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I.

The Importance oflntermediate Care Facilities in a Full Continuum of Care

For centuries, we have been trying to figure out what to do with people with intellectual and
developmental disabilities (I/DD). We've made progress, but we still have a long way to go.
Until the 1960's we warehoused people with I/DD. Anyone who was deemed mentally deficient,
those who were too severely impacted or whose family could not afford to care for them at home,
was sent off into a large facility, an institution, if you will, and shut away from society. During the
Kennedy era, thanks in great part to Eunice Kennedy Shriver's concern for her sister Rosemary, we
began to take a more enlightened approach. Over the next decades, we created different venues for
people with I/DD, some small, some large, some offering treatment, others offering opportunities to
interact with non-disabled members of society, in what we came to call "the community". The goal
was to try to find the right setting for people, based on their level of need or their level of ability.
Unfortunately, we have moved away from that.
Now, instead of treating everyone with I/DD like they need to be warehoused, we have tried to treat
everyone with I/DD as though they will thrive in "the community". Once again, we are seeking a
simple solution to a complex problem. People with intellectual and developmental disabilities are
diverse. Many of the more severely impacted are diagnosed with multiple diagnoses - any number of
intellectual conditions, including but not limited to Fragile X syndrome, Angelman's syndrome,
Cornelia De Lange syndrome, Cerebral Palsy, Down Syndrome, autism, microcephaly, and what we
once referred to as mental retardation, but no longer define as such.
But that is just the first layer. Many of these individuals are impacted with further diagnose - selfinjurious behaviors, behaviors that put others at risk, Pica, autism (as a co-existing diagnosis),
epilepsy, bi-polarism. Then there are the complex medical conditions that often accompany
developmental disabilities, or some of the illnesses associated with aging, like Parkinson's disease,
blindness, or Alzheimer's. Yes, many people with Down Syndrome develop early onset Alzheimer's
in their late forties and fifties. People with this level of intellectual disabilities are diverse and
complicated and unique. We need multi-layered solutions to meet the needs of these individuals.
Another term for this is a full continuum of care.
One of those solutions, one part of that continuum that every state should have, the Intermediate Care
Facility (ICF). You may pluralize that. Every state should have several intermediate care facilities.
Because there are several different types of individuals who benefit from that level of care. Who rely
on that level of care. Most of these individuals have not been successfully cared for at home, or in
group homes. For these people, intermediate care facilities offer the best solution, the best fit.
The level of care provided by ICFs far exceeds the care in a group home. For good reason. The nature
of a group home is a smaller setting, where residents are offered more independence exactly because
they don't need to be monitored as closely. In an ICF, there are higher staffing levels, and in many
cases, staff are more experienced, better trained, and staff retention is much higher. There are doctors
on the campus during day hours, and on call at night. There is 24/7 nursing. In order to provide that
level of care, there must be a larger scale, i.e. a larger number of patients on the campus.
Of course, this leads some people to call an ICF an institution. As if that were a bad word. Penn State
Harrisburg is an institution. A great institution. This committee, this building, and the Pennsylvania
Legislature, are all institutions. And Whitehaven, Polk, Selinsgrove, and Ebensburg are all great
institutions. They are a part of Pennsylvania's continuum of care, and they deserve to be preserved.
They deserve greater investment.

II. Integration =Isolation
The people who try to persuade you that "institutions" are always bad, and group "homes" are good
for everybody will also try to persuade you that everyone with an intellectual disability wants to be
in a setting that integrates them with the aforementioned group non-disabled individuals they call "the
community". And for many people with I/DD, those who are more able to integrate with others, this
may be the case.
But this is not the case for people with severe I/DD. My brother Tom is one such individual.
At an early age, Tom was diagnosed with severe "mental retardation". That was the term that was
used sixty years ago, when my parents figured out that there was something very wrong with their
third child. For the next sixteen years, after they determined that they could not provide the level of
care he needed, they took him to several different settings, starting with group homes, but escalating
to higher levels of care every few years when his setting was unable to meet his needs. Tom also has
self-injurious behaviors, pica, autism, and bi-polar disorder. When the last small-medium setting
failed, Tom spent six months in a hospital until my parents could find an appropriate setting.
Finally, there was an opening at an ICF. My parents weren't too happy about the idea of a large
institutional setting, having heard the horror stories that populate our mythology, but that was all there
was. It didn't take long for them to realize that this was the right place. They understood Tom, and
helped him through his episodes of injuring himself. This ICF has been Tom's home for forty years.
And I mean home. It is his community. He is with his peers, and he receives love and care from Direct
Support Professionals, most of whom have worked there upwards of 10, 15, even 25 years. I spoke
with a therapist the other day who had been there 40 years, as Jong as Tom.
Tom is 62. I don't believe he would be alive today ifhe had been in an environment that afforded less
attention to his conditions and his disabilities. The care he has received at his ICF home has been
exemplary.
Tom has been exposed to the community of non-disabled individuals all his life. He's been to the
circus, concerts, the movies, bowling, and he's been taken to the mall several times a year to buy new
clothing. But Tom doesn't interact in that community. He just walks through it.
Tom is non-verbal. He' s never spoken a single word. He can understand certain things, but he doesn't
listen to most people. Tom's friends are his peers, his cottage-mates, people he's lived with and known
for years. But Tom's best friends are actually his caregivers, the Direct Support Professionals who
have worked with him for all these years, the people who deal with him one-on-one, who look him in
the eye and make sure they're getting through, who repeat things until he responds, and who know
how to read him. And he responds to them. He willingly cooperates with the ones he likes and feels
closest to. The bonds he feels with these select individuals have taken years of patience, love, and
understanding. They have learned how to enter his world.
If you were to take Tom out of his ICF, and put him into a smaller setting with only two or three of
his peers, and only one or two or three DSPs who change every few months, you would not be
integrating him into anything, certainly not a community. You would be isolating him. You would be
depriving him of interacting with as large a group of peers, and you would be depriving him of the
large number of caregivers he's come to interact with. You would be making his world smaller.

III. The Integration Mandate
So why do we insist that everyone must be in the most integrated, least restrictive environment? Why
do the people who want to close our ICFs insist that Olmstead mandates integration?
In the deaf community, when there was an effort to integrate deaf people with hearing people, the
result was that the deaf were isolated. They were unable to communicate, because no one spoke ASL,
American Sign Language. Instead of LRE meaning the Least Restrictive Environment, deaf people
thrive in a Language Rich Environment. The non-deaf community is free to learn their language, and
be part of their community. They are not forced to be part of a community that is not their own.
The elderly community is free to choose to live among their peers, in elderly communities, retirement
communities, assisted living communities. We encourage this, even for those with Alzheimer's or
medical conditions. Especially for those with Alzheimer's or medical conditions.
This is natural.
When our kids finish high school and go off to college, we put them into dormitories. Large,
institutional settings. Not the least restrictive environment. God knows, the last place we want to send
them is to the least restrictive environment.
Some people like to live in the country, with no neighbors to bother them. Some thrive in an urban
environment. Some want to live in a house, others a high-rise apartment building. We don't make
rules telling non-disabled people where they can or cannot live.
But not so for people with I/DD. No, they must be in the least restrictive environment. They must
integrate with non-disabled people in the community, because we have been told that's what they all
want. Even if the neighbors complain every time someone crosses from the group home into their
yard, even if they leave a campus of several hundred protected acres and move to a group home on a
quarter of an acre, we know that this must be what they want. Integration with people who are not
like them. This what we are told, over and over and over again.
And those who insist on this form of integration also tell us that inclusion is mandated by the Olmstead
decision. This is not true. There is no inclusion mandate in Olmstead.

IV. The Supreme Court Decision: Olmstead v. L. C. (527 U.S. 581 (1999))
The fact is, the Court's determination in Olmstead supports both the right to an inclusive environment
and the right to institutional care, based on the need and desires of the individual. Olmstead guarantees
choice for all individuals, their parents, and guardians. Olmstead requires that those who are moved
from institutional care to smaller, community-based group homes meet three distinct criteria to
determine the appropriate residential setting. There is no mandate to deny access to institutions, to
close institutions, nor to place at risk any individuals who need and choose institutional care.

The Supreme Court recognized the need for States to maintain a range of facilities for
the diverse needs of persons with developmental disabilities:

"Unjustified isolation, we hold, is properly regarded as discrimination based on disability. But
we recognize, as well, the States' need to maintain a range of facilities for the care and

treatment ofpersons with diverse mental disabilities, and the States' obligation to administer
services with an even hand." 1
"We emphasize that nothing in theADAor its implementingregulationscondones termination
ofinstitutional settings for persons unable to handle or benefit from community settings ... Nor
is there anyfederal requirement that community-based treatment be imposed on patients
who do not desire it. " 2

The majority opinion revealed the need for standards in determining the appropriate
level of care:
"Consistent with these provisions, the State generally may rely on the reasonable assessments of
its own professionals in determining whether an individual 'meets the essential eligibility
requirements' for habilitation in a community-based program. Absent such qualification, it would
be inappropriate to remove a patient from the more restrictive setting." 3

The Court set conditions before the State is required to move individuals to the
community:
"[U]nder Title lJ ofthe ADA States are required to provide community- based treatment for
persons with mental disabilities [1] when the State 's treatment professionals determine that
uch placement is appropriate, [2] the qffected persons do not oppose such treatment, and
[3} the placement can be reasonably accommodated taking into account Lhe re ources
available to the State and the needs of others with mental disabilities." 4

A plurality of Justices concurred:
'J\s already observed [by the majority] , the ADA is not reasonably read to impel States to phase
out institutions, placing patients in need ofclose care at risk. . . Some individuals . . . may need
institutional care from time to time 'to stabilize acute psychiatric symptoms ' . . . For other
individuals, no placement outside the institution may ever be appropriate .. .for these persons,
institutional settings are needed and must remain available. " 5

In his concurring opinion, Justice Anthony Kennedy warned about the possibility of tragic
consequences for ICF residents if the ADA is misinterpreted:
"It would be unreasonable, it would be a tragic event, then, were the American with Disabilities
Act of 1990 (ADA) to be interpreted so that States had some incentive, for fear of litigation, to
drive those in need of medical care and treatment out of appropriate care and into settings with
too little assistance and supervision. " 6
"In light of these concerns, if the principle of liability announced by the Court is not applied
with caution and circumspection, States may be pressured into attempting compliance on the
cheap, placing marginal patients into integrated settings devoid of the services and attention
necessary for their condition. " 7, 8
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V.

Conclusion: The Effects of Closing or Eliminating Intermediate Care Facilities

In spite of the Supreme Court's ruling in Olmstead, several states have closed their Intermediate Care
Facilities. What happens to those who do not transition successfully?
a. They die. That's what happened in Georgia, when the Department of Justice forced closure
of the state's ICFs. In 2013, 500 patients died in community care while under the auspices
of the Georgia Department of Behavioral Health and Developmental Disabilities. 82 were
classified as unexpected deaths, including 68 who were developmentally disabled. In 2014,
an additional 498 patients who were receiving community care died, including 141
considered unexpected. 9
b. They are moved to institutions in other states. New York, New Jersey, and other states have
moved people to private ICFs in other states in order to fulfill their obligation to the
intellectually disabled. This removes them from their families, and removes them from the
state's oversight and accountability. This is not an acceptable option. One woman from New
York who had been placed in a private ICF in northern New Hampshire was returned to the
state after it was discovered that she and others were being seriously abused in the facility.
That facility was subsequently closed down. 10
In 2009, New Jersey started to return the people who had been moved out of state to care in
its ICFs, citing high costs. Unfortunately, they tried to move them all to group homes,
instead of to ICFs. The result was a disaster, and then Governor Christie stopped the
program. Families wanted ICF care, and if they couldn't get it in New Jersey, they didn't
want to settle for less. The best solution, of course, would have been to provide ICF care instate. But politics, and lobbying by the people who oppose ICFs, got in the way. 11
c. They wind up in nursing facilities, that offer no treatment and are not equipped for dealing
with people with I/DD.
d. They wind up in Emergency Rooms, for extended stays, at high costs to the state and to the
host hospital.
e. They wind up in prison, or in Forensic Facilities. This is most common among people who
have severe autism with tendencies toward violent behaviors.
So, among those who fail to adapt to a group home environment, we see that the results are either
death, or moving from an appropriate institution, an ICF, to an inappropriate institution, an out-ofstate facility, a nursing facility, an emergency room, or prison.
A better solution? Preserve Intermediate Care Facilities in Pennsylvania. Invest in them. Improve the
scope of their offerings, so that they can meet the needs of the people who are not served in group
homes.
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