and impossible to achieve from a budget perspective. 

Wood concluded that the three approaches that the court takes lead to a specific 

series of lessons.  When faced with the separation of powers approach, she recommended 

that advocates avoid large class action suits.  An incremental approach will be more 

effective (Wood 1998).  The no costs approach, she argued, may seem appealing but 

poses several problems.  First, the ADA may preclude the approach, as do several 

statutory requirements.  Second, the no costs approach was not as of the writing of the 

article successful on appeal.   She suggested that the no cost approach may lead to greater 

scrutiny in the appeals process.  Third, the courts tended to claim to ignore costs in their 

written decisions - they used it to assess programs.  These program-based assessments 

were not usually to the advantage of those with disabilities (Wood 1998).  As for the 
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efficiency approach, this, Wood argued, is usually pushed by advocates.   She cited a 

series of studies where costs in the community are significantly less than those in 

institutions.  But Wood argued, this approach should “give us pause” (Wood 2008, 

p.531).  Wood cited the Pennhurst case where an expert testified that Pennhurst’s costs 

were higher largely due to personnel costs, due to the seniority of the personnel at the 

institution.  This would change over time, potentially eliminating one of the cost benefits 

of the community.  And, as demand for community services increases, costs there may 

increase.  In the Olmstead case, cost reductions for community-based care may be 

dependent on the closing of wings of institutions.  These cost reductions end when there 

are no wings to close. 

 

Closures Around the World 

 Just as the United States moved toward a model of institutionalization in the 

1800s and early part of the 1900s, so did many other nations.  The quantity and quality of 

these institutions varied widely.  But other nations with advanced economies, such as in 

Europe and Canada, moved toward deinstitutionalization in a much more methodical 

fashion than the United States; most of these countries no longer have institutions.   

Studies of closures around the world can provide context as to what happens to costs or 

program structures.   

MacQuarrie and Laurin-Bowie (2014) argued that individuals with intellectual 

disabilities are highly excluded around the world.  Of the estimated 130 million 

individuals with intellectual disabilities around the world, they argued, the overwhelming 
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majority live in poverty and experience isolation, less than 5 percent are receiving an 

education, and even among disability groups, intellectual disability was not necessarily 

understood.  As they argued for a new approach to inclusion internationally, they pointed 

to the Convention on the Rights of Persons with Disabilities (which was not ratified by 

the United States) and its provision that inclusion in the community be the “equal right of 

all people with disabilities” (MacQuarrie and Laurin-Bowie, 2014). The demise of the 

institution, on an international scale, is called for in the Convention. 

Ireland is one key example of a country that has closed its institutions.  In 2014, 

Aoife Callan wrote, “decades of change in providing supports for people with intellectual 

disability have culminated in an overall enhancement of the quality of living 

environments for adults and widespread international consensus that long-stay 

institutions are neither desired nor needed (Tossebro et al., 1996 – cited in Callan 2014, 

p. 142).  Callan looked at Ireland, but this quote just as well applies in the United States.  

Callan’s examination of Ireland, which has a policy of deinstitutionalization, attempted to 

determine what the costs of providing community care versus institutionalization were.  

He concluded that no such study had been done in Ireland, much as it has not been done 

here in the United States.   

Institutions in Ireland take the form of village campuses, which Callan (2014) was 

able to compare to what he terms disperse housing.  He found that: 

• Village campus costs are higher, largely due to higher staff costs (he suggests that 

UK studies suggest the opposite) 
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• The individuals in village campuses have higher dependencies, which does 

contribute to the higher costs 

• Outcomes for individuals in the village campuses were lower, particularly in 

terms of self-determination, engagement inactivities and social interaction 

• Residents in village campuses did have lower rates of victimization 

• Even when Callan controlled for ability, challenging behavior and age, costs were 

still higher within the village campuses.  Higher costs were generally associated 

with these factors but were still higher in village campuses than in dispersed 

housing and  

• The higher number of residents in one location, the higher the cost level (Callan 

2014). 

Callan concluded by saying that “the recent debate in Irish community care policy for 

people with intellectual disability calls for further and complete integration into dispersed 

housing facilities within the community. Given the evidence from this study, this method 

of community residential provision demonstrated lower costs, as compared to village 

campuses” (Callan 2014, p.154).  He further argued that the real lesson from his study is 

that the optimal outcome may in fact be provided by giving more access to dispersed 

housing, and by providing community choice options to individuals with intellectual 

disabilities.   

Cullinan and Lyons (2014) examined the cost of living with an intellectual 

disability in Ireland.  They estimated that the extra cost that a person with a significant 

disability would incur would range between 35.4% and 54.5% depending on the 
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methodology used.  In other words, a person with such a disability would have to earn 

between 35.4% and 54.5% more than a person without in order to achieve the same 

standard of living.  They also argued that these numbers, based on 2011 data, suggest that 

this percentage had increased since previous studies in 2002; the cost of disability as a 

percentage of income was actually increasing over time.  Even with this, they argued, the 

cost of providing care in the community was exceeding the cost in the various 

institutional settings in Ireland.  While they do not attempt to explain this difference, it 

does suggest that the arguments over cost are no more consistent in Ireland than the 

United States. 

Beyond Ireland, the United Kingdom has provided other significant and 

instructive cases.  In 1995, Hatton et al. examined four different services options, in the 

United Kingdom, for individuals with significant intellectual disabilities, specialized 

institutional units, a specialized campus style setting, specialized community-based group 

homes, and typical community group homes.  The authors found that, on all measures of 

service, the specialized group home provided the highest quality.  They showed that the 

institutional setting provided the highest costs per person at $84,260, the campus-based 

units were second at $84,228, the specialized community housing cost $75,321, and the 

ordinary community homes were the least expensive at $53,091.  Because the quality was 

so much higher in the specialized housing, the authors declared such housing the better 

lifestyle for residents.  They argued that the findings were consistent and that the added 

quality, and the lack of progress made by individuals in the least expensive option, 
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indicated that the most economical option was actually the specialized community 

housing. 

Mansell, Ashman et al (2002) looked at the services in England provided by a 

national charity.  They determined that over the previous two decades prior to the study, 

the complexity of services grew and was provided to a more significantly disabled 

population.  This, the authors found, meant that a higher proportion of services required a 

higher level of skill among providers.  Because these skills were not readily available to 

the population to be served, they expressed concern that increased movement toward re-

institutionalization could occur.  They specifically came to three conclusions: 1) that 

specific training needs must be met for key staff, 2) health professionals and 

organizations need to influence the training, organization and leadership in the social 

services organizations, and 3) public authorities need to ensure that the services they 

commission have staff skilled in working with individuals with major needs (Ashman et 

al 2002).  This all suggested that, while community living is the ideal situation, services 

must be provided and distributed in scale. 

The Netherlands provides cases of deinstitutionalization where people were 

followed as they moved into the community.  Just like the other countries mentioned 

here, their centralized policy provided consistency and a more consistent desire for study 

from the government.  Verplank and Duyvendak (2009) looked at the individuals in the 

Netherlands who were moved into the community as a result of the country’s policy to 

deinstitutionalize.  They specifically looked at the sense of belonging that individuals did 

or did not have once they were in the community.  Few in their study indicated positive 
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contact with people who were “normal” although they did say they had plenty of positive 

contacts with their peers.  They reported small but very positive networks, especially 

those who still lived in the areas where they grew up.  The greater part of those who did 

not report positive networks were in relatively new places without family or former 

acquaintances in their neighborhood.  Some even expressed concerns that people who did 

not know them were gossiping about them and were not comfortable talking to them.  

Having a structured life was a strong indicator of success and a sense of belonging for 

those with intellectual disabilities in particular.  The authors cited three reasons why 

people with intellectual disabilities, and psychiatric issues, feel comfortable in their 

neighborhood: 

• When they feel safe and secure 

• When they are with people like themselves 

• And when they are in familiar surroundings. 

The last, the authors claim, is the hardest to achieve for people with disabilities: they 

struggle to achieve meaningful contact with neighbors and locals (Verplank and 

Duyvendak 2009). 

Canada, because of its proximity to the United States, is often used as an example 

of deinstitutionalization for America.  Because of its centralized governmental structures 

for people with intellectual disabilities, policies were more uniform across the Provinces 

and deinstitutionalization occurred more quickly and in a more centralized fashion.  

Boyce, McCall et al (2001) examined the Canadian system and its approach.  They 

argued that the growth of the Independent Living movement was a result of the militancy 
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of individuals with disabilities who objected to the control that certain professionals had 

over their lives. They wanted “consumer control” and cross-disability representation 

across programs.  By the late 1980s, these groups were advocating for three specific 

things: 

• the de-institutionalization of persons with mental disabilities into 

community-based housing, and the provision of community-based services 

for them; 

• the desegregation of children with “mental disabilities” from special 

educational institutions and classrooms into public schools; and  

• the closing of sheltered employment settings and support for competitive 

work opportunities (Boyce, McCall et al 2001). 

Canada was well ahead of the United Sates in these three initiatives.  As a result, the 

Canadian system is much more community-based (nearly all of its institutions have been 

closed for example – depending on the definition of institution, they could all be 

considered closed) and has tackled many of the issues that still are in play in the United 

States’ public policy arena. 

Gascon and Marin (2010) followed 136 individuals, for a period of 27 months, 

who were moved out of institutions in Quebec.  They found that most of the population 

was moved multiple times; they were moved toward less intensive support.  Only 7.7% of 

moves were toward more intensive support.  This, they argued, has direct implications for 

the success of community services.  Just like other studies that they cited, they found that 

the largest gain in skills were domestic skills, taking care of themselves and their 
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residence.  They also found significant improvement in the areas of autonomy, 

communication and socialization.  They specifically cited the fact that this was consistent 

with a series of studies in the United States (such as Kim et al 2001, Larson and Larkin 

1989, and Lynch et al 1997).  All of this suggests that the more targeted interventions and 

programs associated with being in the community were successful.  The authors further 

argued that a specific program, a mobile team of educational counselors to specifically 

tackle behavioral problems and mental health issues, seemed to be a primary reason for 

the improvements in specific cases.  They noted that there was an increase in the use of 

specific medications, nerve sedatives or anxiolytics.  This was not consistently found in 

other studies, even those with improvements.   

As a sister Commonwealth country to Canada, Australia also had a set policy 

across the country, intending to deinstitutionalize.  As a result, studies have been more 

common.  T. P. Keating (1999) studied a specific example of the closure of an institution, 

the Mayday Hills Training Centre in Mayday Hills, Australia.  The Hospital was founded 

during the 1860s and survived until the early 1990s.  Keating suggested that the closing 

of this institution has direct implications for organizational theories (Keating 1999).  He 

argued that there are five specific lessons.  The first was that domain flexibility allowed 

the organization to transform from a specialist to a generalist services framework 

(Keating 1999).  The second was that political alignment was enhanced by increasing its 

internal differentiation according to management function.  The institution broke the 

relationships between management and the industrial bodies present (its union). As a 

result, management was able to distinguish between the needs of the organization and 
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those of its staff (Keating 1999).  The third was that the organization enhanced its 

innovation through decentralization of decision making.  The fourth was that the 

organization enhanced its “exploitation of the resources in the environment and 

consolidated its political support by merger with critical parts of its task environment” 

(Keating 1999, p. 214).  There were resources available because of the closing of the 

institution, which allowed the organization to adjust.  The final lesson is that the 

organization promoted values coherency in order to achieve cultural alignment with 

elements of its environment.  Because the institution had lost its legitimacy with the 

Australian political class, the organization needed to achieve that values coherency, 

specifically by working to close the institution instead of fighting for its continued 

existence.   This was one of the few studies of closure of institutions which focused on 

organizational theory (Keating 1999). 

Young, Sigafoos, Suttie, Ashman and Grevell (1998) summarized thirteen 

different studies across eight projects in Australia.  They determined that 

deinstitutionalization was associated with improved adaptive behaviors, particularly in 

the areas of self-care, daily living, communication and social skills.  Greater community 

participation and use of community facilities were also overall findings.  O’Brien, 

Thesing and Tuck (2001) focused on 54 people in New Zealand who moved into the 

community.  Both the staff and the families, and the individuals who could communicate 

sufficiently to be interviewed themselves (one limitation to the study was the need to use 

proxy reporting in the cases where the individual could not communicate), regarded the 

move as positive.  The authors described the responses as “overwhelmingly positive” 
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(O’Brien, Thesing and Tuck 2001).  Both the staff and the family members reported that 

the quality of life was significantly higher in the community.  Productivity was one of the 

areas where the highest improvement was reported by those interviewed.  The ability to 

have material possessions and overall well-being were the other two greatest 

improvements. 

 

Closures of Mental Health Institutions in the United States of America 

Besides closures in other countries, the closure of institutions, in the United States 

of America, for those with mental health issues is oft cited as the closest parallel to the 

closure of institutions for those with intellectual disabilities. There has been no other 

political and social change in society that so closely tracks with the closure of institutions 

for those with intellectual disabilities.  The closure of these institutions was much more 

rapid, nearly all had been closed as of 2015.  Individuals with mental health issues were 

moved into the community in large numbers in the 1970s and 1980s.  There are 

significant differences between the two, but the parallels make examination of the 

literature about these closures useful. 

There have been a limited set of studies that looked at both sets of closures. Paul 

Lerman looked at four examples of deinstitutionalization (including these two): the 

movement of the dependent aged to nursing homes from almshouses and insane asylums; 

the mentally ill from state institutions; the developmentally disabled from state schools to 

private residential facilities; and dependent and delinquent youth from orphan asylums 

and training centers to groups homes, treatment centers and other locations (Lerman 
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1985).  He argued that the fact that these places were considered “hell holes” and “snake 

pits” contributed to their demise.  One counterbalance to the approach, he argued, was 

that many locations attempted to upgrade their facilities, rather than just eliminate them.  

This combined with higher staff to resident ratios demanded by judges and governments, 

led to a much more expensive system.  This further contributed to the 

deinstitutionalization process (Lerman 1985).  Moreover, Lerman argued that because 

these individuals, in all four cases, could not determine what was best economically or 

functionally for themselves put pressure on others to make complex economic decisions.  

As experts pushed for deinstitutionalization, a combination of private and public 

organizations came to play.  This created new dynamics that led to further pressure for 

deinstitutionalization and movement to a combination of private and public service 

provision. (Lerman 1985). 

Institutionalization of those with mental health issues happened in parallel to 

those for people with intellectual disabilities, and in a similar timeframe.  One reason for 

the parallel is that there have been many cases where individuals with intellectual 

disabilities have been housed with individuals with mental health issues.  For example, 

Prouty et al (2005) found that there was an increased prevalence of individuals with 

intellectual disabilities in psychiatric centers, as a result of deinstitutionalization.  This 

has continued even after the closures of the institutions for those with mental health 

issues.  Whether this was due to real mental health issues or whether this was just a 

reaction to a need for housing is without study.   This added to the notion that there are 
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links between the closure of institutions for those with intellectual disabilities and the 

closure of those with mental health issues. 

 

History of Institutionalization for Those with Mental Health Issues in the USA 

From the 1960s through the 1990s, it was the policy of the United States 

Government to deinstitutionalize as many individuals with mental health issues as 

possible.  This was controversial at the time and remains so.  Those who have studied this 

process have come to a wide range of conclusions.  Smith and Hanham (1981) suggested 

that the deinstitutionalization that occurred from 1955 to 1973 was not due to a reduction 

in the incidence of mental health; the incidence of mental health “episodes” grew 

dramatically from 1.7 million to 6.4 million. Counter to this, in the year 1976, there was a 

ten percent reduction in admissions just during that year.  Additionally, the number of 

mental health hospitals actually rose from 1955 to 1973 (Smith and Hanham 1981).  Most 

were seemingly built to replace older institutions, and due to advances in mental health, 

individuals were removed from permanent or long-term care.  Deinstitutionalization 

meant eliminating many of the buildings, but more importantly, eliminating the need for 

permanent placement for those with mental health needs.  The institution that was 

disappearing was as much the approach to mental health as the buildings themselves.  In 

California for example the population of those with mental health issues dropped 

overwhelmingly.  The resident in-population in Sacramento City and County for example 

dropped from 750 in 1967 to 40 in 1978.  Admissions dropped from 1100 to 40 as well 

(Yangsley, Barter and Yarvis, 1978).   
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It was generally accepted among mental health experts, just as it is among experts 

within the intellectual disability community, that deinstitutionalization was the proper 

approach for the mental health system in America. There was general agreement among 

psychiatrists that proper community mental health supports would enable even the most 

disabled people to live outside of an institution (Durham 1989).  The advent of new drug 

therapies, new approaches to psychotherapy, and advances in understanding of mental 

health, led psychologists and psychiatrists to believe that institutionalization was leading 

to more problems than justified.  Sociologist Mary Durham (1989) argued that there were 

three factors that were the driving force behind the closure of institutions for those with 

mental health issues: humanitarian concern for the mentally ill, the emergence of drug 

therapy, and money.  By the 1950s, community living became a viable alternative (Mills 

and Cummins 1982).   Because of this, and the great expense that institutionalizing was 

incurring, policy makers, professional observers, and professionals came to believe that 

deinstitutionalization was a significant and partial solution to the problematic system in 

America (Mills and Cummins 1982).  Individuals were removed from institutional 

settings in every state in the union.   The biggest difference between the mental health 

system and the system for those with intellectual disabilities, has been the lack of 

consistency within the community.  The push to remove institutions for those with 

intellectual disabilities has not been as complete. 

 

Deinstitutionalization for Those with Mental Health Issues 
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In similar fashion to the situation with intellectual disabilities, 

deinstitutionalization for those with mental health issues became the prevalent approach 

during the 1950s and 60s and was complete by the 1980s.  The difference between this 

and the situation for those with intellectual disabilities is that nearly all of the institutions 

were closed by the 1980s.  As defined by the National Institutes of Mental Health, 

deinstitutionalization involves three processes:  

1. The prevention of inappropriate mental health admissions through the 

provision of community health alternatives,  

2. The release to the community of all institutional patients who are prepared for 

such change and  

3. The establishment of community support systems for non-institutionalized 

persons (Mills and Cummins 1982). 

According to Gary Clarke, deinstitutionalization in the case of mental health 

became a bad word by the late 1970s (Clarke 1979).  Because deinstitutionalization did 

not coincide with improved community-based care, simply removing individuals from 

institutions did not have the desired effect.  Part of the problem became that the removal 

of the individual and the provision of community care became one.  If they had remained 

separate, more success might have been imagined.  Clarke suggested there were two 

phases of deinstitutionalization – one from 1955 to 1964 with about 8,300 individuals per 

year leaving institutions.  From 1964 to 1976, the second phase, this number jumped to 

27,000 (Clarke 1979).  He argued that placing all of this simply in political and economic 

terms is not feasible, that other factors had to be involved.  The economic value was not 
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easily defined, ranging from $2,000 to $20,000 per year at the time, depending on the 

study (Clarke 1979).  The political drivers varied too greatly, from state to federal and 

back again.  There was no clear driver.  This all would suggest the greater complexity of 

deinstitutionalization.    Borus (1981) argued that “deinstitutionalization has shown that 

without sufficient resources, simply changing the locus of bad care will not create good 

care” (p. 340).  This is a seemingly obvious lesson for closure of other institutions. 

 

Community Care 

Once the population of the institutionalized dropped rapidly, community care took 

on added importance.  The use of drugs in particular was supposed to enable people to 

live in the community, but this was not as complete a solution as was hoped.   

There were a host of studies conducted in the mid- to late-1970s and early 1980s 

that indicated that the community structures for those with mental health issues were not 

in place and that the fiscal benefits were not achieved (Talbott 1978, Greenbatt and 

Glazer 1975, 3 Sharfstein et al 1978, Swank and Winer 1976, Stein and Test 1980, Kirk & 

Therrien 1975, among many others).  The common complaint about the process of 

deinstitutionalization for those with mental health issues was the lack of a plan for the 

resulting population.  Community mental health programs were supposed to be in place 

(Yangsley, Barter and Yarvis, 1978).  In most cases they were not.4  Grob (1991) found 

 
3 All cited in Mills and Cummins. 
4 There is much more research in this area than in the case of deinstitutionalization for those with 
intellectual disabilities.  This may be a function of the amount of money in the system, the earlier move 
toward deinstitutionalization in this area, or just the way in which the research evolved and by whom. 
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that the lack of longitudinal responsibility to care for those with mental health issues, led 

to the issues that occurred with community care.  There was a clear lack of support 

programs to ensure that community care worked, leaving many with the opinion that 

community care was a failure. 

At the same time that there was deinstitutionalization, it became apparent that 

new techniques would have to replace them.  Serving chronic patients in an acute care 

mental health setting was the greatest concern (Bachrach 1985).  Bachrach argued that 

the whole system of mental healthcare was going to have to change, not just the approach 

to care.  She saw deinstitutionalization as a “series of objective events that are manifested 

in a massive shift in the locus of care for chronic mental patients” (Bachrach 1985, 

p.240).  Florida’s approach, as an example, was three pronged: 1. a case management 

system including a professional needs assessment, 2. identification of community 

resources, and 3. a flexible funding structure to meet future needs (Lavine and Polivka, 

1981).  Florida had determined that placing people with mental health issues in 

communities without these three in other states had led to serious problems.  There were 

states where the deinstitutionalization movement was not perceived as a success as a 

result. The authors found that two other areas were critical to success; establishing zoning 

rules that created understanding and opportunities and identifying fully the actual costs of 

the process.   All of this suggested that deinstitutionalization for those with mental health 

issues without new institutions and new opportunities would not work.  Once again, the 

parallels to deinstitutionalization for those with intellectual disabilities are obvious.  

Florida has not closed is institutions for those with intellectual disabilities, but the 
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approach that it took is largely identical to those taken in Virginia, one of the case studies 

in this investigation. 

In 1979, Steven Segal discussed deinstitutionalization for individuals with mental 

health issues and the structures that needed to be put in place.  Several of his insights 

were relevant not just for those with mental health issues but for those with intellectual 

disabilities.  He argued that those with significant mental health issues are less likely to 

have intact families (Segal 1979).  In the presence of families, studies have suggested that 

drug interventions have a stronger probability of working.  Segal suggested that substitute 

family units could have a dramatic impact on the success or failure of interventions. 

Segal also pointed out that small group homes and small, non-institutional long-term care 

facilities that are more “family oriented” should be created and utilized (Segal 1979).  A 

“true system of community care” should be implemented as well, one where planning of 

activities is emphasized.  Crisis houses or respite care facilities should be created (he 

suggests that mental health hospitals could take on this function) to assist families in 

being supportive. Providing a short-term care option, one that does not morph into a long-

term care solution, where individuals are not viewed as failurse but people in search of 

help, could provide the relief valve that families need in order to cope with family 

members with mental health issues.   A sound, supportive social work program would be 

essential to support both the families and the individuals.   Segal also emphasized the 

importance of maintaining “realistic expectations” while maintaining a “high 

expectations environment” (Segal 1979).  This balancing act allows the “former [to] 

prevent the disillusionment of family members; the latter [to] prevent patients from 
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drifting into chronic dependence and enables them to fulfill their potential” (Segal 1979, 

p.526).  There is little doubt of the parallel between these two examples of 

deinstitutionalization and how they must function.  These are important potential lessons 

for the intellectual disability community as it moves through deinstitutionalization in a 

much slower, more deliberate fashion than the mental health community. 

 

Changing Costs in Institutions for Those with Mental Health Issues in the USA 

The costs of the institutions were, even more than in the case of those for people 

with intellectual disabilities, the driver behind efforts to close (Durham 1989).  The 

organizations within the federal government responsible for paying for 

institutionalization, Medicaid and others, developed policies that indicated that paying for 

the institutions was expensive and not effective.  Politicians saw an opportunity to lower 

costs by eliminating large and expensive institutions; state politicians thought they saw an 

opportunity to push costs down to the local level or to the federal government through 

Medicaid.  The Mental Retardation Facilities and Community Health Centers 

Construction Act of 1963 gave states an opportunity to pass costs to the federal 

government while doing what was right for those with mental illness (Durham 1989). 

These led to faster and more significant reductions than professionals thought useful 

(Mills and Cummins 1982, Bachrach 1977).  The gradual decrease in the population of 

institutions for those with intellectual disabilities, along with continued funding by 

Medicaid, has made their presence in state budgets more tolerable than those institutions 

for those with mental health concerns.  Once the federal government dropped support for 



 
 
 
 

45 
 

institutions for those with mental health issues, states and local communities did not 

continue to support their existence, the way they have in the case of institutions for those 

with intellectual disabilities.  Since this support has continued, the decrease in the 

population of the institutionalized has been slow and methodical, instead of the quick and 

drastic decline that occurred in the case of mental health. 

 

General Theories of Deinstitutionalization 

The number of theories of deinstitutionalization is limited.  Deinstitutionalization 

does not occur often enough to engender a wide range of study and thus theorization.   

Research has been done into specific examples, ranging from deinstitutionalization of 

certain types of businesses and business structures to elimination or reduction in size and 

scope of certain government entities.   A number of scholars have identified theories that 

have attempted to show how institutions may fade.  Zucker emphasized “imperfect 

transmission” and the erosion of roles (Scott 2001).  Oliver identified three types of 

pressure toward deinstitutionalization; functional, political and social.  Functional 

pressures are those where performance levels are perceived as problematic and force 

deinstitutionalization (Scott 2001). Political pressures occur because of shifts in interests 

or political power distributions.  Social pressures are associated with “discordant beliefs 

or practices.”  These differing beliefs lead to instability.  However, none of these theories 

by themselves seem to provide useful explanations of what is occurring with institutions 

for those with intellectual disabilities.  Regardless of these theories, there are few 

empirical studies (Scott 2001) that specifically attend to deinstitutionalization.  As a 
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result, the slow elimination of institutions for those with intellectual disabilities presents 

an unusual opportunity. 

 For the purposes of examining deinstitutionalization for those with intellectual 

disabilities, two theories deserve significant consideration.  The first is the theory of 

displacement presented by Mahoney and Thelen (2010).  They argued that, when those 

that staff and organize an institution have a low level of discretion in enforcement and 

interpretation of the rules of the institution combined with weak veto possibilities over 

change, institutions will undergo displacement.  Change agents have little impact on their 

institution and cannot prevent change that is out of their control, including, ultimately, 

deinstitutionalization.   This theory is passive in that it suggests when internal parties will 

have little impact on change.   This theory of displacement has specific applications for 

institutions and are illustrative in the case of Pennhurst and Northern Virginia. 

The second theory is legitimacy.  In this theory, the “social acceptability and 

credibility” needed for an organization to “survive” and “thrive” (Scott 2001), is the key 

driver in its ongoing existence.  If legitimacy fades for an institution in its culture, the 

institution cannot stand.  In this way, there is a more active impact on the process.  

External cultural pressure drives deinstitutionalization.  The theory of displacement 

focuses on endogeneity with regard to the institution; the theory of legitimacy relies on 

exogeneity.  Because of these differences, both have legitimate positions when studying 

deinstitutionalization. 

Because of the nature of the institutions for those with intellectual disabilities in 

America, the theory of legitimacy has specific applicability.  These institutions were 
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originated in the mid-1800s.  Over the next hundred years, the number of them, and their 

corresponding populations expanded.   But by the early 1960s this reversed and the 

population started shrinking.  Families wanted their children at home, or living nearby in 

a community environment.  They wanted them to have as close to a typical life as they 

could.  As people with disabilities were incorporated into schools and classrooms, more 

of them got jobs and more of them were visible in American society, the pressure 

decreased to put them in institutions away from the population.  The legitimacy of 

institutions had, at least to an extent, been based on society’s preference to 

institutionalize which meant 1. To provide for these people in such an environment where 

experts could coalesce and where people other than their parents could provide necessary 

support and 2. To separate them as much as possible from society (as we have seen 

previously).  As this legitimacy waned, the population shrank.  Which contributed to 

which is not necessarily relevant; what is relevant is that legitimacy waned so the 

population shrank, and as a result the population further shrank, etc.  Now that children 

are in universal education programs, it has become culturally unacceptable to follow 

these programs by placing individuals in institutions.  As the number of institutions has 

decreased, and the population of individuals housed in these institutions has decreased 

even faster, the legitimacy of these institutions has decreased in parallel.     

While it is true that the lack of power of internal forces has been important and 

has contributed to closures, it is this author’s theory that cultural change has been more of 

a driving force.  As certain groups of parents, advocates and now attorneys have pushed 

to eliminate these institutions and to move individuals into more community-oriented 
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settings; the legitimacy of these institutions has faded.  It has been difficult for politicians 

or citizens to stand for the retention of institutions. Populations in institutions are aging 

(Lewis, Lewis, Leake, King and Lindemann, 2002), in part because there are not younger 

individuals being placed in them. 

  It is clear that families are not inclined to place individuals in these institutions, 

the way they were in the middle part of the 20th century (Verplank and Duyvendak 2009, 

Sousa 2011, Parish and Lutwick 2005, and many others).  The Supreme Court added to 

this lack of legitimacy when it ruled in Olmstead v. L.C. that individuals had a basic right 

to live in a less restricted environment than an institution.  While the court did not rule 

that there was a constitutional or legal basis to eliminate these institutions, the decision 

did limit the legitimacy of placing individuals into these institutions.  When the Justice 

Department utilized this ruling to begin suing states, this action further damaged 

legitimacy.  Additionally, the advent of programs like Special Olympics, Best Buddies, 

and large-scale special education programs in schools, funded and demanded by the 

Federal government, has added visibility to individuals with intellectual disabilities and 

their needs (Prouty, Smith and Lakin 2003 as an example).   

Because institutional closure has occurred in many states, and even countries, and 

they have occurred over a relatively long period of time, it is tempting to say that they are 

too complex and different to have theories that can help the next pending closure.  

However, both of the theories that are discussed here can play an essential role in 

explaining the programmatic and budget changes that have occurred and are likely to 
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occur in any future closures.  Closures are complex initiatives that have many causes and 

many explanations so using both of these theories for context will be essential. 

 

Budget Change Theories 

Determining why budgets change can provide context into closures, both for 

mental health and intellectual disability.  Theories as to why budgets change, grow or 

shrink abound, in contrast to those regarding deinstitutionalization. Since V.O. Key wrote 

his article, The Lack of a Budgetary Theory, in 1940, many scholars have attempted to 

explain why, as Key put it, “on what basis shall it be decided to allocate x dollars to 

activity A instead of activity B” (Beckett 2002, p.34).  For many years after, from 1946 

until 1977, the dominant theory of budget change was incrementalism.  Charles Lindblom 

(1964) called it “muddling through.”  During this period, with some exceptions, most 

budgets had incremental changes, no more than 10 percent.  Large changes are unlikely; 

incremental changes are the greater part of budget changes from one year to the next.  

Swain and Hartley in 2001 revived this theory.  But most researchers have concluded, in 

the words of Lance LeLoup, that incrementalism is little more than a truism that 

government changes slowly from year to year. And the theory does not explain why there 

are certain larger changes, such as the additions of Medicaid and Medicare, or the growth 

in spending for the Vietnam War.  Still, for state budgets, municipal, governments around 

the world, the norm from year to year is incremental growth or in some cases incremental 

decreases.  When Davis, Dempster and Wildavsky (1966) looked at federal budget 

expenditure from 1946 to 1963, their statistical model was able to explain, or so they 
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claimed, 99 percent of the changes in the federal agencies they examined.  John Crecine 

(1977) on the other hand built a model of incrementalism that is largely based on binary 

decisions, which would fit in the case of institutions.  Each budget cycle the decision to 

fund institutions would incrementally be a yes or no decision.  However, this would not 

explain the full-scale demise of institutions in specific cases.  Incrementalism could 

explain the slow methodical elimination of the populations of institutions, but not the 

final decision to eliminate the physical plant.  A simple yes or no by budgetary authorities 

does not prove to be the reason for deinstitutionalization.   

In the case of the institutions there has been a notion of incrementalism.  Year 

after year, the population in institutions has dropped and in some cases institutions have 

closed.  While this may be a truism, as LeLoup suggests, it is the case when it comes to 

institutions.  However, the theory does not sufficiently explain why these incremental 

changes have occurred.  They could in a vacuum have occurred in the opposite direction, 

more slowly or more quickly.  There have been a number of holes identified in 

incrementalism theory: its inability to look across agencies or departments, collinearity in 

the original statistical model by Davis, Dempster and Wildavsky, it did not examine 

longer term changes, etc.  At this point, it is largely considered a truism that provides 

little value in studying budgets. 

 Verne Lewis was the first to try to explain these changes purely based on the 

economic theory of utility (1952). Utility would be a difficult tool to apply to the 

situation of the institutions.  The elimination of the institutions implies that the utility 

would either decrease or the utility of moving into the community would increase.  
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However, the move to eliminate individual institutions occurred for different reasons in 

different states.  It would be hard to identify where the utility lies in the budget 

deliberations over the institutions.   Wildavsky (1961) pointed out that there is much 

more to such decisions than allocating scarce resources, it is about balancing conflicting 

needs of society within a budgetary context.   Wildavsky’s theory has application to the 

institutions.  There are clear conflicting needs within Medicaid budgets dedicated to 

assisting those with intellectual disabilities, between community spending and 

institutional spending.  Over time, these conflicts have shifted but at different rates in 

different states.  This theory could be used to explain how these conflicts are managed by 

various budgetary authorities and politicians.  Mosher (1954) argued that it is as much a 

measure of bureaucratic behavior and even competence.   This would explain whether the 

closure went well, but does not explain why institutions close. Hart (1992) argued that 

budgeting is a combination of parts: political, accounting, and administrative.  While this 

might prove true in the case of the institutions, politics overwhelmed the other two in the 

cases where closure occurred.   

Gibran and Sekwat (2009) argue that open systems theory is a stronger 

explanation of public budgeting.  They argued that the complexity of public 

administration, organizations and budgeting suggests interconnectedness with wider 

society.  They suggested that decisions on budgeting take into account a wide range of 

issues that involve balancing many factors.  In the case of institutions, there is 

interconnectedness between the issues that surround the integration of people with 

intellectual disabilities into the greater community and many of the issues facing 
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minorities and other individuals with disabilities (such as housing discrimination, 

deinstitutionalization of those with mental health issues, and access issues for those with 

physical disabilities).  In particular, the complexity of the issues involved can at least in 

part explain why institutional closure has been occurring for 40 years but has yet to be 

completed.  Thurmaier and Willoughby (2001) argue that their multiple rationalities 

model of micro-budgeting takes into consideration a range of issues.  They utilize both 

Kingdon’s (Kingdon 1984) agenda-setting model and Irene Rubin’s (Rubin 2007) real-

time budgeting approach to conclude that this concept of multiple rationalities is most 

potent.  This notion of multiple rationalities could be used to explain the pace of closure.  

Considering the size of budgets for institutions in the grand scheme of state Medicaid 

budgets, looking at these events from a micro-budgeting perspective could prove useful.    

Bartle and Ma (2001) argued that there may be value in using transaction cost theory in 

government budgeting.  While this is normally applied to private firms, they argued there 

is value in applying it to political exchanges.  Determining where such transaction costs 

are higher and lower could lead to budget changes.  There may be value in describing this 

in the case of the institutions.  The transaction costs for these institutions have increased 

significantly over time.  As populations shrink and cost per person has risen, these 

transaction costs could be viewed by those in positions of budgetary power as too high 

and untenable politically.  Advocates to close the institutions have been arguing this for 

at least two decades. 

Rubin’s model (2007) suggested that there are five streams that are reflected in 

each budget decision: revenue, expenditure, process, implementation and balance (how to 
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balance all the items).  She further argued that such decisions are made on the fly not as a 

considered straightforward approach.  So as legitimacy puts pressure on these 

expenditures and implementation approaches, budgets are set for these institutions.  

Balance has clear force in the decision-making processes around institutional closure; 

expenditure and process do as well.  Once the federal government decided to fund 

Intermediate Care Facilities, revenue became less of a factor. For reference, an 

intermediate care facility (ICF) is a health-related facility designed to provide custodial 

care for individuals unable to care for themselves because of mental or physical infirmity; 

not considered by the government to be a medical facility, it can receive no 

reimbursement under Medicare, generally receiving the bulk of its financing under 

Medicaid.  Federal regulations require that an ICF have a registered nurse as director of 

nursing and a licensed nurse on duty at least 8 hours per day; other staffing requirements 

vary by state” (Miller-Keane Encyclopedia and Dictionary of Medicine, Nursing, and 

Allied Health, Seventh Edition (2003)).   Revenue was guaranteed so there was no value 

in eliminating the institutions, until legitimacy became so weak that it could overcome 

that revenue impetus.   

Because there are so many theories of budgetary change, it is near impossible to 

choose just one that applies.  As explained herein, a number of them have value in 

explaining the closure of institutions over time.  These decisions are made on a state-by-

state basis (even when the Justice Department has gotten involved); and thus, each unique 

state-level situation must be analyzed.  Legitimacy can provide an underlying value that 

shows how these budgetary decisions are influenced.  Because each state has different 
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budgetary processes and structures, and just as importantly, each state has different 

politicians and personalities involved, it is difficult to apply just one theory to all fifty 

states.  As this dissertation examines its two case studies, a brief attempt to look at those 

budget processes, and what they may suggest about these theories, will be made. 

The context that the literature provides will inform this author’s study of two 

specific closures, Pennhurst in Pennsylvania and the Northern Virginia Training Center in 

Virginia.  First will be Pennhurst because it was the earlier of the two examples, and 

because it provided precedent for what Virginia would face more than 30 years later. 
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THE CLOSING OF PENNHURST 
 

 

 

The closure of the Pennhurst institution in Pennsylvania was a seminal event for 

the disability community nationwide.  It was the first major closure as a result of legal 

action.  In his decision, Judge Raymond J. Broderick stated “that given appropriate 

community facilities, all the residents at Pennhurst, even the most profoundly retarded 

with multiple handicaps, should be living in the community” (Halderman v. Pennhurst 

1977).  This was, while not a new notion, the first time it was pushed by a judge. Because 

Pennhurst became one of the key precedents for future closures, it is a vital case study 

when examining the impact closures have both on the populations affected and on the 

political and social situation for those with disabilities.  Pennhurst as an institution was 

first opened in 1903, as a result of the strength of the eugenics movement in Pennsylvania 

(Jenkins 1984).  The state legislature passed a law authorizing sterilization of the “feeble-

minded” in 1897, before the eugenics movement took hold in many other states (Jenkins 

1984). Pennhurst was originally envisioned as a school for the “weak minded” or of so-

called “born criminals” when it was opened.   This population was placed into the 

institution as a result of the discretionary penalties that the state authorized.  This allowed 

indeterminate sentences based on the views of administrators and medical experts.  It was 

the nonreformable population that would end up in the institutions, leaving prisons to 

rehabilitate those who could be.  By 1921, the presence of a number of institutions 
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throughout Pennsylvania led to the establishment of a new Department of Public Welfare.  

Pennhurst was a primary component of the drive for the new Department.  That 

Department would play a major role in the institutions around Pennsylvania.  By the 

1930s, eugenics dissipated in Pennsylvania leaving Pennhurst as one of its legacies.  

From there forward, the people placed there were no longer the irredeemable, they were 

those with intellectual disabilities of whom families could not take care.  Over time, the 

situation at Pennhurst deteriorated.  Like many institutions, like Willowbrook in New 

York and others, the state did not maintain the facility financially, structurally or even in 

terms of the services provided.  Then, in 1968, a 5-part television series on Pennhurst, 

entitled “Suffer the Little Children”, by the reporter Bill Baldini (NBC, 1968), brought 

the conditions at Pennhurst to the attention of the public.  Those with intellectual 

disabilities were suddenly visible and the situation was considered appalling, as 

evidenced by the title of the story.  At its peak, Pennhurst, housed 4,200 individuals with 

a wide range of disabilities.  By the time of the lawsuit that bore its name, that population 

had shrunk to 1,400, in part due to “Suffer the Little Children”.  By 1986, the entire 

population would be moved out and the institution closed. 

The closure of Pennhurst by 1986 represented the first time that an institution for 

those with intellectual disabilities was closed as a result of a judicial mandate anywhere 

in the United States.  In cases like Wyatt v Stickney (325 F. Supp. 781 (M.D. Ala, 1971)), 

there had been little discussion of closure.   There was no discernable belief expressed in 

any of the other cases prior to Pennhurst that community infrastructures were capable of 

supporting individuals with intellectual disabilities or providing for their needs.  Many 
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families had been more interested in improving the lot of those in the institutions than in 

closure and any resulting move to the community.  Thus, prior to the Pennhurst closure, 

the primary effort by those suing in regard to institutions had been to improve the 

situation inside the structures. Suggestions had even been made to change the name of 

Pennhurst rather than close it, its reputation having been damaged by years of parental 

complaints, bureaucratic reviews and press reports.   Even those involved in the lawsuit 

in the Pennhurst case stated that, at its genesis, they were not planning on closure.   

There were programmatic and budgetary changes that resulted from the 

depopulating of Pennhurst.  After the first ruling by Judge Broderick to close, the Federal 

government, in conjunction with state and local authorities, embarked upon a 5-year 

longitudinal study to examine the move of a large portion of the population out of 

Pennhurst.  This enabled those doing the study, prior to the final closure of the institution, 

to compare costs and programmatic results.  There have not been many studies of this 

magnitude of closing institutions nor of moving individuals to the community.  This adds 

to the importance of Pennhurst for study. 

Looking at the legal, budgetary and programmatic implications of the closure of 

Pennhurst will be instructive for future public policy.  There are still, as of the drafting of 

this paper, more than 30,000 Americans living in large institutions around the country.  

Closure, and deinstitutionalization of individuals, will continue to be an issue in many 

states.  The lessons that can be learned from Pennhurst, even though they are more than 

30 years old at this point, had an impact on the closure in Virginia, and will have an 

impact on closures that occur well into the future.   
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Litigating the Case 

The first lawsuit to close Pennhurst was filed in 1974.  A parent, Mrs. Halderman, 

whose child Terri had originally been placed in Pennhurst after her mother could not 

meet her needs at home (supports were non-existent for the community model at that 

time), sued to improve her child’s situation.  The Pennsylvania Association of Retarded 

Citizens (or PARC as it was known at the time) joined the lawsuit in 1975.  The 

organization had decided, after many years of trying to improve Pennhurst and the 8 

other similarly sized and composed institutions, that closure was the answer (Burt 1985).  

Back in 1969, they had convinced the legislature, for example, to drop a $21 million plan 

to rebuild Pennhurst.  According to Robert Burt, “Pennhurst … transformed from one 

person’s complaint against institutional conditions to a wholesale attack on the very 

existence of institutions for mentally retarded people” (1985, p. 267).  This was the 

precursor to many other attempts at closure around the country.  Eventually, this 

movement would lead to the Olmstead Decision, which was the primary factor in the 

closure of the institutions in Virginia, the subject of the second case study in this 

dissertation.  It would take 12 years from the date of Mrs. Halderman’s filing of her case, 

until Pennhurst was closed and empty of residents.   

But it only took 32 days for the court case to be completed, followed by a rather 

speedy ruling by Judge Broderick to close Pennhurst.  Broderick was a politician.  He had 

served as Lieutenant Governor and had been the Republican nominee for Governor prior 

to becoming a Federal Judge.   He was aware of the ramifications of the findings 
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becoming public.  Considering that no one had testified in his court that Pennhurst should 

be retained, it was not surprising to observers that his decision was to close Pennhurst 

over time.   

There were several legal issues that were new in this case.  Prior to Judge 

Broderick’s ruling, no judge had ruled to close an institution.  The only actions taken had 

been to attempt to improve the conditions at institutions.   New York and Alabama for 

example had been forced to make significant and, at the time, seemingly expensive 

changes to try to improve things.  While in the state of New York Willowbrook closed, it 

was because of the stigma that became attached to the institution and its brand.    No 

families wanted to place their loved ones there.  Judge Broderick on the other hand, 

having heard about the conditions at Pennhurst through extensive hearings, decided to 

push for closure.  He was specifically told by the defendants that “Pennhurst does not 

presently meet minimum standards for the habilitation of its residents” (Halderman v. 

Pennhurst).   Judge Broderick concluded that the most appropriate decision was to close 

the institution, not demand changes.  

Judge Broderick concluded in his decision that a series of problems was faced by 

the population at Pennhurst.  These are indicative of the reasons for the lawsuit’s filing 

and his reasons for ruling for closure. 

• Over the previous three years, 43% of those institutionalized at Pennhurst 

had no contact with their families. 

• There was a measurable and sizeable decline (using Vineland adaptive 

behavior tests, their scores dropped an average of .596 per year, a sizeable 
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drop by that measure) in social skills during individual’s habitation at 

Pennhurst. 

• The decision described people sleeping in “large over-crowded wards”, 

eating in large groups and spending their days in large “day rooms.”  Over 

time the size of these groups had grown due to budget cuts and staffing 

changes. 

• Every witness stated that it was “grossly understaffed.” 

• Programs are not “altered to fit the needs of the individual.”  Residents 

only received 1.5 hours per day of programming, leaving them with little 

to do the rest of the day. 

• There were massive waiting lists for various services.  511 people were on 

the waiting list for occupational therapy out of 1400 residents.  300 

residents needed hearing aids.  51 had them. 

• Restraints were used as a substitute for staffing.  Seclusion rooms were 

overused, according to the judge’s findings.  One eighteen-year-old spent 

six straight days in seclusion for assaulting a fellow resident (who had 

Down syndrome).   

• In only 29% of cases, were inhabitants who were taking drugs evaluated 

as to whether the drugs were working.  Drug usage was continued 

regardless (Halderman v. Pennhurst 1977). 

These are just some of the examples cited in the decision.   
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To resolve these issues, the concept of Least Restrictive Environment (LRE) – 

where an individual is to be placed in the least restrictive environment that they can 

succeed in - took on new importance as a result of the Pennhurst case.  The concept went 

back to cases decided as early 1960.  According to David Chambers, who wrote of this in 

1972, prior to Pennhurst, the concept “forbids a state from using a bazooka to kill a fly on 

a citizen's back if a fly swatter would do as well” (Turnbull, Brotherson et al 1982, p. 

164).  Conceptually, LRE means that the government can take action, just not any action 

it decides based on the needs of the state especially when there is a conflict with the 

needs of the individual.  The individual needs to be in the best environment for the 

individual according to their personal needs.  This environment cannot impede on their 

access to a life like someone without a disability.  While the term may seem nebulous, it 

puts the onus on the state to prove that it has in fact chosen the LRE.  This became an 

important concept to the Judge’s decision and then proved useful in the planning of 

housing options for each of the individuals who were moved out of Pennhurst (and 

ultimately every person who has been moved since then). 

It is important to also note that during the lawsuit, there was no group objecting to 

closure.  No one who testified during the case believed that Pennsylvania could solve the 

residents’ range of issues by making changes to the institutions or its structure. As a 

matter of fact, even the staff at Pennhurst came to fight for closure, believing that this 

would lead to more opportunities and better pay for work in the community.    The 

defense’s witness (one of several who argued for closure), Dr. Alexander Hersh stated, 

“We came to the conclusion that the institution has pretty much lost its role, that it is 
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essentially an obsolete way of treating people” (Burt 1985, p. 268).  He added that “an 

institution is a segregationist form of sub-society which dehumanizes people.  It reduces 

the possibility that they can ever function in a normalized society, and it in no way 

supports the idea that education and treatment are even possible (Burt 1985, p. 270).”  

And Hersh concluded that “There is no way that Pennhurst could be made into an 

adequate facility” (Burt 1985, p. 325).  Eighty witnesses were called over the 32 days, 

and none suggested retaining the facilities at Pennhurst. According to Judge Broderick in 

his decision, “In most cases, a family’s acceptance of their retarded child living in their 

community not only strengthens the family ties but results in joyous satisfaction in 

observing the increase in those life skills which will better enable their child to cope as 

effectively as his or her capacity permits”  (Burt 1985, p. 327).  Eventually, after the 

primary decision, families and staff attempted to defend the institution but no one did at 

the trial itself.  Later, claiming that she never wanted closure, Mrs. Halderman would add 

her voice and object to the suit’s conclusions and, after closure was decided, seek to keep 

her child in an institution (Halderman v. Pennhurst, 1977).    This change in position 

would foreshadow what would occur in many states: many advocating for closure while 

some families impacted directly by the closure would fight to retain the institutions.  The 

positions of advocates would shift and adjust, state by state. 

 Judge Broderick, through his decision, was seeking programmatic changes for 

those who lived in Pennhurst.  According to Burt, Broderick believed that Pennhurst was 

“depriving them of liberty, by imposing physical and psychological harm on them and by 

wrongfully segregating them because of their retardation” (Burt 1985, p. 273).   The 
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people who lived there, he stated, did not receive the habilitation, care or programs that 

they needed.  By moving them to the community, and away from the institution, he 

believed, based on his decision, that care would improve and that the lives of the 

individuals who had previously been at Pennhurst would improve.    

 After his decision, but never during Broderick’s deliberations or the court case, 

several groups came to oppose closure.  After the decision by the District Court, a study 

by Keating, Conroy and Walker (1980), found that only 19 percent of parents and 

guardians of individuals at Pennhurst were in favor of deinstitutionalization.  Also, in 

opposition were potential neighbors to the community-based facilities, service providers 

who did not want to provide community services, and a group of parents who were 

nervous about closure.  State defendants over time came to believe that those suing could 

never be satisfied with community-based programming.  As Rosenberg and Friedman 

stated (1979), “The Pennhurst decree may, ironically have catalyzed the pro-institutional 

forces and undermined that very consensus among mental retardation professionals which 

has been identified as an important perhaps essential, prerequisite of successful anti-

institutional litigation.”  Despite all of this longer term opposition, Pennhurst was closed. 

 Judge Broderick had made his decision based largely on his belief that programs 

for individuals with disabilities were inadequate at Pennhurst and would be better in the 

community.  He stated in his decision that this new situation would be better for families, 

individuals and even the staff that provided the services (Halderman v. Pennhurst, 1977).  

He ordered a specific set of changes for Pennhurst as a result of his findings including: 
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• That suitable community services be found for all residents of Pennhurst, and 

other class members 

• That individualized programs be set for each class member 

• That plans for placement be provided to the court 

• That a Special Master be appointed to supervise planning and implementation 

• That no further placements be made at Pennhurst 

• And that the Special Master find a plan for each existing employee of Pennhurst 

(Halderman v. Pennhurst, 1977).  

Later, it would be found that the Special Master lacked the authority to set the plans and 

enforce the changes.  Due to Appeals Court oversight, a Hearing Master was also 

established, on top of the Special Master to review each case to make individualized 

decisions about placement and programs. 

 By 1984, a consent decree was signed between the parties to formalize this 

process (Halderman v. Pennhurst, 1985).  This led to the complete closure of Pennhurst 

in 1986.  This decision would prove to be an inflection point in public policy.  As will be 

demonstrated herein, the Supreme Court’s rulings and the Governor’s push to limit the 

impact of the case would dampen these efforts. 

 

Limiting the Impact of the Decision 

Attempts at limiting the impact of the decision began even as the case was 

progressing.  According to Governor Dick Thornburgh, who was Governor during the 

majority of the time that it took to adjudicate the case, “I was firmly committed to 
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shutting down Pennhurst, a symbol of second-class citizenship for Pennsylvanians with 

mental retardation. However, I was also determined to prosecute the appeal to overturn 

the far-reaching constitutional basis for the court’s holding. My double-tracked approach 

confused and angered many of the advocacy groups with which Ginny and I had worked 

over the years and imposed a heavy burden on our administration to show good faith in 

closing Pennhurst” (Thornburgh 2003, p. 151).  Politically, Thornburgh was walking a 

very fine line.  He was arguing for closing Pennhurst, something his wife, Executive 

Director of a local Arc, advocated for strongly.  However, he did not want the courts to 

rule that there was a right to habilitation, something he also won.  This however left 

advocates convinced that he was not on their side.  During his tenure, 6,000 people were 

moved out of institutions around the state and into the community: a 31 percent reduction 

overall.  This did not however mean the closure of all of the institutions, just Pennhurst.  

Instead it meant a reduction in the population at the remaining institutions.  The 

legislature did pass, and he did sign, a five-year $243 million plan to “further the trend” 

toward community placement (Thornburgh 2003).     

After Halderman was decided, the case made its way to the Supreme Court.  In 

1981, the Supreme Court, in its first Pennhurst review (Pennhurst State School and 

Hospital v. Halderman, (451 U.S. 1 (No. 79-1404), voted 6-3 that there was no 

substantive right to appropriate treatment in the least restrictive environment, based on 

section 6010 of the Developmentally Disabled Assistance and Bill of Rights Act.  

Because no federal funds were being appropriated to Pennhurst, the court could not 

enforce the rights of the individual.  While the court did not overturn the decision to close 
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or the consent decree, it did address three specific issues that would impact on the future 

of institutions.  First, the Court held that the DD Act did not create any substantive rights 

to "appropriate treatment" in the "least restrictive" environment. Second, the Court held 

that individuals do have constitutionally protected substantive rights under the due 

process clause of the Fourteenth Amendment and that the proper standard for making the 

determination that the State adequately protected the person's rights is whether 

professional judgment was exercised (Youngberg v. Romeo, 457 US 307 (1982)).  This 

proved to be overly broad and would not be resolved until Olmstead. Third, the Court 

held that the Eleventh Amendment prohibited the district court from ordering officials to 

conform their conduct to state law (Hayden 1997).  The Court sent the decision back to 

the lower court to get them to reconsider issues because the Developmentally Disabled 

Assistance and Bill of Rights Act did not provide a legal basis for enforcing the least 

restrictive environment.  The Court sent the decision back in order to force the lower 

court to find another legal basis.  No such consistent legal basis has been found since that 

time (Wood 1998). 

There were further implications from this case beyond these three specific 

conclusions.  Vicki Jackson argues that the Eleventh Amendment prevents federal 

jurisdiction within two criteria: 1) when only state liabilities are at issue and 2) it was 

“brought originally in a federal forum whose jurisdiction was not subject to legislative 

change or direction” (Jackson 1988).  This latter part suggests that costs were not to be 

considered by a federal judge.  In most institutional claims, the Court could not take into 

consideration what the costs were.  As a result, in L.C. v. Olmstead, the current highest 



 
 
 
 

67 
 

precedent, the Court goes to significant lengths to avoid calling for closure, at least 

partially to accommodate the need to avoid a demand for spending changes.  This was to 

maintain the precedent that Pennhurst established.  

These points prevented much of the movement to close institutions.  Importantly, 

federal courts could not demand that States meet their own laws and associated 

regulations.  This was up to State courts to determine.  The Court, in an opinion written 

by Justice Powell, ruled that states could not be compelled if they were the “real 

substantial party in interest… regardless of whether (the suing party) seeks damages or 

injunctive relief” (Halderman v. Pennhurst 1984).  Justice Stevens in a strongly worded 

dissent argued that “this remarkable result is the product of an equally remarkable 

misapplication of the ancient doctrine of sovereign immunity. In a completely 

unprecedented holding, today the Court concludes that Pennsylvania's sovereign 

immunity prevents a federal court from enjoining the conduct that Pennsylvania itself has 

prohibited. No rational view of the sovereign immunity of the State supports this result.” 

(Halderman v. Pennhurst 1984).    He argued that there were 28 other cases in precedent 

that disagreed with Powell’s decision.   The 5 to 4 decision, while close, became the law 

of the land (according to many scholars, the court had been waiting to find a reason to 

make such a decision, preventing federal courts in general from enforcing state laws) 

(Burt 1985).   Still, this reasoning would hold in these cases until L.C. v. Olmstead was 

decided in 1996.  Until that time, states were not held to any standard by the Federal 

courts to meet their obligations to people living in institutions.  Even though Pennhurst 
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still closed, other closures were not enforced in Federal court until Olmstead was 

decided, leaving the community advocates with a weaker toolset to fight for closure. 

 Winsor Schmidt (1983) argues that the case is just another example of the 

Supreme Court’s desire, at the time of the decisions, to prevent courts from acting as 

“public managers.”  This was repeated in the decision based on the Eleventh 

Amendment.  The court used Pennhurst to prevent future courts from reaching into states 

and managing their programs, or even demanding them.  This could only occur when the 

Constitution clearly allows for such management.  Judge Broderick on the other hand 

pushed to make changes to the programs in his belief that this was what the Pennhurst 

situation demanded.   Without such management, closures were much harder to achieve.  

Regardless of these limitations, there were still opportunities to learn from the closure of 

Pennhurst and provide insight for future closures or to suggest that certain closures were 

not the answer.  As we shall see, the 5-year study completed during and after the closure 

process would be perhaps the most useful study of its kind. 

  

Beginning the Study 

During the case and the closure process, the only federal organization involved 

was the Civil Rights Division of the Justice Department.  The Department of Health 

Education and Welfare (HEW) was deliberately left out.  According to Burt (1985), the 

Justice Department had found HEW to be difficult, argumentative, and even 

oppositionally defiant.  They did not involve HEW (just as HHS would not be involved in 

Virginia years later) for fear of their preventing a straight forward decision.  After the 
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decision, HEW did take advantage of the opportunity this presented.  The Office of 

Disability, Aging and Long-Term Care Policy within the Office of the Assistant 

Secretary of Policy and Evaluation (ASPE) of HEW embarked on a five-year longitudinal 

study which would, according to their report (1985): 

• Measure the relative growth of residents in the institution, and in the community, 

• Assess the impact of deinstitutionalization on the families of “retarded” persons 

and on the communities, they live in 

• Compare costs of services in institutions and the community and  

• Address the significant issues that would come out of Judge Broderick’s decree. 

According to the study itself (1985), “The main value of the study has been its utility in 

providing DHHS, state, and court officials with information on which vital short- and 

long-term policy decisions can be made” (Conroy and Bradley 1985, p.1).  This study 

became a reference for every closure that has occurred subsequently.  The results it 

presented have become one of the major arguments for the need to close institutions and 

place individuals in the community. 

 The report lists all parties who were involved: The Commonwealth of 

Pennsylvania, the Court, ASPE, and the Region III Office of Human Development 

Services within the Department of Health and Human Services (HEW had been renamed 

in 1980 between the time of the lawsuit and the study) (Conroy and Bradley 1985).  The 

Special Master, the Hearing Master, even the Pennsylvania Developmental Disabilities 

Council, were involved in the study as well.  The report covered a wide range of areas 

and provides an amount of research and study that is not found in any other case of 
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closure.  Looking at a specific subset of these findings will demonstrate the programmatic 

changes that occurred as a result of the closure and what impact this had on those who 

moved out into the community. 

 The court: 

1. Assigned case managers with caseloads not to exceed 30,  

2. Ordered that Individual Habilitation Plans (IHPs) be written in a collaborative 

way involving all concerned professionals and nonprofessionals, 

3. Ordered that plans be reviewed and approved by a special unit before 

implementation,  

4. And finally insisted that a special unit be designated to monitor the well-being of 

the people and the services rendered to them. (Conroy and Bradley 1985).  

Even with all of these changes, there was no certainty that this would actually work.  

Closure of this type with a large number of individuals moving into community environs 

had never occurred before.   While there were more people than ever living in the 

community, there was at the time little empirical evidence that they were doing better 

than those living in institutions. 

 The authors knew that there were very few studies o the impact of 

deinstitutionalization on those with intellectual disabilities.  They cite Aanes & Moen 

(1976), Brown (1978), Fiorelli & Thurman (published in 1979, but conducted in 1977-

1978 at Temple University), Isett & Spreat (1978), and Schroeder & Henes (1978) as the 

only studies they could find.  They acknowledge that there had been a small number of 

studies that indicated that deinstitutionalization was failing (Bassuk & Gerson 1978).  In 
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addition, the example of the deinstitutionalization of those with mental health issues was 

not a positive one.  The perception was that there had been no backup, no plans, no 

supports, nothing that could have made deinstitutionalization successful for those with 

mental health issues.  It was believed that this was being repeated and would continue to 

happen with those with intellectual disabilities.   

 As a result of the lack of studies, and the limited number of full closures, there 

was the potential that this study could have a direct impact on future decisions to 

deinstitutionalize (Conroy and Bradley 1985).  They would prove correct. 

 

Completing the Study 

The study was conducted over five different years from 1978 through 1984.  The 

table below reflects the populations studied (Conroy and Bradley 1985). 

 

 

TABLE 1 - MOVEMENT OUT OF PENNHURST 

 Year At Pennhurst In Community Living 

Arrangements (CLA) 

1978 1113 0 

1980 713 70 

1982 0 223 

1983 618 408 

1984 0 474 
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The numbers reflect the movement of individuals out of the institution and into the 

community. 

 The population that was studied included 1154 individuals (41 had departed 

before 1978) who lived at Pennhurst.  The average age was 39 but ranged from 9 to 82.  

The average person had lived at Pennhurst for 24 years.  Sixty four percent were male.  A 

wide range of medical ailments was reported.  Fifty four percent were labeled profoundly 

retarded, 31 percent severely, 11 percent moderately, and four percent mildly retarded 

(Conroy and Bradley 1985).  This suggested that the population was likely more 

intellectually disabled (Conroy and Bradley 1985) than the population of comparable 

individuals in Pennsylvania.  Fifty percent were completely or nearly nonverbal and 47 

percent were not toilet trained.  Forty percent threatened or did violence to others who 

lived at Pennhurst (Conroy and Bradley 1985).  This population of people, as per the 

guidelines for admittance into Pennhurst, represented a specific and “more difficult” 

population.   

The 474 that had moved into the community (CLAs) lived in a variety of small 

community homes and apartments.  Most, 63%, lived in three person CLAs. Another 1% 

were living in a CLA by themselves, 19% had just one housemate, 11% were in CLAs 

with a total of four to six people, and 6% were in settings with a total of seven to 11 

people (Conroy and Bradley 1985).  
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It must be understood that there were limitations to this study.  It was not a fully 

scientific study. The authors could not pick truly random samples.  Allowing who moved 

and who did not to be random was not an option.  The authors cite the cold and unfeeling 

nature of such a process.  It was also possible, for example, that those who were moved 

first were the easiest to move.  The study could be biased by the population, by the 

activities taken in the cycle to move people out, and by the change in environment and 

structures.  The authors argue that conducting two quasi-experimental studies overcomes 

these limitations (Conroy and Bradley 1985).  While this does not overcome the study’s 

issues, other options were not possible given the time, cultural, and public policy issues 

that the study faced in general. 

To complete the study, the researchers matched individuals in the community to 

those who were “stayers” (Conroy and Bradley 1985).  They matched them by a series of 

variables (sex, age, pre-relocation adaptive score, and pre-relocation maladaptive score).    

They provided statistical evidence that the matches were on target.  The authors 

specifically compared the populations of movers and stayers to ensure that there was no 

skimming or creaming that would have led to an inability to provide guidance for 

potential future outcomes (Conroy and Bradley 1985).  While they found some 

differences (the population in the CLA was two years younger and less likely to have a 

visual impairment among others), they argued that “we think it is very likely that future 

placements will have outcomes very similar to those we have observed” (Conroy and 

Bradley 1985, p.59).  In all of this population, the researchers discovered a series of 

factors and results that suggested that deinstitutionalization produced positive results. 
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 The researchers’ study determined that there were three characteristics that were 

most closely related with growth in the individual.  The first was how long they had been 

in Community Living Arrangements (CLAs).  The longer individuals lived in the 

community, the greater the improvement in their adaptive score.  Second, people who 

could not walk displayed more growth than those who could.  For those who were not 

ambulatory, the institution presented increased obstacles and difficulties.  Third, 

individuals with lower adaptive skills showed larger gains than those who initially had 

higher skills (Conroy and Bradley 1985).   So, individuals needed to be out for some time 

to gain the greatest results.  Those who had significant physical problems were, on the 

other hand, immediately better off.  Those with lower adaptive skills and lower 

intellectual capabilities achieved the greatest success over time.  These are counter to the 

arguments that are made to retain institutions. 

The authors used two specific measures to determine improvement or lack thereof 

in the individuals and their behavior.  These were based on the Behavior Development 

Survey (Conroy 1980).  They studied both adaptive and maladaptive behavior.  They 

prefaced their study by suggesting that, because of the nature of the statistical analysis, 

maladaptive behavior would require significant changes to be significant, while adaptive 

behaviors would not (Conroy and Bradly 1985).  They found that significant gains were 

never achieved by those who stayed at Pennhurst.  Those who left showed improvement 

within their first year after placement.  Gains continued even after placement for many.  

By the fifth year, gains during that final year were negligible (Conroy and Bradley 1985).  

So adaptive scores improved and maladaptive scores remained similar.  The predictions 
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that deinstitutionalization would lead to behavioral problems without improved 

adaptations proved incorrect. 

In addition, there was no significant change among the population studied in 

maladaptive behavior.  Concerns that the move to the community would bring difficulties 

and maladaptive behavior did not appear to be true.  There was, in no statistical analysis, 

any significant change in the maladaptive scores (Conroy and Bradley 1985).  At the 

same time, any hope for improvement because of the move to the community did not 

prove to be true.  The authors do argue that it is difficult statistically to find movement in 

these scores.  Because the scores are highly subjective and it is difficult to define a 

consistent set of parameters for behavior (how does a rater define “rebelliousness), the 

inherent “noise”, as the authors call it, in the statistics makes it such that only large 

changes would be significant (Conroy and Bradley 1985). 

The authors compared how many hours of service individuals received when they 

were in the institution versus the community.  The movers received 104.5 hours of 

service in their living area per month.  They also received 120.7 hours of service in a day 

program.  The stayers received 156.0 hours of service in their living area but only 33.1 

hours in their day program.  The movers thus received 36 more total hours of services 

than the stayers. On the average day, the movers received 8 hours per day of service, the 

stayers received only 6.8 (Conroy and Bradley 1985).   During a given month, most of 

the extra service time was provided in external day programs.  In the context of services 

for people with disabilities, day programs can provide more access to people without 

disabilities (if structured properly) and more diverse programming.    The shift from 
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living area to day program, at that time, was a large change for everyone involved.  Staff 

would have different responsibilities as well, such as transportation coordination, 

program development and coordination and a different mix of therapies and 

individualized programming (Conroy and Bradley 1985).  Those who moved into the 

community received fewer services at the place in which they lived.  From 1980 to 1984, 

this number decreased, per person, by 44 hours per month.  At the same time, the amount 

of day programming provided outside of the living area (in contrast to what occurred at 

Pennhurst) increased from 48 to 119 hours, an increase of 71 hours.  So, the individuals 

in the community received 27 more hours as a result of the move to the community and 

more access to typically developed individuals.  The average number of hours spent per 

client of direct staff time was different between the community and Pennhurst.  In the 

community, the average resident received 1,902 hours of staff time per year.  In 

Pennhurst, that number was 1,753 hours (Conroy and Bradley 1985).   Overall, the 

individual received more service hours, more individualized attention and more access to 

their community. 

The authors found correlations between certain environmental factors and growth 

in the individual (Conroy and Bradley 1985).  These suggest certain important lessons for 

future movement and program development.  The four correlations that proved 

significant were between personal growth and the number of residents, the Group Home 

Management Schedule score (the higher the score the more rigid the schedule), the 

normalization score, and the number of staff hours per week.  This all suggested to the 

authors that the size of the CLA provided is important – the smaller the more growth – 
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the more structured and stable the schedule the more growth, the more normalization 

provided, and the more staff time provided, all were correlated with more growth 

(Conroy and Bradley 1985).  Looking back, this is not surprising; at the time, these 

conclusions were not expected.  The rigidity of schedule in particular did not mesh with 

expectations.   It was expected that rigidity would too closely match the institution and be 

unappealing.  However, further study over the past thirty years has indicated that the right 

level of schedule rigidity is important for those with intellectual disabilities.  The balance 

remains difficult to find. 

The authors suggested that changes in programming and service provision needed 

to occur even well after placement in the community.  The first evidence of improvement 

as a result of the move into the community was found when looking at adaptive 

behavioral changes over time in the community and in Pennhurst.  They found an 

improvement over the five years of the study, on average 11.5 points in the adaptive 

score for those who moved into the community compared to a 0.7-point increase for 

those who stayed.  Maladaptive scores dropped by a marginal 0.3 points while those who 

stayed at Pennhurst showed an increase of 0.1 points.  The t-test suggested there was no 

significant difference in the maladaptive scores.  All of this suggested that individuals 

who moved showed significant improvement in their adaptive behaviors without any 

change in their maladaptive behaviors. 

There are several reasons why this likely occurred.  The presence of the judge and 

the case clearly influenced these numbers.  Without the decision by the judge, it is 

possible that this increase might not have occurred.  Those who moved may have only 



 
 
 
 

78 
 

received a comparable amount of services, or even less.  Also, the visibility of the case 

could have contributed to the increase in hours.  Fear of publicity, especially after the 

other visible cases around the country such as in New York and Alabama, could have 

driven decisions to provide a higher level of services.  There is also the possibility that, 

with the departure from Pennhurst, individual case management and study led to a better 

understanding of needs and an increase in services.  We will see another example of that 

in the case in Northern Virginia.  Regardless of the reason, the change in the services was 

noticeable.  The movement out of Pennhurst and into the community changed the 

location and amount of services provided. 

Programs and services were more successful at achieving growth in individuals 

than the institution had been.  The authors state that “after placement, they were doing 

more things independently or with less help” (Conroy and Bradley 1985).  This opened 

up more programming and services to them.  This led, in two of the longitudinal studies, 

to continued growth even after placement.  The expectation from Judge Broderick that 

this would occur appeared to prove true.   If such growth had not been evident, the value 

of the closure would have been in question.  Many who had advocated for institutions had 

believed that, at best, no growth would occur. 

Attention to individual needs likely grew.  Case management was expanded.  

Individuals were not lumped into groups based on service availability instead of specific 

need.  The services expanded overall suggesting this not only possible in the community 

but likely upon closure.  We will see this again in Virginia. 
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Measuring Satisfaction 

 The authors also looked at consumer satisfaction, trying to determine whether the 

individuals themselves were pleased with the change in their situation.  Because the 

researchers needed to ask the respondents about their opinions, the population had to be 

limited and smaller than the full population either in the community or at Pennhurst 

(Conroy and Bradley 1985).  Considering that a large proportion of the population at 

Pennhurst was non-verbal, they could only learn what the opinions were of the specific 

population sample selected and of those they could be determined to represent in the rest 

of the population. Those who were non-verbal are only partially represented. The authors 

did take steps, using methods such as asking the respondent to pick a smiley-faced 

picture rather than seeking a verbal response, to reach as many of the non-verbal 

population as they could (Conroy and Bradley 1985).  The authors acknowledged there 

were limitations to the study as a result of the population and its strengths and 

weaknesses. 

Externally, the study covered family members of those who were 

institutionalized.  Just as in many other studies that the authors cited, they found that 

families in their baseline study, prior to their family member moving, were not in favor of 

deinstitutionalization.  The authors found similar results to what were found going back 

as far as the Klaber paper (1969) that families tended to greatly exaggerate the positive 

nature of the institutions in which their family members were placed in.  The authors 

uncovered that 75% of those interviewed believed that their family member had already 

achieved their highest level of “development possible” while at Pennhurst (Conroy & 
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Bradley 1985, p. 109).  Interestingly, those interviewed believed that their family member 

had significant medical needs, even though it was true in only a few cases.  The authors 

suggest this is due to what they were told when the person entered the institution, that 

they had medical needs which could only be met in an institution (Conroy and Bradley 

1985).   

 After the ex-Pennhurst residents had been in community living arrangements for 

six months, these attitudes changed. The family members expressed a belief that their 

lives had improved and that the deinstitutionalized members’ life had improved.  Their 

concerns about quality of staff and about availability of funding for community services 

were allayed although they continued to be worried about the longer-term requirement for 

government action (Conroy and Bradley 1985).  While the families saw improvement in 

their family members’ growth, they did not believe it would continue in the longer run.  

They once again believed that their family members had reached their developmental 

limit – even if this were a new limit achieved by moving into the community. 

 A group of former residents were sampled; all 143, were asked a series of 

questions: 12 Yes-No, 3 Either-Or and 4 Open Ended.  The small list of questions, and 

the limited array of them, was necessary because of the limitations of the intellectual 

abilities of those surveyed.  The researchers took careful steps to ensure that they got as 

useful responses as possible.  Redundancy was added to ensure that the researchers 

received consistent answers (Conroy and Bradley 1985).  For those who moved, their 

level of happiness increased noticeably.  At Pennhurst, 12 individuals expressed 

happiness in their situation while six were neutral or sad.  Once these people moved to 
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the community, this shifted to 22 happy with one neutral.  Individuals who moved 

showed a 33% increase in their level of satisfaction with their housing arrangements, 

their satisfaction with the staff also increased 20%.  Their satisfaction with the Day 

programs remained the same (not surprisingly considering the programs remained the 

same, with more time attending being the only change in variable) (Conroy and Bradley 

1985).  Also, their general happiness remained the same, 67% of those said they were 

happy prior to moving, were the same 67% who said they were happy after moving.  

However, their happiness in specific areas improved significantly after moving.  The 

overall “smile scale” showed improvement across the board.  Individuals picked the 

smiley face when asked: 

• How they felt about living in the community 

• How the staff felt about them 

• How the other residents felt about them 

• How they felt about the staff 

• How they felt about the other residents 

• And how they felt about themselves. 

On every measure selected, the individuals expressed greater happiness after their move 

(Conroy and Bradley 1985). 

  In contrast, the researchers studied those who stayed back at Pennhurst.  From 

1980 until 1984, those individuals who stayed showed decreased satisfaction in their 

living arrangements.  Watching others move had a detrimental impact.  Surprisingly, 

general happiness at Pennhurst increased for some and general happiness decreased for 
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others (Conroy and Bradley 1985).  The overall satisfaction decreased, but there were 

still some who professed increased happiness over the period studied.  This appeared to 

be due to both less perceived crowding and the accessibility to programs.  Satisfaction 

with the staff increased by 12% over the four years, and satisfaction with the day program 

increased by 20% over the same period (Conroy and Bradley 1985).  With the smaller 

population in Pennhurst, staff was better able to serve the population.  The changes in 

structures and the day program in general led to greater satisfaction with that program 

(Conroy and Bradley 1985).   

 The researchers found that those who moved showed a significant increase in 

normalization and individualization.  The researchers used the PASS-3 test, a widely used 

test at the time, to judge normalization and changes for individuals (this involved an 18-

item test to determine normalization), as well as the Resident Management Survey that 

measures the degree of individualization that the institutionalized, or non-institutionalized 

(Conroy and Bradley 1985).  These tests determined whether individuals achieved what a 

state psychologist would consider normalized and then the degree to which a person 

expressed their individuality through their lifestyle.  The results were significant.  On 

average, the normalization scores improved from negative 232 to positive 172.  On 

average, the individuals scores rose from 58 to 65 (this was almost at the top of the scale 

– 66, as a result in the years following this study, the measure was removed).  In both 

cases, the changes were significant and positive (Conroy and Bradley 1985).  The authors 

concluded that individuals were better off, by both measures, by moving to the 

community.  According to Robert Flynn, in looking at the Conroy and Bradley study to 
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determine the validity of the PASS toolset, “In later waves of measurement, carried out 

on 320 clients residing in the same community residence in both 1983 and 1984, the total 

score on the PASS 3 short form had a simple correlation of 0.31 (p < .001) with the 1983 

level of adaptive behavior and a partial correlation of 0.12 (p < .05) with gain in adaptive 

behavior between 1983 and 1984” (Conroy & Bradley 1985, pp. 156-157).   He 

concluded about this particular data, “thus, clients tended to make larger gains in 

community residences with higher Normalization scores” (Flynn and Lemay 1999).    

One confounding result was found by correlating certain variables.  The authors 

attempted to correlate certain key variables with growth, or lack thereof, in the 

individuals who moved (Conroy and Bradley 1985).  They found that there was no 

correlation between the mean number of hours provided in service and the mean adaptive 

behavior scores of individuals, the mean maladaptive behavior scores nor even the mean 

medical needs.  There was also no level of correlation between the level of assistance 

staff provided to clients and their adaptive behavior scores, maladaptive scores or 

medical needs (Conroy and Bradley 1985).  The lack of correlations, among other 

potential things, suggests that even in the community, programs were built and then 

people were found to fit them.  Individual growth, had the programs been built for 

individual needs, should mean correlation between hours spent and improvements in 

individual scores.  Of course, this correlation did not exist, suggesting that the programs 

were not fully meeting individual needs.  At the same time, there were improvements in 

scores across the board, suggesting that improvements were made.  This suggests that it is 

essential to keep improving programs for individuals and improving quality programs for 
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the staff.  If this correlation proves to exist in Virginia for example, and the other 

improvements in behavior, skills and happiness are achieved, success of the closure will 

be plainer.  The next major component to examine and determine lessons for future 

closures is costs.   

 

The Costs   

Even though the Supreme Court would rule that costs could not be directly 

considered in future court cases, such costs have a significant impact on political and 

policy discussions.  Since this study, costs have been a constant argument between the 

advocacy sides.  When the authors looked at the factors that explain the differences in the 

costs per person, both inside Pennhurst and in the community, several important 

conclusions were reached.   By completing a regression analysis, the authors determined 

that 24% of costs were explained by the adaptive behavioral scores of the person, and 

their medical needs.  Maladaptive scores and age were not variables that were significant 

in this analysis (Conroy and Bradley 1985). This finding reversed the expected analysis. 

the common notion of the day that maladaptive behavior was the reason that costs were 

higher within the institution and would remain so outside in the community. This could 

not be found in the results.  At Pennhurst, age explained 40% of the cost per day, an 

unexpected finding (Conroy and Bradley 1985).  The authors concluded once again (this 

was a theme of their findings) that the limited nature of these findings suggested that 

program models were made to match the needs of the population instead of matching 

individuals to the program (Conroy and Bradley 1985).  So, costs were driven by general 
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needs, not by personal and specific requirements. Programs and services were more 

successful at achieving growth in individuals than the institution had been.  The authors 

state that “after placement, they were doing more things independently or with less help” 

(Conroy and Bradley 1985).  This opened up more programming and services to them.  

This led, in two of the longitudinal studies, to continued growth even after placement.  

The expectation from Judge Broderick that this would occur appeared to prove true.   If 

such growth had not been evident, the value of the closure would have been in question.  

Many who had advocated for institutions had believed that, at best, no growth would 

occur. 

The study examined the costs of habilitation both at Pennhurst and within the 

community.  The authors acknowledge that this only tells so much about the situation in 

Pennsylvania.  They argue that Pennhurst had become “resource rich”, seemingly 

because of the controversy around the facility which had led to attempts at fixes (Conroy 

and Bradley 1985).  To provide context, the authors cited a University of Minnesota 

study in 1982 (that suggested an average cost across the country per patient per annum of 

$92.85 per day or $33,890 per year).  Pennsylvania spent at the time on average $107.64 

per day or $39,289 per annum.  The cost at Pennhurst was $123.00 per day or $44,899 

per annum.  This suggests that the “resource rich” designation was appropriate (Conroy 

and Bradley 1985).  

 Costs of community living arrangements were strikingly less overall.  The 

national average from the Minnesota study was only $14,242 per resident per year.   In 

Pennsylvania, this average spend was $17,856 per year, likely due to higher costs for 
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personnel and rent across the state compared to those in other states.  In the southeast 

region of Pennsylvania (the state agency broke the state into distinct regions) where 

Pennhurst was located (and the most logical comparison) the cost was $22,951 (Conroy 

and Bradley 1985).  Even with this dramatic increase from the national average, the cost 

of community care was half of the cost of the institutionalized care of $44,899 per year. 

The authors found that community programs were less expensive per day than 

those provided at Pennhurst (Conroy and Bradley 1985).  They looked at the costs of the 

various community arrangements for those who had moved.  Minimally supervised 

apartments, as expected, were the lowest cost habilitation at $54.64 per day: group homes 

cost $59.98 per day, apartment programs cost $74.84 per day and small home programs 

cost the most at $121.93 per day (Conroy and Bradley 1985).   This last cost 

approximated those at Pennhurst suggesting that, if cost were to be the driver of 

community movement, small home programs were not an option. 

The authors then looked at the organizational variables that went into the cost per 

day.  Interestingly, the average salary of the staff bore no statistical relationship to the 

cost per day.  As a matter of fact, the relationship was negative (Conroy and Bradley 

1985).  This may have indicated that the more expensive the staff member, the more 

efficient they were at providing services.  The variable that did explain the largest part of 

the cost was the number of direct care staff per client.  Logically this makes sense, the 

more people involved in providing the care the more expensive the cost per day. On the 

other hand, the more services could be provided by one strong staffer, the less staff costs 

would be. According to the model presented in the study, each additional staff member 
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cost $32.54 per day.  The number of clients served by the program was also statistically 

significant and negatively correlated to the cost (Conroy and Bradley 1985).  The authors 

admit this does not appear to hold through to large environments like Pennhurst itself.  

There did however appear to be a distinct “non-economy of scale” as the authors put it 

(Conroy and Bradley 1985).  Basically, the smaller environments created additional costs.  

This makes logical sense as the smaller the facility, the more difficult it is to spread costs 

across multiple clients.  

According to this same regression, in Fiscal Year 1981-82:  

• Programs housed in small homes could be expected to cost $21.91 per day more 

than the average community residential program.  

• For each additional resident, the program cost per client day could be expected to 

decrease by $3.36.  

• A program in its first year of operation could be expected to cost an average of 

$8.73 more per day than programs in existence for more than one year (Conroy 

and Bradley 1985).  

These posed certain problems and complications for the programs.  Costs were 

complicated not simple or straight forward.  The small homes did not provide cost 

savings.  The larger the facility the less the cost, at least to a certain point.  The authors’ 

results suggested that there was a middle ground, a “sweet spot”, where size of the 

facility led to lowest cost.  These appeared to be in the range of groups homes and 

slightly larger facilities.  If costs were the primary criteria to determining how to meet 

individual needs, this could lead to specific decisions about the housing to provide. 
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 If the program was in its first year, costs were, not surprisingly, higher.  This 

proved to account for 13.8% of the variation in cost between years (Conroy and Bradley 

1985).  As the programs became more mature, the costs dropped.  One-time costs and 

delays in reaching full occupancy in the community living arrangements led to this factor, 

according to the authors.   

Staff costs were significantly lower in the community.  The average cost overall 

in the community for staff resources was found to be about 70% of the overall spend on 

services for the movers.  The cost per staff member was found to be 40% of those at 

Pennhurst (Conroy and Bradley 1985).  As part of their examination of staff costs, the 

authors looked at cognitive and academic training, mobility training, sensorimotor 

training, social interaction training, recreation therapy, family life/sex education, 

community living skills training, dressing skills training, eating skills development, 

hygiene and grooming, supervised recreation, and supervised recreational trips.  They 

found that the cost in the community ranged from 42% of those at Pennhurst to 92% 

depending on the programs (Conroy and Bradley 1985).  Certain of these programs were 

not expected to cost significantly less (supervised recreational trips for example) but they 

did nonetheless.  There was little evidence, if any, that costs increased by moving 

individuals into the community.   

 When they examined case management services, they found that the mean cost 

per case for case management was $299 in the community but $1,159 in Pennhurst.  In 

the community, the number of cases managed by a single caseworker was on average 

from 85 to 107.  The 85 represented the number managed by those working from the 
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central county offices; for those working from base service units, the number was 107 

(Conroy and Bradley 1985).  This volume alone led to most of the cost savings.   

  The authors further argue that there were several other specific causes of cost 

differentials.  In Pennhurst, the cost of specialists was higher than the cost of the 

generalists in the community.  They argue that “in private industry the specialization of 

function such as occurs at the Pennhurst Center can be cost advantageous. Specialized 

workers often demand less pay than workers who are more broadly skilled, and their rate 

of production can markedly increase as they become proficient in their area of 

specialization” (Conroy and Bradley 1985, p. 135).  In addition, Pennhurst continued to 

use a medical instead of developmental model for provision of services.  The medical 

model, as expected, cost more as the specialized medical providers cost significantly 

more (Conroy and Bradley 1985).  The shift contributed to lower costs in the community. 

 Community residents were expected to take advantage of existing medical 

programs that were available for the general population.  In Pennsylvania, Medicaid 

reported that the average person with severe disabilities made 2.54 visits to doctors and 

specialists each month.  This cost an average of $336.54 per patient.  Inside Pennhurst, 

the average cost was $2,322 per year (Conroy and Bradley 1985).  This difference can 

largely be chalked up to the availability of medical services.  When the services are 

available to everyone inside of a facility, everyone tends to take advantage of the 

services, regardless of need.  Once people have to travel and make an effort to visit a 

doctor or other medical provider, the number tends to drop.  On the contrary, the presence 

of the infirmary at Pennhurst and the presence of available medical services lowered the 



 
 
 
 

90 
 

number of unnecessary visits to hospitals and emergency rooms.  This lowered these 

costs. But still, the cost of an emergency treatment program that was present at Pennhurst 

was $4,160 per emergency, suggesting the savings came, not from average costs, but 

lower numbers of cases (Conroy and Bradley 1985).  The combination of the infirmary 

and the emergency room costs balanced this out, and suggests that there was little savings 

in these areas when putting someone in the community. 

One other factor to be considered is the privatization and de-unionization 

movements of the 1970s and 1980s.  These occurred during and after closure.  The higher 

cost of unionized employees at Pennhurst combined with the political impact of a 

unionized population likely affected the closure process.  Unionized employees were paid 

more and received greater benefits than those who worked in the community.  For 

Republicans, some would want to see the elimination of these positions due to their 

potential political impact as members of a union.  Democrats would fight to keep it.  All 

of this of course was muddied by the lobbying of family members.  Costs were likely 

higher at Pennhurst than in the community due to that unionization. 

 This in-depth study of costs, the most complete of any study provided since then, 

has proved instructive in future cases.   These cost savings became part of the narrative as 

those lobbying for closure became more vocal.   The lessons would instruct a variety of 

situations including those in Virginia. 

 

Learning from the Costs 
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 The authors claim six specific learnings from their study of the costs both at 

Pennhurst and within the community (Conroy and Bradley 1985).  

1. There are inherent “out of the pocket” savings in smaller community 

programs compared to large institutions. 

2. There were no economic advantages to the specialization of labor in large 

institutions. 

3. Employees of state institutions generally commanded higher salaries and 

more ample benefits than those that worked in the communities.  They 

also suggest that, because these are the basis of most of the cost savings, if 

those in the community ultimately commanded higher salaries and better 

benefits, much of the cost savings would disappear. 

4. According to the authors, “the community residential programs showed a 

greater cost advantage over programs at Pennhurst when measured in 

terms of the cost per hour of direct care staff time rather than in terms of 

the cost per client-day. Thus, advocates for community residential 

programs might be well advised to argue in terms of these latter measures, 

measures more indicative of the level of effort being expended on behalf 

of clients, than in terms of the cost per client day measure.” 

5. There is a wide variety of costs both in the institution and the community 

depending on the programs.  On average, the cost in the community for 

programming was lower, but there are programs that can cost more in the 

community. 
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6. Adaptive behavior, maladaptive behavior, age and medical need explain 

only 24% of the variable cost in programs per diem.  Client specific 

variables, according to this and the other studies found by the authors, do 

not seem to explain the greater part of the costs of programming.  The 

authors argue that the way programs were designed was more related to 

the views of those creating the program than to the needs of the clients.  

Program leadership, staff training, and the proclivities of individual staff 

members are, according to them, the drivers of cost (Conroy and Bradley 

1985). 

 The authors suggest from all of this that the proper approach to take is to establish 

programming models for the various clients that are present and then estimate the costs of 

those models.  They also suggest moving away from normative cost analysis and toward 

prescriptive analysis (Conroy and Bradley 1985).  This would avoid underfunding of the 

community programs.  The lower costs found across the board, lead to concerns of 

underfunding, as much as to the fact that costs may be lower in general. There are a 

series of other conclusions we can draw beyond the change in costs.  These will be 

examined next. 

 

Learning from Pennhurst 

 Marvin Rosen argues that the Bradley and Conroy study is a useful example of 

the use of the institutional data in a control situation (Rosen 1984).  He argued that future 

studies would not look at data about those who are institutionalized unto themselves but 
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instead show them as a control for studying the community.  He argued for the continued 

study of those institutionalized and in favor of keeping institutions along the continuum 

of care, provided this empirical data proved that the institutions provided growth and 

improvement or at least value for those within its walls (Rosen 1984).  This would 

become an argument that family members would make for years to come.  According to 

Rosen, “However, it would indeed be unfortunate if the future of these facilities were to 

be determined more by emotional rhetoric than by empirical study and analysis of their 

previous history” (Rosen 1984, p.1).  He asks whether there were any lessons from the 

past that needed to be preserved.  Rosen argues that there are nine areas that should be 

reviewed for lessons learned and perhaps to determine if institutions should remain: 

1. Historical Background 

2. Environmental Design 

3. Quality of Life 

4. Medical Treatments  

5. Teaching Strategies 

6. Staff Management Techniques 

7. Discipline Theories and Techniques 

8. Early Research and  

9. Resolving Dilemmas (Rosen 1984) 

 While Rosen’s conclusion can be helpful, and did reflect the position of the 

Justices in Olmstead as an example, the idea that emotions or other reasoning would not 

come into play proved to be shortsighted.  He also did not analyze or suggest who exactly 
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would belong in an institution and under what circumstances.  There was little in this 

five-year study to suggest that institutions such as Pennhurst could provide something 

better or less expensive than the community.  It would seem that the emotional side was 

taken by those who wanted to retain Pennhurst after the decision, as there was little 

empirical study to suggest that Pennhurst should have remained open. 

 Regardless of Rosen’s conclusion, Pennhurst did in fact close and there was never 

a move to add more beds to other institutions or to prevent further deinstitutionalization.  

To this day, the closing of Pennhurst poses strong lessons learned for states that seek to 

close their institutions.  After all these years, it is important to look back, examine what 

occurred, and make determinations for the sake of public policy.   

The costs that were lowered were due to a series of factors.  The specialization of 

resources can lead to lower costs if efficiencies are what they found after Pennhurst.  The 

cost of resources in the community does not need to be higher.  Medical costs can be 

spread across multiple existing programs; these have not changed since Pennhurst closed.  

The most interesting and useful finding was the “sweet spot” of costs.  Settings that were 

too large cost too much, as did settings that were too small.  Considering the needs and 

abilities of the individuals involved will lead to clear conclusions about what settings are 

best for them.  But the idea of placing a large portion of these individuals in apartments 

or houses where they are alone may not be financially feasible.   

Finding the right staff may be a truism but has tremendous impact on the success 

of the movers.  The happiness of the movers and their families with the staff was a key 

factor in the success of the moves.  The staff cannot make up for the structure and 
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challenges that are generally posed in a large industrial-sized institutional setting.  In 

either location, the institution or the community, the staff still drives success.  The 

problems with this would be evident in Virginia more than 2 years later. 

There was little evidence in this case that the families believed that the institution 

should be closed.  Even Mrs. Halderman recanted before the case was finalized.  Families 

believed that the institution was better than it was by any objective measure, and believed 

that their loved one had peaked in their development.  After the move, after they were 

forced to see that the community was equivalent and could be a better setting, only then 

did they express their approval of the community setting.  This suggests that it is unlikely 

to be possible to convince the families, they will need to be brought along even if they 

object.  And if they continue to object, the move may need to happen despite them, as it 

would in Virginia. 

The legal case presented has two specific pieces of learning for future public 

policy.  The first is that legal cases in front of a singular judge may prove to be a 

powerful predictor of closure.  The political system may prove too difficult to traverse in 

attempts to close institutions.  Whether this comes from a bureaucracy that does not 

support the existence of the institution either for efficacy or cost reasons, or from activists 

seeking closure, politics may interfere.  Cases such as Pennhurst could prove this out.  

Virginia would suggest the same. 

The second is that consent decrees will be more efficacious than the lawsuit itself.  

Even when a judge, such as Broderick, is inclined to close the institution, there are legal 

issues that may prove to be roadblocks.  The Supreme Court has ruled quite specifically 
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that Federal judges cannot force states to follow their own laws.  And they have ruled that 

there is no specific right to habilitation, even in the Olmstead decision.  Even now, the 

Justice Department does not seek specific closures.  They seek to move those out for 

whom the institution is not the LRE.  Given the ability to appeal these complex cases, 

combined with the previous rulings, the likely method of closure is the consent decree.  

Because of the disruption that these cases can cause, the length of time that may drag, the 

effect on loved ones and families, coming to agreement on how to close institutions, 

instead of fighting, can prove more productive.  Pennhurst suggests exactly this. 

The five-year longitudinal study suggests that the results of the closure for 

Pennhurst argue for more closures.  In most measures, individuals were better off in the 

community.  They proved, as far as the study could measure, to be happier and to receive 

more and better care.  There is little in the study to suggest that the closure was either an 

inappropriate idea or even that some part of the population should have stayed in 

institutional care.    

There are still, as of the writing of this paper, over 30,000 people living in 

institutions across the United States of America.  Closures will still occur.  Justice 

Departments, depending on the President and the political situation, will be active in 

pushing for closure.  While the Trump administration is not active in this area, 

considering that both the Bush and Obama Justice Departments were actively pursuing 

cases, the possibility of further closures remains. These lessons will be vital to the 

success of future closures.  Virginia in particular will prove this out.  If Virginia works, 

pressure will increase to close in other states. 
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CLOSING THE VIRGINIA TRAINING CENTERS 
 

 

 

In Virginia at the time of Buck v. Bell (1927), as in Pennsylvania and many other 

states, eugenics was the order of the day.  The institutions originally were places to try to 

house people and provide society with protection from them – and them with protection 

from society.  Over time, they became warehouses.  By the 1990s, the Commonwealth of 

Virginia was facing lawsuits and other pressures to improve the conditions at its 

institutions, now known as Training Centers.  The various lawsuits moved slowly.  The 

Commonwealth spent more money on its institutions, which led to better conditions at the 

facilities.  There were very few attempts to move people out into the community, as, just 

as in other states, it was assumed this would not work, that those that moved would 

suffer, and that institutions were the only option for those who had lived there for any 

significant period (Justice Department Findings Letter, February 10, 2011). 

The Civil Rights Division of the United States Justice Department was tasked 

with addressing the presence of large institutions populated with people who should be 

and were capable of living in the community.  Their efforts were rooted in the provisions 

of the Americans with Disabilities Act and the Olmstead decision, the most direct action 

by the Supreme Court on the issue.  From the Americans with Disabilities Act, “[N]o 

qualified individual with a disability shall, by reason of such disability, be excluded from 

participation in or be denied the benefits of the services, programs, or activities of a 
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public entity, or be subjected to discrimination by any such entity” (42 U.S.C. § 12132).  

In Olmstead, as we saw in the literature review and even the introduction to this 

dissertation, the Supreme Court held that public entities are required to provide 

community-based services to persons with disabilities when (a) such services are 

appropriate; (b) the affected persons do not oppose community-based treatment; and (c) 

community-based services can be reasonably accommodated, taking into account the 

resources available to the entity and the needs of other persons with disabilities.  In so 

holding, the Court explained that “institutional placement of persons who can handle and 

benefit from community settings perpetuates unwarranted assumptions that persons so 

isolated are incapable or unworthy of participating in community life”  (Olmstead v. 

L.C., 527 U.S. 581 (1999)).  Olmstead had not called for closure of all institutions, as 

some had hoped.  Instead it provided for a concept where individuals had to be placed in 

the “most integrated setting appropriate to their needs” (Findings Letter, 2011, p.1). All 

of this was the justification that the Justice Department used to launch its investigation in 

Virginia. Much of this effort was also a result of the history of institutional closure in 

America.  Pennhurst, and other cases like it, had specific impacts on the closure in 

Virginia.  These closures had been successful.  There were not nor have there been 

examples where closures had to be reversed or modified. 

The Justice Department first applied this to Georgia, where Olmstead had 

originated.  Virginia was the second state that the Justice Department decided to tackle.  

After Virginia, there was an expectation in the disability community that other states 

would follow.  To this date, that has not occurred.  No other state has been officially 

https://en.wikipedia.org/wiki/List_of_United_States_Supreme_Court_cases,_volume_527
https://en.wikipedia.org/wiki/United_States_Reports
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challenged.  The public policy implications of the closure in Virginia have not yet been 

seen.  But the failure of the Justice Department to tackle any other states suggests that 

there were complications and difficulties in Virginia that would have to be addressed. As 

we shall see, the length of time that Virginia has taken, along with the level of effort and 

diligence that was required from the Justice Department, has been a deterrent to further 

cases.  With the change from the Obama Administration to the Trump Administration and 

the subsequent turnover of personnel, there has been little appetite to continue where the 

challenge to Virginia left off. 

When the Department launched its investigation, the investigators determined that 

there were several specific unnecessary barriers created by the processes that the 

Commonwealth established and the decisions the Commonwealth made in maintaining 

the Training Centers.  The Commonwealth emphasized a person’s deficits rather than 

determining what supports would be needed to overcome them (Findings Letter, 2011).  

This did not allow those managing the system to understand the needs and requirements 

of the institutionalized individual.  The investigators stated that the Commonwealth was 

using an outmoded view of disability.  They “found that many treatment plans [did] not 

reflect individualized planning and are not integrated across disciplines” (Findings Letter, 

2011, p.13).  This led to the spread of a common set of services across a whole group of 

individuals, regardless of need.  There was only limited individualization of plans or 

services.  This was the same situation that was present at Pennhurst.  Individualized goals 

were not set; they were presented as generic treatment goals.  The discharge process 

focused on the individuals’ readiness instead of the supports needed in the community.  
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This is a common problem in states that still have institutions around the country.  

Discharges are not occurring apace because of inertia within the institutional system. 

Because of the lack of options, the Justice Department determined that there was a 

significant risk that individuals who should not be institutionalized would be; that they 

were at risk of “unnecessary and costly institutionalization” (Findings Letter, 2011, p.2).  

When the Department staff was drafting its findings, there were 6,000 people on the 

waiting list for waivers5 in Virginia (As of the writing of this paper, more than 11,000 

individuals (Brain Injury Association of Virginia website, 

https://www.biav.net/medicaid-waivers-virginia/, April 24, 2020) were on that same 

waiting list).  3,000 of those were “urgent’ according to the criteria the Commonwealth 

utilized at the time.  All of them were in a position where any significant change to their 

situation could force them into an institution.  Considering that this was largely all that 

was available, the odds of institutionalization were heightened and, in the opinion of the 

Justice Department, inappropriately and illegally so.   

 All of these factors would lead to changes to the system, with services and with 

programs.   The Justice Department would deliver a damaging Findings Letter, which 

would lead to a Settlement Agreement approved by District Court Judge John A. Gibney 

of the Eastern District of Virginia and then finally to the closure of the Northern Virginia 

Training Center (NVTC) and eventually (in the future) the closing of 4 of the 5 Training 

Centers around Virginia.  The extended and arduous process that this required, has 

 
5 Waivers are so named because they are waivers of the individual’s right or claim to institutionalization.  
Once the person has waived that right, they are provided with a budget for services in the community. 

https://www.biav.net/medicaid-waivers-virginia/
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prevented further investigations and closures.  The same reasons that have prevented the 

ultimate closure of all of the institutions have prevented the Justice Department from 

pursuing further cases.  Budget changes tend to be incremental, legitimacy fades over 

time, internal stakeholders move slowly and methodically, and political situations call for 

inertia when there are competing political stakeholders with power.  The closure of 

NVTC has occurred but only one of the other 3 that were slated to close has done so as of 

the writing of this paper.  Even when the Justice Department gets agreement from the 

required parties to close institutions, the process is slow and difficult and some 

stakeholders still push to retain the institutions.   

 No other state has been forced to close its institutions since Virginia.  The length 

of time it has taken to move the Commonwealth of Virginia away from its institutions, 

and the shear difficulty of the process this has required, have put a damper on the Justice 

Department and reassured other states they do not have to act.  As we are about to see, 

Virginia’s process began after the Olmstead decision and is still underway as of April 

2020. 

 

Beginning the Investigation 

In the early part of the 2000s, the Department of Justice started to investigate the 

institutions in Virginia.   The Olmstead decision of 1999 had led to a distinct change in 

approach.  Georgia, as expected, was the first case the Department tackled (Olmstead was 

filed in Georgia and so it was addressed first).  The Justice Department ended up with 

Virginia as its second major case post-Olmstead.  While this was not strategic or 
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deliberate, the decision to do so would lead directly to the closure of the Northern 

Virginia Training Center.   

Virginia was a target of convenience, not a planned target (Zisser Interview).  The 

situation at the Central Virginia Training Center (CVTC) had been brought to the 

Department, just as the issues in Virginia had been over a period of years.  The relation to 

Buck v. Bell had to be appealing to those within the Department.  Over the course of the 

review, it became apparent, as it states in the Filing, that there were greater issues in 

Virginia.  Olmstead had provided the framework to challenge the institutions in Virginia; 

the Department followed that approach (Zisser interview).   

In 2008, the United States Justice Department informed then Governor Tim 

Kaine, that they were investigating the institutions for those with intellectual disabilities 

in Virginia.  In particular, the Central Virginia Training Center was targeted to determine 

if the state was failing to meet the requirements of either the Americans with Disabilities 

Act or the Olmstead decision by the Supreme Court.  Once the Obama Administration 

was in place, the Justice Department completed its study.  The George W. Bush 

Administration had been heavily involved in investigating, but the move for closure 

became a cause under the Obama Administration.   

 With the arrival of the Obama Administration, there was a significant increase in 

the desire to tackle Olmstead cases.  According to Jamie Liban, the Executive Director of 

the Arc of Virginia, when Sam Bagenstos arrived as Principal Deputy Assistant Attorney 

General in the Civil Rights division in 2009, priorities shifted from investigation to 

outright challenges to institutionalization.  It became one of the purposes in the division 
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to push to get individuals out of institutions and into the community.  Liban called 

Bagenstos a “game changer” (Liban interview). Bagenstos viewed getting appropriate 

residents discharged from institutions as the motivating factor for the Department’s 

actions (Zisser interview).   Allison Barkoff was hired by Bagenstos and arrived in 2010, 

as the Special Counsel responsible for Olmstead enforcement within the Justice 

Department.  According to Liban, Allison Barkoff was “the reason” that the lawsuit 

proceeded (Liban interview).  Her persistence was a key factor in the formulation of the 

case and of the decision by the Governor of Virginia to settle rather than fight.  Barkoff 

had pushed the results of Olmstead in Georgia and achieved closure of that State’s 

institutions (Liban interview).  The result of the case in Georgia was one of the clear 

reasons that the Governor of the Commonwealth of Virginia decided a Consent 

Agreement would be more productive than a lawsuit.   

Aaron Zisser was then brought in to tackle the case with the CVTC.  The Civil 

Rights Division, upon review of the case, made a decision to pursue an Olmstead case, 

seeking to force the removal of those residents who should be living in the community.  

These powerful lawyers within the Justice Department were the ones who had the level of 

discretion that Mahoney and Thelen describe and were able to demand that those 

responsible in Virginia move to deinstitutionalize.  There was little choice provided to the 

Commonwealth or the organizations within the Commonwealth.  The rules that were 

established were not within the purview of those in direct charge of the Training Centers.   

The veto power within the Virginia Department of Behavioral Health, responsible for the 
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Training Centers, and the political power of the residents were overcome by a shift in 

authority. 

 The investigation took over 10 years from start to resolution.  This lengthy 

timeline would be intimidating to any Justice Department organization or attorney 

considering such a challenge.  This could be difficult even for long term nonpolitical 

staff.  This suggests two specific things.  First, the process for closure has been long and 

slow and will continue to be so.  Future moves to close institutions will be long and 

arduous and will require extended advocacy, a committed Justice Department and the 

right set of circumstances.  Second is that it may be a lot longer to get to the elimination 

of institutions in the United States, as has already occurred throughout the world.  The 90 

percent reduction in the US state-run institutionalized population over the last 50 years 

suggests what closure of other types of American institutions (not for individuals with 

disabilities) might require, even those whose legitimacy is in question.  We will start the 

examination of how the Virginia closure progressed by looking at the advocacy on all 

sides of the issue. 

 

Advocating for People with Intellectual Disabilities 

When the Justice Department began investigating the CVTC, and later the entire 

system of Training Centers in Virginia, certain key community inclusion advocates 

became the fount of information that the Department needed.  These advocates were on 

both sides of the issue, some in favor of closure, some adamantly opposed.  Jamie 

Trosclair Liban was the head of the Arc of Virginia from 2006 to 2016 and Nancy Mercer 
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was the head of the Arc of Northern Virginia from 2002 to 2011.  The Arc of Virginia is 

the largest advocacy organization in the state dedicated to the well-being of individuals 

with intellectual disabilities.  The Arc of Northern Virginia provides services and support 

to individuals with intellectual disabilities in the suburbs of Washington DC, specifically 

Arlington and Fairfax Counties.  Liban was the person the lawyers at the Justice 

Department, Aaron Zisser in particular, would cite who pushed for closure by providing 

the facts they needed to hear (Zisser interview).  Even in the face of opposition from the 

families of those living in the institutions, Liban saw her mission as supporting the 

individuals who were institutionalized in the Training Centers (Liban interview and 

Mercer interview). This level of advocacy, by a small group who considered the 

institutions illegitimate, was essential to the closure, even as driven by the United States 

Department of Justice.  Without such powerful community inclusion advocates, other 

states have not been able to move to eliminate their institutions.  Whenever it seemed that 

the pace of the effort was slowing or when it seemed that retention would be the answer, 

Liban was the one who kept the pressure on the Justice Department, the Governor and the 

Legislature (Zisser interview and Liban Interview).  Nancy Mercer was a leading 

advocate when she was the head of the Arc of Northern Virginia.  She had pushed for 

moving individuals out of NVTC in particular as well as the other Training Centers.  She 

was later hired by the Commonwealth to be the manager of the process to move all of the 

individuals out of NVTC. 

On the other side were Judith Korf and Jane Anthony along with Anthony’s ex-

husband Peter Kinzler and her current husband Bob Anthony.  These two were the head 
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of the parents’ organization in support of the NVTC.   They had an extensive set of data 

that they collected on families and individuals over time (Korf and Anthony interview).  

Their access to those housed at NVTC on a daily basis gave them the ability to collect 

information and use it to their advantage when lobbying.  Various politicians came out 

and said that the families wanted the residents to stay put so they pushed for retention of 

the Centers.  From conservative to liberal (as we have seen previously), they pushed to 

retain the Training Centers.   

Jane Anthony and Judith Korf had been advocates for the NVTC, for congregated 

living, for years, Anthony since 1994, Korf since her son Adam’s arrival at NVTC in 

1998 (Korf and Anthony interview).    They were, even according to their opponents, 

Liban and Mercer, fierce advocates for their children. These two were primary attendees 

at meetings with parents’ groups at the other Training Centers, with staff within the 

Department of Behavioral Health and Developmental Services (DBHDS), and even with 

the leadership of the State, including the Secretary of Health and Human Resources and 

the Governor. 

 The NVTC had been the beneficiary of the activities of its parents from its very 

beginning. The land that the Center had been built on was donated by a group of parents 

(Liban interview).  There were over 400 volunteers involved in the facility at certain 

times, from all walks of life.  The facility offered 23 internships to college and graduate 

students.  A dental program was offered to residents but also to individuals with 

disabilities who lived in the community (the Arc of Northern Virginia was also involved 

in starting and expanding this program) (Korf and Anthony interview).  The parents 
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raised large sums of money to buy equipment, improve facilities, anything that the NVTC 

needed.  Fundraising was an ongoing effort to meet the needs of the individuals that lived 

there.  When it came time to raise money for the legal effort to retain the Training Center, 

they held one fundraiser and were able to raise $11,000 (Korf and Anthony interview).  A 

sizeable group of families participated in the Board and in other activities to make sure 

that NVTC suffered for little.  This fundraising beyond the system, given the expense of 

housing someone there, suggests that the costs that Virginia cited per person were only 

the beginning.  Costs were inevitably higher, just not provided by the Commonwealth.  

This level of fundraising and volunteer activity was not available at all the other Training 

Centers.  This was not considered by the parents in their lobbying efforts.  While these 

parents were proud of their fundraising and organizational efforts, this was what was 

required to make the Training Center successful.  The sustainability of these efforts was 

going to be a problem as the population housed got older, and so did the parents.   

As an undergraduate, Nancy Mercer studied the closing of mental health 

institutions.  She looked at those in Virginia and determined that they were “worse” than 

those for individuals with intellectual disabilities (Mercer Interview).  Mercer’s first job 

was a counselor in such an environment, responsible for 6 individuals and with an 

absentee boss.   She pushed to move people into the community as much as possible.  As 

she moved into the intellectual disability field, she took this approach with her (Mercer 

Interview).  At graduate school at Virginia Commonwealth, her final project was to 

interview people to determine if the services in the community were strong enough 

(Mercer Interview).  The belief she found was that people with Intellectual Disabilities 
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were “rich” compared to those who had mental health issues.  The presence of the 

spending on institutions and on certain types of waivers suggested this to people who did 

not understand the paucity of services available.  In 2003, Mercer took the position as the 

Executive Director of the Arc of Northern Virginia (Mercer interview).  In this position, 

she would lobby to end the institutions in Virginia.  There were those who suggested to 

her that the NVTC population was the wrong population to attempt to move.  The parents 

would object and had political clout, the population was full of people who “needed” 

institutions, and there was no political or ethical will to close the institution.  Even with 

the presence of the Olmstead decision, Virginia was not prepared to act on its own.  

Those who protected the Training Centers, the family members in particular, were able to 

maintain a minimum level of legitimacy that would block closure.  They helped to ensure 

that local politicians and the state’s managers and bureaucrats would continue to advocate 

for retention of institutions, to protect those who they perceived to need the Training 

Centers.  Programmatic and other changes would be blocked. 

 Liban first got involved in disability at the Arc of Northern Virginia.  She was 

Director of Advocacy for several years before becoming the Executive Director of the 

statewide Arc of Virginia.  She, along with the Executive Director of the Arc of Northern 

Virginia at the time, Nancy Mercer, was involved from the earliest days of this process.  

When the first meetings were held to discuss the Training Centers with the Justice 

Department the discussions were around rebuilding and redesign (Liban interview).  The 

assumption from most involved was that closure was not an option.  It would take years 

of effort, and a rare diligence and focus that would lead to the closures. Ultimately, these 
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two would be the primary drivers for the closure of the NVTC, Liban from the outside as 

the head of the Arc of Virginia, Mercer from the inside as the person responsible for 

moving the population out.   When there were first discussions about closure, Mercer 

applied to join the staff of the Secretary of Health and Human Services in Virginia, 

Secretary Hazel, in planning the closure.  When that did not work, she went to work for a 

nonprofit dedicated to the education of people with disabilities.  After that, she re-applied 

and joined the team to close NVTC (Mercer Interview).  Her drive alone continued the 

process of closure.  She moved quickly and efficiently to get individuals moved out.  

According to Jane Anthony, Nancy Mercer forced the issue and “twisted it home” 

(Anthony interview).  Both Anthony and Korf believed that Mercer had a one-size-fits-all 

approach and that she did nothing more than push people out the door.  Mercer’s role 

however required pushing for community placement in a rapid and efficient fashion.  

Without a key person in that role, the process of moving individuals in the community 

would have bogged down, as it always had prior.  Her role, and that of Liban, suggests 

that the power of individual advocacy should not be underestimated.  While Korf and 

Anthony in particular were strong advocates, they could not overcome the combination of 

Liban, Mercer and a strong Justice Department. 

Liban started the Virginia Alliance for Community early in the fight for closure 

(Liban interview).  She gathered the various groups who would support the move of 

residents into the community to form a loose coalition designed to pressure the state and 

federal governments.  The group immediately called for capital funds to be transitioned 

so that individuals could be moved.  By eliminating the budgets for rebuild and redesign, 
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the organization hoped to drive change in the system (Liban and Mercer Interviews).  The 

displacement of the institution, in Mahoney and Thelen’s theory, required that those 

working at the Training Center did not have veto possibilities over the change.  Liban and 

Mercer made sure they could not use the “rebuild and redesign” process as a veto. 

 Instead, money was allotted by the state legislature and one of the Training 

Centers the Southeast Training Center in Chesapeake, for 75 beds to replace the aging 

infrastructure there.  Because these were so new, these would become the planned 

retained Training Center beds once the Agreement was in place. Some further capital 

improvements were made in other Training Centers as well.  When the Alliance sued in 

an attempt to stop the rebuild, the court ruled against them.  This did bring the attention 

of the Justice Department.  Such a loss did not mesh with the Supreme Court’s Olmstead 

decision. 

 

Crafting the Findings Letter 

The investigation into the Training Centers in Virginia began with three sets of 

on-site tours, in November 2008, December 2008 and April 2009.  The Justice 

Department brought along experts in “protection from harm, habilitation and treatment 

programming” (Findings Letter, 2011, p.2).  Then in April 2010, the Department 

expanded its focus to include ADA compliance and Olmstead and its requirements.  

During the course of this part of the investigation, it became clear to the investigators that 

there were broader problems that demanded state-wide changes.  They could not separate 
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the CVTC programs and services from the rest of the Commonwealth, requiring the 

broader investigation (Findings Letter, 2011, p.3). 

In June of 2010, the Commonwealth released a study entitled “Creating 

Opportunities: Plan for Advancing Community-Focused Services in Virginia” (Virginia 

Department of Behavioral Health and Developmental Services, June 25, 2010, “Plan”).  

While this plan was an attempt to head off the results of the Justice Department 

investigation, it specifically stated that “Individuals in training centers could be served in 

the community if adequate supports, including targeted medical and behavioral 

interventions, were available to them” (Plan, 2010, p.27).  Lee Price, the Director of 

Developmental Services for the State of Virginia, told the investigators that it was his 

opinion that everyone in the Training Centers could be served in the community.  He 

made such statements in traveling around the state, meeting with community inclusion 

advocates for the disabled as well as the families of those housed in the various Training 

Centers (Arc of Northern Virginia Board Meeting, Spring 2010).  Various other staff 

members stated that those in the institutions had very similar needs to those who already 

lived in the community.  There was not significant variation of need between the two 

populations.  The state also created the Northern Virginia Training Center Pilot Diversion 

program which confirmed that individuals could be served successfully in the 

community.  This mesh of studies suggested that the public policy imperative was 

shifting from the Training Centers to the community.  But there was still the hesitation to 

close the institution: the inertia that prevents deinstitutionalization was very much 

present.  
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During a 12-month period spanning across 2009 and 2010, there was a stream of 

negotiations.  The disability community on both sides worked closely with the Justice 

Department attorneys to make sure the voices of those who lived in the Training Centers 

were heard (Zisser interview).  While the negotiations themselves were behind closed 

doors, the community advocates had ample opportunity, as did advocates for congregated 

living at the Training Centers, to press their case with the lead attorneys. As the 

negotiations moved forward, it became clear that the Commonwealth and the parents of 

those in the Training Centers had less and less veto power over the outcome.  Their loved 

ones would likely have to move.  According to Korf and Anthony, the Secretary of 

Health and Human Services, Bill Hazel, was against them.  They believed that Hazel was 

adamantly in favor of closure, at least in part due to his reaction to them at one of their 

meetings (Korf and Anthony interview).  They claim that he became belligerent and that 

this meeting was the reason for his pressure to close.  Regardless, the powers that stood 

were aligning for closure.  The parents and a few politicians who represented the site of 

the Training Centers were the last advocates standing.  It was obvious to everyone, 

including Korf and Anthony, that the Training Centers’ days were numbered (Korf and 

Anthony interview, Liban interview).   

The investigators and the disability community were meeting several times a 

week at this point while the Letter was being crafted.  The investigators met with families 

on the issues within and outside of the Training Centers.  While they spent most of their 

investigative time looking at the individuals in the Centers and the life that they led, they 

also examined the community offerings that the Commonwealth provided.  The goal, 
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according to the Olmstead decision, needed to be to make sure that those who could live 

in the community, in the least restrictive environment, did.  The window was opening to 

provide for closure.  While there were many times when it would seem that the window 

might close, it never did. 

The community living advocates in Virginia were convinced that the 

Commonwealth would be more responsive to the needs of the Training Centers, instead 

of the needs of those in the community.  In the recent political history of Virginia, neither 

the legislature nor the Governor had pushed for closure.  The politics had been like most 

states.  Populations were shrinking because individuals were not moving into institutions 

as the population aged.  So as individuals succumbed to age or disease, there were not 

replacements in the same numbers.  This was just as we have seen in the prior 

explanation of reasons for depopulation.  There had always been a gravity well, if you 

will, around the institutions.  The jobs they provided, the fact of an infrastructure, the 

visibility of the needs of the residents, had always made them the centerpiece of the 

system.   Even after the Consent Agreement, some legislators considered them essential 

and pushed to ignore the Judge’s orders and requirements in the case.  While this did not 

move the entire State Assembly, enough were in this position, that they kept pushing and 

were still vocal on behalf of “the families and their loved ones” (Mercer and Liban 

interviews).  But still, of the 5 separate advocacy groups that had pushed for the closure 

of the Training Centers, all remained involved.  Only one remained that pushed for 

retaining them: PAIR, Parents Affiliated for the Institutionally Retarded.  The leaders of 

this effort were Korf and Anthony, with the other families joining their efforts. 
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The efforts of the Arc of Virginia and other disability groups pushed Governor 

McDonnell.  While he was saying that he “had the back” of the parents of NVTC 

(Anthony and Korf interview), he appeared to be making it clear to others that he was in 

favor of closing the Training Centers.   With the Justice Department continuing its 

pressure, and the disability community “hounding” the Governor over the issue of the 

Training Centers (Liban and Mercer interviews), the Governor must have felt pressure to 

resolve the issue.  Politically, as we have seen before, the position of maintaining 

institutions was becoming less tenable.  A small group of parents wanted to retain the 

Training Centers, but there were now 9,000 families (and growing) on the waiver waiting 

list, plus the Justice Department was pressuring the Commonwealth (Findings Letter, 

2011).  

For years the families of those housed in the Training Centers had been able to 

not only keep the Training Centers intact but expand them.  The land for the Northern 

Virginia Training Center had been donated by the families looking to open a facility and 

they had remained loyal to it ever since.  Their advocacy over the years had been highly 

effective, until now.  Three things had changed.  First, social norms had changed.  

Institutions over time had become less legitimate.  Families were not placing loved ones 

in the institutions around the country.  Belief that individuals with intellectual disabilities 

should live in the community outweighed the legacy belief that they needed to be 

separated and cared for in institutions.  Second, the United States Justice Department 

became involved.  This organization was less vulnerable to political pressure, particularly 

localized pressure.  And third, the Supreme Court’s ruling in Olmstead insisted that those 
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who should live in the community would.  This ruling established community placement 

as the clear judicial demand that Virginia would have to deal with.  

The community, according to Liban, “put all its eggs in the Justice Department 

basket” (Liban interview).  This appeared to be a faster, advantageous way to force the 

closure of the institutions and advance the cause of community care.   The Pennhurst 

experience, where the legal system was used instead of the political, proved instructive.  

The Findings Letter, while not directly calling for closure, made it clear that the 

population should shrink dramatically and the number of waivers and spending on those 

waivers would have to increase.  These were the outcomes that the disability community 

had been seeking since before 2002. 

In 2011, the Justice Department released its Findings Letter.  As of the writing of 

the Findings Letter, Virginia was one of only a handful of states that had not closed a 

single institution.  The Commonwealth was also one of only 5 states that still operated 

multiple large institutional facilities.  The population had been dropping and institutions 

had been closing, but not in Virginia.  At the same time that the Findings Letter was 

being released, the General Assembly in Richmond was meeting.  They had been very 

hesitant to act previously.  They would typically find a way to fund rebuilds, adding beds 

or repairing infrastructure, rather than expanding community-based care.     This was 

perceived as less expensive and more politically advantageous.  But now, with the 

presence of the Justice Department, Jamie Liban was told that the Assembly was “not 

disagreeing with the Department of Justice” when she spoke to its leadership and to 

individual members (Liban Interview).  There were still those who were anxious to keep 
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the institutions open, due to the presence of politically connected family members. But 

there was limited appetite for fighting the Justice Department.  The Commonwealth had 

fought the US Department of Justice before (largely in cases where the state was fighting 

to retain segregation; for example, Virginia was the last state, in 1983, to lose such a case, 

in its attempt to allow private schools to discriminate).  The Commonwealth had lost 

repeatedly and did not want another drawn out battle.  The Governor had seen what had 

happened in Georgia and did not believe he could win (Liban Interview).  The inertia was 

broken.  The inability of those politicians involved to veto what the Justice Department 

wanted to do, was just as Mahoney and Theler’s theory of displacement predicted. 

Entitled “Investigation of the Commonwealth of Virginia’s Compliance with the 

Americans with Disabilities Act and of Central Virginia Training Center”, the Findings 

Letter was the letter by which the Department of Justice explained what it found in its 

investigation of both the Commonwealth of Virginia generally and the Central Virginia 

Training Center in particular.  This would be followed by the Agreement with the State to 

address the issue of its institutions or Training Centers.  With the advent of the Letter, 

negotiations between the Commonwealth and the Justice Department proceeded in 

earnest (Zisser interview).  The Commonwealth was left with little ability to veto the 

position of the Justice Department.  And the legitimacy of the Training Center faded as 

the Justice Department made its position clear.  The size of the group backing the 

Training Centers continue to shrink. 

According to Aaron Zisser (Zisser interview), the Findings Letter was the 

accumulation of everything that the Department had found.  As stated in the Letter itself, 
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“we have concluded that the Commonwealth fails to provide services to individuals with 

intellectual and developmental disabilities in the most integrated setting appropriate to 

their needs in violation of the ADA. The inadequacies we identified have resulted in the 

needless and prolonged institutionalization of, and other harms to, individuals with 

disabilities in CVTC and in other segregated training centers throughout the 

Commonwealth who could be served in the community” (Findings Letter, p.1).  This 

could have been written by Judge Broderick himself about Pennhurst, which had 

occurred 27 years prior.  This was instructive for two reasons.  First, the consistency of 

the situation for individuals with intellectual disabilities was on display.  The public 

policy around institutions had not changed much from the time of Pennhurst.  Second, the 

push of the legal system was still the only way that institutions could get closed; the 

political system could not accomplish the same. 

The Findings Letter would solidify the strength of the position of community 

inclusion advocates when it came. PAIR was backed into a corner.  They had less and 

less opportunity to block the closure.  Their political strengths had always been at the 

local level, because of the monies they donated, because of the jobs that were centralized 

in the Training Centers, and because of the emotional power they wielded on behalf of 

those in the Institutions.  As legitimacy faded, and a more powerful organization emerged 

that disagreed with their position, one they could not influence as directly politically, 

their ability to veto this possibility weakened.  And they lost.  According to Korf and 

Anthony, they realized toward the end that they did not have the ability to fight the state 

for an extended period.  So, they decided not to (Korf and Anthony interview). 
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The Letter contained two specific overarching statements that indicated what the 

Department viewed as the ultimate issue at the CVTC, and thus at all of the Training 

Centers.  The first was “individuals are harmed at CVTC. Unnecessary segregation not 

only violates individuals’ rights under the ADA, but also causes irreparable harm” 

(Findings Letter, 2011, p.6).  This harm violated both the ADA and Olmstead.  The 

second was “an overarching cause of these harms is CVTC’s failure to identify 

individuals’ needs, identify root causes of bad outcomes, and respond to prevent their 

recurrence,” (Findings Letter, 2011, p.6).  There was no attempt to address the harm that 

was occurring.  To the Justice Department, both examples of harm were compelling 

justifications for intervening in Virginia.  Olmstead and the ADA demanded intervention. 

Just as had occurred in Pennsylvania, the staff and the Commonwealth officials 

involved acknowledged that there was a need for “significant improvements” (Findings 

Letter, p.6).  Faced with a legal challenge, rather than fighting tooth and nail to retain the 

institution, they moved with the Justice Department, as those in Pennsylvania had done 

with Judge Broderick.    “The Commonwealth has acknowledged, in interviews with 

officials and in reports, that nearly all individuals at the training centers could and should 

be served in smaller community-based settings” (Findings Letter, 2011, p.6).  The 

Findings Letter specifically encouraged the Virginia state leadership, stating “[that the 

state leadership] acknowledged the problems and indicated a strong desire to work” to 

find an “amicable” solution (Findings Letter, 2011, p.3).  The Letter also cited the items 

in the upcoming budget that supported a community-based system as an example of how 
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the Commonwealth was looking to improve. (This would, unfortunately, prove to have 

little impact on the waiting list that the Justice Department cited earlier in the Letter).   

Providers told the investigators that the only way to get enough money to fund 

supports for those with complex needs was to approach a local CSB (Community Service 

Board) and get them to provide money beyond the waivers (Findings Letter, 2011).  The 

waivers were never adequate unto themselves, preventing the movement of residents out 

of the institutions.  CSBs would pool money and build ICF/DD facilities that could use 

the money to build out programs.  In other words, smaller versions of the institutions 

would be built, rather than ensuring that people could succeed at living in the community.   

Commonwealth policy was to move individuals into small homes, or individual living 

arrangements, but this was rarely followed.  The money flowed more easily and 

completely to larger facilities (Findings Letter, p. 12).  The large amounts of money that 

were used to house people in institutions ensured that these waivers were inadequately 

funded.  The imperative became to sustain the existing system, regardless of the 

individual cost, not to shift.  The complexity of funding streams is a theme in disability 

advocacy.  Institutions have been funded by Medicaid but community funding has 

required a hodgepodge of streams crafted from local, state, and federal funds and even 

private grants.  This has posed additional problems for jurisdictions even if they attempt 

to move individuals into the community.   

There were five specific “failures” that the Justice Department cited in its Letter.   

These outlined the changes that the Department demanded from Virginia.  These five 

were: 
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• Failure to develop sufficient community-based alternatives to CVTC and 

the other institutions, 

• Failure to use available resources to expand community-based services 

and misuse of resources to expand institutions, 

• Failure to address a flawed discharge planning process that did not meet 

the individualized needs of those leaving institutions, 

• Failure to develop a sufficient quantity of services to lower the number of 

individuals on the “extremely long” waiting list, and 

• Failure to provide sufficient community-based services to prevent 

individuals in crisis from being admitted to the institutions, even on a 

temporary basis (Findings Letter, 2011). 

The ADA, under the regulations promulgated by the U.S. Attorney General, had 

stated that “a public entity shall administer services, programs and activities in the most 

integrated setting appropriate to the needs of qualified persons with disabilities” (28 

C.F.R. § 35.130(d)).  The US Attorney General later explained, in a Statement released 

by the Civil Rights Division (Statement of the Department of Justice on Enforcement of 

the Integration Mandate of Title II of the Americans with Disabilities Act and Olmstead 

v. L.C., June 22, 2011) that the “most integrated setting” enables people with disabilities 

to interact with nondisabled people “to the fullest extent possible.”  The Justice 

Department argued there was little attempt to meet this standard.  According to the Letter, 

(p. 5), “Individuals are unnecessarily institutionalized at CVTC and the other training 

centers, and individuals in the community are placed at risk of unnecessary 
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institutionalization. The principal causes of Virginia’s departure from the ADA’s 

integration mandate are a lack of services in the community, particularly for individuals 

with complex needs, and a slow and muddled discharge and transition planning process.”   

The money available for services had been dominated by the institutions.  As the 

cost of that care rose, the ability of the Commonwealth to address the needs of those 

outside the Training Centers shrank.  The inability of the state’s legislators, and 

Governors, to address this was not wholly by accident.  There was no political or 

budgetary imperative to shift; there were however political reasons to retain the course, as 

we have seen.  It would take the full intervention of the Justice Department to move the 

Commonwealth.  The power of institutional inertia was evident.  According to the Letter, 

“During our visit, CVTC staff reported that the facility has an expectation that all 

individuals will participate in four hours of day programming and in two hours of 

recreation or community activities each day. Our review revealed that this minimum 

expectation was not met for a significant number of individuals. We also found that only 

a small number of individuals were actually engaged in meaningful work. For instance, at 

the time of our visit staff reported that only a total of 42 individuals received pay for 

work and that there was no wait list for participating in work opportunities. This suggests 

that CVTC is not actively promoting work opportunities or seeking to ensure that 

individuals are offered such opportunities” (Findings Letter, p.14).   

In a description that is reminiscent of the Pennhurst decision and in order to 

explain the five failures, the Justice Department cited specific examples where the 

Central Virginia Training Center in particular had provided substandard care.   
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• In the “clearest violation”, there was little interaction with those without 

disabilities. 

• There was very little privacy, if any. 

• Individuals lived in “units” of 8 to 12. 

• There were limited employment opportunities. 

• There was an over-reliance on sheltered workshops in the community for 

those who have not been institutionalized which violated ADA as well. 

• The vast majority of residents only participated in the facility’s day 

programs. 

• Most individuals spent their entire day within the walls of the institution.   

• There were repeated accidents and injuries. 

• Behavioral and psychiatric interventions were inadequate. 

• Physical and nutritional management were also inadequate. 

• Day rooms were “bare and impersonal” with little decoration. 

• Individuals ate in dining areas without the ability to choose when or what 

to eat. 

• Television selections were made by the staff, with no input from the 

individuals who lived there. 

• Restraints were improperly used.  They were part of treatment plans, 

where they were utilized as first options instead of last resort.  These were 

supposed to be used only in cases of emergency (Findings Letter, 2011). 
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Most of these had been established as issues by the Commonwealth in previous studies.  

While some seem easy to address from a public policy perspective, they proved stubborn.  

Individuals with disabilities were hidden off in these locations, and because, as Foucault 

described, society had chosen to make them invisible, their situation was not addressed.  

Only those who specifically worked with them were present to make changes, and they 

did not.  It was easier for the legislator to claim that these people needed this treatment 

and to leave it the way it was.  The specific areas cited also help explain the reduction in 

legitimacy.  Many of these items would be anathema to cultural norms.  Citizens would 

not want to accept such lives for any individual nonetheless someone they cared for. 

The investigators found that the Commonwealth did not have an adequate system 

to transition individuals from any of the Training Centers (Findings Letter, 2011).  The 

process of identifying individuals to be removed from the institutions was not 

functioning.  And there was not a method of providing adequate information to families 

to indicate how and why moves to the community would work (Findings Letter, 2011).  

The investigators argued that the system did not assume that residents could live in the 

community.  Discharge planning and treatment needed to start from admission.  But in 

many cases, it never started.  The point of treatment should have been to resolve the 

issues preventing someone from moving to the community.  Once that treatment achieved 

its purpose, the individual should have been moved.  Instead, the Training Centers 

became a long-term home for nearly all its residents.  According to Nancy Mercer 

(Mercer interview), the plan to move individuals had to be built, essentially, from scratch.  
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There was no approach or set of guidelines for moving people out before she was given 

the job of doing so at NVTC. 

One issue that the letter did not address was the staffing ratios that the Training 

Center offered.  There were more staff per resident available because of the concentration 

of residents and staff.  The community could not match that ratio.  What would be ideal 

or at least acceptable was not addressed.  The shift of resources to the community would 

be difficult but would be necessary to ensure success.  How to make sure that there were 

enough resources in the proper places is the biggest challenge a community-based system 

faces.  The letter failed to address this issue. 

While the Letter focused on CVTC, the NVTC became the first Center to close.  

This was due in large part to the presence of counties, such as Fairfax and Arlington, that 

were more inclined to provide support and was less inclined to oppose community living 

arrangements.  Because the way to fund community services had been to approach the 

local Community Services Boards, the counties with money of their own were in a better 

position to support community services.  This suggests that the inadequacies of the state 

budget for individuals with disabilities would not be addressed at the state level but at the 

local level.   

 Even with all of these programmatic issues and findings in the letter, the area that 

the Justice Department could not directly address was costs.  The letter did discuss that 

more “cost effective” measures in the community could replace institutional costs.  But 

this was not a reason for the investigation.  As we shall see, this still had an impact on the 

letter, the ultimate agreement, and the process overall. 
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Factoring Costs into Closures and Provision of Services 

Although the Justice Department knew it could not drive cost changes, only 

programmatic ones, it did recognize that there would have to be a shift in the cost 

structure that some could interpret as expensive and unaffordable.   Despite the previous 

rulings of the Supreme Court, there was nothing to prevent the Justice Department from 

pointing out the cost differential between institutionalization and placement in the 

community, and even agreeing to it.  They never forced the Commonwealth to lower 

costs. They used the cost as a justification for their position.  The Governor and his staff 

readily agreed. 

At the time of the investigation, there were 1,100 individuals living in the 5 

institutions around Virginia.  400 were at the largest facility, the Central Virginia 

Training Center.   The cost of housing an individual in the institutions was cited as 

$194,000 (this would be cited as over $235,000 by 2015).  In comparison, the cost of 

providing community services was $76,400 (Findings Letter, 2011).  According to the 

Letter, “Virginia can serve nearly three people in the community for each person in a 

training center” (Findings Letter, 2011, p.11).  The cost discrepancy informed the 

investigators that resources were being misused and could support a larger population of 

individuals with intellectual disabilities. 

The investigators argued that even for those with major medical needs, the 

community was a less expensive option. For those with such needs, it was still $64,000 

cheaper to provide the service in the community, including services provision 24 hours 
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per day, 7 days per week (Findings Letter, 2011).  The Money Follows the Person 

program available to Virginia from Medicaid would have provided money to move 

individuals in the community.  The Commonwealth did not take advantage of those 

resources.  The monies provided in the existing waiver program in Virginia did not 

provide for reimbursement rates nor services supports that would enable community care.  

Instead the Commonwealth retained an inflexible program, with a lack of differentiated 

rates by region, that would not enable such care (Findings Letter, 2011).  This lack of 

differentiated rates had been a political issue for years.  The introduction of bills to get 

more money through differentiated rates had been a staple in the legislature.  The low 

rates had kept the number of providers in Northern Virginia in particular inadequate 

(Mercer Interview).  This was another public policy issue that the Justice Department 

would resolve with its agreement with the Commonwealth 

The investigators found that the state continued to spend far more substantially on 

institutions than on community-based services.  They argued that the investment of 

millions of dollars in reconstruction of institutions was displacing serious investment in 

community programs.   The Letter also cited the specific services available in the 

community, that could seemingly be provided for less money: 

• Assistive technology,  

• Companion services 

• In-home residential support services, 

• Respite services 

• Skilled nursing and 
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• Prevocational services (Findings Letter, 2011). 

Beyond the living facilities themselves, there were significant savings to be had.  

This could enable a stronger commitment to community-based services.  The political 

issues surrounding the Training Centers had prevented steps from being taken that would 

save money.  While the legislature never found the wherewithal to take advantage of 

lowered costs, the agreement with the Justice Department would achieve that.  The 

strange political bedfellows that the Training Centers had created (like institutions across 

the country) would be bypassed. 

Money had to be addressed as part of this process.  The budget for the institutions 

had prevented broader provision of services across the greater community.  The presence 

of the Training Center over nearly a century had dominated Virginia’s efforts to support 

people with disabilities.  Changing this approach, would require significant and 

potentially difficult budgetary changes.  Considering that as of 2017 there were still 

attempts by some legislators to retain the Central Virginia Training Center, this issue still 

exists (The News and Advance, Margaret Carmel, January 25, 2018). 

Cost reduction could only be achieved if discharge worked.  This was the next 

issue that the letter would address. 

 

Failure to Discharge Those Who Could Be Better Served in the Community 

The Letter cited the inability of the Commonwealth to discharge residents, 

especially those who were capable of living in the community.  The Justice Department 

argued that the process of discharge was plagued with “deficiencies.”   According to the 
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Letter, “the quantity of available services in the community is deficient, preventing 

individuals from being discharged from CVTC and other institutions and placing others 

at risk of unnecessary and expensive institutionalization” (Findings Letter, 2011, p.4).   

This led to a situation where residents’ institutionalization was prolonged, ensuring that 

they did not live in the most integrated setting possible.  The advocates in the community 

had complained about this for years.  But family members who had achieved placement 

(as was also the case at Pennhurst) did not believe their family member could or should 

be moved (Mercer interview).  This relieved much of the pressure for discharge.  Up until 

the agreement, the bureaucrats and parental advocates for congregated living had 

sufficient power to prevent displacement of individuals, but this ended when the Justice 

Department eliminated that power. 

The process for determining who should be moved into the community was 

“inconsistently applied” (Findings Letter, 2011, p.14).  There was a list formulated from 

the “Protocol for Placement of Clients on the Ready for Discharge List.”  Scores were 

created to determine who was most applicable for discharge. The investigators found that 

many who had the same score were not treated identically (Findings Letter, 2011, p.14).  

Some were moved, most were not.  As a result, the investigators questioned the efficacy 

of the Quality Assurance program that was supposed to be in place.  All of this could be 

overcome but there was no reason nor pressure to do so under the community system 

(Liban interview).  Between July 2008 and July 2010, there was a net reduction of only 

10 individuals at CVTC; 31 discharges but 21 additions.  CVTC had designated 170 

residents as capable of leaving the Training Center.  10 did.  Half of those discharged 



 
 
 
 

129 
 

were people who had moved in during that two-year time period (Findings Letter, 2011, 

p.10).   From a public policy perspective, there had been a notion around the state 

organizations responsible for these institutions that community was better, but there had 

never been a significant move to achieve that.  There had been attempts to move 

individuals but on a very limited scale.  When community inclusion advocates, such as 

the Arc of Virginia and all of its local affiliates had pushed, they achieved very little.  

They had never had significant enough political clout to tackle that problem.  Their 

priority had always been Medicaid waivers and the money it could bring, but this was 

mostly in the form of preventing individuals from being newly placed in the Training 

Centers. 

As an example, the Letter cited a particular person who was rated as able to 

function in the community.  Two days later, on a separate form, the person was cited as 

incapable (Findings Letter, 2011, p.14).  Some others were never placed on the Discharge 

Ready list, even though they were considered ready per the protocol.  In some cases, 

those who were perceived as discharge-ready would languish for years.  The report cited 

two specific cases where discharge was delayed by more than 3 years (Findings Letter, 

2011, p.16).    Even when a guardian and the staff at the Training Center were onboard, 

the transition still did not take place.   There were several reasons why the various 

individuals did not transition out, some of which were: 

• Lack of monies for adaptive equipment 

• The guardian “changed her mind” 

• “Nothing is available at this time” (Findings Letter, 2011, p.16).   
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According to the investigators, virtually no one who was placed in an institution 

long term “ever leaves” (Findings Letter, 2011, p.10).  They determined that there were 

two primary reasons why so few individuals were discharged.  First, the Commonwealth 

failed to develop community-based services, especially for those with complex needs.  

Second, the process for assessing and transitioning individuals was seriously flawed, 

creating additional barriers to moving out (Findings Letter, 2011).  The pace at which the 

NVTC would ultimately be closed proved that these flaws were fixable. 

Failure to move individuals out of the Training Centers was clear.  Virginia still 

had a sizeable population of individuals living in Training Centers and there was 

significant pressure to keep them there, even though many had been designated capable 

of moving.  There had been no clear political or policy imperative to discharge 

individuals.  Those with veto power, the staff at the Training Centers along with staff at 

the Commonwealth level, had exerted their influence to retain these institutions.    

In addition to the lack of desire to discharge individuals, the argument was made 

by those seeking to retain the Training Centers that the community was not ready to meet 

the needs of those with intellectual disabilities. 

 

Evaluating the Structure of Community Services 

The investigators found that the services needed by those residents who would 

move were already present in the system.  They suggested that the supply of the services 

was the issue, not the type or scope (Findings Letter, 2011).  They also found that the 

community service providers had the capacity and willingness to handle the movers.  
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However, this would prove to be a highly controversial finding.  When discharges were 

pushed, leading to closure at NVTC, the community service providers balked, because 

they did not believe the Commonwealth would pay and, more importantly, continue to 

pay (Liban interview). 

The Letter cited the range of residential options already available in Virginia: 

• Small group homes, 

• Sponsored homes (where two individuals could be placed with a family), 

• In home residential support with the individuals’ families, 

• Adult foster care programs with up to three individuals, and 

• ICF/DDs that house 5 to 12 individuals (Findings Letter, 2011, p.7). 

The Justice Department argued that there were significantly more appropriate living 

arrangements available besides the institutions.  The Letter did illustrate two locations 

where there had been issues.  They found one where abuse had occurred and follow up to 

ensure staff compliance had not.  Considering the volume of people living in the 

community, this was not considered excessive.  They asked the Commonwealth to 

improve its investigation, monitoring and compliance efforts (Findings Letter, 2011).  

The Letter cited five examples of former residents they met who moved into the 

community and were successful in that move.  They included a deaf woman who lived 

with a sponsored family; and several others who lived in small settings who were 

participants in their communities, bowling, participating in church, and volunteering at a 

local fire department (Findings Letter, 2011, p.9). 
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The investigators cited the staff for lack of knowledge in community services, and 

lack of coordination with community service providers (Findings Letter, 2011).  Families 

felt that community services were not adequate, more often than not because those who 

worked in the institution were not knowledgeable.  Had they been, transition might have 

been easier.  As a result, the providers did not have enough information to assist with the 

transition, any more than those who worked in the Training Center had enough 

information on the community services available.  This lack of knowledge led to the use 

of the veto power that Mahoney and Thelen would have predicted.  The community 

would prove to be able to handle individuals but the assumption that this could not work, 

combined with the ability of those within the system to prevent discharge, ensured the 

continued population in the various Training Centers. 

   

Crafting the Agreement 

Once the Letter had been distributed, in March 2011, the Commonwealth began 

negotiating with the Justice Department to address the issues found.  The Governor’s 

Office did not want to get forced into a mandate, particularly as directed by a Federal 

judge.  Instead, the Commonwealth would settle with the Justice Department, in the court 

of the United District Court Judge in Eastern Virginia.  The agreement would be signed 

on August 23, 2012. 

Governor McDonnell and his staff wanted to retain as much control as they could 

and avoid a spending spree caused by a judicial intervention.  The negotiations were held 

behind closed doors.  And yet, the community inclusion advocates, Liban in particular 
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(Zisser interview), were influencing the negotiations to get as much as they could (Liban 

and Zisser Interviews).  This would also enable the Commonwealth and the Justice 

Department to avoid a long, drawn out case and would allow the two sides to agree on 

how to close the Training Centers.  The leadership in Virginia would learn from 

Pennsylvania and Georgia that moving too quickly to a settlement would be beneficial.  

In Pennsylvania, the closure of Pennhurst took less time and was easier to achieve (as we 

have seen previously) because the State did not fight the demands of a Federal judge.  In 

Georgia, fighting the Justice Department led to the Supreme Court ruling in Olmstead.  

When a settlement was finally reached, Georgia had little leverage and was forced to 

move at the pace the Federal government set.   

Because the Commonwealth had indicated its desire to move to a non-institutional 

system for individuals with disabilities, the agreement called for the closing of 4 of the 5 

Training Centers (Agreement, 2012, p.13).  A plan was to be developed in consultation 

with the relevant committee Chairs within the House of Delegates.  Not getting budgeting 

agreement could have been problematic.  Even still, the legislature chose not to attempt 

any direct confrontations with the Federal Judge (not surprising given Virginia’s history).   

Nothing in the agreement could be construed, according to one clause, to force 

someone to move from a training center (Agreement, 2012).   This has been used to argue 

for the retention of more than one Training Center, even though there was a specific 

clause in the Agreement calling for the closure of all but one.  While Olmstead did not 

force individuals to move, it did make clear that individuals who could live in the 

community needed to be given every opportunity to do so.   
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Closure has remained controversial, at least among certain politicians, to this day.  

There are still some families pushing for congregated living.  And politicians still view 

the jobs at the Training Centers as worth trying to keep, even in the face of the 

Agreement.  Legislation has been introduced in the state legislature to retain the CVTC in 

particular, against the wishes of the agreement, even in the legislative session of 2016 

(SB1551).  The Bill passed the Senate but languished in the House.  There was, according 

to Lucy Beadnell with the Arc of Northern Virginia (Beadnell interview), little desire to 

fight the Justice Department, especially after the Agreement had been signed.  While 

there was still pressure to retain the CVTC (it closed for good in 2020), or at least put off 

its closure, the fading legitimacy made this more difficult to overcome.  Fear of a Federal 

Judge is of course another significant factor but the perception of the public policy needs 

of those with intellectual disabilities has sufficiently shifted to make it more difficult to 

get more funding for the Training Centers through the legislature. 

Judge Gibney still needed to sign off on the consent decree.  There was a myriad 

of Amicus Brief filings, many of which came from the disability community.  The 

Judge’s review of the implementation plan led to some changes.  But it largely matched 

the original agreement by the parties.  The Commonwealth attempted to dismiss the case, 

arguing that the Agreement would be sufficient.  The community wanted more so they 

pushed to prevent dismissal.  The Judge retained the right to oversee the Agreement, 

refusing to dismiss.  With Virginia’s history, oversight would be required.  Virginia’s 

history of pushing against federal law, to this day, prevented their ability to convince the 

Judge. 
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Micromanagement was inherent in this agreement.  There was clearly little faith 

from the Justice Department, or the Judge, in the Commonwealth’s ability to manage and 

control the quality of a system they had not successfully managed before.  The 

Agreement concluded by informing the Commonwealth that failure to reach a resolution 

would cause the Attorney General to initiate a lawsuit (Agreement, 2012).  While this has 

not happened, there have been incidents where the community has pushed the Justice 

Department to intervene to speed up closures and the Commonwealth has been forced to 

back down.  The power of the Federal Government over the Commonwealth has been 

illustrative in this case.  For other states that may face intervention by the Federal 

government in the affairs of their institutions for those with intellectual disabilities, this 

will be an important lesson. 

The legal system was the place where closure could be enabled.  Neither the 

legislative nor the executive branch of Virginia alone would have been able to achieve 

this, even if some had the desire.  The power of the Justice Department and the presence 

of a Federal Judge were required.  This is a lesson for future closure.  The fact that the 

Justice Department has not gone after any other state institutions is the primary reason 

why there have been no closures since Virginia.  The agreement itself has a wide range of 

clauses and features that will require examining. 

  The agreement acknowledged that the Commonwealth worked with the Justice 

Department and acknowledged that its system was not adequate.  The agreement defined 

“developmental disability” with the following breakdown, stating that this represented a 
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“severe, chronic disability” (Agreement, 2012, p.2).  There were a few interesting points 

made in the definition: 

• The disability must be manifested before the age of 22, eliminating those who 

suffered any sort of trauma after that age, 

• The person must have 3 from a list of substantial functional limitationto be 

included: 

o Self-care 

o Receptive and expressive language 

o Learning 

o Mobility 

o Self-Direction 

o Capacity for independent living 

o Economic self-sufficiency (Agreement, 2012). 

• The individual needed a combination of supports and services that need to be 

individually planned and coordinated. 

• The definition of intellectual disability included significant limitations in 

intellectual functioning and adaptive behavior (Agreement, 2012).   

The agreement carefully defined support services to include person-centered and 

family-centered resources that are designed to assist family members, not just those with 

intellectual disabilities.  This was a clear nod to the families who had supported the 

presence of the Training Centers (Agreement, 2012).  These sorts of limitations on who 

would be included have become a staple of public policy surrounding the provision of 
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services for people with intellectual disabilities.  Much of the driver for legislation has 

become limiting who would receive coverage (the ABLE Act and Social Security 

eligibility are two primary examples).  The definition of intellectual disability and the 

effects of the disability on the person have justified extensive public policy research and 

debate.   

 The Commonwealth was required to ensure that all “supports, protections, and 

services” were in place for the individual moving to the community (Agreement, 2012, 

p.20) and to document that these were in place and provide reports to that effect.  The 

Agreement described a series of remedies that the Justice Department wanted to see.  

These were intended to remedy the constitutional deficiencies and meet the federal 

statutory rights of the individual residents.  The remedies included the following: 

1. Increase the number of waiver slots – to address both those in the Training 

Centers and those on the waiting list. 

2. Modify the waiver structure, expanding their type and number to 

accommodate individual needs. 

3. Improve quality management systems to ensure they are “sufficient to reliably 

assess the adequacy and safety of treatment and services. 

4. Create a quality control process for the discharge process 

a. To review quality of discharge plans 

b. To track individuals and their progress in receiving their care after 

they are discharged 
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c. To identify and assess gaps in community services discovered during 

discharge. 

5. Develop crisis services, preserve respite services, and provide integrated day 

services. 

6. Identify and address barriers to discharge. 

7. Create a clear plan to accelerate transitions. 

8. Plan discharges from the moment of admission including individual needs, 

how the individual will access services, and a plan to coordinate multiple 

providers. 

9. Take steps to prevent new admissions to Training Centers. 

10. Engage community service providers as early in the discharge process. 

11. Make community-based services organizations full partners in the process of 

planning, developing and preparing services for individuals. 

12. Increase knowledge about community living options among assessment 

teams. 

13. Document steps taken to inform individuals, even after they turn down a 

discharge. 

14. Develop a system to follow up with individuals to reduce the risk of 

admission (Agreement, 2012). 

Jurisdiction would be retained until 2021, when termination of the agreement 

would, upon agreement, occur.  Noncompliance provisions were also provided with 

specific remedies for the United States against the Commonwealth.  Whistleblower 
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protections are provided.  The Department of Justice agreed not to sue under the ADA or 

other laws during the period of the agreement (Agreement, p. 2012). 

This comprehensive list suggests the huge discrepancy between the services that 

Virginia needed and what it was offering.  This is why the Justice Department decided to 

proceed with its investigations and findings.  One of the most significant approaches that 

the Justice Department insisted on (Zisser interview) was a strong quality and risk 

management program. 

 

Establishing Quality and Risk Management 

Quality assurance programs were vital to the success of the Agreement, according 

to the Justice Department team (Zisser interview).  Repeatedly in the agreement, the 

lawyers of the Justice Department inserted language to require Quality and Risk 

Management.  These were the elements that would lead to the success of the program to 

close institutions, and more importantly, to the decrease in the population that was 

institutionalized.  This was one of the innovations brought by Bagenstos and Barkoff 

(Zisser interview).  In prior instances of closure, such as at Pennhurst, this level of quality 

control was not defined.  That limitation had prevented the success of closures.  The 

complexity of this program was both a blessing and a curse.  It provided assurances that 

individuals would be moved successfully; but it also ensured that it would be viewed as 

complex and perhaps more expensive than other states would be comfortable with. 

The agreement has a specific approach to Quality and Risk Management.  The 

Quality and Risk system was designed to ensure that a series of outcomes would be 
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achieved: avoiding harm, stabilizing community living arrangements, increasing 

integration, independence and self-determination, and ensuring that services are available 

and accessible.  In other words, Quality Management was needed to ensure the success of 

the entire agreement.  As the Agreement describes, “The Commonwealth's Quality 

Management System shall:  identify and address risks of harm; ensure the sufficiency, 

accessibility, and quality of services to meet individuals' needs in integrated settings; and 

collect and evaluate data to identify and respond to trends to ensure continuous quality 

improvement” (Agreement, 2012, p.22).  In other situations where attempts were made at 

deinstitutionalization, lack of Quality Control and evaluation had led to problems with 

community integration and involvement.  Establishing this system would help ensure 

success.  Given the quiet surrounding and below the radar closing of the Northern 

Virginia Training Center, and the general success of the moves into the community, this 

program has worked. 

The Agreement forcefully calls for the implementation of risk management 

processes to identify risks of harm and prevent harm.  Families, and some advocates for 

congregated living were afraid of the results of community integration.  It was considered 

imperative that no harm come to anyone who moved into the community.  The 

Commonwealth was required to implement a real-time, web-based reporting program for 

incidents (Agreement, 2012).  Any suspected abuse or neglect, or significant harm, had to 

be reported to the Assistant Commissioner for Quality Improvement within DBHDS 

(Agreement, 2012).  A formal process was established to investigate any reported 

incidents and to identify remediation steps.  Training was to be given to providers to 
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ensure they could proactively identify and address harms.  Regional Quality Councils 

were also called for, one for each region representing a Training Center (Bob Anthony 

would serve on one of these).  Providers were required to develop their own quality 

control programs and to maintain them.  Monthly mortality reviews were called for, few 

of which have been needed.  A series of steps were outlined in the agreement to be taken 

in these cases.  The agreement specifically called for an independent resource reviewing 

these, someone with the clinical experience to review the situation but someone not 

beholden to the Commonwealth.  Specific penalties from the Virginia code were called 

for if the provider failed to report any harm or issues and failed to implement corrective 

actions (Agreement, 2012).   

For those in the HCBS (Home and Community-Based Services) waiver system, it 

would be necessary to ensure their needs were being met, that choice was provided in all 

phases of the waiver implementation, and that health and safety of the individuals was 

properly monitored.  The quality improvement plan needed to include: 

• Evaluation of level of care 

• Monitoring of individualized service plans 

• Review and assurance of providers 

• Monitoring and resolving abuse, neglect and exploitation 

• And even financial accountability (Agreement, 2012). 

Data collection techniques are described in detail in the agreement.  The data 

collection over multiple years that was produced at Pennhurst proved to be instructive for 

future closures.    The data would be used to identify trends, patterns, etc. These would 
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lead to changes in programming.  Enhancing training, outreach, and education as a result 

would be vital to improvements in the program.   As an example, data would be collected 

on barriers to discharge, and then aggregated for ongoing quality improvement purposes.   

 Quality Service Reviews were required to evaluate the quality of services 

provided.  Individual, provider and system-wide level reviews were required.  According 

to the agreement, “QSRs shall evaluate whether individuals' needs are being identified 

and met through person-centered planning and thinking (including building on 

individuals' strengths, preferences, and goals), whether services are being provided in the 

most integrated setting appropriate to the individuals' needs and consistent with their 

informed choice, and whether individuals are having opportunities for integration in all 

aspects of their lives (e.g., living arrangements, work and other day activities, access to 

community services and activities, and opportunities for relationships with non-paid 

individuals)” (Agreement 2012, p. 28). 

Donald Fletcher was chosen jointly by the parties as the Independent Reviewer of 

the Agreement.  Pennhurst had, for example, an independent master but over time the 

power of that position was removed (as we have seen).  Having a consistent, independent 

voice was considered vital by the Justice Department.  He was designated to, on a six-

month cycle, verify data and determine if the Commonwealth was in compliance.  Within 

60 days of the close of each six months, he generated a report on the Agreement and 

where the terms within it stood.   Immediate reporting on any deaths or serious injuries 

was required but were to be sealed with copies provided to the Parties involved, including 

their counsel.  The reviewer was given specific rights to discuss with all parties and with 
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the Court what was occurring and what was not.  Mr. Fletcher and his staff were provided 

with access to everyone and nearly every item involved with the Training Centers, their 

closure, the individuals who were moved, the staff, etc. (Agreement, 2012). CSBs were 

not required to provide information but were requested to.    The Reviewer was required 

to prepare and submit a budget for approval to the parties, with a specific process for 

resolution should there be a disagreement.  The budget was limited to $300,000 per year 

(Agreement, 2012). 

This grand program created a successful situation for closure.  This model, even 

with the cost structure associated, would be highly useful in future closures.  As other 

individuals are moved into the community, following this example would help ensure a 

successful conclusion.  This quality program eliminated much of the risk of individual 

moves into the community, even if parents and family members could not see it at first.  

While many programs have claimed that such quality control existed, in the example of 

the Northern Virginia Training Center, and the closures to come, it was visible and 

effective.  There is still no substitute for the quality and integrity of the individuals 

involved in the closure.  The presence of experienced individuals like Nancy Mercer with 

extensive experience with individuals with disabilities and their needs, and also with a 

passion and desire to support those individuals above all else, made for the successful 

closure of the Training Center.  Despite the opinion of the Anthony’s and Judith Korf, 

there is still little direct evidence that the closure had significant issues.  Even in the case 

of their children, as we shall see, services were provided successfully in the community. 
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Providing Community Living and Expanding Waivers 

The point of the exercise authorized by the Agreement was to move individuals 

into the community.  The Justice Department viewed the ADA and Olmstead as 

demanding this.  If individuals could be moved to the community, then they should be 

(Zisser and Liban interviews).  The Quality programs, the discharge planning, the 

process, all were there to complete the process.  The Justice Department was putting all 

of these in place to move individuals into the community.  But first the programs in the 

community, the Medicaid waiver programs in particular, would need to be expanded.  As 

of March 2018, only one of the institutions is closed but that entire population of 180 has 

moved into the community.  The agreement called for an increase in the Community 

Living Options to be provided to the individuals moved to the community.  Home and 

Community Based Services (HCBS) waivers were to be used to keep individuals in their 

own homes, leased apartments or family homes as much as possible.  

There were several controversial pieces to this process.  There were a number of 

people who were found ineligible for waivers.  The criteria that were created to fulfill 

these did not match the needs of the people who had been put on the waiting list.  

Basically, if they were not eligible to be placed in the Training Center, they would not be 

eligible for a waiver (Agreement, 2012).  The irony of this did not escape the disability 

community.  Additionally, there were not sufficient bridge funds offered to help with the 

transition.  Transitions would have to come exclusively out of the waiver monies.  For 

those who chose something other than a community placement, the Commonwealth was 

required to document the steps taken to “resolve the concerns of the individuals and their 
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authorized representative,” after taking whatever steps may have been required to 

convince the person to accept the community placement (Agreement, 2012, p. 18).  The 

presence of the structure that the Commonwealth provides for people to receive Waivers 

was another problem.  The system only provided waivers for those in emergency 

situations.  Those who were not in emergency situations were extremely unlikely to get a 

waiver slot.  This process remained largely unchanged under the Agreement, the criteria 

were just changed (Agreement, 2012). 

On the other hand, the agreement specifically called for 4,170 waiver slots by 

2021.  There was a specific schedule provided for those to be moved out of the 

institutions: 2012 – 60 waivers, 2013 and 2014 – 160 waivers each, 2015, 2017, 2018 - 

90 waivers each, 2016 – 85 waivers, 2019 and 2020, 35 waivers each (Agreement, 2012, 

p.5). This was meant to match the numbers needed to close the various Training Centers 

around the state.  Two thousand nine hundred and fifteen (2,915) waivers were intended 

for those on the waiting list whose needs were more urgent (Agreement, 2012, p.5).  

Between 225 and 360 slots are to be provided each year to move individuals from nursing 

homes and ICF facilities (as opposed to those living in the Training Centers), through 

2021. 450 waiver slots were created for those who had developmental disabilities and 

would be in danger of being institutionalized, to be implemented over the 9 years until 

2021 (Agreement, 2012, p.6).  While this would not close the Waiting List, it would, 

albeit slowly, eliminate a portion of it.  Some, Korf and Anthony included (Korf and 

Anthony interview), believe that the waiver numbers would have been this high without 

closure and the agreement.  Given the history of the state and the politics of budgeting in 
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Virginia, this would be highly unlikely.  The agreement will at least put a significant dent 

in the waiting list.   

The community inclusion advocates who sought to close the Training Centers 

believed that the Waiver options were an improvement but they were not an end all.  The 

system in Virginia was “inadequate” (Findings Letter, 2011, p.10).  There was not 

enough community support, there was no rate differential so providers could be found 

and paid in Northern Virginia in particular and the programs were not wide ranging nor 

individualized enough.  Northern Virginia remains the most expensive part of the state by 

far.  Using the same pay rates there as in other parts of the state that were less expensive 

meant that the providers’ ability to recruit and retain staff would be difficult.  Advocates 

on all sides have long argued that the lack of a differential leads to the use of unqualified 

staff that does not remain in the job.  This is much less of a problem in the more rural 

parts of the state where the rates paid can allow a person to live moderately well.  It 

became apparent that there are much stronger services and more providers available near 

the Southern training center than the others.  The cost of living was so much lower there, 

than in the expensive suburbs of Northern Virginia, that providers were much more 

available because they had a much easier time hiring higher quality staff.   

Korf and Anthony agreed with this assessment.  They believed that the number of 

waivers that were created by the Agreement would only be the same number that the 

legislature would pass.  They cited a study from the DBHDS which stated that it would 

require 700 waivers added every year just to keep up with the growth of the population.  

More would be required to lower the waiting list.  While the Arc of Northern Virginia 
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believed that the number was not adequate, (the waiting list would only grow after the 

Settlement was agreed to and has now reached 11,000) their lead advocate, Lucy 

Beadnell, believes that (Beadnell interview) the number is greater because of the 

settlement.  Her experience with the legislators in Richmond suggested to her that these 

numbers were higher than they could ever have been under the normal budgetary debates 

and votes.   In addition, the waiver numbers would be predictably growing, instead of 

requiring lobbying and fighting every fiscal year.  There would also be little chance of the 

government backtracking on the numbers provided in the Agreement. 

The Agreement included a series of additional initiatives to meet the requirements 

of the Findings Letter: 

1. $60 million would be provided for waiver redesign. 

2. For each person moved out of the Training Centers and provided with a 

Waiver, two (2) more Waivers would be created to lessen the waiting list. 

3. A small fund of $800,000 was established to provide rental assistance 

(Agreement, 2012, p.13). 

The agreement demanded that individuals not be served in a sponsored home or a 

congregate setting unless the individual fully understood what that would mean for them.  

No individual would be placed in a nursing facility or congregate setting unless they 

approved and a Community Resource Consultant would also have to review and approve 

(Agreement, 2012).  Education would need to be offered on an annual basis on the 

availability of integrated settings and of the option of living in their own home or 

apartment, to each individual in the target population.  “No individual shall be transferred 
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from a Training Center to a nursing home or congregate setting with five or more 

individuals unless placement in such a facility is in accordance with the individual's 

informed choice after receiving options for community placements, services, and 

supports and is reviewed by the Community Integration Manager to ensure such 

placement is consistent with the individual's informed choice” (Agreement, 2012, p.20).   

A person within the Department of Behavioral Health and Development Services would 

serve as the dedicated Housing Service Coordinator.  Baseline information on housing 

availability and the number of people who chose this option would be maintained.   

 The Waiver Redesign did not include some things for which the community 

pushed.  There was no money to take advantage of smart home technology, transportation 

was not specifically covered nor provided for, nursing increases were not provided for 

those in the community, nor was there anything to address the new scale of support needs 

in the community.  The assumption was that the community structures that were in place 

would be sufficient to support the individuals as they moved into the community.  They 

did not want to be perceived as “changing the safety net” only adding more people. 

 Those involved in public policy can see that this entire waiver program would be 

difficult to pass strictly through the legislative system.  This program was strategic as 

much as tactical, required extensive budget increases, involved shifting of monies from 

one budget to another, and asked for a commitment from a bureaucracy over a number of 

years.  Without the enforcement by a judge, it would have taken significant political will 

and strong leadership to accomplish.  Considering that the community had been fighting 
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for such a thing for years, with little to show for it, it is evident that the legal system was 

a better place to achieve this.   

 The shift in these waivers was further evidence of both theories providing context 

for this paper.  The displacement from institution to community could not be fought by 

those involved in the institutional structure.  They were left to the devices of an 

organization with greater veto power, the Justice Department.  The power shifted from 

those in the bureaucracy who vetoed changes to the Justice Department who believed in 

community funding not congregate care.  The legitimate organization became the 

community services and structures that were provided.  The increase in the waivers, 

accompanied by the radical decrease in institutionalized care, helped to achieve this end 

and suggested that this would be where the focus of the government would be in the 

future.  The Services that were to be provided in the community would be expressly 

defined in the Agreement. 

 

Providing Community-based Services  

The agreement lists a series of services to be provided in the community.  While 

the waivers could provide the funding, without stronger services, the community program 

would fail its target population.  The target population that the agreement considered 

included those living in Training Centers, those who met the criteria for the Intellectual 

Disability or Developmental Disability waiting lists, or those who were currently resident 

in a nursing home or ICF facility (Agreement, 2012, p.4).  Those specifically not 

excluded include those with complex needs, medical, behavioral or otherwise, or placed 
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on conditional release by a court due to their mental health or other behavioral status.  

The agreement does say that being in the target population does not guarantee services. 

A support program was called for that would support at least 1000 individuals and 

families in an attempt to keep individuals from being institutionalized.  This was separate 

from the waiver program.  Case management would be provided for all individuals 

receiving HCBS waiver services under the Agreement (Agreement, 2012).  This 

included: assembling those providing individualized supports, assisting the person in 

finding and receiving the various services needed to provide individualized supports, and 

monitoring the ISP to make sure that any additional referrals or changes would be 

achieved.  Case management was meant to be provided by independent individuals who 

did not provide any other services.  This was designed to prevent institutionalization or 

re-institutionalization.  This would mean that populations in even the retained Training 

Centers would continue to shrink, leading potentially to complete deinstitutionalization 

and closure.  There was little doubt that the conclusion to all of this was the eventual 

elimination of all but one of the Training Centers. 

The Commonwealth would provide integrated day opportunities, including 

supported employment.  Some specific requirements were established: 

1. Establish a state policy on Employment First for the target population. 

a. Make individual supported employment in integrated settings the 

first priority. 

b. Attain minimum or competitive wages wherever possible. 
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c. Create an implementation plan within 180 days of the agreement 

so that there would be an increase in integrated day opportunities. 

d. Establish annual baseline information as the base of the quality 

control program including the number of individuals who 

“received” supported employment, the length of time people 

maintain employment, amount of earnings from employment, the 

length of time individuals remain in pre-vocational services.   

e. Establish regional quality councils to review the quality and ensure 

that it was maintained. 

f. Provide a transportation model so that individuals could fully 

participate in employment. ( In Northern Virginia, this was another 

vital component due to the challenges and expense of traveling for 

people with disabilities) (Agreement, 2012, p.11). 

Individuals would be provided opportunities to “engage in community activities to the 

fullest extent practicable,” according to the Agreement (Agreement, 2012, p.2).  Case 

management services were required.  These were to be provided at least every thirty days 

and were to be face-to-face.  This was another example of the micromanagement that was 

a broad part of the agreement.  Instead of asking Virginia to develop a plan, the steps 

were instructed to them. 

Once again, data were to be collected from the process and reported to DBHDS.  

Core-competency based training for case managers was to be established.  Regular and 

unannounced licensing inspections of all providers was required (Agreement, 2012).  A 
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plan to update the frequency of these was also required.  Requirements were established 

for when these would be conducted, and for what reasons were established in the 

agreement.  This included assessing the adequacy of individualized supports put in place 

by the provider. 

A new crisis system was to be established.  It was supposed to provide “timely 

and accessible” support for families and individuals in crisis (Agreement, 2012, p.9).  

This also was to include services to prevent crises from occurring.  A 24-hour hotline 

would be established using existing Community Service Board resources.  Training was 

provided to those who needed it in how the system worked, the resources available, and 

how to access those resources.  Mobile crisis teams were also established to go to the aid 

of individuals and families (Agreement, 2012).  This was designed to avoid the problems 

in many other states, where unfortunate situations occurred, including casualties.  Crisis 

stabilization programs were to be built.  These are short term alternatives to 

institutionalization designed to be a bridge.  These were only to be used as a last resort.   

A different community placement was the preferred alternative, but might not be possible 

in all cases.  One of these stabilization programs would be available in each region.  

Regional support teams (RSTs) were established to add an additional layer of oversight to 

ensure successful transitions, to try to head off crises before they occurred (Agreement, 

2012).  Crisis services were supposedly already available in the system.  But the Justice 

Department did not believe they were there to prevent institutionalization. 

The mobile crisis team that was formed would prove to be effective at preventing 

any immediate substantial problems in the community.  There were issues, but they were 
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manageable and the supports that were put in place prevented any catastrophes.  The 

families of those in the Training Centers had complained, even in the press, that their 

loved ones would be harmed or even die in the transition, in order to demand retention of 

the training centers.  By the time NVTC was closed, and within the months thereafter, 

this opinion faded.  Just as in Pennhurst, many of the families would become outspoken 

that their loved ones were actually well served in the community.   

The programs that were envisioned for those with intellectual disabilities would 

be changing.  The days of programs being dominated by the needs of those in the 

Training Centers would dissipate.  And the programs themselves would be more 

reflective of the demands of Olmstead, that anyone who could live in the community 

would.  Mobile programs, individualized programs, programs designed to support those 

in the community, and programs to prevent institutionalization would be created and 

expanded.  This would add to the legitimacy of community services at the expense of 

those in institutions and would also increase the displacement of the institution, as 

predicted by Mahoney and Thelen.  Many would tell others in their position, those who 

still had loved ones in the other Training Centers, that the community served the former 

residents of NVTC quite well (Mercer Interview).   

In order to achieve these goals, Training Centers were going to have to be closed.  

The Agreement would identify what would close and how the process would work. 

 

Planning to Close Training Centers 
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Discharge and transition services were, as one would expect, a key component of 

the agreement.  As stated in the agreement, “the goal of treatment and discharge planning 

shall be to assist the individual in achieving outcomes that promote the individual's 

growth, well-being, and independence, based on the individual's strengths, needs, goals, 

and preferences, in the most integrated settings in all domains of the individual's life 

(including community living, activities, employment, education, recreation, healthcare, 

and relationships)” (Agreement, 2012, p.15).  The individual’s needs became the central 

tenet of the process, rather than the community needs that tended to be dominant in an 

institutional setting. 

Discharge and transitions planning processes were to be established 

independently at each Training Center.  Specific rules were established for these 

processes: 

• Such planning was to begin at admission, not after. 

• Person-centered planning was required for every individual in the Training 

Centers. 

• Individuals would participate in the planning process wherever practicable. 

• Visits to community placements and programs, meetings with providers, and 

meetings with individuals who live in the community would be required 

(Agreement, 2012). 

• Discharge plans would assume that a person could be integrated successfully into 

the community 

• Discharge plans would include: 
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o Information regarding community options 

o Identification of individual needs, desires, strengths, etc. 

o Assessment of specific supports and services needed 

o Listing of specific providers who could meet the needs 

o Documentation of barriers that could prevent a successful transition 

Discharge was to occur within six weeks of selection of the provider and the 

location in the community.  The Commonwealth was required to develop a follow-up 

system.  Follow-ups were to be conducted at 30, 60- and 90-day intervals after discharge.  

The Post Move Monitor would conduct the follow up, using the Post Move Monitoring 

checklist, and reliability would be validated to ensure (Agreement, 2012, p.19).  The 

inability of the Commonwealth to transition people out would be met with a requirement 

to not only move individuals but to meet specific deadlines in doing so. 

 Community Integrations Managers were to be created in each facility.  These 

positions had specific requirements: 

1. Facilitating communication and planning with the individuals to be 

discharged. 

2. Past experience with individuals with intellectual disability and an 

understanding of best practices in the field. 

3. Specific capabilities to coordinate large staffs, working with clinical and 

programmatic staff in particular, and providing coordination of services across 

complex organizations. 
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4. Addressing barriers to change, including difficulty in finding placement, 

difficulty in agreeing to discharge plans, opposition to discharge from the 

Authorized Representative, or failure to be discharged once the provider has 

been selected.  Specific timelines were to be established for each of these 

items to occur, getting shorter for each year after the agreement had been 

signed (Agreement, 2012, p.20-21). 

The Justice Department demanded discharge of every individual who could live 

in the community.   This required a major change to the systems in Virginia.   Without 

the presence of the Justice Department, this was unlikely to have ever occurred.  The 

population in the Northern Virginia Training Center became the first target.  

 

Closing the Northern Virginia Training Center (NVTC) 

Closing the Northern Virginia Training Center proved to be a program that 

required diligence and attention to detail.  The population when the project started was 

410.  Within the timeframe allotted, albeit a stretch beyond the original timeframe, the 

staff was able to move everyone out of the Training Center (Mercer interview).  The 

process started with reviewing the needs of the individual who was to be moved.  Similar 

to the Hearing Master in the Pennhurst case, an individual, in this case Nancy Mercer, the 

Community Integration Manager, was assigned the task of overseeing the process for 

each individual.  Once their needs were assessed, a plan was formulated to find the right 

location for the individual.  The family was taken on tours of facilities that would be 

available.  This could include apartments, group homes – larger or smaller ranging from 3 
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to 12 individuals.  In order to close the Training Center, Mercer had the parents and 

families meet with the staff, talk to people who had moved, to people running job training 

programs, to job coaches, to anyone who had exposure to successful moves (Mercer 

interview).   

Service providers were identified who could meet the services needs of the 

individual.  Day programs, individual health and personal care specialists, workshops, all 

nature of options were explored.  Once the family selected a location they felt was 

appropriate and proper – sometimes families would examine 8 to 10 places, before a 

selection was made – the process of moving would happen (Mercer interview).  The 

person would move from a linoleum-floored, industrially lit room with little privacy, to 

their own room in a small home or even an apartment, often with a door that would lock.  

Families had assumed this was not possible.  They were nervous even skeptical during 

the process.  After the process was complete, and everyone had moved, it became 

apparent that there were no direct casualties.  No significant harm came to former 

residents because of the move, largely due to the Quality programs the Justice 

Department insisted on.  There was no press coverage over the moves because man did 

not bite dog.  However, there are still parents who believe that there was harm.  We shall 

see that as we explore the situation of two families whose child moved out of the 

Northern Virginia Training Center. 

When the providers were first approached to serve those individuals who would 

be moving out of the Training Centers, they declined (Mercer, Liban interviews).  They 

argued that the state could not be trusted to pay.  Given the limited number of Medicaid 
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waivers that the state has funded even after the consent agreement, their position is 

understandable.  When Mercer took over, the hardest group for her to convert, so to 

speak, were the therapists (Mercer interview).   The upheaval that would be caused in 

their jobs and lives was significant.  Also, they tended to be the closest to the individuals.  

They worked closely with the residents and wanted to see the least turmoil and conflict 

that there could be.  Placement in the community combined with time and examples of 

payment cleared these concerns. 

 Jane and Bob Anthony and Judith Korf offered several issues they saw in this 

closure (Anthony and Korf interview).  Among these was the invisibility that the move to 

the community created.  They believed that the concentration of people and resources 

created visibility and safety.  They cited the example of a staffer who scalded a resident, 

seemingly on purpose.  Bob testified about this in the court case that sent the staffer to 

jail.  He argued that the whole staff turned on the person to make sure they were punished 

for their action.  They said they saw no examples where staff covered for each other.  The 

visibility, they argued, was the reason that the staff felt compelled to act.   

Bob Anthony (Anthony and Korf interview) argued that visibility of the 

individual could only occur in a congregated setting. The counter argument to this was 

that the concentration, in the grand scale, allowed an invisibility.  By placing people in an 

enclosed environment, society could create the invisibility that Foucault predicted.  Just 

because the individuals were more visible to these three parents did not make them more 

visible to society or the system that it created for them.  They also expressed that the 

move into the community created fragmentation.  They argue that this community-based 
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approach makes it harder for the community to coalesce and work together to a common 

end.  However, this ignores the groups that are already effective at lobbying and 

community advocacy, such as the Arc of Virginia.  They also argue that the low turnover 

rate in the Training Center, combined with the tenure of the individuals there led to a 

bond that is not easily convertible into the community (Korf and Anthony interview).  

Finally, they argue that without inclusion of people with non-intellectual disabilities the 

power of the community can never be fulfilled.   The greater problem with these 

arguments is that this system and approach cannot scale.  It necessarily means, due to the 

expense involved, that a very limited population would receive these services.  Moreover, 

only where a parental or familial population exists with either the political clout to get 

politicians to fund such programs, or where they can raise the money themselves, such as 

the Korf’s and Anthony’s did, there will be huge discrepancies in the quality of programs.  

This occurred in Virginia, where funding for extra items in Southwest Virginia never 

came close to matching what was available in Northern Virginia. 

 

Moving Individuals Out of NVTC 

 Adam Korf and Jason Kinzler are two examples of individuals that moved out of 

the NVTC.  Their parents, Judith Korf for Adam and Jane Anthony for Jason were the 

heads of the parents’ organization at NVTC for a number of years.  Looking at their 

situations and how they moved is instructive. 

 

 Moving Adam  
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Adam is autistic and has issues with containing his violent impulses.  He was a 

resident of the Training Center for 18 years before being moved into a group home.  Prior 

to that he had lived in 2 group homes but his behavioral issues escalated.  He was 

hospitalized in a mental health facility and then finally admitted to NVTC.  According to 

his mother (Korf Interview), this placement worked very well for him.  Over time, it had 

become clear that he would have to move.  As a leader in the community at NVTC, 

Judith had fought to keep NVTC open.  With its inevitable closure, Korf worked to get 

him moved.  As Jane Anthony stated, “Judith would make any system work” (Korf and 

Anthony interview).  He was one of the last four individuals still living at NVTC when he 

finally moved to the Central Virginia Training Center.  

Adam’s issues with violence made it very difficult to find a community placement 

for him.  Combined with his dangerously high threshold for pain (his anger could 

manifest itself when he was not feeling well making medical care hard), Adam was 

potentially one of the most difficult placements for Nancy Mercer in her attempts to find 

placements for everyone at NVTC.  For example, the group home provider who placed 

Jason Kinzler would not take Adam (Korf and Anthony interview).   

Finally, Community Residences, an organization built to own and operate group 

homes, stepped up with a home for Adam and two others, dedicated to managing severe 

behavioral issues (Korf and Anthony interview). This required a staffing model of more 

than 1 to 1 and someone being awake at the home 24 hours per day.  Even after he 

moved, it was a “harrowing time” according to Judith (Korf Interview).  Emergency care 

is still a major concern for Judith.  Trial and error were the methods used to find a 
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comfort zone for him.  By hiring former NVTC staffers, they were able to get people with 

history and knowledge of Adam (Korf and Anthony interview).  Structure and consistent 

standards of behavior were very important for Adam as it helped to prevent his violent 

outbursts.    Adam now volunteers at Habitat for Humanity in another structured 

environment.   

 

Moving Jason 

Jason Kinzler was 42 years old at the time of the interview with his parents and 

has Angelman’s Syndrome.  His mother, Jane Anthony, says that he has the functional 

capabilities of a 6-month-old.  His nickname is “Buddha’s Mascot”.  He, his father Peter 

Kinzler, his mother and his stepfather, Bob Anthony, have been intimately involved in his 

care, and in the parents’ organizations supporting NVTC.  Jason was 3 and ½ years old 

when he first entered the Training Center in 1978.  He was mobile prior to that age, and 

was “getting into everything” (Anthony interview), and was an “emergency waiting to 

happen.”  Sometime prior to that, he had entered a physical therapy program at 

Marymount University where it was clear that he had serious developmental delays. They 

discovered his issues prior to entering the NVTC but he was not diagnosed with 

Angelman’s syndrome until he was 18.  Diagnosis had not been possible prior to that.  1 

month after his placement, the argument was made that this placement was not for a least 

restrictive environment.  The family fought this and were able to keep him placed in 

NVTC.  There were a lot of children there at the time, although by the time Jason was 

moved in 2015, this was no longer true (Korf and Anthony interview).   
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Jason had serious seizures, and an inappropriately high pain threshold which, 

combined with his inability to communicate his needs, made determining his situation on 

any given day very difficult.  He had to have his hip rebuilt during his stay at NVTC.  

This was not discovered because Jason expressed his pain in anyway, his decreasing 

ability to move combined with a doctor thoroughly checking him led to the discovery.    

Jason was the first resident to get home schooling at NVTC.  According to his 

parents, he had staff working with him that were at the Training Center longer than 20 

years.  That consistency was the “great leveler” for him and enabled him to achieve 

stability in his environment (Anthony interview).   

Jason was moved into a group home in Prince William County, Insight.  After 

researching options, the family chose that facility as the best for him (Anthony 

interview).  Prior to his placement, he was refused by some of the “best providers” 

because of his needs.  He is succeeding at this facility.  According to his parents, the staff 

steps up to his needs so he is very active (Anthony interview).  He rides horses in a 

specialized program and has an herb garden.  The family showed me pictures of him 

getting out and about.  His parents remain very nervous because they worry that the 

consistency of care he received at NVTC is not available (Anthony interview).  While 

there is someone awake at all times at his group home, back up is not on site.  Serious 

emergencies can only be handled as fast as emergency services can get on site.   

In both cases, the parents long for the days of the NVTC.  They felt more 

comfortable with their child placed there.  They knew the staff, had faith in their abilities, 

and believed that there were so many eyes on Jason and Adam that serious situations 
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were unlikely to occur (Anthony interview).  There were volunteers many days of the 

week to support the large staff, the staff had served in many cases for long periods, and 

the staff knew their children intimately.  They knew the other parents and felt a sense of 

community.  That sense has dissipated in the community, even though their children are 

succeeding at the moment.  They continue to believe that the congregate care that their 

children received at the NVTC was superior to the situation their child is in now 

(Anthony interview). 

It is the belief of the Korf and Anthony families that the transition has not gone 

well.  Despite the fact that their children are settled, they worry that the risk of problems 

is much higher now that their children are in community living.  They long for the days 

of congregate care.  Bob Anthony claims that there have been 6 individuals who have 

died as a result of the transition to the community.  He points to one who went to a 

specific nursing home after transitioning (the person was medically fragile) and passed 

away there.  He cites another who aspirated on food that was not chopped properly for 

someone with issues swallowing.  He claims that he is aware of the others because former 

NVTC staffers confided in him (Korf and Anthony interview).   Jane and Bob Anthony 

and Judith Korf argue that this number is significantly higher than it should be.  It is 

unclear whether the deaths that they cite were because of the move to the community, or 

could have occurred regardless.  The biases of these parents are likely influencing their 

view of the situation.  Neither data nor citations are available from the State to determine 

what these situations actually mean.  
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Learning Lessons from the Case of Virginia 

 Since the time of the Pennhurst decision, much in American society had changed. 

But for those living in institutions, much had remained the same.  Many of the same 

issues that had existed in Pennhurst, existed in the Virginia Training Centers.  Lack of 

opportunities, lack of community involvement, lack of privacy, and inordinate amounts 

of time spent in isolation or in television rooms; these were all still in place in the 

Training Centers just as they had been at Pennhurst. 

Winsor Schmidt organized the decision to close institutions into five subparts: the 

cessation of admissions to the institution, the development of a community care system of 

“enhanced care and reduced cost”, the development of a monitoring and advocacy 

system, closing or alternative use of the system and addressing anticipated community 

hostility towards those who are being deinstitutionalized (Schmidt, 1983).   He organized 

this in large part due to the Pennhurst experience.  These were all put in place in Northern 

Virginia, and are planned for the remainder of the Training Centers.  Admission ceased 

immediately.  The community care system was expanded.  A monitoring and advocacy 

system was established by the Agreement and was adopted by the Commonwealth.  

Addressing community hostility was handled by avoiding placement in larger facilities.  

Also, the community that was chosen to go first, was one where acceptance was higher, 

where the wealth of the counties would allow for greater community programs, and 

where there was a built in and strong community inclusion advocate infrastructure to help 

ensure that individuals who were moving out of NVTC faced no roadblocks. 
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 In less than two years, NVTC was closed.  It was a relatively uneventful 

experience where the population was moved with little controversy.  There was no 

discernible press coverage, except for a few pieces on how people liked their new 

apartments or group homes.  The true challenge will be in closing the remainder of the 

Training Centers.  That process is already taking much longer as only 2 have been closed, 

and these were the two smallest Training Centers.  The Central Virginia Training Center 

was closed in early 2020, leaving one more to be closed in 2021. 

The process of closing the Training Centers showed significant improvement 

from the process at Pennhurst.  As a result, the time to closure was significantly less in 

Northern Virginia. It took 6 years to close Pennhurst by moving everyone out.  It took 

less than 2 in Northern Virginia.  The Commonwealth of Virginia, unlike Pennsylvania, 

did not require community modeling nor did it move individuals into Intermediate Care 

Facilities.  Individuals were moved into the community, directly from the Training 

Centers.  No one ended up in a facility that was, essentially, a smaller version of the 

Training Center.   

 The greatest change was in the area of quality control.  The set of quality control 

programs that were set up for the NVTC closure were in direct opposition to the lack of 

such programs at Pennhurst.  These were not part of the order or agreement at Pennhurst.  

The extensive nature of the programs called for and utilized suggests the emphasis that 

the Justice Department had placed on these.  Given the lack of issues reported upon 

closure, the indications are that they worked.  The approach that was utilized, including 

by Nancy Mercer in moving individuals out of NVTC, reflected this quality approach.    
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 The approach toward costs also reflects the lessons from Pennhurst.  Recognizing 

that they could not demand spending, instead the Justice Department pursued an 

agreement that would take advantage of programmatic changes to achieve the same end.   

The increase in waivers while the institutions closed would cause a new balance where 

more individuals would have services, in large part due to the savings.  But the 

Agreement did not attempt to balance this directly by money, just by program.  Pennhurst 

called, in the rulings, for cost reduction to justify the case.  However, for Virginia, cost 

reductions were cited, in terms of the lower costs to provide support in the community, 

but were never actually required.  It was expected these would occur, but it was not part 

of the reasoning in the ruling.  It was however shown that this should lead to more 

waivers being available for those in the community.  The Agreement ended up providing 

a higher number of waivers, including adding 2 extra beyond the waiver that was 

provided to the individual moving out of the Training Center. 

 The micromanagement of the program was apparent from the agreement.  There 

had been some issues in Pennsylvania after the closure.  Neither the Justice Department, 

nor the Commonwealth of Virginia, were going to take a chance of that recurring.  The 

agreement was incredibly detailed and demanded attention to detail on behalf of the 

residents of the Training Centers.  This was on a level not required in the agreement or 

other documents surrounding the Pennhurst case. 

 The presence of the Agreement, and its part in the process, was a clear lesson 

learned from Pennhurst.  Legal scholars had argued that the drawn-out court case, which 

ultimately led to an agreement, could have been shortened significantly to the benefit of 
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the residents at Pennhurst.   An agreement should have been sought early on in the 

process.   In this case, immediately after the findings letter, the negotiations to come to an 

Agreement began.  In Virginia, a Federal District Judge oversaw the Agreement, ensuring 

the enforcement of it.  In Pennsylvania, a Federal Judge had ruled in a case brought by a 

parent, driving Pennhurst to closure.  Because the Commonwealth signed the agreement, 

the entire government and bureaucracy were behind the closures. Because the judge was 

forcing the state’s hand in Pennsylvania, there was more push back.   

 The programmatic changes that worked in the closure of Pennhurst were re-

utilized at NVTC.  There were no specific additions to the community programs in either 

case.  It was determined that expansion of the programs was necessary but, in neither 

case was programming mandated.  Given the lesson from Pennhurst, and the Supreme 

Court ruling, on costs and requiring expenditure, this was inevitable.   

 In contrast to Pennhurst, the Virginia agreement did not attempt to plan for what 

would happen to employees.  The sole focus was on the residents.  There was no concern 

given to what employment would be available for those who had worked at the Northern 

Virginia Training Center.  The Agreement does not mention them at all.  It was assumed 

(Zisser and Liban interviews) that there would be more than ample opportunity for them 

to work with those moving to the community.  This was due, at least in large part, to the 

difference in the strength of unions.  In the 70s and 80s, unions were very strong in 

Pennsylvania.  Keeping the staff in mind would help mitigate any risk of action by the 

unions to prevent the closure of Pennhurst.  In Virginia, in contrast, unions were weak.  

The state was a longstanding right-to-work state so the staff had less sway over the 
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system.  Politicians who were elected in the various areas where the Training Centers 

existed would fight for the staff but there was not the additional backing of a union.  

Additionally, the strength of the economy in Northern Virginia played a role.  There was 

more available money for community spending because of the strength of the local 

governments in Fairfax, Arlington and Loudoun counties.   It was assumed that Northern 

Virginia would be able to absorb the employees well, given the low rate of 

unemployment and the pay that might be available to the individuals in other jobs.   The 

jobs providing community services might not pay as well due to the lack of rate 

differential mentioned previously but there would be plenty of other opportunities to find 

work. 

 In Virginia, the Court avoided, and the Agreement did not call for, a Special 

Master. Instead, quality control and the presence of an Independent Reviewer were used, 

to greater effect, to ensure the programs’ success.  This approach brought less weight to 

bear from the Agreement, and caused no controversy, unlike at Pennhurst.  In the case of 

Pennhurst, a Special Master was placed to overcome the inevitable bureaucratic inertia.  

In the case of Virginia, this was not deemed necessary because the Agreement bound the 

state government and bureaucracy.  There was greater control, even more 

micromanagement, but the approach was one of oversight that the Commonwealth found 

less invasive.  The overall system was monitored, but so long as there were no violations 

of the items in the agreement, the presence of the quality control systems was not heavy.  

For example, individualized   plans to move each person out of the institution were set in 
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both cases, but in Virginia, they were set by the staff not by the Special Master as in 

Pennsylvania. 

 Regardless of all of these lessons learned, the process by which families came to 

accept the closures was similar.  At first, they opposed closure.  They fought to keep the 

institution open in both cases.  They fought right up until the very end.  In both cases, 

they attempted to use the legislature to overrule the Judge.  In neither case did that work.  

But after closure, in both cases, they ended up supporting their family members’ move.  

In Virginia, those who had seen their family members’ move were even sent to visit other 

Training Center families to tell them about their positive experience (Mercer interview).   

 Residents were moved.  Processes were followed.  Families ended up content.  As 

the further Training Centers are closed, it will be useful to examine these closures to see 

if the success continues.  The model that was built starting from the Findings Letter and 

moving through the Agreement appears to be an effective one.  It will be extremely 

useful to conduct a similar study to that done after the closure of Pennhurst to determine 

if results are similar and the lessons learned are applicable. 
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THE IMPACT OF DEPOPULATION AND CLOSURE ON MEDICAID COSTS 
 

 

 

After their start in the mid-1800s, institutions for those with intellectual 

disabilities rapidly became the dominant form of housing and care for this population.  

By the 1960s, the population of people housed in these state-run facilities had increased 

to over 300,000 (Carlson 2008). The cultural norm shifted and individuals who would 

have otherwise been institutionalized either stayed in or moved into the community.  As a 

result, by 2013 this number was down to just over 30,000 (www.StateoftheStates.org, 

2013).  Just during the period covered in this study, 1996 through 2013, the depopulation 

in institutions was over 50%.  This shift was a substantial one for the disability 

community.  Over that period, especially from around 1970 on, people increasingly did 

not place loved ones in institutions.  Beds in institutions were removed and institutions 

were even closed as demand for them decreased and their legitimacy waned in the eyes of 

parents, advocates and many of the communities where institutions existed.   

Below are graphs that illustrate the drop in the total population institutionalized 

over the period examined and then the drop in the total state-facility institutionalized 

population.  The total population includes those in nursing homes or in the small number 

of privately funded facilities or in even more limited cases in mental health facilities or 

even prisons. The state facilities are those that are run and managed by the individual 

states. Many states, in an attempt to close institutions, have increased placement in 
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nursing homes and other locations so they can close large expensive institutions.  

However, moving someone from such an institution to another different institution is not 

considered moving into the community by Medicaid or those who study these issues so 

they remain in the population numbers.  The drop is dramatic over the period examined. 
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FIGURE 1 - TOTAL AND STATE INSTITUTIONALIZED POPULATIONS BY 

YEAR  

 

 

The larger 90% decrease in population over 50 plus years, while a remarkable 

statistic, has not occurred without controversy.  On the one hand many of those with 

loved ones in institutions have fought to keep them open.  They have argued that 

“congregated living” should be an acceptable option for many with intellectual 

disabilities (Korf and Anthony Interview, 2017). Many states have refused to close their 

institutions even in the face of lawsuits and pressure from advocates (Wu Tan 2016, USA 

Today “Last of the Institutions” King5 Investigators, November 24, 2015, and others).  

At the same time, disability advocates have been pushing for closure of institutions and in 
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many cases succeeding.  As populations in institutional settings in some areas have 

decreased without closure, pressure has been applied to close these institutions due to the 

shrinking population and the higher costs, particularly fixed costs per person as 

populations in buildings decreased.   Advocates have also been pushing for increased 

Medicaid Waiver spending (Waivers are the per person community spending allotments 

allowed when a person with intellectual disabilities “waives” their right to a placement in 

an institution) as the population in the community increases.  This combination of 

closures and shrinking populations should in theory have led to decreased spending on 

institutions and corresponding increases for waivers and community spending.   

In the argument over the best placement options for those with intellectual 

disabilities cost has as a result been at the center.  For example, in Virginia prior to the 

closure of the Northern Virginia Training Center (NVTC), the Commonwealth reported 

that providing care in NVTC cost over $236,000 per person (Findings Letter, 2011).  At 

the same time, the Justice Department reported that the cost of supporting an individual 

in the community was, comparatively, just north of $70,000 (Findings Letter, 2011).   

The State of the States project that has been run at the University of Colorado to examine 

the state of affairs for individuals with intellectual disabilities around the United States, 

has found that similar discrepancies exist in most, if not all, states.   These dramatic 

differences in costs have led those in favor of closure to use these dramatic per person 

cost differences as one of their main arguments. The argument has been that the large 

cost of providing institutionalized care per individual would be better spent in the 

community, where the money that had prior been used for one individual with intellectual 
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disabilities could be used to pay for multiple individuals in the community.  They also 

have claimed that moving individuals out of institutions will prompt governments, 

legislators in particular, to increase budgets and meet greater demand. Those seeking 

retention have argued that moving to the community will not save money, that there are 

hidden costs that are not reflected in the simplistic model seen by those arguing for 

closure.  They have also argued that the government will never see any savings and that 

government entities will find a way to spend the money and not necessarily on those with 

disabilities.  

Several authors have illustrated the higher costs in institutions.  In addition to the 

State of the State study showing the expensive nature of institutions, Allison Carey 

described the bias toward institutionalized care within Medicaid and how that has raised 

costs.  Riley, Lubitz and Zhang (2003) showed the health care costs were higher in 

institutionalized settings, both in prescription drug provision and in general health care 

expense.  Paul Castellani (2002) showed how, in New York, the Medicaid system was set 

up to use institutions to get more federal money, because more money was expected to 

flow into institutions than the community.  Lucille Wood (1998) found that, when courts 

consider closure, costs and the spending of money both in institutions and in the 

community were central tenets.  In her view, the large amounts of money that were 

confined to spending on institutions inevitably led to these lawsuits.    

In addition to what these authors have said, there are various budget theories that 

have been proposed by scholars suggesting that spending changes should be minimal in a 

case such as this.  The theory of budget incrementalism suggests that budgetary changes 
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may come but would not be significant year on year (even as the population has shrunk 

over time).  John Crecine’s (1977) theory of binary decisions would suggest that the 

binary decision every year involves keeping or dropping the institutions, and, since they 

are not eliminated in most cases, budget changes would either be small or nonexistent. 

Gibran and Sekway (2009) proposed, in their open systems theory that 

interconnectedness within wider society led to budget decisions and exactly how much 

money is allocated to each program.  The arguments over institutions, and the greater 

political forces involved, would not lead to major changes over time.  The goals of 

community care, and the pressure to maintain institutions in many cases, would demand 

that money continue to be spent, even if moved out of institutions.  By these theories, 

budgets should not be cut significantly; money should be retained in the overall Medicaid 

programs to support individuals with intellectual disabilities.  The overall budgetary 

effect of closing institutions or reducing institutionalized populations should be 

negligible.  Specifically, Intellectual and Developmental Disability (IDD) spending 

should not change but spending in the Intermediate Care Facilities/Intellectual Disability 

(ICF/ID) and Home and Community Based Services (HCBS) categories could change 

significantly. 

An examination of Medicaid expenditures specifically on people with intellectual 

disabilities across the 50 states should show no significant reduction in costs, that states 

do not save money by lowering the population.  Thus, it is the hypothesis in this chapter 

that over time the decrease in institutionalized population will not lead to a decline in 

overall Medicaid spending on individuals with intellectual disabilities.  There will be 
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shifts from institutional spending into the community, but not increases in overall 

spending.  Considering the high costs associated with institutionalized care, one might 

expect that reductions in populations, and ultimately closures, would lead to savings in 

the Medicaid system.  Moving individuals to community care could save the system 

money. Therefore, the hypothesis presented herein is that the overall spending remains 

stable even with this declining population. 

Examining the Medicaid costs for institutions and for direct community care in all 

50 states from 1996 to 2013 will lead to some answers to the question of the impact of 

depopulation and closure on Medicaid budgets for those with intellectual disabilities.  

Populations in institutions continued to shrink during the period examined here; seeing if 

costs move in the same direction and then to what degree they shrink or grow, will 

suggest the impact of population shifts.  Additionally, no state has increased its 

institutionalized population during this time period.  This uniformity should make the 

results clearer. 

 

Finding the Data 

 The main data set used to examine Medicaid spending for people with intellectual 

disabilities was provided by the aforementioned State of the States in Developmental 

Disabilities Project6, administered by the University of Colorado. The Project is 

funded by the Administration on Intellectual and Developmental Disabilities, U.S. 

 
6 State of the State in Developmental Disabilities, University of Colorado Department of Psychiatry, 
www.stateofthestates.org 

http://www.stateofthestates.org/
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Department of Health and Human Services, and by the University of Colorado School of 

Medicine, Department of Psychiatry.  This Project has been the premier center of study of 

the programs provided by the various states for people with intellectual disabilities.  The 

years from 1996 to 2013 that were selected from the data set provided by State of the 

States were chosen because of their completeness.  When data was pulled from various 

other sets (GDP Growth by state, poverty rate, the political variables and the others), 

these were the years where data was available on every variable.  State institutional 

populations, for example, were not always reported by states prior to 1993, rendering 

those years incomplete.  All of the budget data was inflation adjusted to 2013 dollars, as 

provided by the State of the States program.   

 The data reported confirms the steady decrease in the institutionalized 

populations. Therefore, a positive coefficient in the case of each of the four primary 

independent variables will mean that the spending is going in the same direction as the 

population.  So, as the population shrinks, a positive coefficient would suggest a 

corresponding decrease in spending.  Since the population is decreasing, as we have seen, 

an increase in population corresponding with an increase in spending is not occurring. 

  

Determining the Variables 

 Breaking Down the Dependent Variables 

Medicaid spending for people with intellectual disabilities is segregated from the 

overall Medicaid budget and thus separately measurable.  The dollars used in this 

regression are only those spent on those with intellectual disabilities, in the programs 
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specifically set up for them through Medicaid.  These dollars are broken down into three 

high level programs, which represent the combination of federal and state dollars spent 

directly. These three programs are:  

1. Home and Community Based Services (HCBS) Waiver spending,  

2. Intermediate Care Facilities for Persons with Intellectual Disabilities (ICFID);  

3. and Federal Related Medicaid (FRMS) such as personal care, targeted case 

management, rehabilitative and clinic services, and administration.  

Intellectual and Developmental Disability (IDD) spending, the first of the four 

dependent variables to be examined, is the aggregated sum of all three pieces plus other 

expenses (administrative costs, certain one time or annual costs, experimental costs, 

uncategorized costs etc.) in other words the aggregate of all spending by Medicaid on 

persons with intellectual disabilities.   If there is overall cost saving, it would be seen with 

this dependent variable.   

The second dependent variable examined is the cost of Home and Community 

Based Services (HCBS) waivers.  These are the waivers7 that are used to fund the costs of 

individuals in the community.  According to Medicaid, “Within broad Federal guidelines, 

States can develop home and community-based services waivers (HCBS Waivers) to 

meet the needs of people who prefer to get long-term care services and supports in their 

home or community, rather than in an institutional setting” 

(https://www.medicaid.gov/medicaid/ltss/institutional/icfid/index.htm, 2018).   This 

 
7 Waivers are the names of the individualized budgets provided to those with intellectual disabilities who 
turn down their “right” to live in an institution.   

https://www.medicaid.gov/medicaid/ltss/institutional/icfid/index.htm
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spending in theory should increase as closures happen and individuals with intellectual 

disabilities were moved into community settings.   

The third dependent variable to be examined is the Intermediate Care Facility and 

Intellectual Disability (ICF/ID) spending.   This is the spending on institutionalized care 

and associated expenses that occurs for the individuals in the institutions. This spending 

should decrease as the population in the institutions decreases. As populations shrink, 

however, costs increase per person housed, deflecting some or even all of that decrease.  

According to Medicaid, Intermediate Care Facilities for individuals with Intellectual 

disability (ICF/ID) is an “optional Medicaid benefit that enables states to provide 

comprehensive and individualized health care and rehabilitation services to individuals to 

promote their functional status and independence. Although it is an optional benefit, all 

states offer it, if only as an alternative to home and community-based services waivers for 

individuals at the ICF/ID level of care” 

(https://www.medicaid.gov/medicaid/ltss/institutional/icfid/index.htm, 2018).   

According to the Miller-Keane dictionary,  “an intermediate care facility (ICF) is a 

health-related facility designed to provide custodial care for individuals unable to care for 

themselves because of mental or physical infirmity; not considered by the government to 

be a medical facility, it can receive no reimbursement under Medicare, generally 

receiving the bulk of its financing under Medicaid.  Federal regulations require that an 

ICF have a registered nurse as director of nursing and a licensed nurse on duty at least 8 

hours per day; other staffing requirements vary by state” (Miller-Keane Encyclopedia 

and Dictionary of Medicine, Nursing, and Allied Health, Seventh Edition (2003)).  There 

https://www.medicaid.gov/medicaid/ltss/institutional/icfid/index.htm
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are states that have closed all their ICF institutions, thus the “optional” nature of the 

spending. 

The fourth and final dependent variable to be examined is the aforementioned 

Other Related Federal Medicaid Spending (FRMS).  This is the catchall, administrative 

costs, alternative spending authorized by CMS and the federal government, etc.  This can 

also be used by states to experiment with new programs or initiatives. 

In order to examine the cost structures of Medicaid for those with intellectual 

disabilities, it is imperative to consider all four variables, the aggregate and the three 

components.  As mentioned previously, all four dependent variables were inflation-

controlled (to 2013) to prevent any impact from macroeconomic cost increases.  The IDD 

spending and the ICF spending would each be more likely to be affected by significant 

health care inflation.  Each dependent variable will be used in its own regression with a 

standard set of population and control variables.    

 

 Establishing the Independent Variables 

Each of the four dependent variables is the basis of a separate regression while the 

independent variables remain constant.  By using this consistent formula, we can examine 

what impact the decrease in institutionalized populations has on all the summary 

spending and on each of the spending categories.  We are interested in both the size of the 

effect seen in the values of the coefficients and the direction of the effect seen in the sign 

before the coefficients. 
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The four vital independent variables that will be examined to determine their 

impact on the dependent variables include: 

• The State Institutionalized Population.  This includes everyone with an 

intellectual disability living in an institution run directly by the states during the 

time period.  As we have seen, this population is shrinking. Since this is the 

primary population, this may have a greater impact on spending in real dollars 

than the other variables. 

• The Private Institutionalized Population.  Many states chose to pay private 

institutions to house portions the population of individuals with intellectual 

disabilities; this included institutions dedicated to those with mental health issues 

and even prisons in some publicized cases.  There was a wide range of the use of 

these private institutions in states.  Some never used them, including Alaska, 

Alabama, Maine and others.  Some, such as Ohio, Florida and Oklahoma, have 

used them extensively, having more in these private institutions than in their state-

run facilities (outsourcing if you will).    

• The Other Residential Institutionalized Population.  This would include 

populations of those with intellectual disabilities outside of the standard 

institutions.  Some states have paid other states to house individuals.  Some have 

used prisons and mental health facilities.  Additionally, some institutions were not 

categorized.  As a result, this catchall was created for any additional institutional 

settings.  Because this was only used in certain states and was neither consistent 
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nor predictable, it would be hard to predict the impact of the reduction in 

population on Medicaid spending.   

• Nursing Facilities Population.  Many states use nursing homes to house 

individuals with intellectual disabilities.  This variable counts this population. 

These facilities tend to be expensive.  These populations have been shrinking 

because of the expense and because of the stigma of nursing homes (Carlson 

2012). 

 

All of these populations are measured in thousands, this will be important when 

examining the coefficients.  The coefficients related to each of these populations will give 

an indication of what happens to spending as the population shifts in each of these areas.  

Considering that in most circumstances the populations are shrinking from year to year, 

the change in spending will be reflected in these coefficients. 

 The other primary independent variable examined was the Federal Medical 

Assistance Percentage or FMAP.  FMAP is the percentage paid by the Federal 

government toward individual state Medicaid expenditures.  The remainder is known as 

the state share.  The Congressional Research Service Report, updated as of July 29, 2020, 

explains FMAP as follows: “Generally determined annually, the FMAP formula is 

designed so that the federal government pays a larger portion of Medicaid costs in states 

with lower per capita incomes relative to the national average (and vice versa for states 

with higher per capita incomes). FMAP rates have a statutory minimum of 50% and a 

statutory maximum of 83%. For FY2021, regular FMAP rates range from 50.00% (13 
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states) to 77.76% (Mississippi).”  By isolating the FMAP percentage, it should be 

possible to more closely examine the state budgetary increases and what states have been 

doing as a result of the depopulation and closure of institutions. 

 There are several political variables that were used to determine and isolate the 

impact of unified Democratic and Republican governments.  By political convention, 

Republicans in control of legislatures and the Governor’s chair would be expected to 

show lower spending on Medicaid and institutions.  Democratic control should show the 

opposite.  Because of that expected dichotomy, it will be important to examine those 

changes.   Determining what the impact of these unified governments, and by corollary 

what happens when the governments are divided, will be instructive. 

 There are certain economic variables that were also utilized to control for changes 

in the economies of the states studied.  First, controlling for the poverty rate and its 

fluctuations isolates the coefficients from material changes in that poverty rate.  Because 

Medicaid overall is targeted at those who cannot afford health insurance, fluctuations in 

the poverty rate could affect how much is spent, although this should be somewhat 

isolated because spending specifically on the poor is not contained in the variable.  Also, 

when the poverty rate increases the populations in institutions tend to remain stable or 

increase as one would expect.  Individuals do not tend to move from the institutions when 

recessions hit or the level of poverty is increasing.  Second, controlling for GDP growth 

in the states isolates the changes in the economies of each state.  When GDP growth 

occurs, state spending tends to increase and spending on institutionalized care and 
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community care could increase.  These increases or decreases do not reflect the shift due 

to the populations in question and need to be controlled.   

 

Building the Model 

The formula for the regression equations are as follows: 

LogIDDMedicaidSpend = A – β*StateInstitutionalizedPopulation + Ϲ*PrivateInstitutionalizedPopulation + 

ɗ*OtherInstitutionalizedPopulation  +ϵ*NursingFacilitiesPopulation  + FMAPPercentage + xIT 

 

 

LogICFIDMedicaidSpend = A – β*StateInstitutionalizedPopulation + Ϲ*PrivateInstitutionalizedPopulation  

+ ɗ*OtherInstitutionalizedPopulation  + ϵ*NursingFacilitiesPopulation  + FMAPPercentage + xIT 

 

 

LogHCBSMedicaidSpend = A – β*StateInstitutionalizedPopulation + Ϲ*PrivateInstitutionalizedPopulation 

+ ɗ*OtherInstitutionalizedPopulation  +ϵ*NursingFacilitiesPopulation  + FMAPPercentage + xIT 

 

 

LogFRMSMedicaidSpend = A – β*StateInstitutionalizedPopulation + Ϲ*PrivateInstitutionalizedPopulation 

+ ɗ*OtherInstitutionalizedPopulation  +ϵ*NursingFacilitiesPopulation  + FMAPPercentage + xIT 

 

 

 

Where xIT represents the control variables to be included. 

 

Method 

 Because this is a time-based (by year) and state-based spending analysis, panel 

data regression was the method selected.  Other methods were considered, such as 

quantile regression, but the simplest method proved to be the most powerful and useful.  

The data from 1996 to 2013 included every state and every year so completeness was 

achieved.  Utilizing fixed effects limited the consideration of outside variables and 

provided the cleanest solution to planning the proper regression and analysis.   Clustering 

by state would also provide clarity. 
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It is the common convention, when examining large monetary amounts, to use 

natural logs for the actual monetary numbers, in this case the spending on each of the 

four dependent variables.  This proved to make interpretation simplest and easiest to 

understand.   

It should become clear what the impact is of decreasing institutionalized 

populations on Medicaid spending for individuals with intellectual disabilities.  In the 

context of the Medicaid spending across the 50 states across this period of time, this 

methodology should lead to insights into the question at hand.   

  

Finding the Results 

By examining a scatter plot of each of the four key dependent variables against 

the IDD, ICF/ID and HCBS variables, we can get preliminary indicators of the 

relationships.  Isolating two key outlying states, New York and California, will provide 

extra clarity. 
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FIGURES 4 – 7 - SCATTERPLOTS OF IDD SPENDING VARIABLES. 

 

$
0

$
1

0
 b

ill
io

n
$

8
 b

ill
io

n
$

6
 b

ill
io

n
$

4
 b

ill
io

n
$

2
 b

ill
io

n

In
fla

tio
n
 A

d
ju

st
e
d
 I
D

D
 W

a
iv

e
r 

S
p
e

n
d

0 1000 2000 3000 4000

Private Institutionalized Population

New York California

All Other States

0
.0

0

$
1

0
 b

ill
io

n
$

8
 b

ill
io

n
$

6
 b

ill
io

n
$

4
 b

ill
io

n
$

2
 b

ill
io

n
$

5
 b

ill
io

n

In
fla

tio
n

 A
d
ju

s
te

d
 I
D

D
 W

a
iv

e
r 

S
p

e
n

d

0 1000 2000 3000

Other Residential Population

New York California

All Other States



 
 
 
 

188 
 

 

 

0

$
2

 b
ill

io
n

$
1

.5
 b

ill
io

n
$
1

 b
ill

io
n

$
5

0
0

 m
ill

io
n

In
fl
a
ti
o
n

 A
d
ju

s
te

d
 F

e
d
e

ra
l 
IC

F
/I
D

 S
p
e

n
d

0 2,000 4,000 6,000

State Institutionalized Population

New York California

All Other States

0

$
2

 b
ill

io
n

$
1

.5
 b

ill
io

n
$
1

 b
ill

io
n

$
5

0
0

 m
ill

io
n

In
fl
a
ti
o
n

 A
d
ju

s
te

d
 F

e
d
e

ra
l 
IC

F
/I
D

 S
p
e

n
d

0 1000 2000 3000

Nursing Facilities Population

New York California

All Other States



 
 
 
 

189 
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

0

$5
00

 m
ill

io
n

$1
 b

ill
io

n
$1

.5
 b

ill
io

n
$2

 b
ill

io
n

In
fla

tio
n

 A
dj

us
te

d
 F

ed
e

ra
l I

C
F

/ID
 S

pe
nd

0 1,000 2,000 3,000

Other Residential Population

New York California

All Other States

0

$
5

0
0

 m
ill

io
n

$
2

 b
ill

io
n

$
1

.5
 b

ill
io

n
$
1

 b
ill

io
n

In
fl
a
ti
o
n

 A
d
ju

s
te

d
 F

e
d
e

ra
l 
IC

F
/I
D

 S
p
e

n
d

0 1000 2000 3000 4000

Private Institutionalized Population

New York California

All Other States



 
 
 
 

190 
 

FIGURES 8 – 11 - SCATTERPLOTS OF ICF/ID SPENDING VARIABLES. 
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FIGURES 12 – 15 - SCATTERPLOTS OF HCBS SPENDING VARIABLES. 
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Spending, in the combination of federal and state dollars, varies widely.  New York’s 

system for those with intellectual disabilities for example has been much more dependent 

on institutions while it spends more on individuals with intellectual disabilities in general.  

California on the other hand has spent significantly more money on community services 

and avoided institutional spending.  Part of this is due to the greater size of the population 

in the state.  But we can see that California has made spending on intellectual disability in 

the community a higher priority. Even though California and New York are outliers for 

overall spending, their institutionalized populations are not to the extreme.  Other states 

have the same or even higher numbers in each category.    

 The clustering toward the axis is not surprising.  Small states spend less and have 

lower populations.  More conservative states have traditionally spent less on programs for 

people with intellectual disabilities (University of Colorado, State of the States, 2013).  

This is not universally true, states like Arizona spend more and get rated more highly.  

We can also see from this plot that there are a number of states that have no individuals 

living in institutions.  However, these plots do not give any clear indication by 

themselves whether reductions in key populations lead to less spending.  There are data 

points where some higher spending occurs with higher populations.  The scatter plot 

indicates enough variability to require further examination.   

 

Examining the IDD Spend 

While the scatterplots only provide limited results, the regressions show more 

useful information.  IDD spend, as the aggregate, will be explored first.  The results of 
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the regression, with the aggregate Intellectual and Developmental Disability spend, is 

provided in the table below. 

 

 

TABLE 2 - IDD SPENDING REGRESSION 

 (1) 

VARIABLES Log of IDD in Millions 

  

State Institutionalized Population 0.00319 

 (0.0593) 

Private Institutionalized Population 0.0145 

 (0.0503) 

Other Residential Population -0.00573 

 (0.0977) 

Nursing Facilities Population 0.151** 

 (0.0739) 

FMAP Percentages -0.148 

 (0.662) 

Percentage Growth in GDP 0.00334 

 (0.00293) 

Poverty Rate Percentage -0.000135 

 (0.00657) 

Unified Democratic Government -0.0239 

 (0.0360) 

Unified Republican Government -0.000759 

 (0.0415) 

 

Time Dummies by Year Included 

 

Constant 

 

5.698*** 

 (0.405) 

  

Observations 900 

Number of States, Clustered 50 

R-squared 0.227 

Robust standard errors in parentheses 

*** p<0.01, ** p<0.05, * p<0.1 
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These results suggest that the increases in budget are only due to the secular 

increases that come state budget expansion.  The hypothesis that there is no spending 

change due to the drop in population appears to be true.  The only relationship over time 

according to the regression between the depopulation in any of the categories and the 

change in Medicaid spending is that of the nursing facilities population.  When 

individuals are leaving institutions, the money they are utilizing in those facilities moves 

over to them in the community.  The money may indeed be paying for more individuals 

to live in the community, in the form of additional Medicaid waivers, but the budget is 

not expanding beyond that.   

The exception of course is the nursing facilities population.  When the population 

drops by 10, the drop in spending is about 1.5%.  Considering that nursing facilities tend 

to be the most expensive housing option beyond the institutions, it is not surprising that 

such a drop would lead to a drop in budget.   

It may be useful to look at the coefficients’ directions.  When the state 

institutional populations drop along with the private residential populations and the 

nursing facilities population, as we have seen, Medicaid spending moves in the same 

direction.  However, when the other residential institutional population decreases, 

spending may be increasing.  This may be due to the fact that public institutions are more 

expensive to run, or that when the government decides to move people out of private 

institutions, they decide to spend more money in the system to provide stronger public 

institutional placements.  It is important to note that only four of the dummy year 

variables prove to be significant.  This adds to the theory that there is little overall impact 
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of these changes on Medicaid spending for those with intellectual disabilities, beyond the 

year on year increase. 

The FMAP variable is also insignificant and, somewhat surprisingly, does not 

relate to the IDD budget variable.  However, because these remain fairly constant (based 

on household income in the state), their impact on the regression is apparently limited.  

As each state spends more of its own money, the amount spent by the federal government 

grows with it.  But this is not a driver of the spending in the regression. 

Neither a unified Democratic nor a unified Republican government has a direct 

impact on the spending.  As has been postulated in this dissertation previously, the 

political equation is more complex than the usual notion that Republicans spend less and 

Democrats spend more.  Neither variable proved significant but it is worth noting that the 

coefficient points in the same positive direction regardless.  This suggests that the 

spending could be more in either unified government scenario.  This also suggests that 

split governments do not necessarily mean more or less impact.  As for the economic 

variables, neither the GDP growth or the poverty rate are significant.  IDD spending is 

largely discretionary, beyond the federal contribution.  States do not increase or decrease 

spending because of these factors. 

 Overall, Medicaid spending in these disability related categories do not seem to 

move because of the decreases in population over time.  This regression suggests that the 

factors that impact on Medicaid spending are not related to populations decreasing in 

institutions.  IDD spending remains largely the same (increasing over time certainly) 
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regardless of the change in population.  Next, it will be important to see what happens to 

the HCBS spending. 

 

Examining the HCBS Spend 

Home and Community-Based waivers are the first component of the IDD 

spending that we will examine.  HCBS waivers are the component of IDD spending used 

by people with intellectually disabilities when they can and do live in the community.  

Examining this next should determine whether there is a shift toward community 

spending as the population of the institutionalized decreases.  The results of the 

regression, with the HCBS spend, is provided in the table below. 

 

 

TABLE 3 - HCBS SPENDING REGRESSION 

 (1) 

VARIABLES Log of HCBS in Millions 

  

State Institutionalized Population -0.205 

 (0.127) 

Private Institutionalized Population 0.0131 

 (0.129) 

Other Residential Population 0.203 

 (0.154) 

Nursing Facilities Population 0.158 

 (0.154) 

FMAP Percentages 2.768*** 

 (0.988) 

Percentage Growth in GDP 0.00210 

 (0.00473) 

Poverty Rate Percentage 0.0230 

 (0.0156) 

Unified Democratic Government -0.113 
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 (0.0704) 

Unified Republican Government 0.00188 

 (0.0558) 

 

Time Dummies by Year 

 

Constant 

Included 

 

2.098*** 

 (0.608) 

  

Observations 900 

Number of States, Clustered 50 

R-squared 0.732 

Robust standard errors in parentheses 

*** p<0.01, ** p<0.05, * p<0.1 

 

 

 

 Unlike the IDD spending where one variable was significant, the four main 

population variables do not prove to be significant.  The regression validates the 

hypothesis that the spending is not changing because of the changes in populations.  Just 

like in the case of the IDD spending, the coefficients for the changes in the private, 

nursing and other residential populations are positive meaning drops in populations 

would lead to decreases in spending.  Unlike IDD, the direction of the coefficient of the 

state institutionalized population is negative.  This means that there is the possibility that 

depopulation out of institutions leads to increases in HCBS spending.  This would make 

sense, since as community participation grows for individuals with intellectual 

disabilities, spending in this category would have to increase.  If families do not want to 

place loved ones in state institutions, and populations continue to shrink, HCBS will 

grow even if it is more related to general budget increases than to the specific migration 



 
 
 
 

199 
 

of people.  It is important to note that the p values in these cases are large, as they are in 

the IDD spending.    

 Changes in FMAP spending, when we control for them, suggest a matching 

change in overall spending.  When the FMAP spending increases by 1%, the HCBS 

spending increases by 2.76%.  This would suggest that federal matching dollars can have 

a positive impact on the overall increase.  States do match the increase in FMAP and 

spend more. 

 Neither of the economic variables are significant.  HCBS spending does not have 

a direct relationship with GDP growth or changes in the poverty rate.  Once again, it 

seems to be independent of these variables.  In addition, the political variables here still 

do not prove to have an impact.  Neither unified Democratic government, nor a unified 

Republican government, has a significant impact on the spending.  HCBS spending is the 

primary spending bucket for community spending.  There is political pressure on all 

parties to spend in this category, but it would seem that that pressure does not have 

greater effect when one party is in control.  Again, the complexity of the political system 

is reflected in these answers.  Political party affiliation does not seem to impact directly 

on the direction or amount of HCBS spending. 

 The controls set by year show that all of the years are significant.  This suggests 

that the growth by year, the secular increase in budget values, is driving the growth, not 

necessarily any of the variables identified. 
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ICF spending, which we will examine next should behave in a very different 

manner than HCBS spending.  After all, the ICF spending is for those in these 

institutions. Since the population is dropping, there may be more of a direct impact. 

 

Examining the ICF/ID Spend 

Unlike the case for HCBS spending, it would be expected that the ICF/ID 

spending (specifically on institutionalized care and on care in like facilities) would drop 

as the institutionalized population drops. ICF/ID spending will be the second component 

of the IDD spend that we will examine.  Regression with the ICF/ID spending as the 

dependent variable produced the following results. 

 

 

TABLE 4 - ICF/ID SPENDING REGRESSION 

 (1) 

VARIABLES Log of ICFID in Millions 

  

State Institutionalized Population -0.221* 

 (0.127) 

Private Institutionalized Population -0.0463 

 (0.118) 

Other Residential Population 0.0480 

 (0.188) 

Nursing Facilities Population 0.230** 

 (0.112) 

FMAP Percentages -2.439* 

 (1.303) 

Percentage Growth in GDP 0.000281 

 (0.00667) 

Poverty Rate Percentage -0.00822 

 (0.0102) 

Unified Democratic Government -0.0516 
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 (0.0478) 

Unified Republican Government -0.0547 

 

 

Time Dummies by Year 

(0.0966) 

 

Included 

 

Constant 

 

6.274*** 

 (0.899) 

  

Observations 890 

Number of States, Clustered 50 

R-squared 0.226 

Robust standard errors in parentheses 

*** p<0.01, ** p<0.05, * p<0.1 

 

 

 ICF/ID shows a more direct relationship with the depopulation of institutions.  

The state institutionalized population and the nursing facilities populations are 

significant.   The closer relationship between ICF/ID budgets and the drops in population 

makes logical sense; this is after all where the institutions are funded.  What is 

remarkable is that the budgets for ICF/ID are actually going up as a result of the 

depopulation.   As a result, for each 100-person drop in the population, the equivalent of 

the closure of a moderate sized institution, of state institutions, ICF/ID spending increases 

by 2.22%.   This means that in Virginia, closing that institution, which has been 

accomplished, would mean an increase in spending on average of $3.03 million.  

Pennsylvania, where Pennhurst was, would mean a corresponding increase in spending of 

$8.9 million.  California, with its larger population but per capita fewer individuals in 

institutions, would increase spending by $13.3 million.   New York, with its heavy 

dependency on institutions, would increase spending by the largest amount - $37.71 
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million.  These confirm that different states spend vastly different amounts per person 

and are housing very different numbers of people in institutional settings.  There are two 

possible explanations for what is happening here.  First, just as budgetary theory would 

suggest, budgets are increasing annually and incrementally.  Once these are established it 

is very difficult to lower them.  And considering that the Federal government is funding a 

large part of the budget, there is little incentive for the states to lower their costs.  Even 

when they are not placing more individuals into institutions, they are finding ways to take 

advantage of the funding.  Second, the increases in costs for providing institutionalized 

care is more than making up for the decreases in population.  The shear cost of an 

individual in Virginia, $265,000 per person and increasing, and the increase in those costs 

as we saw in the literature review, means that decreases in population are largely being 

offset by increases in costs. 

Conversely, if there is a 100-person drop in the population within nursing 

facilities (this may seem like a lot but there are many states, Texas, Ohio, New Jersey and 

New York among them who, while state institutionalized population have been dropping, 

nursing facilities population have actually been growing), ICF/ID spending drops by 

2.31%.  In this case, New York would show a corresponding decrease in spending of 

$39.6 million.  California would decrease by $14.40 million.  Pennsylvania would 

decrease by $9.34 million.  And Virginia would decrease by a mere $3.18 million.  Since 

state institutionalized populations have continued to drop largely across the board since 

2013, but nursing facilities have continued to be utilized by states at comparable levels, 

there is still an opportunity to lower costs by switching away from nursing homes.   This 
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would seem to suggest that, unlike the state population, costs are not increasing as we 

have seen in state institutions.  So, when individuals are moved out, or pass away, they 

are not replaced and the costs are not increasing.  As a matter of fact, states may be using 

nursing facilities because they can cost less than the institutions.  This would require 

further study.  The data shows that many states are maintaining or even increasing their 

nursing facilities populations.  States could be moving individuals into nursing homes 

because they can better contain the costs and move individuals into private sector care 

where they cost less; this may be comparable to what has been happening in the area of 

prisons.  

 The FMAP is once again significant.  In this case, a 1% change in the FMAP 

dollar figure means a 2.43% change in the ICF/ID spend.  When the federal government 

spends more, the ICF/ID spend increases.  States spend more than just the FMAP 

increase.  The availability of federal funds means that spending increases.   This furthers 

the idea that states are using federal funding to enhance budgets.  Their incentive is to 

find ways to get federal matching funds and increasing spending in each category would 

enable them to do so. 

 Neither the GDP growth nor the poverty rate are significant.  Spending on ICF/ID 

is not related directly to changes in either measure.  Neither unified Republican nor 

Democratic government shows a relationship either.  Again, there is no evidence that 

these impact on spending.  The complications of the politics of institutions hold true. 

 ICF/ID spending does shift as a result of changes in both the state institutionalized 

population and the nursing facilities population.  The shifts are significant and show that 
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when the populations drop, spending moves out of this budget category.  Logic would 

dictate that we would see decreases in this spending category as the populations drop. 

 

Examining the Federal Related Medicaid Spend 

Unlike ICF/ID spending, which one would expect to be directly related to the 

shrinking population but does not prove to be, FRMS is a much more convoluted story.   

Because this was more politically divergent and varied more widely by state, the results 

are harder to predict.  FRMS spending will be the final component of the IDD spending 

that we will examine.  It is important to note that there are only 49 states represented 

(Kentucky never used FRMS monies in the period studied) in this regression.  Regression 

with the Federal Related Medicaid spending (FRMS) as the dependent variable produced 

the following results. 

 

 

TABLE 5 - FRMS SPENDING REGRESSION 

 (1) 

VARIABLES Log of FRMS in Millions 

  

State Institutionalized Population -0.173 

 (0.280) 

Private Institutionalized Population -0.269 

 (0.215) 

Other Residential Population 0.139 

 (0.344) 

Nursing Facilities Population 0.344 

 (0.353) 

FMAP Percentages -4.132 

 (3.193) 

Percentage Growth in GDP -0.0203 
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 (0.0125) 

Poverty Rate Percentage 0.0332 

 (0.0228) 

Unified Democratic Government -0.212 

 (0.168) 

Unified Republican Government -0.116 

 

 

Time Dummies by Year 

(0.118) 

 

Included 

 

Constant 

 

4.476** 

 (1.936) 

  

Observations 805 

Number of States, Clustered 49 

R-squared 0.121 

Robust standard errors in parentheses 

*** p<0.01, ** p<0.05, * p<0.1 

 

 

 

Not surprisingly, the FRMS spending shows no evidence of being related to the 

depopulation.  There is no evidence in this regression that FRMS spending is shifting 

because of the reductions in populations.  The four population variables are all 

insignificant.  Based on the insignificance, plus the confidence intervals, it is not apparent 

that these population shifts are affecting spending.  Directionally, the coefficients suggest 

the possibility that shrinking state and private institutionalized populations could lead to 

increases in FRMS budgets, while other institutionalized populations and nursing 

facilities populations coefficients suggest they could lead to shrinking budgets. 

FMAP is not significant.  Neither of the economic variables are significant nor are 

the political variables.   
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 Just like three of the other budgets, the drop in populations does not seem to drive 

changes in spending.  The nature of FRMS spending, additional expenditures, 

experimental programs and the like, makes the budgets across states and years less 

predictable.  The fact that there is not a relationship in the regression fits logical 

expectations. 

 

Learning the Lessons of the Regressions 

Society’s treatment of individuals with intellectual disabilities has changed over 

the past 50 years.  As a result, the population of individuals being housed in institutions 

has been steadily declining.  What we discover from these regressions is the lack of a 

budgetary impact of that change.  The hypothesis was that budgets would not shift.  The 

regression shows no evidence that the overall budgets did shift during the years studied, 

1996 to 2013.  Even the community spending does not show any consistent relationship 

to the changes in population.  The spending on the institutional category does show a 

shift, but it is clear that the money is not shifting from that budget into the community nor 

is it reflected in the larger IDD spending category.  This is most likely due to the sizeable 

increases in costs that are occurring every year, even as populations drop.  All of the 

budgets seem to remain nearly constant, with the exception of possible standard 

budgetary increases, especially considering we are adjusting for inflation.  The reduction 

of population in state-run institutions does not lead to increases in overall spending, nor 

to increases in any of the spending categories.   The reductions in the other population 
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categories show even less of an overall effect.  Neither the private institutional changes 

nor the other institutional changes show any changes due to the reduction in population. 

 It appears from the regression, the variables and the confidence intervals, that the only 

thing happening in this timeframe is the secular increase of budgets across the board.  

While budgets are increasing, because of things like tax revenue growth, population 

increases, and other factors, governments do not seem to be adding to the Medicaid 

budgets for individuals with intellectual disabilities.  The shift in populations only causes 

shifts internally to the budgets for Medicaid.  The money may shift from ICF/ID to 

HCBS for example for each individual who moves out of an institution, but there do not 

appear to be additions to the overall budget, or for that matter to any of the individual 

budget groups because of the shifts.    

Considering the number of individuals that require care and need support to live 

in the community, this could suggest that the number of individuals in the programs 

might only be increasing as a result of the reduction in budgets from institutionalized care 

to community.  As we have seen, the costs within Medicaid are lower for community 

provision.   So, for example, in Virginia the cost of institutionalized care was over 

$235,000.  Community care on the contrary was only around $70,000. This suggests that 

when people were moved out, more individuals could have received Medicaid waivers.  

We would expect to see increases in the HCBS budgets if this shift were occurring 

(moving the $165,000 over for example.  Instead, there only seem to be increases 

associated to standard budget growth and incremental changes.   
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Even if there is some movement, this does not mean that states are meeting 

demand for these services, just that they are providing marginally more support to a 

subset of individuals because of the shift to community care.  The demand for community 

care services are high, but there is little evidence that governments are taking advantage 

of the opportunity to shift more money into the community as institutional populations 

(and in theory costs) shift.  Some of this shift would be offset by the constant increases in 

the cost of institutional care, but not nearly the amount we see in the regression.   

As we have seen in the Virginia case study, only when the United States Justice 

Department intervenes did the waiver number increase significantly.  This happens 

infrequently so it is not seen across the term studied.  Once again, the depopulation is not 

showing any real shift in budgets or resulting increase in the waivers that fund individuals 

in community care. 

This fits with the budgetary theories mentioned previously.  The expectation that 

incremental changes would occur in the budgets is demonstrated in these numbers.  There 

might be shifts due to standard budget increases, or certain nominal changes made by 

governments, but there is no sign of increases to reflect growing populations or increase 

in demand for services. 

Consistently, there are little impacts from changes in the poverty rate and GDP 

growth.  Budget changes do not seem to be occurring due to the changes in the overall 

economic situation in the states.  Instead, the numbers are moving up or down based on 

individual state needs and demands.  Furthermore, there is no evidence that unified 

government by either party affects any of these budgets.  There is political complexity in 
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providing services to people with intellectual disabilities, be they in institutions or in 

community care.  This complexity is not leading to budget increases beyond what would 

be expected incrementally from year to year. 

There are significant lessons to be learned from these findings.  First, more 

aggressive lobbying on waivers would be needed to increase the funding for community 

services further. It is important to remember that the only way to increase the number of 

waivers is through the budget process in each state.  The shift out of the institutions might 

be leading to an increase in waivers but, as evidenced by the waiting lists around the 

country, the only way to close the gap between the overall population of people with 

intellectual disabilities who need waivers and the demand for these waivers, is to increase 

budgets.  From these regressions, there is little evidence that such lobbying is currently 

working.  More aggressive efforts by lobbyists in favor of community spending would 

clearly be required to move the needle.  States may be nominally increasing waivers but 

there is no evidence beyond that in these regressions.  Second, federal matching dollars 

seem to be driving state behavior.  It would appear that the FMAP percentage may drive 

the states to increase spending in areas that would otherwise not require it.  So even 

though institutional population are shrinking, states are finding ways to get the federal 

government to pay for more.  This could take the form of increased state spending and 

finding ways to add costs to institutions (This would require more study).   Third, 

political party does not seem to determine spending.  There has been other evidence 

presented in other parts of this dissertation that party affiliation does not drive spending 

in this area, that spending priorities are a much more complicated matter both for 
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institutions and community spending.  Even unified party control does not prove to drive 

spending higher, as would be expected in the case of Democratic control, or lower as 

would be expected in the case of Republican control.  As we have seen, lobbying could 

be useful regardless of which party is in control.  While neither party’s control has shown 

in the years studied to be a factor, this does not mean that future lobbying would not 

work.  On the contrary, it could prove to be very effective if new pressure could be 

brought to bear.  Fourth, shifting money from one of these categories to any others 

besides HCBS waivers will not help.  Adding directly to the community-based waivers, 

advocates should argue, is the only solution.  No other approach will have the impact on 

budgets or services provision that politicians are likely to seek.  Simply closing 

institutions or lowering populations will not have the desired effect.   Fifth, there is no 

evidence that HCBS budgets are increasing because of closure.  At most, some additional 

individuals are being covered with waivers when individuals move out of expensive 

institutions but not on any scale.  But even with that, much more study needs to be had to 

suggest that this is the case.  There does not seem to be growth in HCBS spending at the 

expense of ICF/ID spending.  Finally, the increase reflected in the Medicaid budgets is 

still not meeting demand, as evidenced by the large number of individuals who have been 

waitlisted in most states around the country.  Waiting lists are longer in some states than 

others so this is, of course, not universally true.  As an example, fulfilling these needs is 

only going to get harder as the burgeoning population of people with autism who need 

services achieve adulthood.   Just moving individuals out of the institutions appears to 

shift money out of the ICF/ID budgets but there is no evidence of a direct impact on the 



 
 
 
 

211 
 

monies spent on waivers.  The demand for community services is growing, it will only 

increase exponentially when the population of individuals with autism hits adulthood.  If 

these waivers do not begin to be increased sooner than that, the political ramifications 

could be heavy – for Democrats and Republicans.   

It should come as no surprise, given the consistent depopulation of institutions, 

the population has continued to shrink since 2013, the end of this study.  Virginia has 

closed more institutions, other states such as Illinois have announced they will not be.  

Texas and others continue to utilize institutions as a primary method of providing care for 

people with intellectual disabilities.  Even with continued changes, it is unlikely that this 

will have budgetary impacts.  Other factors will continue to drive reductions in 

populations.  Without prioritization by politicians, or more demands being placed on the 

system that have political ramifications, the effect of the changes will likely continue to 

be nebulous. 

From this regression, we can determine that the hypothesis is likely true.  

Medicaid spending is not increasing because of the depopulation or due to closure.  

Those in favor of closure can argue that it is cheaper to provide community service on an 

individual basis.  But they should be careful in their argument that closure will benefit the 

entire system financially.  For those against closure, they can continue their argument that 

savings are not apparent.  There is a benefit perhaps that more individuals will be covered 

but they can counter the argument that closure will benefit the entire system for 

individuals with intellectual disabilities.   
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CONCLUSION 
 

 

 

Examining two significant closures plus the effect of closure on Medicaid 

spending categories has led to a series of useful insights and conclusions.    Because there 

are still at least 20,000 individuals living in state-run institutional facilities to this date, 

and there are states that are currently refusing to close their institutions, the issues around 

closure and depopulation will continue well into the future.  A case as old as Pennhurst 

provided key insight to what Virginia did as the result of its lawsuit and Virginia will 

provide insight to other states as they close institutions.  As we have discussed, states that 

are not closing their institutions will still be faced with declining populations.  

Eventually, the populations will be too small to sustain the buildings, the staffing and the 

expense.  Small options like nursing homes will be all that remains. 

Nursing facilities populations are not shrinking as dramatically as the state 

institutionalized populations.  Nursing facilities, while controversial because of the 

perception of poor care, are utilized by many states to avoid institutions.  Some states are 

even increasing their populations.  When state bureaucracies do not know what to do with 

an individual, or they feel pressure to provide privatized companies the ability to provide 

these services, they use nursing facilities to fill in gaps and to house individuals with 

significant needs.  Just as in the case of institutions, these have faced intense scrutiny 

from the press and from families in various states leading to reform in some cases and 
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individuals moving in others.  In many ways this has paralleled institutions, suggesting 

that populations in nursing facilities will also shrink. 

Because Pennhurst was the first major closure and the first to be tackled by the 

legal system, the closure established some precedents and provided a wide range of 

lessons learned.  Future courts, future advocates on all sides of the issue of closure, and 

future governments moving to close institutions would use these lessons to inform their 

decisions and their methods. 

When Judge Broderick ruled that Pennhurst should be closed, and subsequently 

was, it was a seminal moment in the history of institutions for those with intellectual 

disabilities.  This was the first time that a judge ruled that individuals with intellectual 

disabilities belonged in the community not in institutionalized settings.  At the time there 

were no objections to closure, during the case no one came forward to advocate for 

retention of Pennhurst.  This would be unusual in the future of the movement to close 

institutions.   Eventually, people would come out against deinstitutionalization, but not 

until the case was in appeal.   In addition, there was no right to habilitation created as a 

result of this ruling.  There was no right to community care, just a right to not live in an 

institution.  Pennhurst also, regardless of the outcome of the case and of the final closure, 

had illustrated the shrinking populations in institutions.  At its peak, Pennhurst had 

housed over 3,000 individuals, by the time of the consent decree to close the facility, that 

number was 576.  Two years later Pennhurst would be empty. 

Pennhurst showed the need to improve programming for individuals with 

intellectual disabilities.  The belief that closure would be better than improving the care 
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in the facility was new.  This was a fundamental element of the consent decree.   This 

new approach in the legal system suggested that challenges to institutions could lead to 

closure and more community opportunities for people with disabilities.  This approach 

would increase the pace of change.  Judge Broderick insisted that programs be 

individualized, that plans for placement be established, that the employees be taken care 

of, and that a Special Master be involved to set the program.  All but the employee 

element became standard fare in future decisions.   

The multiyear evaluation of individuals and their situation provided by the Office 

of Disability, Aging and Long-Term Care Policy would be a unique and valuable 

component of the closure.  Because of the study, we learned that the closure led to clear 

gains in adaptive behavior for those who moved.  Maladaptive behaviors were lowered or 

stayed the same for those who moved.  Concerns that the move would cause an increase 

in such behaviors proved unfounded.  Independence was more apparent for those who 

moved out, as opposed to those who stayed longer.  More services were available in the 

community, and more services provided in various settings were available, instead of the 

dominant services provided inside of the institution.  This variety provided improved 

results and abilities for individuals.  Normalization and individualization both improved. 

The authors found that the size of the Community Living Arrangement (CLA) provided 

is important – the smaller the more growth.  Also, the study found that the more 

structured and stable the schedule the more individual growth, the more normalization 

provided the more individual growth, and the more staff time provided the more 

individual growth.  This would all be useful data for future closures and efforts at 
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expanding community services.  Finally, the study found that costs were lower in the 

community.  The significance of these cost reductions would cause disability advocates 

in future cases to use it as an argument for closure. 

In Virginia, more than two decades later, the closing of the Commonwealth’s 

institutions was also driven within the judicial branch.  Virginia had an even more 

controversial history of institutionalization, as the Central Virginia Training Center had 

been at the center of the Buck v. Bell decision.   Using the decision in Olmstead and the 

problems that had occurred at institutions in Virginia (particularly the Central Virginia 

Training Center), the United States Department of Justice challenged Virginia to improve 

its care for people with intellectual disabilities.  In the Bush and Obama administrations, 

the Justice Department expanded its investigation to look at all the institutions in the 

Commonwealth.  Using a consent agreement allowed both parties to gain resolution with 

fewer issues and less controversy.  The Governor of Virginia could ensure some element 

of control over the process and the budgetary requirements while the Justice Department 

could demand the elements it considered important, like its quality control measures.  

Doing all of this quickly led to a much faster resolution to the situation than had occurred 

in Pennhurst.   

What the Justice Department found did not meet the Olmstead criteria.  The 

system was not strong enough and did not provide those with the ability to do so, the 

opportunity to move into the community.    While the decision made clear that the law 

could not force people to move, it could force the Commonwealth to offer better and 

more substantial options for people.  The Commonwealth was also not under obligation 
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to retain the expensive and difficult to maintain institutions.  Anyone who could live in 

the community was expected to.  Unless there was justification for a person to live in an 

institution (the Commonwealth plan ended up retaining only 75 beds in institutions, 

instead of the thousands it had provided at one time), these people were to be moved into 

the community. 

The agreement that was reached between the Commonwealth and the Justice 

Department expanded community programs and added a significant number of Medicaid 

waivers.  Emergency programs, community structures, and additional assistance of other 

forms were added for those with intellectual disabilities.  But this did not make a 

significant dent in the waiting list of individuals with intellectual disabilities who were 

otherwise eligible for services but did not live in an institution.  Thousands of individuals 

remain on the list to this day. 

The processes and procedures for closing the Training Centers was better than at 

Pennhurst.  It was shorter, there was more family involvement, and the organizational 

structure used to move individuals out was dictated by the Justice Department to help 

ensure that there were fewer challenges.  There were resources available to help families 

adjust and to help find the right community placement for those who had been 

institutionalized.  The quality control elements of these plans and structures were 

demanded by the Justice Department and were a key element in their general success.  

The fact that individuals were not moved into other Intermediate Care Facilities, nor 

nursing homes, suggests that community placement was the real goal. 
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The closure was opposed unlike Pennhurst.  Parents of many in the institutions 

attempted to keep the facilities in place, but ultimately failed.  The Northern Virginia 

Training Center had been heavily supported by the parents and family members of those 

institutionalized.  They had bought equipment, paid for services, and even formed a 

voluntary support organization that made the NVTC a better place.   Despite their efforts, 

the Consent Agreement led to the complete closure of NVTC. 

As of today, all but two of the institutions are closed in Virginia.  The last to close 

is on schedule.  The plan has worked.  The move into the community will be a model for 

other states and the closure of other institutions.  The controls that the parties agreed to, 

the Special Master’s involvement, the avoidance of the lawsuit settling the closures, the 

programs that were set up, all worked to ensure that the process would work, as much as 

possible, to all the parties involved. 

 Disability advocates have been pushing for years to close institutions and to move 

populations into the community.  This has been working.  Combined with the inherent 

opposition to institutionalization among younger and newer parents, the population is 

shrinking constantly.  Few want to place a loved one in an institution, and advocates are 

pushing for closure and reductions in population, leading to rapid decline in the 

population.  Even the former pressure to place tougher cases (severe disabilities, limited 

mobility, etc.) in nursing homes has abated.  The community is the expectation and the 

norm in this day and age.  Budget and population data proves this out. 

 But the corresponding pressure to increase spending in the community does not 

appear to be working in the timeframe studied.  People move out of institutions for two 
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reasons.  One is where the determination has been made that they belong in the 

community, either due to closure or new approaches to community living.  The second is 

due to death.  In the first case, money moves into the community.  We would expect that 

because the cost is lower to provide community care, only the monies needed to support 

the person in the community would be moving.   What we find from the regressions is 

that there is no evidence that overall budgets are shifting due to deinstitutionalization or 

depopulation.  There is evidence that ICF/ID budgets are increasing when depopulation 

occurs, likely because 1) individual costs are increasing even faster than the rate of 

depopulation and 2) the federal matching dollars provide incentive to maintain higher 

budgets, to take advantage of the availability of those dollars.  But at the aggregate IDD 

level, there is no increase or decrease occurring.  All we find is that the standard, secular 

budget increases are occurring but that no significant drop in spending occurs during the 

period due to the shift in population.  In the FRMS and HCBS categories, the regressions 

do not show changes do the populations.  Thus overall, there is little evidence of changes 

because of the depopulation.    

There are several significant limitations to this study.  The first is that there was 

no specific methodology for the interviews conducted with those involved with the 

Virginia closures.  The interviews did not follow a strict set of questions to provide the 

kind of structure that could have been put in place.  The Interview Review Board 

approved of the interviews, after the fact, but this does not substitute for the lack of 

structure. The second was that there was not a qualitative methodology followed.  The 

time difference between the two cases and the inability to directly interview people 
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involved with the closure at Pennhurst contributed to this but it still presents a serious 

limitation.   The final limitation is represented in both the Pennhurst and Virginia cases.  

Those most directly affected by these closures, the residents themselves, were not 

interviewed.  Those with intellectual disabilities in these cases could not necessarily fully 

express their feelings about their situation nor answer direct questions about their 

situations.  Their parents, and those managing the closures, had to substitute. 

After examining two significant closures of institutions for those with intellectual 

disabilities and the changes in spending that are occurring because of these closures and 

the diminishing number of individuals that live in institutionalized setting, there are a 

series of conclusions that can be drawn: 

• Closure works.  Individuals and families are happier to be in the community.  

The Pennhurst example makes that clear.  And what is happening in Virginia to 

this point has been consistent with that.  Communal living has its appeal to those 

who have lived for a long time in those institutions.  But it is not appealing to 

those whose children are coming of age. As populations shrink, and the demand 

for institutional placement continues to shrink, there will be more fiscal and 

programmatic pressure for closure.  The fact that it works will only contribute to 

the ongoing decrease in populations. 

• Medicaid budgets are not growing nor shrinking due to depopulation.  There 

is no evidence from the regressions presented that depopulation leads to shifts in 

budgets.  Budgets are still being driven more by standard budgetary processes, 

and by spending by the Federal government, than by the movement of the 
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population away from institutions.  ICF/ID spending is shrinking but there is little 

evidence that even that money is moving into community categories.  Because the 

cost of providing institutionalized care is so high, advocates have claimed that the 

shift would benefit the population as a whole.  That has not proved to be the case 

in the time period studied. 

• Legislatures will rarely take direct action toward closure.  This requires legal 

intervention.  In both Pennsylvania and Virginia, it was the legal branches of 

government that took the lead in demanding closure.  Legislatures did not have 

the wherewithal to move in that direction.  The politics were too complicated and 

emotional.  Populations will shrink due to lack of demand, but there will not be 

full scale closures without active intervention by Attorneys General or the United 

States Department of Justice.  Since Virginia’s agreement, the Justice Department 

has not shown much interest in demanding more closures.  This makes it more 

likely that closures will happen only by attrition. 

• Attempts to close institutions and shrink institutionalized population are 

effective.  The population has been dropping significantly for a long time.  The 

90% drop in population will continue (Virginia just closed another institution and 

will be down to one, as per the agreement, by 2020).  Individuals are not being 

placed in institutions, even when there might be open beds.  The option may be 

presented, but there are very few families who will even consider such a route.  

There is little doubt that institutionalized populations will continue shrinking.  

What is in doubt is the growth of programming and community structures. 
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• Closure requires planning and attention to programming.   This seems like a 

truism but has not always been followed.  Closure in many cases has become the 

imperative, but follow through is not there.  In Pennsylvania, the longitudinal 

study indicated that programming was effective.  In Virginia the verdict is still 

out.  Other literature suggests that this is a decidedly mixed bag.   

• Closure demands a strong community structure and program capability.  In 

some cases, the community program is not expanded, even with closure.  With the 

closure of Pennhurst, the programs were not put in place prior to closure.  The 

programs were expanded as people moved into the community.  In Virginia, there 

were strong concerns about whether the programs would work for individuals.  

While they seem to be, more study will be required.  And the attempts at waiver 

expansion will not cover the clear demand as demonstrated by the expanding wait 

list.  Clearing wait lists will become the next pressure point on the system.  The 

demand to meet individual needs, instead of just the broader needs of a group of 

individuals, will require ever changing structures and budgets.  This does not tend 

to be a strength of bureaucratic systems. 

• The fear of closure and its impact on the health and welfare of individuals 

does not seem to be well founded.  In neither Pennsylvania or Virginia have 

there been publicized problems with closures.  There have been some anecdotal 

stories as to illnesses and even deaths but these are not widespread nor is there 

any documented evidence that these were a result of the closures or the process of 

moving individuals into the community.  These stories seem to be more fodder for 
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improving community care than demanding either expansion of or return to more 

institutionalized placements.  Vigilance on behalf of those in the community will 

need to get stronger; there is a tendency to take community placement as a good 

in its own right.  The only way this can be true is if this vigilance on behalf of 

individuals with intellectual disabilities continues. 

• Expansion of community housing and programming as a result of closure is 

not working.  Political pressure will have to come from families and advocates if 

this is going to happen.  While there may be increases in budgets after the closure 

of institutions, waiting lists are still prevalent in most states. Budgets are only 

increasing because of the secular nature of the budgets.  There is no evidence 

currently that the HCBS or related budgets are increasing with the shift in 

population.  Families and advocates are going to have to change tactics and apply 

more pressure to add waivers and reduce the waiting lists.  There is an 

opportunity to move more of those dollars into community expenditures, both 

because of closure and as a result of outside political pressure from advocates.  

Pressure will need to come from parents, family members, friends, and self-

advocates.  Unless this political pressure succeeds on a grander scale, community 

programs will leave many lacking. 

• Demand for programming and community support is high but supply is not 

meeting that demand.  The number of individuals on the waiting lists around the 

country illustrates this.  In Virginia, a number of slots were created because of the 

closures and the agreement between the state government and the United States 
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Justice Department.  However, this will only put a dent in the waiting list.  There 

is lingering fear among advocates that, without additional waivers put forward by 

the legislature, the number could actually start to increase.  The Great Recession 

only exacerbated this point.  As tax revenues shrunk, waiting lists grew and were 

even re-established in some states that had not prior had such lists. 

• Pressure will come from parental and familial groups as the population of 

people without Medicaid waivers increases.  Particularly as the large number of 

individuals diagnosed with autism become adults, the population increases outside 

of institutions will have an impact.  The massive number of individuals with 

autism that are coming up through school systems will someday be adults with 

autism.  The demand for community infrastructure for them will be intense.  The 

success of the autism community to this point in gaining awareness, school 

programs, and general spending suggests that they will likely have success at 

generating community programs for adults.  The money for these new programs is 

going to have to come from somewhere or there will be potential political 

ramifications (people running on these issues, politicians demanding action on 

behalf of their constituents etc.).   

• Depopulation alone is not an answer.  Because there is no evidence that 

deinstitutionalization is leading to budget shifts, the continued depopulation is not 

going to lead to more money in the community.  Depopulation may be a 

worthwhile effort and one that improves the lives of individuals, from the studies 

we have seen, but it will not by itself improve availability of money or services in 



 
 
 
 

224 
 

the community.  Even the shift of the $265,000 per person into the community in 

Virginia, for example, may not increase the number of individuals receiving 

waivers nor increase the spending to improve and advance programs in the 

community. 

 

For the growing population of individuals with intellectual disabilities, the need 

for improved programs and stronger community care seems obvious.  But the current 

system is not broad enough nor deep enough to meet the needs of the individuals in, or 

coming into, the system.  Pressure will mount on politicians to address these needs.  That 

pressure will likely be independent of the process of closure, as there does not seem to be 

significant growth of community budgets or programs for individuals with intellectual 

disabilities as a result of the closure or reduction in populations.  The future of advocacy 

for this community will have to change, from a push for institutional closure, to the more 

complex initiative to achieve community structures that support individual lives. 
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