12/11/08 Testimony to CGFA — Tinley Park, Hlinois

Good afternoon Commission Members. Thank you for taking the time to listen to
my testimony. My name is George Amann and | am the parent of a develop-
mentally disabled son, Robert, who resides in a SODC.

The question before you is whether the proposed closure of Howe Developmental
Center is sound public policy. To help answer that question you have been
provided various reports outlining the reasons for a closure recommendation.
Ladies and gentlemen, | can find no reference to sound public policy in these
documents. DHS management contends that there are unsolvable systemic
problems specifically related to the Howe operation. However, they refuse to
identify these problems since they are all a result of mismanagement from the
very top of DHS. As a history reference point, in FY years 2004 and 2005, the
Howe Center continued its certified status with the State of illinois Department of
Public Health. Further, in July, 2005, Howe Center was surveyed and its
accreditation was renewed for two years by the Council on Quality and
Leadership in Supports for People with Disabilities. These facts are drawn from
the llinois Auditor General’s report for fiscal years 2004 and 2005. The following
two years resulted in an apparent collapse of the quality standards of care
required to maintain Medicaid certification from the federal government. Also,
the lilinois Auditor General’s reports forFY2005, FY2006 and FY2007 shows the
value of overtime and earned compensatory hours paid were $5.04MM
$5.369MM and $7.667MM respectively. This represents increases of 50%, 52%,
and 228% when measured against this same cost element for FY2004.

THE SCOPE OF THIS FAILURE BY DHS TOP MANAGEMENT TO RECOGNIZE WHAT
WAS OCCURRING IS UNPRECEDENTED! FOR THIS ADMINISTRATION TO NOW
PRESENT “SYSTEMIC PROBLEMS” AS A REASON FOR CLOSURE IS NOT A PUBLIC
POLICY RECOMMENDATION. RATHERIT IS A WAY FOR THEM TO AVOID PUBLIC
RESPONSIBILITY FOR THEIR FAILURE TO PROVIDE CARE TO OUR STATE’S MOST
VULNERABLE CITIZENS. IF THEY ARE PERMITTED TO WALK AWAY FROM HOWE IN
THIS MANNER, WHAT SHOULD | EXPECT IN THE FUTURE FOR MY SON RESIDING IN
ANOTHER SODC?



Now, what of the future for the current residents at Howe? According to the
documentation provided to you by DHS, some 225 of the 300 (75%) of them will
be relocated to sister state facilities. | submit to you that this results in
overcrowding at these facilities. This is anything, anything but good public policy,
and, | submit to you, a primary reason to keep the Howe facility open for those
who select that option. DHS should be charged to accomplish the necessary
corrections to achieve renewal of Federal Medicaid certification and the funding
for services. You have a moral duty to see that this happens. The residents of
Howe are innocent victims in this and they need your help.

Thank you for your attention.



December 12" 2008
Speech to the COGFA Hearing, Tinley Park Convention Center

I would like to introduce myself, Dennis Melas, brother and guardian of John Melas, a
resident at the Howe Developmental Center.

Let me first begin by telling you something about my brother. John began his blessed
life as a premature baby — blind, profoundly retarded, prone to frequent seizures and
eventually confined to a wheelchair.

Howe became John’s home over 24 years. For the next 16 years, and to this day, my
mother who is now 87 years old would routinely visit John at Howe, via a 2.5 hour
trip on local public transportation, making the regardless of weather or how she felt.

The staff at Howe has done a marvelous job attending to his well being and fragile
medical condition. They were not simply workers there, they were part of John’s
family based on the care, concern and love that they showed for him. They
provided the correct diet, daily stretching routines, training, and off campus activities
for him. This type of structured activity is critical to prevent any atrophy from
occurring due to his confinement to the wheelchair. When he did have medical
problems, found by the regular blood and medical tests performed at Howe, he would
be immediately taken to the local hospital for specialized care.

With the possible closing of Howe, an alternative for him could be a community based
private home, which would ultimately be a nursing home. The fear is that a nursing
home may not provide any of the structure, diet, activity or care that is shown at
Howe; it will just provide the “Low Cost” alternative to the state facilities. If my
brother is sent to a nursing home, he will be bedridden, ultimately fed via a tube,
and never given anything more then basic care to attempt to keep him alive.

One possibility would be the Alden Network which has had over 200 substantiated
violations and complaints. They include things such as cases of broken bones,
unhealthy weight loss, bedsores, psychological abuse, rape, and yes, wrongful
death. Millions of dollars worth of lawsuits! Another reason why these community
based silas may be cheaper is that they import nursing staff from other countries,
sponsor their visas, and recently, not pay 119 of them. While we have our
technology being outsourced to India; we don’t need this to happen to our
healthcare jobs, not during a time of almost 7% unemployment.

Howe is the newest of the state’s mental health institutions. When opened, it was a
model location with individual bungalows, housing 8 residents. Recently due to
budget cutbacks, and other facilities closing, these units were increased to 11 residents



without a similar increase in staff. Staff was expected to work overtime, and due to
the increased demand, and the fact that state institutions are held to a much higher
level standard then community silas, some non-conformances were found at Howe,
and Federal certification was lost.

The closing of Howe would flood the system with 300 residents, causing strain on
other facilities, with many of these fragile individuals being flung to the four winds.
Residents like my brother, will adversely be affected by the trauma associated
with a change to their surroundings leading to eventual tragedies that will be on
the state’s conscience.

Could the closure plans have something to do with the hundreds of acres of valuable
land that the facility sits on? It is a fact that developers are already eying the
property. Based on the recent developments this week with this state’s
embarrassment of a governor, how can we be sure that he did not sell the land Howe
sits on for a sizable campaign donation? It would be criminal to shut down the facility
while he is still being investigated. Our eventual governor Pat Quinn must have the
opportunity to review and rectify this situation.

John has been the light of my mother's life for 57 years, and the thought of him being
transferred to an institution beyond her reach or being dropped into a private nursing
home has sent a dreadful fear into her heart. Instead of rejoicing during this
Christmas season, she has been in a very deep depression worrying about the
possible outcomes.

Is the risk to the life and happiness of these individual, fragile Human Beings worth
the cost savings of shutting down the Howe facility? By closing down this center,
you are taking away the ability of the residents and their guardians to make a
choice for the type of home they need. I implore you from the bottom of my heart,
please reconsider the closing of this facility. Please show that this institution can be
saved and made into a model for the other facilities in the state! You have the ability
to enable them to succeed rather then fail!

Dennis Melas

1636 N. Wells #1811
Chicago IL 60614
708-990-0156



TO: Senator Jeffrey Schoenberg Representative Richard Myers

Senator Bill Brady Representative Patricia Bellock
Senator Don Harmon Representative Frank Mautino
Senator Christine Radogno Representative Robert Molaro
Senator David Syverson Representative Elaine Nekritz
Senator Donne Trotter Representative Raymond Poe

From: Dorothy Melas
6429 N. Olympia
Chicago 11 60631
773-774-8238

Re: CGFA Meeting for Propesed Closure of Howe Developmental Center — My Personal Story

Dear Honored Legislators,

T am the mother of John Melas, one of the long time residents at the Howe Developmental Center.
John began his blessed life as a premature baby while his twin sister, the healthiest, died shortly after
birth from pneumonia. John survived the hardships of birth — blind and profoundly retar ded. Atage
three he suffered a major seizure, completely paralyzing the left side of his body for a year.
Eventually he regained control over that side of his body, but through his life it has always been very
weak. He was a wonderful child, enjoying his swing, slide and radio! After his initial seizure at age
three, h;s life has been characterized by periodic seizures of varying severity. But, my husband (who
. passed away in 1985) and I did the best we could to
care for our loving son in our home.

At the age of 13, his bother Dennis was born, and
due to the amount of work needed to care for both
children, my husband and I were forced to place
John in the Dixon Development Center. This was
one of the worse days in my life, having to
institutionalize my dear son. He lived there 17
years, during the darkest days of that institution.
When the facility finally began to improve, it was
converted to a prison and John was transferred to
the Howe Center in Tinley Park. They left a small
facility there, the Mabley Center, caring for
developmentally disabled individuals with hearing
loss.

Howe became his home for the next 24 years.
During the early years at Howe, we were able to
bring him home for numerous visits. As had been mentioned, his life has been characterized by
regular seizures, even though he is on very strong medication. Ten years ago, he suffered a series of
seizures that eventually left him confined to a wheelchair and at that time, it became too difficult to
bring him home for visits.



During his 24 years at Howe, the staff has done a marvelous job attending to his well being and
fragile medical condition. They provided the correct diet since he has lost his teeth due to the anti-
seizure medication he has been on through his life. They provide daily stretching, training, exercise,
and off campus activities for him. This type of structured, regular activity is critical to prevent any
atrophy from occurring due to his confinement to the wheelchair. When he did have medical
problems, some found by the regular blood and medical tests performed at Howe, he would be
immediately taken to the local hospital for specialized care.

With the possible closure of the Howe center, which is the newest institution in Illinois, there is a
fear that fragile residents, such as my son, can adversely be affected by the trauma associated with a
change to their surroundings. While there certainly individuals who can possibly benefit from a
transition to smaller group homes, individuals like my son need the intensive care and structure that
a larger institution can provide. While there have been some problems at Howe which have caused
it to loose certification, we strongly believe that with the unconditional will of the State of Illinois,
these small issues can be corrected and the center can continue to function as an efficient mid-size
development institution. If it comes down to the value of the property the facility sits on, the
majority of it can certainly be sold off, leaving a smaller efficient facility in place. Flooding the
system with the 300 residents is going to cause strain on other facilities, with many of these fragile
individuals who do not have strong guardianship, basically being flung to the four winds.

I am now 87 years old, and routinely visit my son at Howe, via a 2.5 hour trip on local public
transportation. I believe the good Lord has blessed me with good health to continue to look after my
dear son. John has been the light of my life for 57 years, and the thought of him being transferred to
an institution beyond my reach sends profound sadness into my heart. The alternative of having him
removed from a controlled state facility, and being dropping into a nursing home, sends a dreadful
fear into my heart. A nursing home may not provide any of the structure diet, activity or care that is
shown at Howe; it will just provide the “Low Cost” alternative to the state facilities, which many
people seem to be looking for.

Is the risk to the life and happiness of these individual, fragile Human Beings worth the cost savings
of shutting down the Howe facility? I implore you from the bottom of my heart, please reconsider

the closing of this facility and avoid scattering these individuals to the four winds. Please show that
this institution can be saved and made into a model for the other facilities in the state!

Sincerely,

Dorothy Melas



TESTIMONY OF BETTY TURTURILLO FOR

COMMISSION ON GOVERNMENT FORECASTING AND ACCOUNTABILITY
HEARING ON HOWE CENTER
THURSDAY, DECEMBER 11, 2008

MY NAME IS BETTY TURTURILLO, I AM THE PRESIDENT OF HOWE FAMILY AND FRIENDS
ASSOCIATION.

MY DAUGHTER ANGELA HAS LIVED AT HOWE CENTER SINCE IT OPENED IN 1974 AND IS
PRESENTLY RECEIVING LOVING CARE AND IS HAPPY.

HOWE HAS A BEAUTIFUL CAMPUS WITH LOVELY INDIVIDUAL HOMES DESIGNED AND
BUILT FOR THE DEVELOPMENTALLY CHALLENGED, BOTH AMBULATORY AND NON-
AMBULATORY. WE HAVE MANY WONDERFUL CAREGIVERS WHO MEET THE NEEDS OF
ALL OF THE INDIVIDUALS, A JOB NOT EVERYONE CANDO. IT WAS A STATE OF THE ART
FACILITY JUST A FEW SHORT YEARS AGO. WHAT HAPPENED. 2

WE HAV E NOT HAD A SERIOUS COMMITTED ADMINISTRATION AT HOWE FOR OVER FIVE
YEARS DURING WHICH TIME HOWE LOST IT’S CERTIFICATION.

HOW CAN WE HAVE A FEW DEFICIENCIES AT THE CLOSEOUT MEETING OF THE PUBLIC
HEALTH SURVEY ON FRIDAY AND OVER 200 THE FOLLOWING WEEK WHEN PUBLIC
HEALTH RETURNED. NO EVENT HAD HAPPENED AT HOWE OVER THE WEEKEND TO
PRECIPITATE THIS. WHAT HAPPENED OVER THE WEEKEND TO CHANGE THE RESULTS OF
THE SURVEY.?

WE HAVE BEEN TOLD THAT HOWE CANNOT BE FIXED AND IF IT WERE IT COULD NOT BE
SUSTAINED. WHAT KIND OF LEADERSHIP IS THIS®

THERE HAS BEEN A PLAN TO CLOSE HOWE CENTER FOR MORE THAN FIVE YEARS.
EVERYONE WAS PUT IN PLACE TO DO THAT FROM THE TOP DOWN,

WITH A STRONG, NEW EXPERIENCED AND COMMITTED LEADER, HOWE CAN AGAIN
BECOME A STATE OF THE ART FACILITY.

A MOVE FOR MANY INDIVIDUALS WOULD MEAN A DEATH SENTENCE FOR THEM. THEY
WILL SUFFER TRANSFER TRAUMA AND WILL NOT SURVIVE. BUT DOES ANYONE CARE
BESIDES THE FAMILIES.?

IT HAS BEEN STATED BY CAROL ADAMS IN HER LETTER TO COGFA THAT THE CLOSING ‘IS
IN THE BEST IN TEREST OF THE STATE’. WHERE IS THE BEST INTEREST OF THE PEOPLE
WHO LIVE AT HOWE CENTER.?

WE HAVE HEARD IT IS A DONE DEAL THEN WHY HAVE THIS HEARING. PREPARATIONS
HAVE BEEN PUT IN PLACE TO CLOSE HOWE REGARDLESS OF THE OUTCOME OF THIS
HEARING.

SURVEYERS WERE AT THE SITE A FEW WEEKS AGO. HAS THE LAND ALREADY BEEN
SOLD OR PROMISED TO THE HIGHEST BIDDER ? THIS IS ALL ABOUT MONEY.

HOWE CENTER SHOULD REMAIN OPEN.



ASSOCIATION

105 W. Adams St., Suite 2101, Chicago, IL 60603 Ph: 312-419-2900
wwwillinoisnurses.com Fax: 312-419-2920

December 11,2008

Commission on Government
Forecasting and Accountability

RE: Howe and Tinley Park Closures
Dear Commission members;

The lllinois Nurses Association wishes to express its concern regarding the handling of the Howe and
Tinley Park facilities. The collective mismanagement of these two facilities has orchestrated this
situation and is being used as a means to justify the closure and subsequent selling of the property.
Our remedy of choice is to begin fixing the problems immediately, to develop a system that provides
safe care at Howe & Tinley Park with adequate nursing staff and place a moratorium on any discussion
of closure. Funding must be made a priority to meet the needs of the people who reside at Howe and
their families throughout this process. If closure is imminent then, we firmly believe that the state
must develop a plan for adequate funding to guarantee a sufficient level of acute care mental health
services remain available in this area of the state. We also believe that if any gain is realized from
these closures that those funds should remain in the lllinois mental health system.

The second part of our concern is in relation to the nurses employed at these facilities. We would
be remiss if we did not address our concern for these individuals. We understand there are many
issues at Howe, but remedies are available. The registered nurses at Howe are dedicated
professionals with expertise in this area; they are on site and could be instrumental in investigating,
strategizing and implementing the necessary changes to make Howe and Tinley Park valuable assets
in the lllinois mental health system.

The lllinois Nurses Association has worked hand in hand with several agencies to help minimize the
impact of the nursing shortage for the public of Illinois. With that in mind, INA emphatically believes
that all nursing vacancies at all of the state facilities must be filled expeditiously. Due to the state’s
failure to meet the staffing needs of those cared for in the state system, we firmly believe Howe and
Tinley Park are not the only facilities within the system who are failing to meet the most basic
standards of care. The current mandatory overtime crisis for nurses working in state facilities only
serves to put the public of Illinois at risk.

Thank you for your time and consideration to this issue.

Respectfully,

Pam Robbins RN, BSN
President, lllinois Nurses Association



ASSOCIATION

105 W. Adams 5t., Suite 2101, Chicago, IL 60603 Ph: 312-419-2200
wiwwillinoisnurses.com Fax:312-419-2920
December 17, 2008
Senator Jeffrey Schoenberg Representative Richard Myers
Senator Larry Bomke Representative Patricia Bellock
Senator Bill Brady Representative Frank Mautino
Senator Don Harmon Representative Robert Molaro
Senator Dave Syverson Representative Elaine Nekritz
Senator Donne Trotter Representative Raymond Poe

Commission on Government Forecasting and Accountability
703 Stratton Office Building
Springfield, lllinois 62706

Dear Commissioners:

The employer of the RC-23 local bargaining unit is the highest official in the General Assembly
of the State of lllinois, and the entity with whom the lllinois Nurses Association’s Government
Relations Committee actively works concerning issues of public safety and nursing practice.
The status of the Howe and Tinley Park facilities present a unique situation for the
multipurpose organization of the INA.

It is quite apparent that the management of these two facilities has failed in its duty to the state
of lllinois. The Department of Human Services’ solution to fixing the problems by closing the
doors and removing the residents reflects a short-sited, bottom-line mentality. The fact that the
management of DHS has chosen to focus on closure due to its inability to effectively plan for
and attain re-certification is a testament to a profound lack of leadership skills. The loss of
certification and matched federal funds at Howe is creating additional loss of taxpayers’ dollars.
INA proposes the following remedy:

¢ Provide safe care and adequate nursing staff at Howe and Tinley Park;
e Place a moratorium on facility closings; and,
e Begin correcting the problems immediately.

The imminent danger of inadequate staffing is perpetuated by the current administration of
DHS. The DHS administration has imposed a hiring freeze; this action forces current
employees to work many hours of overtime, and places an extreme burden on the state
budget. Years of research strongly illustrates that fatigued workers are more likely to commit
errors, and are often unable to perform critical thinking skills.

The situation at Tinley Park raises other concerns regarding poor management, while the
proposed privatization of this facility creates another set of issues. In its proposal to close
Tinley Park and replace it with a privately operated facility, the DHS has apparently failed to
provide to procure and provide to the following:

e A contractor;



e An agreement; and,
e A plan to retain current state employees.

The specters of mandatory overtime and ever increasing dangers to patient safety, imposed by
the hiring freeze, cast long shadows over Tinley Park. Nurses are forced to work past their
physical limits on a regular basis, sometimes working double and triple shifts.

INA stands ready to assist in enhancing the safety of, and services to, the residents of Howe
and Tinley Park, while improving the working conditions of the employees at both facilities.
Thank you for your time and consideration.

On Behalf of the Association,
Laurence Goehl RN

Chair
RC23 Local Unit Board of Directors



Written Testimony of Linda Bennett
Legislative Affairs Specialist for Medicaid and Medicare Issues
American Federation of State, County and Municipal Employees (AFSCME)
Washington, DC

Before the
Illinois Commission on Government Forecasting and Accountability
on the Proposed Closure of
Howe Developmental Center and Tinley Park Mental Health Center

Because the proposals to close the Howe Developmental Center and Tinley Park Mental
Health Center are controversial it may be useful for us all to step back and consider some
fundamentals that most of us would agree should underpin a state system to serve
individuals with disabilities.

Foremost -- value the individual.

This requires that we recognize that individuals with disabilities are unique and require
different levels of supports, services and care. This may seem obvious but it can help us
avoid the false “either/or” paradigm that pits public congregate residences, like Howe
Developmental Center, against expanding services elsewhere in the community. Both are
needed. When we focus on the different needs of individuals as well as their changing
needs over time, and as they age — the either/or focus makes no sense and should be
discarded. Valuing and planning for the “individualness” of individuals with
developmental disabilities or with mental health requires that we build a system that can
consistently deliver an array of services for a lifetime of changing needs. To match the
diverse and unique needs of individuals with disabilities such a system needs congregate
residences, state hospitals and community and home based services.

The proposal to close these two public centers means a loss of vital services and care that
some individuals need now and others will need in the future.

Mental health advocates rejected this either/or framework in the fight to close Tinley
Park four years ago. State hospitals support the work of community mental health clinics
and private hospitals by caring for individuals when they are more volatile or require
longer lengths of stay. The community mental health clinics ensure that individuals, after
in-patient treatment, have stabilizing connections to community resources.

The either/or framework is equally false in the context of public-funded developmental
centers.

AFSCME supports the movement of residents to smaller facilities when it is the choice of
those residents and their guardians and it has been determined that the resident can



receive the appropriate care and services in the new setting. We oppose shifting
populations to meet an arbitrary quota or for budgetary concerns. Such sweeping
movement of individuals is a recipe for disaster, especially when it is not predicated on
the type of individualized planning necessary to make such a move successful.

Even the language frequently used to describe such movement can often be misleading
and distort the reality for individuals with developmental disabilities. To say that a
resident who is moving from Howe to a smaller setting is moving “into the community”
unfairly ignores the reality for many residents and staff that you have heard described by
family members today. Particularly for residents who have lived for many years at Howe
— it is truly their community and staff is in many ways part of their family. And as the
Howe families say, it is the staff that makes Howe a home.

Illinois state-operated developmental centers, as acknowledged in the filing before this
Commission, already strive to place residents into community settings, and have
transitioned over 300 individuals in the last two years. By the state's own assessment,
however, the majority of current residents at Howe will find community setting services
and supports inadequate to meet their needs. The state's working estimate is that roughly
243 of the 318 current Howe residents will continue to rely upon services offered in a
state-operated congregate center. The State’s goal is for 75 individuals to move into
smaller settings.

Closing Howe represents a loss of services for the majority of its residents with medical
issues, who rely upon access to 24/7 medical care which is unavailable consistently and
reliably in a smaller setting.

Closing Howe would also foreclose the possibility of utilizing Howe’s cadre of staff
psychiatrists, psychologists, and behavior analysts with long experience in developmental
disabilities as a resource that could strengthen home and community based services in the
region by opening up such specialized services to individuals in residence with their
families or in smaller community settings.

As stewards of state funds you must ensure that precious resources are used wisely.
Some have argued for closing Howe as a means of freeing up funding to serve more
individuals in the community. This argument ignores the well-established principle of
economies of scale. Such an argument also ignores that providing more intensive care,
services and supports based on the real — and greater — needs of individuals served in
congregate centers is reasonably more expensive. Moreover such cost comparisons gloss
over the hidden costs in community settings — such as health care — which are more
explicit in congregate care. Research that compares total costs in community versus
congregate settings finds when all the hidden factors are taken into account there is little
savings to community programs and that in fact they can cost more.

In studies that do show a cost differential, the difference is not due to efficiencies in the
community but to lower wage levels which increase direct support staff turnover in
community settings that in turn drives down quality.



In 2004, in Illinois the turnover rate for direct support staff at state-operated
developmental centers was 11 percent. The turnover rate of similar staff in vocational,
residential and in-home support settings was 36 percent. The fiscal costs of turnover are
significant but are slight in comparison to the emotional toll and the impact on the quality
of life for individuals who depend on daily support. Research shows high turnover is a
predictor of more injury-related secondary conditions, higher rates of health care
utilization and poorer health outcomes.

There are significant costs to closing Howe and other state-operated developmental
centers.

When state facilities close, the public investment in experienced staff is lost.

Once sold, the investment in the public assets of the building and valuable property are
lost and hard to replace or restore in the foreseeable future. | have seen even the best
intentions to build new and improved public facilities lay fallow over years because the
promised funds never can be found.

Closing Howe forecloses opportunities for innovative models of delivery and synergies
with community services and other populations. For example, keeping Howe open would
allow for opportunities to expand dental and medical clinic services, physical therapy,
recreational and wheel chair repair services to meet the unmet needs of individuals with
developmental disabilities residing close in the catchment area. We would welcome the
opportunity to work with the State to develop such innovative and enhanced uses of
services at Howe.

The loss of existing services and the divestiture of opportunities to meet unmet demand
are particularly troubling during a time of state budgetary crisis.

Experience from other states and jurisdictions are warnings that the closure of state
institutions or transfers into community care may not yield the desired or promised
results for the former residents or the state agency.

Research on California looked at the some 1,878 residents who moved out of state
facilities and to community care. The research found the risk-adjusted mortality rates of
the movers exceeded the rates of those in the institutions by 51 percent. After the
researchers removed cancer deaths from both groups the difference increased to 67
percent. The effect was largest shortly after the move and in the subjects who moved out
most recently.

I understand that a similar mortality pattern occurred during and after the closure of the
Lincoln Developmental Center.



The Government Accountability Office, Congress’ investigatory agency, has raised
concerns with the failure of states to investigate the deaths of individuals with
developmental disabilities residing in community settings.

The death of any individual whose care has been entrusted to the State -- whether the
individual resides at a congregate setting or in a facility in the community -- is a tragic
loss. It should prompt a thorough review to root out any systemic failures or
vulnerabilities in the delivery of care that must be corrected and addressed to prevent any
similar adverse events and deaths. The fact that the State claims it has systemic failures
at Howe that is refuses to redress through re-certification under Medicaid is deeply
troubling. It reflects a lack of commitment to address vulnerabilities in the delivery of
care or desire to identify systemic weaknesses that need correcting to prevent problems in
care.

Much has been made of Illinois’ low ranking in providing services and supports in
smaller settings as compared to other states. But the ranking does not tell the full story.
In 1991, the District of Columbia was the first jurisdiction to transform its system to be
entirely based on community services — not a single institution. An advocacy-based
lawsuit prompted the closure of Forest Haven and led to the dispersal of its 1,100
residences to a new community-based system that would provide more individualized
care in homelike settings. The lawsuit is still ongoing and the reform is widely regarded
as an abject failure. | have previously submitted to COGFA a news series reported in the
Washington Post that describes the chilling cases of deaths, abuse, neglect and
molestation or stealing in the group homes and day programs perpetrated on the residents
of the promised homelike care.

The problems in DC are a warning to those who see an either/or policy war between state
centers and other settings.

Before the Department of Veterans Affairs (VA) decided where new facilities should be
built or where others should be downsized, or realigned to be centers of excellence, a
rigorous data-driven planning process occurred with the involvement from a broad range
of stakeholders.

I encourage you to consider whether closing Howe is the best option to serve current
residents. Is it the best option to leverage enhanced services for those who reside with
family and need recreational services, dental care, respite care, wheel chair repair and
other services which could be provided through Howe to the community? Will shutting
Howe increase the state's level of individual supports needed to reduce the growing
waiting list of individuals in need of critical and emergency services? Will it build the
state's capacity to serve the needs of a currently aging population of individuals with
developmental disabilities?

Keeping Howe open does not block the movement of the estimated 75 individuals into
other settings, but closing Howe stifles many opportunities for innovation and expansion
of services—and puts all of its residents at risk of emotional and even physical trauma.



Instead of closing Howe to quickly facilitate a land sale that given the fiscal problems in
the state may not benefit individuals with developmental disabilities, | urge you to reject
the closure proposal and support a planning process that looks at the current and long-
term needs of residents of state operated centers, the role of the centers, and opportunities
for enhanced and expanded services. Until that process is undertaken, closing Howe
presents too much risk.

I have devoted most of my remarks to Howe Center, but | want to address one aspect of
the plan to close Tinley Park Mental Health Center. The Tinley plan calls for privatized
management of the facility by July 1, 2009, and likely a fully privatized facility when
newly constructed. This is not a national trend, it is very uncommon nationally. The
recent announcement by Georgia that it intends to privatize its system was met with
skepticism by advocates and community providers. | have previously submitted an
article from the Atlanta State Journal Constitution that notes such privatization is rare in
other states and has met with mixed results.

I understand that the State seems to have little sense of what they want out of such a
system. My experience with the VA and the Federal Government is that at best you get
what you ask for with a private contractor. If you don’t have clear standards of
performance and measureable, meaningful quality outcomes you will not get them.

When the government privatizes services it loses control over the delivery of care and
staff. There is a reduced, diverted and tangential accountability for quality and costs.
Unfortunately, when problems do occur in the public’s mind it isn’t the contractor’s fault
but the state agency who relinquished its control over staff, costs and quality but not
responsibility.

I urge this Commission to send a strong signal to the Governor that the public hospital
serves a specific need, was requested by task force, and is the best model for care.
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' ,,- j  JusUce - | |
*'jlg,,}%;?Changmg serwce demands and natnonal
-~ trends for serving people W|th .
o ,_,;j;developmental dlsabmtles




, e

The Federal Government contlnues to
= implement policies that are movmg states |n
- the direction of serving people in Iess
fqrestnctlve environments.
m Money Follows the Persnn Grants

~m Focuson Medicaid waiver programs

. oom Increased scrutiny on State Operated settmgs B

O The number of people served in State Operated

~ settings continues to decline Whlle the numbers
- of people served in communnty settmgs is |
f_~~_’clearly on the rlse iy oy,
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Figure 21
~ CUMULATIVE NUMBER OF COMPLETED AND
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Illmons m Comparlson

funding for develepmental dlsabmty servnces per $1000
persenaf ncome) ~ . y

’951‘5‘C in servmg adu!ts in settmgs of 6 persons

;;:or Iess (All other states and the District of Columbia serve more
adults per 100 OOO crtlzens Wlth DD m settmgs of 6 or less than
;,Iltmo:s) ~

47t in walver spendmg per cntlzen of the

f 'Jgenera! population (46 states spend more on Medicaid
~ waiver servnces per caplta than Illi no:s) ~

 42nd in humber of average da:ly resndents in

~i:f;State Operated lnStltUthnS (16+). (41 states have
fewer residents in State Operated institutions than Illinois). -

40t in total fiscal effort for people with
developmental disabilities. (39 states provide more

g gregate
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Howe Developmental Center
~History -

o Howe Developmental Center opened in
- the early 1970s to serve people with
- developmental dlsablhties e

. O When opened, the Center was a state of

~ the art facility and represented an

~ important advancement in serving

- people with developmental dlsabmtles
[ Highest census of about 775 in ﬁscal
.    year1984 S | o




Howe Developmental Center

;Howe has had a hlstory of dlfﬂculty
'i'_f;jf»imeetlng baSIC quahty standards

E - Decertrﬂcatlon in the Iate 19805

if:ll US Department of Justice findings which o
- resulted ina Consent decree in 1994 .
W:th consrderable time, effort and
: ;;ji.{_j ~; r‘;‘_“;.g~_,j‘,resources Howe overcame those
~*» fchaHenges = .




Current Sltuatlon -

B In Apr:i 2007 Howe was decertlﬂed agam this means it
' no longer meets federal standards for the Medlcald
ICF/M program o
E& The IDPH surveys that !ead to decertnﬂcatlon
- began in August of 2006.

| [‘J Prior to the final survey in March 2007 mtens:ve |
. efforts were lmtiated to prevent decertsﬂcatton

0O Illinois has Lost $40.1 rmihon m federal matchmg
- funds since decertification. R
[ As soon as individuals trans:t:on to commumty
o settmgs or other SODCs, funding to serve them |
o mmedrate!y becomes ehg:ble for federal matchmg B
e ;funds agam o o : o




rre at| “ .

In December 2007 the Umted States |
-~ Department of Justice opened an

- investigation under the Civil Rights of |
Instntutlonalszed Persons Act (CRIPA)

l The llVlSlon IS currently awaltmg wntten o
o fmdmgs """ = | |

- l Comments in DOJ exnt mterVIew mdlcate
the fmdmgs Wl” be sugmflcant | |

D Dysfunctlonal
E] People are at rrsk of harm o




D Agaln consrderable tlme effort and resources
- have been invested in Howe

n Directors and key staff from other State
- Operated Developmental Centers (SODCS) |
- ‘_zstepped in to assist. | o
f‘if,,-~;;-;'_},Add|tnonaI funds were allocated to sup ort o

. technical aSS|stance management an i
- consultant efforts. sani
_\}-f;fﬁg[ijdd|tronal staff were approved above

- -,g;;_3;;Howe S budgeted headcount o




Current

j;:_Althou h quahty has been improved at the
- Howe Center, improvements necessary to
- regain certlﬂcatlon are not achlevable or

- sustainable. |

~ m Incidents that would g‘eopardlze certnﬂcat:on :
~continue to occur with regularity. | |

~ ® While many are individual specific mcndents
o .ai~~;;-=they pomt to Iarger systemlc issues.

~ m Howe represents 13% of the total sopc -
- census, but 33% of all deaths in SODCs
| have occurred at Howe since July 1 2007.




0 :_303 reS|dents (318 at tlme of the
’g-announcement)

= Average age 49 | | |

- B 77% of resndents in severe or profound
- mpge. . o |

l 67% have behawor mterventlon plans

o ;749 employees B B




D The frst prlorlty w:H be to effectlvely meet the
- needs of the people who live at Howe and their
= ‘:;_Vfam hes throughout thlS process

The plan IS to close by July 1 2009
[ The Division will establish an Adv1sory
- Committee to gucde the process |
- ' Res&dehts =
o= Family members

- l Advocates |




-‘ReSIdents guardlans and famllles and each
'~>InterdlSClpl|nary Team (IDT) will be
“involved in the transntlon plannlng process ,,
»n Communlty servuces s | ~ |
= Alternate SODC placement | | |
:_‘:Currently 81 reS|dents pursuung communlty;j -
based placement optlons | e
137 guardians have contacted Howe to

= express interest in alternate SODC

- placement




”'

O _75 res:dents to commumty settmgs |
[ 50 residents to Ludeman Developmental*
- g-Center«-- Park Forest, IL o
O 100 residents to Shaptro Developmental ,
- Center - Kankakee IL | R
O 40 residents to Murray Developmental
e ~,:-'ﬁCenter = Centraha I = R
O 40 resndents to other SODCs throughout S
_;the system | | | |




*‘“‘**,Flscal Years 2008 and 2009

D 175 successful transitions to date.
"] SO from Howe (29% of the total)
..... Ihe lmsuon has follow along

~ processes to monitor the transntlon

~and ensure supports and additional
aSS|stance is prov:ded when needed




Efforts.

El_j _The Dms:on of DD wants to thank the dedication of
~ employees who have served those who live at Howe.
- Those who live at Howe will rely on staff to play a key

< .-rolein ensunng a successful transition. |

E:l " The Employee Assrstance Program and Employee

- Support Network will offer assnstance and support
. «:-&-,;_.E‘throughout the process | ; ~

l:lThe Division will work with Labor Relations to ensure

- staff are afforded their nghts under the collectlve o
! *;j,bargalnlng agreement o o

O The exact number, locatlon and nature of other JOb
- opportunities within state government will reflect

~ requirements in the collective bargalnlng agreement and
j“~‘::-jthe closure agreement ciii . “ |




O

BenistD Service Delivery System

The Division of DD plans to add jobs at other
'SODCs to ensure appropriate care for those

~ who transition from Howe, and those currently

Funding will be available to support those who

- transition to community- based settings.
O The Division expects that a portion of the

~ funding from the potential sale of the property
~ will be used to improve and expand services




| Conclusnon S

F .*Issues and concerns that lead to the
- decision to close Howe are specific to the N
- current situation at Howe and the service
: .‘;I;‘,'~;’*';dehvery system in Illinois. S
- B The debate a dECISIOn hke thlS causes is not e
;{_]f‘{‘_’f*_;umque to Illmous e e
e 7‘-:~'Together ‘we can. createasystem that
- Dbetter serves: people with developmental
dlsabmtles and their families by developmg B
=4 long term plan for the system N
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Howe Developmental Center Public Hearing
December 11, 2008
Tinley Park Convention Center

Testimony of Chicago ADAPT member William Owens, Jr. to
the Commission on Government Forecasting and Accountability

My name is William Owens, Jr. 1 am a member of Chicago ADAPT and Chicago
ADAPT Productions. For years, ADAPT has worked hard to reform the system
of long-term care in Illinois. As people with disabilities, we have a right to
receive services in our own homes and in our own communities. But lllinois
has denied us that right for years. Instead of receiving services in our homes,
people are forced to live in institutions. When we are segregated in
institutions, we lose our independence. We are forgotten, neglected and

abused.

Most of us in Chicago ADAPT know first-hand what could happen in an
institution. I know because my grandmother lived in a nursing home on the
south side of Chicago. The staff at the nursing home treated my mother
horribly. She was neglected. The staff at the nursing home was supposed to
change her, but they didn’t. The staff at the nursing home was supposed to
help feed her. But they didn’t.

The same thing that happened to my grandmother happens to the residents of

the Howe Developmental Center. That is why more than 20 residents have

Page | 1
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died since 2005. If we don’t close the Howe Developmental Center, this will

continue to happen.

Until we have long term care reform in Illinois, Chicago ADAPT will continue
to fight for the right of people with disabilities to live in the community. Until
we have long term care reform in Illinois, there will continue to be institutions
like Howe that threaten the safety of people with disabilities. Unfortunately,
that day has not come, and when it comes to long term care, too many of us
are forced to live in segregated, neglectful institutions because we have not

other choice.
But today, members of the Commission on Government Forecasting and
Accountability have a choice. We urge you to make the right choice. We urge

you to recommend that the State of Illinois to follow through on its

commitment to close Howe.

Thank you.
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Statement to the Commission on Government Forecasting and Accountability

By Lester T. Pritchard
On Behalf of the Campaign for Real Choice in lllinois

The lilinois economy is in crisis. The state’s revenues are plummeting and the state
currently owes $4 billion in unpaid bills for services rendered many months ago.
According to a November 2008 report by this Commission, lllinois faces a $1.3 billion
revenue shortfall in FY 2009. The same report says the state’s economic woes are likely
to continue “with the worst perhaps to come.”

Clearly our state needs to operate its services as efficiently as possible. The State simply
can no longer afford to pay too much for substandard, ineffective programs. Only
programs that benefit the greatest number of people in the best ways at the lowest
possible per capita cost deserve to be funded. Those programs that do not provide high
quality services in an efficient manner should be redesigned or cut entirely.

The Howe Developmental Center in Tinley Park is a program that needs to be cut. This
facility provides grossly substandard care for about 315 individuals with disabilities at a
ridiculously high cost to lllinois taxpayers.

Federal and state authorities have carefully documented serious and prolonged
violations of health and safety standards at Howe, including:
e Leaving individuals in urine soaked clothing,
Failing to provide enough food and drink,
Falsifying physician documentation,
Failing to initiate CPR,
Failing to adequately respond to pain,
e Failing to monitor vital signs, and
e Using restraints when not safe to do so
Investigations into the deaths of over 20 residents at Howe since 2005 revealed many
instances of poor care.

As a result, in March 2007, the federal government revoked Howe's certificate to
receive federal Medicaid funding. This means that over the past year-and-a-half, lllinois
taxpayers have been forced to pay the entire operating cost of the facility which
amounted to $85 million. That’s over $269,000 for each individual at Howe.

With this kind of money, surely the state can provide better alternatives than those at
Howe. And it should do so. The funds that are currently being spent on Howe should be
used to develop quality supports that provide a safe environment and are tailored to
meet individual needs, wants and desires.



Ilinois ranks 51st compared to other states (and Washington D.C.} in terms of the
number of people supported in community settings rather than institutions. On
average, quality community-based living can be provided for less than half of the cost of
institutionalization. If lllinois would offer the same choice in care that the majority of
other states do, it would not only help its citizens live better lives, it would free up 200
million dollars annually to help more people in better ways.

Some who oppose closing Howe may be afraid of the future. But the fear of change
alone can no longer justify maintaining the status quo. The disturbing facts surrounding
Howe were uncovered over a prolonged period by trained, qualified, and objective
professionals with many years of experience. These documented instances need to be
dealt with. People’s lives are at stake. Howe is a dangerous place to live.

With the Hllinois economy in crisis and the residents at Howe continually facing life
threatening events, the State simply can no longer afford the status quo. It can no
longer afford to keep this facility open. We urge that Commission members to
recommend closure of Howe Developmental Center.



Progress Center for Independent Living

December 11, 2008

My name is Mark Karner, and I'm the Director of Advocacy at Progress Center for
Independent Living in Forest Park. Progress Center is a non-profit, non-residential,
service and advocacy organization that assists people with disabilities to live more
independently in the community. We serve the 137 municipalities in suburban Cook
County, including Tinley Park.

Progress Center strongly urges the Commission on Government Forecasting and
Accountability to recommend the plan to close Howe Developmental Center for several
reasons.

Over the last three years, 25 residents have died at this facility due to consistent patterns
of bad care, abuse, and neglect. Howe is also being investigated by the United States
Department of Justice for violations of the Constitutional rights of residents to be safe
and free from harm.

Progress Center also feels that closing Howe Developmental Center makes economic
sense. With the current financial crises that Illinois faces, the state needs to better fund
community-based programs that will assist the most people, at the lowest per capita cost,
in the setting of their choice. Last year, the Federal Government decertified Howe
because they found it to be in violation of Federal Medicaid law. When residents of
Howe are transitioned, the state will regain the Federal matching funds it has lost since
the decertification. Over the last 18 months, Illinois taxpayers have paid over $85 million
to keep Howe open. It costs more than $120,000 to house and care for one person at
Howe for a year, but only $55,000 for that person to live independently in the community
with appropriate supports.

Historically, people with disabilities have been warehoused in institutions. Society’s
mind-set towards people with disabilities has been to keep them out of sight and out of
mind. In the present day however, we have the civil right to live and flourish in our own
communities. Illinois’ reliance on large institutions has negatively impacted people with
disabilities and seniors by denying these rights and imprisoning them against their will.

We call for the closure of Howe Developmental Center and the re-direction of the funds
to support people with developmental disabilities in safe, community based settings with
adequate, appropriate long term services.



illinois Council on Developmental Disabilities
Testimony to the Commission on Governmental Forecasting and Accountability
Closure of the Howe Developmental Center

Thursday, December 11, 2008 — Tinley Park Convention Center

Thank you members of the Commission for this opportunity to comment on the closure of the
Howe Developmental Center. The lllinois Council on Developmental Disabilities supports the

planned closure of the Center.

The closure represents an opportunity to improve the lives of those who currently live at the
Center and we support the Department of Human Services’ goal to ensure the provision of
quality services for individuals with developmental disabilities currently residing at Howe as

they transition.

Over the last four years there have been a multiplicity of issues, including the deaths of
residents at Howe, that have brought the State to this juncture. The decision to close Howe
based on factors of quality, compliance, and fiscal responsibility did not occur overnight.
Significant resources have been brought to bear to bring Howe back to certification levels. Even
with the additional support, Howe remains a de-certified facility since April 2007, supported by
millions of the State’s general revenue funds. The U.S. Department of Justice has investigated
Howe; reportedly their findings are similar to that of the federal Centers for Medicaid and
Medicare. Despite the outlay of resources, the sustainability and viability for serving some of

our State’s most vulnerable citizens is and continues to be diminished at Howe.



The nation as a whole has been moving from large congregate care settings to services and
supports in smaller community-based settings. lllinois simply cannot continue to support a
dually financed system of services and supports for people with disabilities. As other States
have found, the problems are systemic and endemic to institutional care. Hlinois cannot afford
to rank 51° in the nation for providing supports or the lack of to people with developmental

disabilities in the community.

The State recently settled a lawsuit brought by advocacy groups giving people with disabilities
and their families the choice to receive services in alternative settings, including small
community-based options. The task before the State is to figure how to implement long term
systemic change. The Council’s Blueprint for System Redesign in Illinois provides a framework
that begins the re-balancing process, providing long term solutions for the inequities in the

system that all of us have addressed over the years.

This is an opportunity to re-balance the system, an opportunity to reinvest scarce public funds
to improve other settings and expand community-based services in the community.  It's what
the residents of Howe and those in the community are entitled to from the State. This closure
reflects those national trends and lllinois’ continued efforts to transition people form SODCs to

the communities over the last few years.

States cannot afford to perpetuate the dually financed system forever. Families, who have kept
their children at home for years, are now faced with their own aging issues. They opted not to
institutionalize their family members years ago, they don’t want institutional-based supports,

they want supports in the community at a level that their family members will experience



successful lives. It is imperative, that the system be re-balanced and Howe is an illustrative
example of what happens when there are insufficient resources to maintain quality of services

that all should have by right.

Every effort should be made to ensure that the residents of Howe and their guardians, as
appropriate, should be afforded their preference in where and with whom they want to live.
There will be some that chose another SODC, and yet others, who will choose the community.
We urge the State to do whatever necessary to assure that for whatever option people choose,
that their transition is planned and thoughtful, leveraging the necessary resources to make it

successful.

Thank you for this opportunity to comment.



18207-A Dixie Highway
Homewood, Hliinois 80430

T h e
708/206-1930
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of Wlinsco

December 9, 2008

Honorable Jeffrey Schoenberg
Staile Senator

820 Davis Street, Suite 102
Evanston, [L 60201

Dear Senator Schoenberg:

What would you say if you learned that the local hospital in your community had been fined
$26.5 million because of health and safety violations for their patients?

What would you say if, in that same hospital, eleven patients had died under questionable
circumstances since September, 20057

You would be outraged.

The above two scenarios have actually occurred at the state institution in Tinley Park, the Howe
Developmental Center. And we are outraged.

The following is a statement about one of the most recent deaths at Howe. It is graphic and
makes me wonder why the Department of Human Services would even think of keeping this
state institution open.

“A woman who was profoundly mentally retarded, blind, non-verbal and with significant heart
disease was forced to undergo a pap smear without the required anti-anxiety medication to
ensure that she could calmly and safely undergo the procedure. The individual struggled
continuously through the test, causing staff to hold her arms and legs in order to complete the
procedure. The individual remained upset afterwards and, within an hour of the pap smear,
collapsed and died of an apparent heart attack.” (Equip for Equality, March 8, 2007)

The other ten death descriptions are just as hard to read.

It is time to close Howe Developmental Center. It is time o prepare a plan to rebalance the
developmenial disability system in lllinois. We need to invest our resources supporting families
and individuals with developmental disabilities in their community.

e
We need ypur leadership. The time is now.

ény Paulauski

Executive Director

Advocates for Change”



15,000 Illinoisans Still "Waiting"...

The Blueprint for System Redesign in lllinois is a seven-year
call to action to initiate real change, including improvements in
the quality of life for people with developmental disabilities and
establishing a high-quality community services system that this
state greatly deserves.

The actions proposed in the report are based on practices and
policies that have been successfully implemented in other
stales.

Economic solutions through effective spending

The Blueprint offers reforms to facilitate the
elimination of the state’s waiting list of 15,000
(and growing) people with developmental
disabilities currently without assistance by 2014.

One person living in a state-run institution costs
the tax payers of lllinois an average of
$125,000. Many such individuals could live in their
communities with tailored supports for
considerably less.

The Blueprint suggests closing of 5 of the 9 state
run institutions. Following all of the reform
suggestions would lower the amount of people in
the lllinois institution system in half.

improved quality of life

Community-based living offers people with
developmental disabilities the opportunity to live in
their home community near their loved ones.

People with developmental disabilities are not looking
for a hand-out. They simply want to be treated the
same as any other American.

The time is NOW.

Support the Blueprint.

To find out more on the Blueprint, visit: Www.state.il.us/agency/icdd

(REV 11/2008)

VALUE PEOPLE ]

Hhinois Conned on
Devefopmenteal Disabiditios

PANYEKT an 800084

illinois by the numbers:

(ali figures are according to The 2008 Stafe of the
Siates of Developmential Disabilities)

¢ lllinois institutionalizes more
people with developmental
disabilities than any other
state.

» |llinois RANKS LAST (51 out of
51) in the % of people with a
developmental disability living
in a setting of 1-6 people.

e lilinois RANKS 47th in
spending per capita on the
HCBS Waiver.

e |llinois RANKS 40th in total
fiscal effort.

® Americans with Disabilities for
Attendant Programs Today
(ADAPT) named lllinois to the
2008 list of Ten WORST States
in the delivery of home and
community services to people
with disabilities and older
Americans.

To Learn More:
lilinois Council on Developmental Disabilities
101 W. Randoliph, Suite 10-600
Chicago, lllinois 80601
(312) 814-2080 p (312) 814-7141 f
www state.il.us/agency/icdd/
Sheila.Romano@lliinois.gov
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Commission on Forecasting & Accountability
Testimony Regarding the Closing of Howe
Tony Paulauski
Executive Director

All law-abiding Americans deserve to live, participate and work in
their community as equals. And, as a nation, no Americans should be
isolated from society unless they are a danger to others or
themselves.

lllinois ranks at the bottom in terms of providing services for
individuals with developmental disabilities. Too many citizens with
developmental disabilities are “locked up” in institutions — a system
that is expensive and limits individual freedoms and opportunities.
We need to take action now before it’s too late.

Institutions deny people their personal freedoms and the right to self-
determination. Services are provided to all, whether they’re needed or
not, and people aren’t allowed to choose what they eat, wear or even
when to wake up and go to bed.

Women and men with developmental disabilities who live in
institutions are more likely to be abused than their non-disabled
peers. It is likely that if you are a woman and you live in an institution,
you are going to be sexuality abused at some time.

It is time to redesign the developmental disabilities system in lllinois
while we still can. It is what people want. It is what people need. Howe
needs to be closed.

REGARDING ILLINOIS’ OVER RELIANCE ON INSTITUTIONS

We have nine state institutions for about 2,500 individuals. Do we
really need nine, when other states are rapidly closing their
institutions? There are now ten states without any state institutions.

indiana has closed all of its institutions. Michigan and Minnesota
operate only one.



» The state institution in Tinley Park (Howe) remains open after the
deaths of eleven people who have died since September, 2005 due to
substantial health and safety violations.

e Those violations were so abhorrent that the Centers for Medicare &
Medicaid withdrew their $26.5 million dollar support to Howe and
decertified Howe. Now Howe is only funded by the state at a cost of
$53 million per year with no Federal matching funds.

+ The Auditor General in his 2006 audit puts the cost of Howe at
$151,000 per person. All of it state-only funding.

o More important than federal funding is the human toll. I ask you, if
you as legislators, if you learned that eleven patients had died under
questionable circumstances in a local hospital in your community,
what would you think? I think you would be outraged! Where is the
outrage in lllinois?

e The Department of Justice and the Centers for Medicare & Medicaid
are all over state institutions in lllinois because of abuse and neglect
situations.

« Statewide, the cost for one person in a large, state-run institution
averages more than $125,000 per year. It is a fact that today most
people are able to live in the community with tailored supports that,
on average, can be provided for less than half that cost. We need to
redesign the lllinois system.

» We should be implementing the “Blueprint for System Redesign in
lllinois.” The Blueprint is a seven-year call to action to initiate real
change, including improvements in the quality of life for people and
establishing the high-quality community services system this state
greatly deserves.

e [t is time to redesign the lllinois system and reinvest in communities
and families as many other states have already done. The time is now.

Tony Paulauski
Executive Director

The Arc of lllinois
185-464-1832
708-828-0188 (cell)
TonyPaulauski@aol.com



THE ASSOUCINATION

Illinois Association of Rehabilitation Facilities (IARF)

Written Testimony
Commission on Government Forecasting and Accountability

Meeting Re: Proposed Closure of Howe Developmental Center and Tinley Park Mental
Health Center
December 11, 2008

HOWE STATE OPERATED DEVELOPMENTAL CENTER:

The lllinois Association of Rehabilitation Facilities is a statewide association representing over 90
community agencies that provide services and supports to persons with disabilities, mental illness,
and substance abuse problems in the community. We appreciate the opportunity to go on record
regarding the proposed closure of Howe State Operated Developmental Center.

We have been following with interest and concern the downward spiral of events that have
occurred at the Howe State Operated Developmental Center in recent months and years and have
concluded that closure of this facility is in the best interest of the residents and is in keeping with
more contemporary methods of providing support for persons with the developmental disabilities.
The State has invested millions of dollars on consultant contracts in an attempt to correct the
dysfunction at Howe and provide safe and quality supports to its residents and peace of mind to
their families and guardians but those efforts have failed. It has invested millions of General
Revenue Funds after Howe was decertified by the federal Centers for Medicaid and Medicare. Itis
time for the State of lllinois to provide the leadership and financial support to move this process
forward and to adequately invest in the full support of individuals who transition into the community
setting of their choice.

While closure is clearly the right choice we know that the process must be thoughtful, carefully
planned, transparent to all, respectful of the choice and preferences of the individuals transitioning
to community settings, is adequately funded and that the network of community providers who will
now be providing that support are appropriately funded. There are examples from many other
states that have successfully made this transition and we hope that such experience is utilized. If
IARF can be of assistance in providing such examples to the Commission we would be more than
happy to do so.

it is absolutely essential that the resources necessary to provide the appropriate supports
for individuals with developmental disabilities in a community setting is made available.
Without adequate financial support and adequate rates to support individuals with intensive
needs you risk the failure of this transition and the disruption of lives. In short you risk
failure.

What do we mean by adequate resources?



o It means making quality medical, dental, psychiatric and general health care accessible to
those making the transition to community supports.

e It means providing a rate of reimbursement that appropriately funds the supports required
by individuals during the transition phase and for the long term.

e It means wages and benefits that create incentives for quality support staff to stay in the
field and provide the dependable support and consistent personal relationships so essential
for quality of life.

e It means support for adequate housing in the community.

e It means the system may have to move from “one size fits all” to a system nimble enough to
flex with the evolving needs of the individuals who are being supported in the community,
who want different things at different points in their lives, who age, who want friendships,
social networks and a full and meaningful life.

e It means nothing less than significant systems change, including the way supports for
individuals with developmental disabilities are prioritized and funded in lllinois.

It will require focused and responsive leadership from the Department of Human Services, the
Office of the Governor and the General Assembly to achieve the outcome desired - a vibrant,
flexible and fully funded system of supports for individuals with developmental disabilities, no
matter what their level of disability. It means a system designed to support them for life.

IARF stands ready to provide input, support and assistance wherever we can to achieve success
in this process.

TINLEY PARK MENTAL HEALTH CENTER:

individual with disabilities, family members, and professionals recognize that integrated programs
are the preferred setting for nearly all people with mental iliness. The vast majority agree that most
individuals with mental disabilities — even those with severe mental illness and complex needs —
can live successfully in community settings. Furthermore itis a requirement of the ADA, and the
Supreme Court decision (Olmstead v. L.C.) gives legal weight, that states must administer
services, programs, and activities in the most integrated setting appropriate to the needs of
qualified individuals with disabilities.

IARF believes a strong and diverse community system supported by a network of emergency
services and crisis residential options is a reasonable and practical alternative to institutionalization
of persons with mental iliness. The Associations supports downsizing and/or closure of state
hospitals but only if the following takes place:

o A proper community infrastructure must be in place to support those individuals utilizing the
state facility.

e A plan to redirect funding of the state hospital to the community system that will be required
to support those individuals that would otherwise be residing in the state hospital proposed
for closure. It is critical that funding currently utilized to support each state hospital remain



within the budget of the Department of Human Services (DHS) for use in community
operations.

o Psychiatry must be available in adequate capacity to meet the needs of this population and
should be subsidized out of DHS funds — given the inadequacy of DHFS physician rates.

e Affordable Housing Supports such as Section 8, group homes and supported living must be
available.

o The linkage between the community mental health centers and the community hospitals
must be further developed in closure areas (i.e. emergency services, crisis residential, case
management, linkage/aftercare, psychological testing, and forensic specialists). Where
these services and/or facilities are not available, closure funding should be made available
for development.

Persons with serious mental illness can and should be treated in the community. However,
planning and adequate investment in community mental health services must be in place in order
to achieve the desired outcome. Communities will be set up to fail without proper supports in
place.

IARF stands ready to provide input, support and assistance wherever we can to achieve success
in this process.

Janet S. Stover
Executive Director
(217) 753-1190
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December 9, 2008

The Honorable Jeffrey M. Schoenberg, Co-Chairman
The Honorable Richard P. Myers, Co-Chairman
State of Illinois Commission on Government
Forecasting and Accountability

703 Stratton Office Building

Springfield, Illinois 62706

Dear Senator Schoenberg and Representative Myers:

Enclosed please find our written comments in support of the Department of Human
Service’s plan to close the Howe Developmental Center and the T inley Park Mental
Health Hospital. We appreciate the opportunity to present our written comments and to
answer any questions the member of the Commission may have regarding the conditions
that have led to the proposed closures.

Sincerelyy
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EQUIP FOR EQUALITY’S COMMENTS IN SUPPORT OF THE STATE’S
DECISION TO CLOSE THE HOWE DEVELOPMENTAL CENTER AND THE
TINLEY PARK MENTAL HEALTH HOSPITAL

Equip for Equality strongly supports the decision by the Department of Human Services
to close the Howe Developmental Center and the Tinley Park Mental Health Hospital.
Equip for Equality first called for the closure of the Howe Developmental Center on
February 7. 2007, following onsite investigative activity, which revealed the existence of
very serious problems placing the health and safety of those living at Howe at significant
risk.

Equip for Equality is an independent not-for-profit organization designated by the
Governor in 1985 to administer the federal Protection and Advocacy System for people
in Illinois with physical or mental disabilities. Equip for Equality’s mission is to advance
the civil and human rights of people with disabilities and is accomplished through self-
advocacy training and technical assistance, legal services, and public policy initiatives.
In its capacity as an independent watchdog, Equip for Equality also conducts
unannounced on-site monitoring visits to programs and facilities across the state and
engages in systemic investigations to address abuse and neglect of people with
disabilities.

Closing these institutions is absolutely the correct decision not only for the people with
disabilities residing there but also for the taxpayers of Illinois. Millions upon millions of
taxpayer dollars have been spent supporting these two State-run institutions that were
decertified from the Medicaid program more than 18 months ago resulting in the loss of
an extraordinary amount of matching Medicaid dollars for Illinois.

Closing the Howe Developmental Center will allow people with developmental
disabilities to leave a dangerous institution and to choose where and with whom they
wish to live and receive quality services in the most integrated setting. Closing Tinley
Park Mental Heath Hospital will allow the Department of Human Services Division of
Mental Health to build a new state of the art mental health facility in the same geographic
area to meet the needs of people with serious mental illness for acute care. It is critical
that the Department proceed with these closures in a timely and appropriate manner.

Investigation of the Howe Developmental Center:

Since the fall of 2006, Equip for Equality's Abuse Investigation Unit has been engaged in
an ongoing in depth investigation into the conditions at the Howe Developmental Center.
The investigation to date has encompassed more than 1,500 hours of staff time, involving
aumerous site visits. interviews, the review of hundreds of records, examination of every
death and eight investigative reports describing in gruesome detail 21 of those deaths and
multiple instances of care that was nothing short of abysmal. Four additional deaths,
revealing the same kinds tragic consequences resulting from staff failures, have occurred
since the eight reports. Copies of the reports are attached to these comments.



The findings of the Investigation Unit reveal the same kinds of horrific care that led
Medicaid to decertify Howe from that program in the spring of 2007, resulting in the loss
of more than 50 million dollars of matching Medicaid funds for Illinois. The
Investigation Unit’s findings also led to the initiation of an investigation by the United
States Department of Justice into violations of the Constitutional rights of the people
living at Howe. The following two deaths, which the Investigation Unit examined,
illustrate the kind of abysmal treatment that the people living at Howe have been forced
to endure for years:

% An individual with profound mental retardation and cerebral palsy, who used a
wheelchair, was at risk of developing decubiti, (bed sores). Accordingly, doctors
ordered that staff change his position every two hours. During an early evening,
staff noted that the individual, who had been sitting in his wheelchair in the living
area of the unit for several hours, appeared unresponsive. Direct care staff
determined that the individual was not breathing and that he did not have a pulse.
Rather than administering CPR, as staff had been trained and certified to do, staff
called for help and let the responding nurse initiate CPR. Clinical records revealed
that he sat in his wheelchair without a change in position for nearly 5 hours before
staff discovered that he was no longer breathing and unresponsive. Paramedics
arrived shortly thereafter and found that rigor mortis had already set in
demonstrating that the individual had been sitting in his wheelchair dead for
several hours during dinner and the early evening while in the presence of staff
and the other individuals living in the unit.

» An individual, who was profoundly mentally retarded, blind, non-verbal and with
significant heart disease, required anti-anxiety medication before undergoing
medical procedures to ensure that she would remain calm during those
procedures. Staff was aware that the medication was required and that when
given, the individual could calmly and safely undergo various procedures,
including dental procedures, mammograms and pap smears. Prior to an
unscheduled pap smear, direct care staff and medical staff failed to give the
required anti-anxiety medication. The individual was forced nonetheless to
undergo the Pap smear. The individual struggled through out the Pap smear; so
severely did she struggle that multiple staff had to hold her down on the bed by
her hands and legs in order for the doctor to be able to complete the procedure.
The individual remained extremely upset even after the procedure was finished.
Within one within an hour of the Pap smear, she collapsed and died.

Howe's longstanding serious problems include the failure of direct care and medical staff
to implement even basic and fundamental care in such areas as:

Failure to initiate CPR promptly

Failure to adequately respond to pain

Failure to ensure that individual receive enough to eat and drink

Failure to ensure adequate hygiene by leaving individuals in urine soaked clothing

YV VYV
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Failure to reposition individuals to prevent bedsores and other skin breakdown
Failure to monitor vital signs

Failure to implement doctor’s orders

Failure to promptly obtain medical referrals

Failure to adequately address self-injurious behavior

Failure to provide adequate 1:1 supervision resulting in injuries

Failure to provide adequate medical assessments

Failure to have individuals examined by a doctor following injuries

Failure to appropriately address behavioral issues

Failure to provide meaningful active treatment and appropriate programming
Failure to report allegations of abuse

Y Y Y
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Before reaching a decision to close Howe, the State expended hundreds of thousands of
more dollars on outside consultants hired to "fix" Howe. Other extraordinary measures
taken by the State to fix Howe, including independent monitors, redeployment of staff
from other state run institutions to Howe and contract nurses, have failed to keep people
from dying or to improve the institution. Not even a single unit at Howe could be
sufficiently improved for the Department to seek Medicaid recertification.

Tt is unconscionable that, given the hundreds of thousands of dollars infused into Howe to
improve the standard of care, which clearly have been wasted, in addition to the millions
of dollars paid by the State to support a decertified facility, there are those who continue
to demand that special interests be placed above the interests of the people the State is
supposed to be serving at Howe. Taking any action that would allow a facility that is both
dangerous and so fundamentally flawed that it cannot even obtain Medicaid certification
is a gross misuse of public funds and an extraordinary risk to vulperable people. Loss of
Medicaid certification would result in the closure of a private facility serving people with
disabilities. Subjecting people with disabilities in state-operated institutions to a lesser
standard is abhorrent.

While the extent of the problems uncovered at Howe stand out as some of the worst
among the state developmental institutions, it needs to be recognized that the nature of
the problems at Howe are documented time and time again in other state-run institutions
in Illinois and across the country. These are the same problems that Equip for Equality
documented at the Lincoln Developmental Center which led then Governor Ryan to close
that institution in 2002. The Investigation Unit’s examination of problems in other
provider settings, including community-based programs, has not revealed the existence of
a culture so entrenched within the setting that it is not amenable to change. Nor has that
examination revealed the egregious conditions and depth of longstanding problems so
plainly evident at Howe.

Moreover, the State’s continued reliance upon institutions to serve people with
developmental disabilities is outmoded and contrary to federal law. Most states rely
much more heavily upon community settings than Illinois to provide services to people
with disabilities. Illinois currently tanks last in the country in serving people with
developmental disabilities in small community settings. Additionally, the Americans
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with Disabilities Act (ADA) and its implementing regulations provide that people with
disabilities are entitled to live in the most integrated setting. The United States Supreme
Court affirmed this important principle in Olmstead v. L.C. holding that unjustified
institutionalization is discrimination under the ADA. Closing Howe will not only
eliminate the perpetuation of a dangerous facility, but also allow Illinois to reallocate
significant resources to support people with developmental disabilities in integrated
community settings.

Ensuring a successful closure process and transition:

Equip for Equality will work with the State to meet its obligation to ensure the
development of a successful transition plan for each person living at Howe that will
provide a full array of meaningful choices for people with disabilities and their guardians
as to where they will live and the services they will receive and that sufficient resources
are made available for those choices. FEquip for Equality will provide assistance to
people with disabilities and families from Howe to ensure that they are provided with
high quality choices that can meet each person’s unique needs and preferences so they
can enjoy a stable, safe and fulfilling life in the most integrated setting, and that any
savings realized through the closure of Howe should be used to provide community
services to other people with developmental disabilities.

Equip for Equality will also work with the State to ensure that the plan for the closure of
the Tinley Park Mental Health Hospital includes adequate funding so that a sufficient
level of acute care mental health services are readily available in the Tinley Park
catchment area to meet the needs of individuals with mental illness and, any savings
realized through the closure of Tinley Park Should be used to provide community
services to people with mental illness.

It is imperative that this Commission recommend that the closure of the Howe
Developmental Center and the Tinley Park Mental Health Hospital proceed as planned so
that Illinois® citizens with developmental disabilities and mental illness can live and
receive services in a setting of their choice where they will be safe and able to lead
successful and fulfilling lives, and so that a state of the art facility can be made available
to people with mental illness to provide acute care that will enable them to succeed in
process of their recovery.
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February 6, 2007

Governor Rod R, Blagojevich

Office of the Govemner

100 West Randolph Street, Suite {6-100
Chicago, lilinois 6060

Dear Governor Blagojevich:

Equip for Bquality’s Abuse Investigation Unit has been closely monitoring incidents and deaths
that have oceurred at the Howe Developmental Center ‘{%if@k@ Ay site visits and by ?‘{WE{EV‘JﬁQg a
substantial number of clinical records. As a result of the findings of the Inves gafion iimi
together with the serious del ies cited by the Departraent of Public Health resultiy i
pending decertification proceedings, we call upon the State to immediately begin the ;}i*m*e%
of closing Howe Developmental Center.
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Recommendations

We call upon the State to immediately develop an effective plan for the closure of the Howe
Developmental Center that inclue
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» A prohibition on any new admissions into Howe;
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ABUSE INVESTIGATION UNIT ADDENDUM

Abuse Investigation Unit Death Reviews
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Abuse Investipation Unit Clinical Record Reviews
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VIA FACSIMILE & POSTAL MAIL

July 12, 2007

Governor Rod R. Blagojevich

Office of the Governor

100 West Randolph Street, Suite 16-100
Chicago, Illinois 60601-3220

Dear Governor Blagojevich:

We are sending this letter to set forth our latest, serious concerns related to the Howe
Developmental Center, the safety an care of the individuals residing at that institution and to
call upon the State to take immediate action to remedy those problems.

As T am sure you are aware, our staff has spent significant time monitoring conditions at
Howe. Despite the very serious problems resulting in the de-certification of Howe, other than
this office, we are unaware of any other ongoing independent monitoring at the facility.
Given the number of deaths that have occurred and the longstanding nature of the problems
that continue at Howe, we believe that it is imperative for the State to have an independent
interdisciplinary team of full-time monitors at Howe to ensure the safety of the individuals
residing there while the facility remains open.

We are aware of the Department’s intent to seek re-certification of Howe. However, the same
kinds of serious problems that lead to the deaths of a number of individuals and to the
decertification of the facility continue to be plainly evident during each of our visits, including
our most recent visit on July 10, 2007, and include:

» Staff misuse of restraint through such devices as lap trays, mitts, and recliners.

» Routine hygiene practices, such as the use of gloves to address infection precautions,
sanitizing furniture soiled by incontinence, cleaning feeding pumps, are ignored.
Individuals warehoused without meaningful programming or activity.

Individuals engaging in self-abusive and other maladaptive behaviors, including
hitting and biting, with no staff intervention.

Staff reassignments to other units or locations without apparently receiving essential
information on the needs of each of the individuals under their care.

Individuals left alone in living and dining areas of residential units.

Interactions between staff and the individuals lacking in any clear purpose.

Storage closets with chemicals, cleaning supplies and other dangerous items left open
and unattended.

vVVYvvY YV YYVY

THE INDEPENDENT, FEDERALLY MANDATED PROTECTION & ADVOCACY SYSTEM FOR THE STATE OF ILLINOIS
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> A strong odor of cigarette smoke inside a residential unit with medically complex

individuals.
» A fire drill that did not result in the evacuation of residential units.

Recent record reviews by our staff continue to reveal the same serious longstanding problems
which have resulted in dire consequences for individuals and in the facility’s decertification
including:

» Failure to provide nursing assessments:

On 5/22/07 nursing staff was asked to monitor a rash that had developed on an
individual. Howe nursing staff failed to document any assessments between
5/24/07 and 6/2/07 where documentation indicates that the condition had resolved.

A second individual was given 4mg of Ativan for sedation on 6/14/07 without any
follow up assessment or monitoring of the individual’s vital signs for two days in
spite of a large dose of medication to calm the individual in order to undergo a
procedure.

> TFailure to follow doctors orders:

On 4-29-07 a doctor ordered that neurological checks be done every four hours
following a head injury. Contrary to the order the assessments were documented
at 4:38 pm, 11:00pm and 2:30 am only.

On 6/25/07 a doctor ordered vital signs every shift for 72 hours. Vital signs were
not taken on the 25", were attempted once on the 26th and were not attempted at all
on the 27th.

On 6-1-07 a doctor ordered for vital signs every shift for 72 hours. The chart
contained no indication that this was done.

A doctor ordered that he be notified when an individual’s blood sugars were lower
than 60 or above 400. The chart contained no documentation indicating that the
doctor was notified on 7 occasions when the blood sugars were outside this range:

Date Blood sugar level
> 5-2-07 52
» 5-4-07 41
» 5-18-07 421
> 6-7-07 59
» 6-19-07 51
» 6-20-07 53
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> 6-21-07 48

On 7-1-07 a doctor ordered vital signs every shift for 72 hours; temperatures
were not taken as they should have been. On 7-2-07 direct care staff
documented that the individual felt warm, nursing staff took his temperature
and found it to be 102.5. The resident was promptly sent to the hospital.

On 3-11-07 a doctor ordered that bacitracin be given for an injury. The chart
contained no related nursing assessments, and no follow up by a doctor.

» Lack of Direct Care Staff Documentation:

No direct care staff documentation between 3-25-07 and 4-26-07 and again
between 4-26-07 and 5-29-07 in one individual’s chart.

No documentation for the month of May in another individual’s chart.
No direct care progress notes since February for one individual.

One chart did not contain any nursing or physician progress notes.

» Lack of consult follow up:

On 3-22-07 a cardiology consult recommended than an ECHO be performed.
The test was scheduled for 6-11-07, but the individual went out on a site visit
that day. The ECHO was not rescheduled as of 7-3-07.

The results of a 3-22-07 TB test was not read within the 72 hour period, but
was documented as "negative" anyway.

» Dental Care:

Oral hygiene regarded as "poor" by a dentist. The dental assessment reflected
that the individual’s teeth were not well brushed. This individual relies totally
on staff for oral hygiene care.

» Weight measurements:

No weights for one individual were taken for the months of May or June

» Lack of Nursing/Medical follow up:
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On 1-9-07 and 2-10-07 direct care staff documented incidents of loose stools
for an individual. No nursing or physician follow up assessments were
provided.

On 4-11-07 a resident fell and hit his head. A nursing assessment was not
conducted for 12 hours. No physician was notified of the injury. No injury
report was found in the chart.

On 4-4-07 a nurse conducting an assessment for a cough failed to monitor vital
signs and did not assess the individual’s lung sounds. The individual was later
sent to the hospital.

> Failure to provide effective treatment:

An individual has been engaging in self-injuries behavior hitting and biting
himself since his admission in 1982.

The problems at Howe are so endemic and engrained within the culture of the institution that
the likelihood of significant sustainable change is extremely minimal - yet the risk to the
health and safety of every individual living there remains high. It is unconscionable that the
State continues to allow its most vulnerable citizens to live under such deplorable conditions.
In spite of the Department’s stated intent to have Howe recertified, our recent series of
observations and reviews document an institution that remains dangerous and that should be
closed.

We call upon the State to immediately:

> Implement an independent, interdisciplinary team of full-time monitors to ensure the
safety and well being of the individuals residing at Howe while the facility remains
open.

> Make available to Equip for Equality all documents and materials related to Howe’s
recertification efforts to date. :

» Notify all guardians that the Department will work with them on an expedited basis to
move individuals to other licensed and certified settings of their choice.

> Shift the focus of the Department’s efforts away from its futile attempt to save the
institution to an effective and appropriate plan for the closure of Howe.

Zend Naiditch Deborah M. Kennedy
President & CEO Abuse Investigation Unit Director
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CCs:

Carol L. Adams, Ph.D., Secretary
Minois Department of Human Services

Grace Hou, Assistant Secretary
Illinois Department of Human Services

Lilia Teninty, Director
IDHS ~ Division of Devlopmental Disabilities

Inspector General William Davis
Tllinois Department of Human Services

Eric E. Whitaker, M.D., M.P.H., Director
Illinois Department of Public Health

Enrigue J. Unanue
Deputy Director — Office of Health Care Regulation
Hlinois Department of Public Health

Patsy Swan
Developmental Disabilities Section
Ilinois Department of Public Health

Director Barry Maram
linois Department of Healthcare and Family Services

Alice Holden
Centers for Medicare & Medicaid Services — Region V
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No record of any attempt 1o address the behaviors in connec
could be found in the individual's chart.

Failure 1o provide full Her s B vaceinations:

An individual was tested for Hepatitis B upon admiss he
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but not completed as only i hree Vaccines were given.
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In June and July there were at least eleven incidents in which individuals were mechanics
restrained and no nursing or physician assessment {personal examination) was conduciad.

%

Restrang use for convenience of gaft
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The records of an individual who died in 2007 reveal the individual was
following a cardiac event, CPR was initiated and ?%m individual was ti&ﬂ%;‘z{“’
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Rer Howe Developmental Center

Dear Governor Blagojevici

Between Septem EE%.%" and o ;& November 24

2007, Equip for Equality's Investi gg ion i&'g%*;'
conducted five on-site investigations that included ’{}Ui‘i; m‘"z 1o factlity, review of medical
r‘*esms and review of resiraint documentation and conducted three additiona { investigaiions

of people who have died at Howe. Including these ih ree deaths, at least 17 people have died

at Howe since September

In a span of time covering mx«, % 3 ;ﬁol iths, during this period of review,
”{’%zit i{imtéﬁeé ?{} a‘:‘i}‘{"*”i}fie g dangerous care and alse found evidence o
31E *}m ant ;z'zziiings inchide:

l;f;
IS v
b
wrRw
g
)
=%

Utilizing restraints when medically contramdicatec

Failure to release from restraints when medically necessary

Lack of follow up for abnormal conditions/failure to obtain consults
Failure to follow doctors orders

Failure to administer vaccinations resulting in contraction of hepatitis B
Failure to provide position changes as ordered

Fatlure to monttor bowel habits

Failure to ens
have responsi ity to provide care and treatment

Absence of active treatment [or individuals not attending day program
Failure to prov zdc self-administration of medication fraining

Failure to provide m@mz» treatment to prevent development of decubiti
Failure to provide rehabiiitative services

Failure to provide emergencs ¢ care

Fatlure 1o obmin medical evaluation

Failure to obtain consent for procedures

Absent or inadequate pain assessments

Fatlure 1o investigate possible abuse

vvvvvvvv

e direct support are fanuliar with the individuals for whom they

!
Sy
'i
31 3

z
J

vavwvvvv

Physician (iocmnmunmix on annual physicals stating that mammegrams and pap
smears were normal on male patients

wyrw eguiplorequalitnorg
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veicisn examination forms
tan documentation

Cur onsite investigations and review of the three deaths demonstrate
Developmental Center continues o be plagued by the same very
substantial deficits in care that led fo s termination from the Fec

3 3

March. Given the ongoing nature of these very serious pwﬁﬁcmb ﬁm i}fi}mﬁ!{v rumber
of deaths that have occurred and the lack of any evidence of's zzbmmmﬁzz mprovement. the

&

State must reconsider its decision to ;};’(‘)Cizad with its recertification efforts.
shameful that the State continues to place vulnerable people at substantial risk w -
millions of public dollars in order to preserve a dangerous facility that has conclusively
demonsirated over and over again that it is mu;&pab%e of sustainable chan

=

September to Mid-November vecord reviews:

Dangercus use of mechanical restraints

e«  Apn individual, with a known cardiac condition, was restrained, At 9.
documented an elevated bload pressure of 1531/102. Direct care staff
nurse’s biood pressure reading as occurring ab 10480, not 9154, "imz}z'ds; mdi”“? e thaot a

cate the
physician am}zm&& the individual at 11:34 and documented the individual™s vital
signs as stable while the individual remained in S-point restraints. Direct care staffl
1owever, documented that the individual was released from &i;%;r“’ﬁ"s w‘; 1140,
Setting aside the obviously questionable documentation, while the ind 5§
cardiac condition should have precluded the use of restramns alto oget ther, when an

j1Ne

elevated blood pressure was found the individual should have been immediately
released.

Lack of tollow up for abnormal conditions/fdlure o obtamn consulis

&

EKG in July 2006. The only additional information in the individual™s record related
to a meeting conducted in October 2006 regarding the individual’s heath and physical
history, which failed to reference the abnormal EKG, and incorrectly noted the
individual’s fast EKQ, as one taken in May 2004, which was a normal.

#  No follow up could be found in the records of an individual who had an sbnormal

¢ in June 2007, a physician ordered that a consult be obtained to addres

renal issues. No consult was provided as ordered.

= A July 2007 order to make an appointment with a dentist for an individual with
cavity was not followed, no appointment was made and the cavity remained untreated,
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Absent or inpdeguale DN ZSSESSINENIS

+  Anindividual who is prescribed over the counter pain medication E?"{asezz‘zﬁncd
history and diagnosis of dysmenorrhea, pamful menstruation, did not receive any pain
medication from May through Septernber 2007, During that e no NUrsing or

physician assessments were cond L%C%Lu related to dysmenorrhea or the level of the

individual’s pai

s Tylenol was preseribed for an individual for pain management. Staif gave the
xrzdwéu’zi Tylenol one time. The individual’s record contains no dot azr:az:}t* ionof
any pain ASSESSMENts or loiiow up to determine the effectiveness ol't
medication.

s Direet care staff found notified nursing staff about an individual with a nearly &
toe nail. A nurse conducted an assessment and notified the doctor. The doctor did no
examine the individual’s ioe for two days and then ordered Tylenol for pain. Howe
nursing staff failed to provide any puin assessments duri ng those two days and no pain
medication was provided o the individual during those two days.

Pailure 1o follow doctor's orders

s Staff failed to follow doctors” orders to take and monitor two individua
pressure, respiration, pulse and temperature, vital signs, every shift for three day

+ Following two separate head injuries, staff failed to implement doctor’s or ders 1o
follow facility head imury protocol é asSess t?& individual’s condition each shift fo
72 hours. Following one injury, the individual was assessed one time during the 72
hours. No follow up assessment was conducted in response to the other individual's
mjury.

Seroconversion of Hepatitis B

e An individual who was admitted to the facility in 1975 free of Hepatitis, su ubsequently
tested positive for Hepatitis B.

5

Failure to nrovide posifion changes as ordersd

» Eia’;\*:‘if:w of numerous records reve k*: *{tg ve failure to follow repositioning orders |
many individuals who are at rigk of deve apmi: decubitus uleers {bed soars). Tzw
fatlure to follow this sin ;}1@ order can ?ﬁd\w. significant and dire consequences for
people. Decubitus ulcers are not only very paintul, they expose the individual o

i

8
infection, sometimes leading to death, and are difficult to heal.
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Phyvsician documentation on annual physicals stating that mammograms and pap SMEars wWers
normal on male patients

o Following annual physical examinations, physicians €o n:pi” reports 1€ !
findings. In two instances, th 1e physicians prepared reports for two zimfv residents
indicating that the residents’ mammograms and pap smears were "within normal

Hmits™.

Failure to ensure direct care staff is familiar with individuals

»  During a site visit to a residential unit, investigation Unit staff inquired about a
individual with evidence of an uz;ul . Tn response, direct care staff indicated € yat they
did not know the name of the individual or anything about the injury or the follow up
but would ask other staff.

Absence of aetive treatiment for individuais not atiendine day program

» During a site visit to one of the rest idential units, an individual was observed i the unit
with no staff interaction. One staff was engaged in a personal phone callonacell
phone talking about boliday plans and the other staff was w atching TV while a second
individual slept hunched overon h er side in a chair,

s During a site visit in one of' t the residential units 6 staff were observed in the unit with
5 individuals. No active treatment Or Prograniming was occurr ing. Shortly after
lovestigation Unit staff arrived, Howe stal {f started to engage in some activifies. é}m
individual. who had a one to one statf assigned only to him, asked the assigned stait o
o0

go outside. In response staff said "No, I'm not going outside." No appropriate
explanation was provided to the individual.

Failure to provide training to individuals reaardine medications

»  THowe staff advised an individual who was hospitalized tha it he was put op Depuakote
“for his chole qicmi When Investigation Unit staff told the individual that Depakote
was not 2 cholesterol medication and suggested that he sper ik with his nurse for

clarificarion of t E purpose {or his medications, the individual stated that staff do
fisten when he makes such requests and have not provided him with any education
about his medications.

Death Investigations:

An extraordinary level of callous disregard for the individuals living at Howe is plainly
evident for a review of the records of the 3 deaths most recently reviewed by the Emfem 3
{Unit. As with the other 14 people who have died. the records document nUMerous lapse
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care similar to those that have been identified repeatedly by this and other investigutive
agencies. In locking at the months that preceded each death, the following serious lapses
care were noted:

Death 1

An individual died ai’*miz‘ siatic adenocarcimoma. He had been residing at the Howe center
since July of 1985. Prior 1o his death he developed decubitis ulcers to the lower area of his
tail bone, had evidence f:;i noor care related to basic hygiene, and staff repeatedly disregarded
doctar's orders related to his care.

Death 2

In the six months that precedad the individual's death, records reveal months of substandard
care by Howe staff. The individual was provided nourishment through a g-tube and had a
suprapubic catheter that drained urine. Despite the presence of these two devices, through
which nearly all fluids would pass, Howe staff routinely failed monitor intake and output
tofals as was ordered by the a’{t ~nding doctor. When Howe staff did attempt to monitor
isi&i{ez‘mnpw over a 9-day peri@d the individual nmpmrse&iv took in approximately 11,000
ee’s, or 23.25 pounds. more in fluids than he excreted. This however allegedly led 1o only

0.6 weight gain.
In addition wo Howe's mz%m accurately measure fluids, Howe nursing staff were unable to

follow such routine orders as momtoring v ai 8 gj . measuring blood sugar levels, and
notifying the doctor of iab ?ai ues as directed.

The individual also suffered from lumbar stenosis and degenerative joint disease of the spie
and hip. Despite 1%1:,&;»* conditions, Howe nursing staff did not conduct any routine pain
assessments to determine the effectiveness of his prescribed pain relief ;‘mdic&fm
Additionally, no aitention was given to the no‘immmi link fxi&an the individual’s pain
response and his documented uncooperativeness during routine procedures that + 'c
physically demanding for bim such as byzm: weighed.

¥

of decubitus ulcers, staff failed 1o follow those orders and the individual developed ulcers
before his death.

In spite of orders for regular position changes and whirlpool baths to prevent the development

Several months prior to his death. the individual went on an outing with a family member.
Upon his return, the fax ;h member informed staff that she noted a large flank bruise 10 em X
§ em in length. Both the size and area of the bruise are consistent w ith signs of abuse.
Despite this, no investigation into the possibility of abuse was explored by Howe staff,
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2sby

in the care given to this individual on the day of his death. The record reveals that in the early

morming staff noted that the individual was unresponsive ¢ and not breathing, Rather than
provide CPR, as nursing staff are trained o do, the Howe nurse mspondéd by placing a mask
over the individual’s mouth and pricking him with a pin. The individual’s records aiso
revealed that he had Hepatitis C. While physician orders required staff to check on the
individual’s well being every 30 minutes. hospital and paramedic records noted the presence
of rigor morus.

The level of staff apathy to the care and sell being of people living at Howe is best reflected

The records also reveal that the individual had a shunt placed in his brain to drain fluid. Such
shunts require routine monitoring to ensure that they continue to function properly. Inthe
spring of 2007 a CT scan of the head was per formed. The doctor performing the scan
recommended that the facility obtain prior CT scan results to compare the findings with the
current result to determine if the shunt was continuing to function properly. Howe failed 1o
provide this comparison.

The individual's records are also replete with numerous other examples of poor care
including:

Failure to follow MD orders with respect to vital signs and monitoriag
Failure 1o obtain consents for services provided and before use of f sedation
Failure to monitor bowel habits appropriately

Failure to properly address weight issues

Falsification of monthly progress notes by Howe doctors.

Failure to provide adequate physical therapy as ordered

Ag is plainly evident from each of our reports and the reports of other state and federal
agencies, the same critical errors, lapses in care, failure to follow routine orders, woefully
inadequate programming and services continues una abated at Howe. Tt is unconscionable tha
vulnerable people continue to be m}umd suffer and die because the State chooses to maintain
a dangerous institution which is irrefutably beyond epair and chooses o place special
interests above the interests of the §}<;0§‘)iu the State is supposed t be serving. We again call
upon the State to render a decision to close | Howe and develop a reasonable transition plan
which will provide a full array of meaningful choices for people with disabilities and their
guardians as io where they will live.
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December 11, 2008

Ph 312-419-2000
Fax: 312-419-2020

 Adams St.. Suite 2101, Chicage. IL 60603
wwow ilfinoisnurses.com

Commission on Government
Forecasting and Accountability

RE: Howe and Tinley Park Closures
Dear Commission members;

The flinois Nurses Association wishes to express its concern regarding the handling of the
Howe and Tinley Park facilities. First and foremost, we firmly believe that the state must
develop a plan for adequate funding to guarantee a sufficient level of acute care mental
health services to remain available in this area of the state. Funding must be made a priority
to meet the needs of the people who reside at Howe and their families throughout the
fransition process. We also believe that if any gain is realized from these closures, that those
funds, should remain in the lllinois mental health system.

The second part of our concern is in relation to the nurses employed at these facilities. We
would be remiss if we did not address our concern for these individuals. The lilinois Nurses
Association has worked hand in hand with several agencies to help minimize the impact of
the nursing shortage for the public of illinois. With that in mind, INA emphatically believes
that all nursing vacancies at these two facilities must be filled expeditiously to guarantee a
safe quality of care continuum for the residents. Due to the state’s failure to meet the
staffing needs of those cared for in the state system, we firmly believe that Howe and Tinley
Park are not the only facilities within the system who are failing to meet the most basic
standards of care needs. Currently there is a mandatory overtime crisis for nurses working in
state facilities. This only serves to put the public of lllinois at risk. An agreement exists
between INA and the state to expeditiously fill these vacancies. The state must abide by and
enforce this legally binding agreement.

Respectfully,

Pam Robbins RN, BSN
President, Hlinois Nurses Association



WILL COUNTY HEALTH DEPARTMENT
&
COMMUNITY HEALTH CENTER

State of lllinois
Commission on Government Forecasting and Accountability
Hearings Regarding the Closure of Howe Developmental
Center and Tinley Park Mental Health Center

December 11, 2008

The Will County Health Department’'s Division of Behavioral Health Programs
advocates for the following:

1. We recommend that the Tinley Park Mental Health Center (TPMHC) would only
be closed once the one hundred (100) bed replacement hospital is fully functional
and operational.

2. That the State of lllinois — Department of Human Services(DHS), Division of
Mental Health (DMH) reconsider the privatization of the replacement facility and
instead continue to maintain it as a state operated facility (SOF).

3. That the State of lllinois — Department of Human Services, Division of Mental
Health consider relocating the new hospital to the Will County Area. Will county
is one of the fastest growing counties in the United States. Its population is at
657,475 as of 2007. Joliet is the 4™ largest city in Illinois, and nationally the 12"
fastest growing city. There are also, as of October 2008, an estimated 82,311
uninsured residents in Will County. The Will County poverty rate rose from 5.1
percent in 2005 to 5.8 percent in 2006, according to U.S. Census data. That
statistic means 38,694 people in Will County are living in poverty. These
statistics will increase as the current economic crisis continues to unfold.

seph E. Tro:am Ph.D., CADC
irector of Behavioral Health Programs

323 Guadra
Belingbrook,

} &%‘m‘?ﬁﬁ




Grand Prairie Services
Behavioral Healthcare

www.gpsbh.org

Access Department
Call

1-866-GPS-TODAY

1-866-477-8632

Fax (708) 596-6517

Administrative Center
17746 S. Oak Park Avenue
Tinley Park, IL 60477
Phone (708) 444-1012

Fax (708) 614-7831

Flossmoor Center and
Sereening Assessment
Suppaort Services (S8ASS)
South Suburban Cenfer
195330 Kedzie Avenue
Flossmoor, IL 60422
Phone (708) 799-2200
Fax (708) 799-2711

Linceln Center

A50'W, 14ih Street
Chicago Heights, IL 60411
Phone (708) 503-9570
Fax (708) 503-1218

South Hofland Center
16278 Prince Drive
South Holland, TL 60473
Phone (708) 5966400
Fax (708) 596-5807

Gloria L. McAfee Center
15406 Lexington Avenue
Harvey, IL 60426

Phone (708) 596-5900

Fax (708) 596-4888

Emergency Mental
Heaitheare Center (EMHO)
Wyman Gordon Pavilion
One Ingalls Drive

Harvey, IL 60426

Phone {7083 331-0500

Fax (708) 331-7590

Developmental Training
Dwight

217 East Mazon

Dwight, TL 60420

Phone (815) 584-1738
Fax (815) 584-1058

Developmental Training
Tinley Park

17746 South Oak Park Ave,
Tinley Park, [L 60477
Phone (708) 444-1150

Fax (708) 444-1156

CGFA Meeting

December 11, 2008

RE: Proposed closure — Howe Developmental Center,
Tinley Park Mental Health Center

Representative Richard P. Myers
Co-Chairman

Senator Jeffrey M. Schoenberg
Co-Chairman

As President and CEO of Grand Prairie Services, | want to thank you for the opportunity
to provide this written testimony to CGFA as you consider the proposal developed by
the Department of Human Services, Division of Mental Health regarding the future
status of the Tinley Park Mental Health Center.

Grand Prairie Services is the primary provider of safety net behavioral healthcare
services in the four townships of Bloom, Bremen, Rich and Thornton within south
suburban Cook County. For over 58 years we have provided community based
behavioral health services delivered through a variety of contracts with the State of
lllinois Department of Human Services, Divisions of Mental Health, Developmental
Disabilities, Alcohol and Substance Abuse and the Department of Children and Family

Services.

When the initial idea of closing/rebuilding Tinley Park Mental Health Center was
presented in 2004/05, Grand Prairie Services was the lead south suburban agency in a
workgroup created by the Department to develop a comprehensive community
reinvestment plan in response to the potential closure. During that process, Grand
Prairie Services put forth an enormous amount of time and energy in coordinating
meetings with community based stakeholders including Mental Health and Substance
Abuse providers, hospitals, and the National Alliance of Mentally lli - South Suburbs of
Chicago to develop the reinvestment plan. The proposal was designed to include the
much needed expansion of community based behavioral healthcare services,
development of a psychiatric triage service for our south suburban communities, and a
comprehensive response to developing services in a region that has historically been

underserved.

At a recent press conference, the Division of Mental Health proposed the temporary
consolidation of mental health services to a single site location on the campus of Tinley
Park Mental Health Center, with the ultimate goal of building a new state of the art

inpatient psychiatric hospital.

As the Commission considers the DMH proposal, we respectfully request that the
ultimate recommendation of the Commission include a mandate that the Division of

Mental Health consider the following tenants:

Accredited by CARF The Rehabilitation Acereditation Commission

7
8

L . X Affitiated with United Way of Metropotitan Chicage P
Ilinois Depariment of Human Services, Divisions of Menial Health, D Disabilities, Ak ism and Sul Abuse ((‘ l{t\
fllinois Depariment of Healthcare and Family Services g&ﬁ 3
S
N

inais Department of Children and Family Services
Medicaid and Medicare Certified



e Within the scope of the project, consideration should be given to the previous
reinvestment proposals deveioped by community providers. The
comprehensive plan should not only include the construction of a new inpatient
hospital, but should also include the much needed expansion of community
based services within the communities served by the new inpatient facility.

e Expanding on the above comment, consumers and community stakeholders
must be included in development of any proposal for a new hospital and
community service expansion.

e If a new inpatient hospital is constructed, its location must provide easy access
for consumers and their families and be located in the south suburban areas of
Bloom, Bremen, Rich or Thornton Township. Site selection of a new inpatient
facility must be directly linked to the demographic profile of the consumers
most likely to utilize the inpatient psychiatric hospital and not solely based on
population and regional growth.

e The development of a new inpatient hospital location must include the
availability of Child & Adolescent Inpatient Services for the south suburban area.
The south suburban area, specifically, is in desperate need of local inpatient
services for children and adolescents.

As an organization, Grand Prairie Services is a primary advocate for the continued and
ongoing development of quality behavioral healthcare services as part of the safety net
continuum for individuals without insurance, Medicaid and/or Medicare. We are also
staunch advocates for services that best meet the needs of the community and
understand that those services must be a quality continuum starting with
comprehensive crisis service availability, inpatient care and comprehensive outpatient
and supportive services.

Once again, we appreciate the opportunity to share our thoughts regarding the Tinley
Park Mental Health Center proposal and would be available to answer questions or
provide additional information you may need as a Commission to make your
recommendation. 1 can be reached at 708-444-1012, ext. 1501. Thank you.

Sincerely, ,
§

f H

/

Dennis Regnier VA
President and Chief Executive Officer

CcC: CGFA Members
Dan R. Long, Executive Director, CGFA



alH eaiw America
of lllinois

Comments of Mental Health America of Illinois

on the Proposal to Close Tinley Park Mental Health Center
Presented to the

Commission on Government Forecasting and Accountability
December 11, 2009

Introduction

Mental Health America of Illinois (MHAI) is the oldest state-wide mental health advocacy
organization in Illinois. Founded by Jane Addams, we will be celebrating our centennial in 2009.
MHAI applauds the vision and leadership which Director Lorrie Rickman-Jones has shown in
proposing a new inpatient mental health facility for the region served by Tinley Park Mental
Health Center. The current facility is old, inappropriate and inadequate. A new facility is
needed. However, the documents which have been presented to this Commission and shared
with the public thus far, raise serious concerns which are directly relevant to the requirements
imposed by the State Facilities Closure Act, 30 ILCS 608/5-1, ef seq, and may endanger the
health and well being of persons with mental illnesses, their family members and the
communities served directly and indirectly by Tinley Park. Most particularly, we are concerned
that the existing physical facilities may be closed and dismantled and the land beneath them sold
before we can be reasonably assured that an adequate replacement facility will be built. Thus, we
urge the Commission to recommend that the existing facilities not be closed until we have a
comprehensive plan for the new facility.

Background

Since his election, Governor Blagojevich has pursued the closing of Tinley Park. This
culminated in a formal proposal several years ago. At that time, Tinley Park had 140 beds.
Encouraged by the Illinois legislature and many stakeholders and under the leadership of Director
Jones, the Division of Mental Health created an inclusive and thoughtful process to review sow
Tinley Park could be closed without harming persons with mental illnesses and their families and
communities and Tinley Park employees. This process resulted in the attached document entitled
“A Vision for Mental Health Services in the Metro South Region” (May 5, 2005). MHAI
strongly supported that vision statement when it was issued and continues to believe that it
should be the template for any effort to close Tinley Park. We are concerned that some of the
documents presented to this Commission, suggested that we have abandoned that vision.

www.mhai. ereg
% Prows ember
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The Need for Inpatient Beds

The closure of Tinley Park must be viewed in the context of the history of state hospital closures
in [llinois and other serious gaps in services. In 1950, Illinois had 55,000 state psychiatric
hospital beds. Now we have only 1400, even though the state’s population has doubled since
1950. These closure have also been accompanied by a substantial and continuing reduction in
the number of private hospital beds. The main reasons for these closures is that the state has
failed to adequately reimburse private hospitals for the cost of inpatient psychiatric care for the
indigent.

Tinley Park is one of three state-operated facilities in the Chicago area. This fact enables the
Department to shift admissions and patients between these facilities when the need arises.
Indeed, admissions to all three facilities are now controlled through staff located at Madden
Mental Health Center in Maywood. Unfortunately, the need for inpatient care in the entire
Chicago area greatly exceeds the supply. Thus, it is not uncommon for the Department to advise
emergency departments and community providers not to send seriously mentally ill persons to
any of the three hospitals. The lack of state hospital capacity in the greater Chicago area has at
times caused persons with serious mental illnesses to wait for many hours, strapped down inside
ambulances, waiting in line at Madden. The Department’s response to this inhumane situation
was to require emergency departments to make reservations before sending someone to a state
hospital. Unfortunately, it is easier to make a reservation at a trendy restaurant than to make one
in a state hospital. As a result, persons with serious mental illnesses now wait for hours in
emergency departments. MHAI knows of at least one person who waited many hours in an
emergency department, finally gave up and walked away. He was found frozen to death in a
dumpster a few days later.

The need for beds in the Chicago area is likely to be exacerbated by the Department’s recent
decision to downsize its only maximum security facility, Chester Mental Health Center. Persons
from all over the state whose behavior requires a more secure setting are sent to Chester. The
number of persons at all three Chicago hospitals who can be sent to Chester will be reduced,
placing a greater burden on these facilities.

The Department has not done a needs assessment either for the area served by Tinley Park or the
greater Chicago region. The Department did conduct a bed utilization study several years ago.
However, utilization does not reflect need. Because we make it so difficult to obtain inpatient
and outpatient psychiatric care, many people needing care end up in homeless shelters, nursing
homes and in the criminal justice system. For example, the Cook County Jail is now the largest
mental hospital in the state and there are more persons with serious mental iliness in the state
prison system (6,000) than in all of the public and private psychiatric hospitals in Illinois
combined (5400). There are also more than 10,000 persons with mental illnesses in nursing
homes. A true needs assessment would include all of these populations who could be served
more appropriately in a hospital.

The Department appears to base its interim plan of having only 80 beds at the Maple unit on the

b



recent patient census data at Tinley Park. However, those numbers have been reduced by a
deliberate decision by the Department to restrict admissions in the wake of an elopement/suicide
almost two years ago. Prior to that tragedy, the census was at one hundred. There is no
explanation in the Department’s proposal for how it will handle the demand in excess of the
eighty-bed capacity at Maple. Currently, those people are simply being denied appropriate
treatment.

Nor does the Department’s plan reflect the enactment of Public Act 95-0602 which took effect
on June 1, 2008. This law, approved with overwhelming support in both the House and the
Senate, dramatically lowered the standard for involuntary commitment. Passage of this law was
based upon the legislature’s view that people desperately needing inpatient treatment were not
getting that treatment. Implementation of this law will either require substantial new inpatient
capacity or dramatically increased funding for the community services which would prevent
persons from deteriorating to the point where inpatient commitment is needed.

The Availability of Alternative Services

To be clear, MHAI does not believe that the best road forward is to increase the number of public
or private inpatient beds. However, as we have reduced the number of inpatient beds, we have
failed to adequately fund our community mental health system. That is why we are ranked no
better than 35™ in per capita spending on mental health services. Additionally, two years ago
Illinois received an “F” from the National Alliance on Mental Illness, primarily because of our
severely underfunded community mental health system. Since that failing grade, things have
gotten worse. The state has reduced the availability of precisely those types of services needed to
keep people with the most serious mental illnesses out of state and private hospitals. For
example, due to inadequate rates, the number of providers willing to offer Assertive Community
Treatment (ACT) had been reduced by more than half. This treatment modality has been proven
to be among the most effective at preventing the deterioration which leads to preventable
hospitalizations. Community providers have recently been told that additional cuts to their
services are pending. Payment delays are threatening to put some of them out of business.

Past History of Closures

Ilinois has moved from 55,000 state hospital beds to 1400 by closing and downsizing its
hospitals. Unfortunately, we have never kept all of the money saved by these closures in the
mental health system. Additionally, Illinois has a history of broken promises. For example,
when Zeller Mental Health Center in Peoria was closed several years ago, the Department gave
money to a private hospital to renovate an existing space to be used as a new inpatient facility to
replace some of the capacity at Zeller. Despite having spent our tax dollars on this renovation,
the Department then decided that it would not fund the operation of this new unit. Some people
with serious mental illnesses in the Peoria area are being shipped to Singer Mental Health Center
in Rockford (138 miles) or the McFarland Mental Health Center in Springfield. (72 miles).
Based upon this history, MHAI is concerned that the services offered at Maple after July, 2009
will be inadequate and that, because of the state’s budget crisis, no new hospital will ever be built



The State’s Plan

The State’s plan is to close all of the existing Tinley Park buildings, except Maple, by July, 2009.
All of the mental health functions which will continue atter July will be provided in the Maple
building. The state will then contract with a provide vendor to build a new hospital somewhere
in the Southland area, which will opened at an uncertain date in the future. The Department
plans to operate eighty (80) beds in the Maple Building and one hundred (100) beds in the
building to be constructed. The Plan is missing several key elements:

A plan for the involvement of consumers and advocates in the planning for the new
hospital

An assessment of the treatment needs of Southland region and the Chicago metropolitan
area

A plan for providing services for those people who cannot be served at Maple since its
capacity will be substantially less than the need

An explanation of how those persons needing court-ordered involuntary commitment or
involuntary medication will be served.

Whether and how the pharmacy unit at Tinley Park will be replaced.

A careful study of whether the privatization aspect of the plan will reduce the quality or
quantity of services due to the need of the private provider to make a reasonable return on
its investment.

MHALI’s Proposal
We urge this Commission to adopt the following recommendation:

B e

Support closing Tinley Park and replacing it with a new facility in the Southland region
Delay the closing and destruction of the existing Tinley Park buildings and the sale of the
land until:

a. a needs assessment is done for the Southland region and the entire Chicago area;
b. a detailed plan can be created with appropriate input from consumers and
advocates

a contract has been signed (or other steps taken) guaranteeing the construction and
operation of a new facility.

[+]

Mark J. Heyrman, Chair

Public Policy Committee

Mental Health America of lllinois
70 East Lake Street—-Suite 900
Chicago, lllinois 60601

Writer’s direct line: 773-753-4440



A VISION FOR MENTAL HEALTH SERVICES
IN THE METRO SOUTH REGION

METRO SOUTH MENTAL HEALTH PLANNING TASK FORCE
May 5, 2005
Convened by Dr. Carol Adams, Secretary, [llinois Department of Human Service

Introduction

In September 2004, the Iilinois Department of Human Services (IDHS), under the direction of
Secretary Carol Adams, convened a special planning task force in the Metro South Region of Chicago to
discuss and come to consensus around a renewed vision for mental health services in the area currently
served by the Tinley Park Mental Health Center (TPMHC). The charge was that mental health services
should be re-designed such that the region would provide future consumers with the best that the
discipline has to offer-- drawing from best practices in use locally and nationally. The Secretary called

for a bold vision.

While this planning process has been prompted by the State’s budget crisis and discussions that
have included a proposal to close TPMHC, the Secretary has advised the Metro South Mental Health
Task Force (Task Force) that it should research and recommend alternate solutions that may include a
public hospital option as well as other innovations. This plan represents the best efforts of the Task Force
to think creatively and long term about optimal mental health services for the region.

Vision Statement

We envision mental health services in the Metro South Region that fosters a future when
everyone with a mental illness will recover, a future when mental iliness can be prevented, treated or
cured, a future when mental ilinesses are detected early, and a future when everyone with a mental illness
at any stage of life has access to effective treatments and supports-essential for living, working, learning
and participating fully in the community. ‘

Locally, we envision a system of care that is adequately funded, consumer and family driven, and
geographically accessible. This system should continue to include state operated psychiatric beds
seamlessly linked with community-based mental health services including the full spectrum of available
in-patient and out-patient services. These mental health services will be guided by evidence based
research and practice. Services will be linked to other community resources critical to stabilization and
recovery, including but not limited to primary health care, affordable housing and employment services.

! Adapted from the New Freedom Commission on Mental Health, Achieving the Promise: Transforming Mental
Health Care in American. Final Report. DHHS Pub. No. SMA-03-3832. Rockville, MD: 2003.
www.Mentalhealthcommission.gov. For free copies call 1-800-789-2647.



Goals

Final 5-05-05

To achieve this vision in our region we will strive towards achievement of these goals:

1. Achieve adequate funding for mental health service enhancement and expansion in the
Metro South region.

Context: Historically, mental health services in the Metro South region have not been fully funded;
and thus, gaps in services exist. If the service delivery system is to be reconfigured in any way, it is
essential that no funds be lost to the region and that reimbursement levels be raised to cover the real
costs of ensuring the highest quality mental health services to consumers.

a.

b.

€.

f.

Achieve adequate funding levels for all needed mental health services in the region.

Explore ways to increase funding for mental health services through increased federal
match.

Ensure adequate reimbursement rates for community mental health services and private
hospitals for services such as: in-patient care, mental health court costs, post-discharge
medications; substance abuse services etc.

Funds resulting from the full or partial sale of TPMHC lands should remain in the Metro
South region to support short-term and long-term infrastructure and service needs as
determined by this plan. There should be no net loss to the region in dollars or services.

Determine and maintain a reasonable number of state operated beds located in the region.

Identify gaps in community based services and ensure funding for those services.

2. Make prevention and consumer education central to a realigned mental health system in the
Metro South region.

Context: Current evidence based research supports a best practice model that includes active
consumer education as critical to prevention of mental illness and essential to stabilization
and recovery.

a.

Build strong communities that foster “collective efficacy” or the notion that strong formal
and informal social networks and controls make for healthier communities.

Ensure strong linkages among the array of health and human service providers, law
enforcement, housing and employment resources and services.

Facilitate access to affordable primary health care, affordable housing and employment
that pays a living wage.

Provide consumers and their families with high quality information about their treatment
options and about the full constellation of community resources available to assist them
in stabilization and recovery.

bt



Final 5-05-05

Foster inpatient care that is consumer focused and community based while building on the
strengths of a public hospital system of care.

Context: Historically, TPMHC has been a critical anchor in the region. While providers and
consumers value community based approaches to mental health, they also recognize that there is
merit in having a public hospital in the mix to serve those who have exhausted their private
insurance or who are uninsured. Such a hospital is also critical in serving severely mentally ill
consumers who are a threat to themselves or others or who may be brought to the facility in lieu
of criminal prosecution. At times, a public hospital is the most appropriate resource for the most
seriously mentally ill. Once lost, it may never be replaced. While the short-term gains associated
with the sale and closing of the state hospital may be attractive, they represent a one time revenue
source, at a time when IDHS is being asked to expand services without continuing appropriations.

a. Maintain a public hospital presence in the region, highly targeted to consumer needs as
necessitated by behavioral management issues or functional impairment that may not be
met by private hospitals such as:

= longer term care and rehabilitation;

= special services for mentally ill substance abusers (MISA);

= special services for those with a dual diagnoses of mental iliness and
developmental disability:

= special services for consumers who need court ordered treatment;

= special services for consumers diverted by law enforcement from criminal to
mental health services.

b. Future planning for mental health services in Metro South should be based on a thorough
study of the availability of private psychiatric beds and expected consumer demand over
time. Public solutions should be innovative, fully funded, and in place before any closure
or downsizing of TPMHC.

c. Differentiate the roles of the state operated hospital and private hospitals by clearly
defining roles and responsibilities, core services, definitions of acute and chronic care,
and criteria for admissions and deflections to public and private hospitals.

d. Requirements that ensure that consumers discharged from private hospitals are
successfully connected with community based treatment options similar to those
currently provided by state hospitals.

e. Explore alternative public/private service and financing models that leverage the
strengths of the public system and those of private system.

f. Strengthen collaborative partnerships among all providers in the region’s mental health
continuum of care.



Final 5-05-05

Enhance and expand upon evidence based best practices in the delivery of out-patient
mental health treatment and services.

Context: The components of known evidence-based best practice in community mental health are
widely known to include at minimum: crisis intervention and pre-screening; mental health linkage
case management and intensive case management; psychiatric evaluation and psychotropic
medication management; medication management and prevention services; psycho social
rehabilitation and skill acquisition; Mentally [l Substance Abusers (MISA) services; supervised
residential services; Assertive Community Treatment (ACT); consumer advocacy and education;
employment/vocational training and placement; consumer involvement; cultural competence;
research and evaluation of outcomes.

a. Metro South will strive to make its constellation of services and resources as diverse and
comprehensive as possible, filling any gaps that may currently exist.

b. Support customer engagement, peer-led recovery methods, and general education.
Establish an integrated service delivery system that includes the full array of public and
private health and human services, law enforcement and courts, housing, jobs and economic
development agencies that support mental health consumers, adequately funded.

Context: Mental health services alone do not meet all consumer needs. Stabilization and full
recovery require ancillary services and resources located in the consumer’s community. Providers

of these other services must be accessible and appropriate to the needs of the mental health
consumer.

a. Increase training and funding for local law enforcement on mental health issues.
b. Increase training for primary health care providers on mental health issues.
¢. Establishment and enhancement of MISA services.

d. Integration of services provided by state agencies to consumers e.g. Department of
Alcohol and Substance Abuse (DASA) and Division of Mental Health etc.

e. Ensure that the mental health court system becomes accessible to private and public
providers.

. Increase coordination with state employment services and supported employment
opportunities.

Increase connections with sources of affordable housing.

e
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Establish standardized mental health outcomes for the region and systematically track and
monitor these outcomes,

Context: The IDHS Division of Mental Health (DMH) operates state mental health facilities and
sets standards for and monitors utilization of its continuity of care agreements with private
hospitals and other community mental health providers.

a. This standard setting and monitoring role should continue and be enhanced such that data
collected can be actively used to evaluate and improve the overall system of mental
health services in the region.

b. Maintain DMH’s role as Network Manager particularly with regard to setting standards
of care, monitoring and enforcing those standards.

¢. Develop a local outcome tracking system.
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Dear Chairmen Schoenberg and Myers:

Dr. Tamar Heller, Director of the Institute on Disability and Human Development,
College of Applied Health Sciences at the University of Tilinois at Chicago, asked me 10
forward to you written copies of her testimony given on December 1 1" at Howe
Developmental Center. Also ipcluded is a review of the literature on the impact of
placements of individuals with developmental disabilities out of institutiona) settings into
comumunity programs.

Thank you for the opportunity to provide this information.

Sincerely yours,

o Ttoa Yot

Leslie Ware Chapital
Assistant to the Director

Enclosures

UIiC

Phone (312) 413-1647 © Fax (312) 413-1630 * TDD (312) 413-(453 » www.shs.uic.edu/dhd
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Testimony of Tamar Heller, Ph.D.
Tilinois Disability Services Committee
December 11, 2008

My name is Tamar Heller. f am the Director of the Institute on Disability and Human
Development (IDHD), the University Center for Excellence in Developmental
Disabilities for the State of Illinois. For the past ten years our center through the work of
David Braddock, Rick Hemp (now at the University of Colorado) and Mary Rizzolo
(IDHD) bas worked on & project called the State of the States in Developmental
Disabilities. In addition [ bave been involved m studying the impact of community
placements on the lives of adults with developmental disabilities.

We know from the research that that individuals with developmental disabilities benefit
from movement to community placements. Fears of increased mortality and health
decrements are not substantiated in the literature. Furthermore a large body of evidence
exists that residents benefit from community placements in regard to improvements in
adaptive behavior, skill development, life satisfaction, and autonomy. Furthermore,
families, who often opposc these placements initially report higher satisfaction with the

community placements after the move than with the institutional placements.

Yet, as highlighted in the work of the 2008 State of the States report and from a report by
David Braddock and Richard Hemp funded by the Tllinois Council on Developmental
Disabilities we know that Tllinois has fallen behind in its commitment to community
placements. The following are highlights from these reports:

1- Illinois Over-Relies on Developmental Centers and Private Institutions for 16+
Persons

o Tllinois has made some progress in the past few years in downsizing congregate
care settings (settings for 16 or more). However, our utilization rate for state-
operated institutions in 2006 is still over 60% above the U.8. rate, and three times
the rate for the five Midwestern comparison states combined'.

e In 2006, use of all public and private DD institutions in Ilinois was 85% above
the U.S. average, and 75% above that of the five comparison states combined®.

2- Tllinois Allocates Comparatively Limited Resources for Community Services

o In 2006, Illinois ranked LAST among all 50 states and DC in use of settings for
six or fewer. Only thirty percent of Illinois’ DD residential placements were 1o
settings for six persons or less versus 70% in the U.S. and from 69-90% in the
comparison Midwestem states.

! Aggregate institutional utilization: Total state institution census for the five comparison states, divided by
the total general population of the five states.

% Total public and private institution census for the five comparison states, divided by the total general
population of the five states.

Page 1 of 3
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Mary Rizzolo Testimony April 16, 2008

o A comparatively large component of Tllinois’ “community residential facilities”
are large group homes for 7-15 persons. They made up 31% of all out-of-home
placements in the State in 2006, compared to only 11% in the U.S. and 10% in the
comparison Midwestern states combined.

United States 2006 {llinois 2006

Mursing Facilitien Private 16

Seate Institutions

State ingtitutions

i Nursing Faciities

ICFRAR 718

<6 Parsong
0%

Other 7-45

Total: 536,476 Persons Total: 20,706 Persons

Source: Braddock, Hemp, & Rizzolo {2008). Tha State of the States in Developmantal Disabilities.
Coleman institute and Department of Psychiatry, University of Colorade.

« Tllinois ICF/DD spending in 2006 was 66% greater than HCBS Waiver spending.
This is in dramatic contrast with the U.S. and all five Great Lakes comparison
states, in which the large majority of funding is associated with the Waiver.
Besides Illinois, only seven states -- Arkansas, lowa, Mississippi, New Jerscy,
North Carolina, North Dakota, Texas, and the District of Columbia -- spend more
for the ICF/MR program than for the HCBS Waiver.

« Tllinois ranked 47w in federal-state Waiver spending per capita. Only Texas,
Nevada, Georgia, and DC were below Illinois.

Page 2 of 3
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The following are a list of selected recommendations from the forthcoming Braddock and
Hemp report.

1 ~ Continue to reduce rcliance on the remaining nine state-operated institutional
facilities and the large private ICFs/DD. Medicaid ICE/DD resources should be
veallocated to the HCBS Waiver.

2- Expand Community Services and Related Supports to Address the State’s
Waiting List and Aging Caregivers

o There are currently over 6,000 persons with DD on the Tllinois waiting list for
residential services (over 2,200 of these are designated as “emergency” needs).
The need for additional Waiver services will continue to increase rapidly due to
growing numbers of aging caregivers in the State.

3- Develop 2 Plan to Significantly Strengthen Community Services Infrastructure

e A multi-year plan should be developed to increase funding for community-based
services and supports. The plan would incrementally increase Ilinois spending to
match the average statc’s expenditure for DD community spending by 2020.

With your help, we can make Illinois a better place to live for people with disabilities.
We don't have to be 51st!

Page 3 of 3
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Review of Outcomes Studies on Community Placements
Tamar Heller, Abby Schindler, & Mary Rizzolo
University of lllinois at Chicago

The literature on the impact of placements of individuals with developmental disabilities
out of institutional settings into community programs has focused on three broad areas,
mortality, quality of life, and cost.

Mortality. Findings on mortality have garnered considerable attention, In a review of 11
tudies between 1960 and 1997 examining the impact of community placement on
mortality of residents with developmental disabilities, Hayden (1998) found no evidence
of increased mortality for residents moving into the community. Some studies, such as the
Penphurst studies 1978-1989, found that mortality rates were lower in the community
(Couroy & Adler,1998). She noted that the only studies that found higher mortality in the
community were the studies by Strauss and his colleagues of the California data (e.g.,
Strauss, Kastner, & Shavelle, 1998). This study found that among 22,576 adults receiving
services in California, 1985-1994 montality rates (adjusted for age and level of

fimctioning) were 72% higher in the community than in the institutional setting.

In an effort to replicate these findings, O"Brien & Zaharia (1998) also analyzed the
California placement data, They found that from 1993-1995 community placements were
not associated with increased risk of death. In fact, in 1993 and 1994 rates were lower in
the community (adjusting for mobility , self-help skills, and level of MR) than in the
developmental center. They did find higher mortality in the comumunity in 1991 and 1992
(before the Coffelt period). The strongest risk factors for mortality were self-help skills,
low motor skills, and dependence on technology, not residential placement. They
criticized the Strauss studies since they found different results in number of deaths during
the same period (1952 placements in 1.2 years and 34 deaths April 1993 to Dec. 1995
versus 1878 placement in 1.4 years and 45 deaths for the same period plus 45 days). They
had concerns about accuracy of the data. The Strauss studies are widely criticized
rogarding their conclusions. They combined different types of community placements
(including nursing homes, which often have worse outcomes), failed to include quality of
life outcomes, and failed to measure quality of health care. These studies generally did
not explain the process whereby higher mortality occurs. Also, it is difficult to impute
causation by these studics, as they did not measure the same people longitudinally.

Yo correct these criticisms, a longitudinal study of mortality following
deinstitutionalization from the North Princeton Devclopmental Center in New Jerscy was
conducted (Lerman, Apgar, & Jordan, 2003). The rescarchers found no increased risk in
community placements, when controlling for critical initial risk variables (¢.g., age 60
years and older, having epilepsy, low self-care abilities, and one or more medical
conditions). Only nursing home placement was associated with increased risk.

Quuality of life. Many studies have reviewed the impact of community placement on
various aspects of quality of life of the individual with developmental disabilities. The
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dimensions examined include 1) behavioral outcomes, 2) community participation, 3)
satisfaction of families, 4) satisfaction of residents, 5) resident self-determination, and 6)
other dimensions of well-being.

Overall, most of the studies have reported improvements in adaptive behavior after
community placements. This conclusion has been reached in several review articles
including Larson & Lakin’s (1989) review of 18 studies; Kim, Larson, & Lakin’s (2001)
review of more than 250 studies on this topic, and Lynch, Kellow & Wilson’s (1997)
meta-analysis of 11 studies of specific adaptive behavior skills. The Lynch study found
that self-care, communication, academic, social skills, and community living skills
improved as did physical development. A literature review in the United Kingdom and
Treland concluded that deinstitutionalization was associated in most but not all the studies
with increases in adaptive behaviors and reductions in observed challenging behavior
(Emerson & Hatton, 1996). A study in New Jersey showed gains in seli-care
competencies, while institutional living was significantly related to losses in multi-
cognitive functioning over a period of 27 months (Apgar, Lerman, & Jordan, 2003).

Other findings reported after deinstitutionalization have included the following:

1. Improved community participation (Conroy, 1996a;Emerson &Hatton, 1996;
Raynes, Wright, Shiell, & Pettipher, 1994; Young et al., 1996), confiding
relationships (Forrester-Jones et al, 2006), family phone contacts, and
productivity (Apgar et al, 2003)

2. Improved self-determination and autonomy (e.g., Emerson & Hatton;
Stancliffe & Abery, 1997; Wehmeyer& Bolding, 2001)

3. Improved satisfaction of families, who often opposed community placement
initially (reviewed by Larson & Lakin, 1991). Families of those who moved
were more likely to say that consumer life quality (material well-being,
productivity, personal safety and health) was beter in community residences
and that life was better for their relative than in the institution.

4. Greater life satisfaction reported by residents (who can reliably be
interviewed) after moving to a community setting from an institutional setting
(Apgar et al, 2003)

The study of the Hissom closure (in Oklahoma) (Conroy et al., 2003) found that among
254 individuals who moved from 1990 to 1995, there were improvements in adaptive and
challenging behaviors, participation in employment, number of hours of developmentally
oriented services, opportunities for integration, frequency of contact with relatives, and
lower use of anti-psychotic medications. While there was a greater difficulty in accessing
health care, the urgency for health care needs declined. People had serious challenges
with over 73% having severe to profound intellectual disabilities.

Taken overall, I believe there is no clear evidence that deinstitutionalization of adults
with developmental disabilities results in higher mortality for adults with developmental
disabilities. Furthermore, there is a large body of literature indicating improvemenls in
quality of life for these residents in community placements. The research from the two
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closures in Oklahoma and in New Jersey have particular relevance to downsizing of
institutions as they also entailed transfers of residents with severe levels of disability.

Cost

The average cost of a state institution in the United States is $171,355 per participant, in
comparison to $40,051 per participant in the Home and Community-Based Services
waiver. However, the reduced cost of community care can be overestimated. For
instance, while the population of state institutions has decreased by over 80% since 1976
in the US (Prouty, Coucouvanis, & Lakin, 2007), the per person cost of institutions
continued to rise during this same time period, meaning that decreasing state institution
populations by 74% only yielded real dollar savings of 24% (Lakin & Stancliffe, 2007).

Cost savings from deinstitutionalization are achieved through:

e The elimination/reduction of the high costs of operating a large state operated
developmental center which is usually built for more people than the number
that live there at the time of closure.

e Shifting some of the fiscal responsibility from the state to the federal
government (i.e., from state tax revenues to SSI)

Increases chances that individual will gain employment in community
Leverage less costly community services (social, educational, recreational)
Avoids the high costs of remodeling older institutions to meet federal
standards (Braddock, 1991a, 1991b).

Since institutional and community services differ in the characteristics of the population,
and the array of services provided, the most meaningful comparison of institutional and
community services must be found in the deinstitutionalization outcomes research
(Stancliffe et al., 2004). Cost comparisons from this research have shown that
institutional services are more costly than those in the community (Campbell & Heal,
1995: Schalock & Fredericks, 1990). However, these costs reflect the substantially lower
wages paid to direct support professionals at community agencies (Stancliffe et al.,
2004). In 2004, the median hourly wage for personal assistance workers in the US was
only $8.40 (Kaye, Chapman, Newcomer, & Harrington, 2006), about $1.50 less than
entry level food service positions.

A New York state commissioned study found that post-closure per diems were only
about 9% lower than pre-closure costs (New York OMRDD, 1990). Community
spending levels in New Hampshire, Pennsylvania, and Connecticut ranged from 80% to
86% of their states” institutional costs (Brown et al., 2001; Conroy, 1996b).

A 12-year follow up on 273 individuals with intellectual disabilities who moved froma
hospital setting to community care in England revealed that the mean cost of community-
based support exceeded the costs of providing care in hospital placements by £163 per
week the first year, and still remained £29 per week more than the average hospital cost
12 years after deinstitutionalization (Hallam et al, 2006). However, the same group
experienced increased quality of life and quality of care.
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Active Treatment and Habilitation Planning versus Person-Centered Approaches

Sweeping changes have occurred in regard to philosophy and approach to care for people
with developmental disabilities (see Bradley, 1994). Past system reforms have included
changes in the team approach to service delivery; the intermediate care facility (ICF/MR)
model and its active treatment guidelines, the individnal program plan, and
interdisciplinary rather than multidisciplinary assessment. However, these approaches
have been criticized as “inconsistently producing desired levels of individualization, skill
acquisition, maintenance, self-direction, and reductions in problem behavior™ (Holburn,
Jacobson, Schwartz, Flory, & Vietze, 2004, p.64).

Reforms in the field have emphasized more person-centered planning approaches. These
are based on the premise that that people with disabilities should enjoy life in the
community. The focus is on reducing social isolation, promoting friendships, and
increasing autonomy, competence, social contribution and respect (Mount, 1994).
Common criticism of the individual program plans and active treatment guidelines are
that they tend to focus on deficits and disregard more global quality of life and long-
range lifestyle enhancement (Stancliffe, Hayden, Larson, & Lakin, 2002). Hence,
programs such as the Essential Lifestyle Planning approach (Smull, 1996) are more likely
to take into account the individualized needs of residents in the context of their
preferences, targeted skill developments to promote community living, and their overall
peeds in the community. While less detail-oriented than active treatment plans, it is
much more focused on helping a person live a meaningful life that fits with his or her
desires. A 2004 study in New York showed successful outcomes to persons moved out of
Willowbrook into the community using a person-centered approach to planning.
(Holbumn et al., 2004). This process also resulted in better outcomes for residents
including increases in autonomy, choice-making, daily activities, relationships, and
satisfaction.

Consumer Direction

A significant reform to service delivery models is the inclusion of consumer-directed
services and supports, which have grown dramatically over the past decade, both in the
United States and intermationally (Tilly, Wiener, & Cuellar, 2000; Tritz, 2005;
Lundsgaard, 2005). Relatively few empirical studies have evaluated outcomes of
consumer-directed supports for adults with I/DD., studies coraparing consumer-directed
and agency-directed services which focused primarily on individuals with physical
disabilities (National Council on Disability, 2004) found that consumer directed services
resulted in greater service satisfaction (Beatty et al., 1998; Benjamin and Matthias, 2001;
Benjamin et al., 2000; Benjamin et al., 1999; Doty et al., 1996); and fewer unmet service
needs (Benjamin & Matthias, 2001; Benjamin et al., 2000; and Foster et al., 2003). In
genetal, studies have reported no significant differences in health status (Foster et al.,
2003) or safety (Beatty et al., 1998 and Foster et al., 2003). However, some have reported
psychological benefits concerning feelings of empowerment (Beatty et al, 1998) and
perceived quality of life of individuals with disabilities (Foster et al., 2003).
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The few stadies that examined the impact of a consumer-directed program on individuals
with /DD found benefits in community participation and employment over a four year
period (Caldwell & Heller, 2007; Heller, Miller & Hsich, 1999), and decreased
institutional placements over a period of 8 years (Heller & Caldwell, 2005).

Consumer-directed supports for people with I/DD have also focused on the impact of
support on families. Among families of persons with /DD, outcomes of consumer-
directed programs include greater satisfaction with services, fewer unmet needs, and
fewer out-of-pocket expenses for disability services (Caldwell, 2005; Heller, Miller, &
Hsieh, 1999). Other outcomes for families include reduced feelings of stress and burden,
greater self-efficacy, better access to healthcare, more opportunities for employment, and
improved social and leisure opportunities (Caldwell, 2005; Caldwell & Heller, 2003;
Heller et al., 1999; Herman, 1991; 1994; Meyers & Marcenko, 1989; Zimmerman, 1984).
Among lower income families, benefits also include better mental health of caregivers
and increased self-determination of individuals with disabilities (Caldwell, 2005).

General Guidelines and Principles for Practice

The relocation process should be designed as a seamless system wherein staff of the
developmental center and families/guardians have input and provide information to staff
at the receiving programs and providers. The process should have follow-up services
built in that allow for input from developmental center staff and other concerned people
during the 30 days following the transfer, the period that is most likely to be disruptive to
the residents. Ongoing communication between developmental centers and receiving
residences should occur prior to the move and within the 30 days after the move.
Developmental center staff should remain available even after the 30 day period.
Strategies to improve planning, communication, and oversight include the following:

e Develop a seamless relocation plan with a timeline, strategies for involving
commumity agencies and other stakeholders, resources needed, list of residents
and their needs, notification process, plan for alternative living arrangements that
can address each individual’s ongoing needs.

® Parents, families and guardians need to be informed of the closure and placements
throughout the process.

¢ The community system must have a plan to provide supports needed including the
capacity to support individuals with complex medical or intensive behavioral
needs.

e A person centered community integration plan (CIP) for each individual should
be developed to outline the plan for providing appropriate supports in the
community setting. It should be followed by a 30 day review and there after
annually. It should be based on a person-centered plan (such as the Essential Life
Planning or other individualized planning tools). The CIP should focus on helping
the person plan for 2 “meaningful life”. It should cmphasize choice-making, goal
attainment and development of skills facilitating community participation.
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¢ This person c¢entered plan should involve administrators and staff from the
developmental center and the recciving facilitics, families, guardians, and the
individual with disabilities.

e Minimize disruption by minimizing internal transfer of residents and staff in the
developmental center and community placements.

e (ive parents, guardians, and the individuals opportunities to visit the future
placements and communities and address their concerns and preferences.

e Involve parents and people with disabilities who have been through the process of
community placements to help inform others.

e Provide employee counscling and job placement services for employees at the
developmental centers.

e Mechanisms should be developed and in place for sufficient preparation and
oversight of community placements. In addition to state oversight systems,
guardians and familics should also provide oversight, so that their concerns and
suggestions can be addressed.

» Staff in the community system need to be adequately trained to support
individuals moving from the developmental centers. The staff from the
developmental centers have insight into the unique needs of each individual and
can convey these needs to the community staff.
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