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IN THE UNITED STATES DISTRICT COURT
FOR THE NORTHERN DISTRICT OF ILLINOIS
EASTERN DIVISION

Stanley Ligas, et al.,
Plaintiffs,
V.

Felicia Norwood, et al.,
Defendants.

)
)
)
)
)
)
)
)
)

Case No. 05 C 4331
Judge Sharon Johnson Coleman

DECLARATION OF CARL LA MELLIN SUPPORT OF THE MOTION OF
PLAINTIFFS AND INTERVENORS TO REQUIRE COMPLIANCE WITH THE
CONSENT DECREE

I, Carl La Mell, declare as follows:
1.

I am the President and ChiefExecutive Officer of Clearbrook, 1835 W. Central

Road, Arlington Heights, IL 60005, and I have held this position since January 1, 1996. I have
personal knowledge of the facts stated herein and, if called to testify, I would competently do so.
I submit this Declaration in support of the Motion of Plaintiffs and Intervenors to Require
Compliance with the Consent Decree.
2.

Clearbrook is a not-for-profit organization serving over 7,000 children and adults

with intellectual/developmental disabilities in over 160 communities throughout Chicago and its
suburbs. Clearbrook, founded in the 1950's, provides residential services to over 337 adults.
3.

Clearbrook currently operates four intermediate care facilities for the

developmentally disabled (ICF/DDs), a 77 bed facility and three 16 bed facilities, serving 125
individuals. Clearbrook also operates 48 community integrated living arrangements (CILAs),
serving 214 individuals with developmental disabilities. These individuals have lived at
Clearbrook on average for 15 years.
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4.

I joined Clearbrook in 1996 as its President and Chief Executive Officer. Prior to

joining Clearbrook, I was the Chief Executive Officer of Victor C. Neumann Association, an
organization that provides residential and day services to individuals with developmental
disabilities and mental illness in Chicago, Illinois. I was the CEO of Victor C. Neumann
Association for thirteen years and prior to that I served as it Associate Executive Director and
Chief Financial Officer. I earned a Bachelors Degree in Management Economics from DePaul
University in 1968. I served on the President's Committee for People with Intellectual
Disabilities from 2012 through 2014.
The Funding Clearbrook Receives from Illinois

5.

As the President of Clearbrook, I oversee the entire operation including programs,

fundraising, human resources and all business functions. In my position, I have direct personal
knowledge of the funding provided by the State of Illinois for those living at Clearbrook and the
money required for Clearbrook to meet the needs of those living in its ICF/DDs and CILAs.
6.

All of the individuals living at Clearbrook receive Medicaid funding from the

State of Illinois. Illinois has not increased its funding levels for ICF/DD or CILA residential
services since March 2008. During the eight years that reimbursement rates have been frozen,
the cost of providing necessary services to individuals with intellectual and developmental
disabilities has substantially increased. The funds the State currently provides Clearbrook fall far
short of the cost Clearbrook incurs to meet the needs of its residents.
7.

In fiscal year 2015, Clearbrook's total expenses for providing services to

individuals living in its ICF/DDs and CILAs were $19.8 million ($8.6 million for its ICF/DDs
and $11.2 million for its CILAs). The funds provided by the State to cover these expenses
totaled only $18.55 million ($8.18 million for the ICF/DDs and $10.37 million for the CILAs).

2

Case: 1:05-cv-04331 Document #: 665-8 Filed: 04/07/17 Page 3 of 10 PageID #:12553

8.

The gap between what the State provided Clearbrook in 2015 and the cost of

providing necessary services for Clearbrook's ICF/DD and CILA residents was $1.25 million.
For Clearbrook's CILAs, due to rising costs and the State's frozen reimbursement rates, the gap
in State funding has grown from $240,000 in 2008 to $830,000 in 2015, a 350% increase in eight
years.
9.

In order to survive, and to continue to provide services to its residents, Clearbrook

has cut costs and increased fundraising from its families and friends. However, Clearbrook has
reached the limits ofboth of these efforts. Our families and friends have limited resources and
we cannot continually ask them to increase their giving because the State refuses to fulfill its
responsibility to fully fund services for the disabled.
10.

If Clearbrook had to survive only on the Medicaid funds provided by the State of

Illinois, it would have to close three of its four ICF/DDs. It would also have to increase to eight
residents the capacity of many of its CILAs, allowing it to close over twenty of its homes. The
residents of the closed ICF/DDs would have to be served in nursing homes or state operated
developmental centers (SODCs), more restrictive and costly environments. All of Clearbrook's
CILA residents would be forced to live in homes with more residents, requiring many of them to
share rooms and have reduced individualized care, again, a more restrictive environment. In
addition, Clearbrook would decline to serve individuals with more intensive medical and
behavioral needs. These individuals would have to move to nursing homes or SODCs.
11.

Clearbrook's cost cutting efforts, caused by inadequate State funding, have

already adversely affected our residents, as described more fully below, and we cannot cut
additional costs without putting the health and welfare of our residents further at risk.

3
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Insufficient State Funding Has Injured the Individuals Living at Clearbrook

12.

Clearbrook's largest cost is employee wages and benefits, which account for 75%

of its ICF/DD and CILA expenses. Direct service professionals (DSPs), the individuals that
work directly with Clearbrook's residents, represent approximately two-thirds of our employees.
DSPs help our residents bathe, dress, toilet, feed, and take their medications. They are critical to
the health and well-being or our residents and the quality of the resident's lives. The State's
failure to increases reimbursement rates over the last eight years has required Clearbrook to
reduce staffing levels in all departments, but especially the number of DSP positions in
Clearbrook's ICF/DDs and CILAs.
13.

In Clearbrook's CILA homes, we have increased the number of residents in each

home without increasing staff. Many of our homes that used to house four residents now have
five or six and some of our homes that used to house six residents now serve seven or eight. We
have also reduced staff coverage in some of these homes from two DSPs to one per shift.
14.

These changes, required in order to make ends meet, have had a significant

adverse affect on the individuals living in Clearbrook's ICF/DDs and CILAs. Because of the
reduced staff and the increase in the number of residents each DSP is responsible for, outings
into the community have been significantly reduced for both our ICF/DD and CILA residents.
When one DSP is responsible for five or more individuals with developmental disabilities, the
DSP's time is consumed just meeting all of the individuals' basic needs and making sure they are
safe. The DSP in many instances cannot safely take all of the residents he or she is responsible
for into the community. Residents are confined to their homes in the evenings and on weekends.
15.

In addition, even where community activities are possible, all residents in the

home must go to the same activity, whether it is their preferred activity or not, because there is
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only one staff person to provide the necessary care and supervision. If one of the residents
refuses to go on the outing, there is no available staff to stay home with that individual. The
community activity is cancelled and all the residents must stay home. This has become a very
frequent occurrence. With 48 CILA homes, the residents of at least one CILA home each
weekend are confined to their home all weekend because of the lack of available staff to
supervise community outings.
16.

The increased resident to staff ratios also negatively impacts goal attainment for

our residents and skill maintenance or improvement. When a single DSP must bathe, clothe,
feed, toilet and administer medications to five or more residents, the DSP cannot take the time
with each individual resident to assist him or her to practice doing these daily activities for
themselves. It is much faster for the DSP to simply do these tasks for the resident. As a result,
the residents' goals to achieve greater levels of independence are set aside. And even the selfcare skills that residents have achieved are eroded because the DSP does not have the time to
assist the residents to continue applying these skills. For individuals with developmental
disabilities, when skills are not regularly practiced, the ability to perform those skills dissipates
and, in some cases, disappears.
17.

The State's freezing of its reimbursement rates has also required Clearbrook to

reduce the number of its nurses. As with the DSPs, the nurses are now responsible for more
residents. As a result, the nurses' time is consumed simply making sure that each resident for
which he or she is responsible receives the correct medications. We administer 3,383
medications a day, or an average of almost ten medications per resident. The nurses no longer
have time to be more involved in assessing the overall medical condition of each resident in our
ICF/DDs and CILAs. The nurses need to rely on reports from DSPs who have very minimal

5
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medical training. Therefore, medical conditions worsen before they are noticed and corrective
action is taken. For example, a bronchial infection may advance to pneumonia, an extremely
dangerous condition for many of our residents, before a DSP notices that the condition has
worsened. This is a change in condition our nurses likely would have caught at an earlier, less
dangerous stage, if we were not forced to cut the number of nurses we employ due to the State's
insufficient rates. In addition, in our CILA homes, with fewer nurses supervising the DSPs'
administration of medications, the number of errors in the administration of medications to our
CILA residents has increased. The safety of our residents is more at risk due to the increased
nurse to resident ratio.
18.

When individual with developmental disabilities are confined to their homes in

evenings and on weekends because they are unable to engage in community activities due to
staff shortages, and when they are not able to work on their goals and skills, also due to staff
shortages, their frustration and agitation increase. This leads to behaviors, such as biting,
scratching, hitting, and throwing objects, which risk injury to themselves, to staff and to other
residents. Clearbrook has definitely seen an increase in such maladaptive behaviors in its
ICF/DDs and CILAs as a result of cutting staff because of insufficient State reimbursement.
19.

Another impact of reduced staff due to insufficient State funding is that

Clearbrook is now far more selective in the individuals with developmental disabilities that it
will accept in its ICF/DDs and CILAs. Clearbrook will no longer accept individuals with more
intensive medical needs, such as individuals who are sliding scale insulin dependent, or those
with intensive behavioral needs. With the higher resident to staff ratios, Clearbrook does not
believe it can adequately care for these individuals. It is likely that these individuals end up in an

6
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ICF/DD rather than in a CILA, or in a nursing home. These are more restrictive environments
than are appropriate for these individuals.
Insufficient State Funding Causes High Turnover of DSPs and the Inability to Attract New
DSPs

20.

Because ofthe State's low reimbursement rates which have not changed in over

eight years, Clearbrook is unable to offer its DSPs a competitive wage. This has two effects: (a)
DSPs are constantly quitting for higher paid, less stressful jobs, and (b) Clearbrook cannot attract
enough qualified DSPs to replace those that are quitting. Clearbrook is chronically short-staffed
and many of the staff it has are inexperienced. Insufficient and inexperienced staff dramatically
affects the welfare and quality of life of the individuals with developmental disabilities served in
Clearbrook's ICF/DDs and CILAs.
21.

Clearbrook's current turnover rate for DSPs is 49%. In other words, half of

Clearbrook's DSPs quit each year. This is a dramatic increase since 2008, when State
reimbursement was last raised. At that time, the turnover rate was less than 30%. Clearbrook
pays its DSPs $10 per hour. Clearbrook cannot afford to pay more due to low State funding. I
know that the increased DSP turnover is due to these low wages because I know that the DSPs
that are leaving are going to higher paying jobs in nursing homes, hospitals, fast food outlets and
retail establishments. All of these jobs pay more than $10 per hour for less responsibility and
stress.
22.

Clearbrook has approximately 350 DSP positions in its ICF/DDs and CILAs.

Because of the high turnover and low wages, Clearbrook cannot attract enough DSP's to fill
these positions. Currently, Clearbrook has 35 open DSP positions. I know that Clearbrook's
inability to attract sufficient DSPs is due to low wages because many candidates, as soon as they

7
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learn of the pay, withdraw their application for the job. In 2015 alone, 186 candidates withdrew
from the employment process once they learned the pay that Clearbrook offered.
23.

I have already described above the detrimental effects of insufficient staff-- fewer

community activities, inability to work on the individual's goals, loss of skills, increased
medication errors, delayed observation of worsening medical conditions, increased agitation and
frustration, and increased maladaptive behavior that can cause injury to the resident, staff and
other residents. To address staff shortages, Clearbrook employs four strategies: (a) increased
overtime for its staff, (b) shuffling staff among its homes, (c) asking administrative staff to fill in,
and (d) using temporary employees supplied by an employment agency. All of these strategies
adversely affect the quality of services provided to our residents.
24.

Increased overtime means that our residents are cared for by staff that is fatigued

and burned out. Fatigued staff means more errors, missed community activities for our residents,
and a focus on just keeping our residents safe rather than working on goals and skills. Shuffling
staff among homes, using administrative staff and temporary employees to fill in for DSPs
means that residents are cared for by people who they do not know and who do not know them.
Beyond increased errors, this leads to anxiety and frustration for our residents which causes
harmful behaviors.
25.

The constant flow of new, inexperienced DSPs has the same negative impact on

the individuals living in our ICF/DDs and CILAs. Many of the individuals living in
Clearbrook's ICF/DDs and CILAs have no ability or only a very limited ability to communicate.
Some can only communicate non-verbally, through facial gestures or otherwise. This makes it
very difficult for a new DSP to get to know and understand the residents he or she is responsible
for. This in tum makes it very difficult for the resident to feel comfortable with the new DSP.

8
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Nonetheless, the resident must have the DSP care for the residents' most intimate needs. This is
very disconcerting for the resident, often leading to depression and behavior that is self-injurious
or injurious to others.
26.

It takes four to six months for a DSP to learn the needs and preferences of the

residents and to build the rapport necessary for the both the resident and the DSP to feel
comfortable. However, at Clearbrook's current turnover rate of 49%, many DSPs quit after six
months or less. This means the resident must repeatedly go through the process of learning to
communicate with and build a relationship with a new caregiver. This is extremely stressful for
our ICF/DD and CILA residents and is costly to Clearbrook. In addition, the constant turnover
of DSPs makes it impossible for residents to work on their self-care goals and to maintain, let
alone enhance, their skills.
27.

Each individual living in Clearbrook's ICF/DDs and CILAs has an annual

individual service plan that outlines the treatment that individual needs, the goals the individual
is to work on during the year, and the skills to be attained during the year. The constant turnover
of our staff and our inability to hire sufficient staff, all attributable to the State's insufficient
funding, makes it impossible to implement these individual plans. The plans become empty
pieces of paper. Our residents do not get to do the community activities specified in their plans.
The forced use of temporary employees and inexperienced staff means that our residents are
cared for by people who are not familiar with the individualized treatments, goals and skills set
forth in the individual plans. As a result these treatments, goals and skills are not pursued on a
regular and consistent basis and progress on individual goals is delayed. On many days, those
living in our ICF/DDs and CILAs arrive back home from their day programs to caregivers they
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have never met before. This is very unsettling for our residents and leads to emotional and
behavioral problems as outlined earlier in this declaration.
Conclusion

28.

Illinois has reached a crisis in providing services to individuals with

developmental disabilities. The current funding situation is like nothing I have seen in all of my
38 years devoted to serving individuals with intellectual and developmental disabilities in
Illinois. Illinois is simply not providing sufficient funding to permit providers to adequately care
for their residents. Residents are not being served in the least restrictive environment and they
are not able to pursue their individual treatment plans and goals. Skill attainment is being
delayed if not abandoned altogether. Residents are being subjected unnecessarily to emotional
distress as a result of staff shortages and turnover directly attributable to insufficient State
funding. Absent a substantial increase in funding to make up for eight years of stagnant rates,
this situation will continue and will, in fact, worsen.
I declare under penalty of perjury under the laws of the United States of America that the
foregoing is true and correct.

~· 2--5,I

'2016
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IN THE UNITED STATES DISTRICT COURT
FOR THE NORTHERN DISTRICT OF ILLINOIS
EASTERN DIVISION

Stanley Ligas, et al.,
Plaintiffs,

v.
Felicia Norwood, et al.,
Defendants.

)
)
)
)
)
)
)
)
)

Case No. 05 C 4331
Judge Sharon Johnson Coleman

DECLARATION OF JON EMORY IN SUPPORT OF THE MOTION OF PLAINTIFFS
AND INTERVENORS TO REQUIRE COMPLIANCE WITH THE CONSENT DECREE

I, Jon Emory, declare as follows:
1.

I am the Director of Adult Programs for Bl Valor, 1850 W. 21st Street, Chicago,

IL 60608, and I have held this position since July 11, 2014. I have personal knowledge of the
facts stated herein and, if called to testify, I would competently do so. I submit this Declaration
in support of the Motion of Plaintiffs and lntervenors to Require Compliance with the Consent
Decree.
2.

El Valor, founded in 1973, is a not-for-profit organization serving children and

adults with disabilities, and their families, throughout the Chicago metropolitan area. El Valor
provides employment services, developmental training and residential services to adults with
developmental disabilities. In November 2015, El Valor was accorded "Exemplary Status" by
the International Commission on Accreditation of Rehabilitation Facilities ("CARP") for its high
quality programs for individuals with disabilities.
3.

El Valor currently operates one intermediate care facility for the developmentally

disabled (ICF/DD) serving 12 adult residents, and four community integrated living

CI-#9586146-VZ
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arrangements (CILA's), each serving eight adult residents, all of whom have intellectual
disabilities.
4.

I started my employment at El Valor in July 2014. Prior to El Valor I was a

behavioral health consultant for ABA of lllinois, LLC where I provided clinical and consultative
support to adults with various intellectual disabilities in the natural environment. As a
behavioral consUltant, I designed and implemented support strategies that promoted positive
behavior change with a focus on preventing problems before they occur by modifying
environments, teaching new skills, and improving quality of life through person centered
planning and support services. I consulted with E1 Valor between July 11, 2013 and July 11,
2014. Prior to working as a behavior consultant, I was a Qualified Intellectual Disability
Provider (QIDP) at Macon Resources Inc. in Decatur, lllinois where I provided case
management services to adults with Intellectual Disabilities. Prior to working as a QIDP, I was a
Personal Support Worker (PSW) for the lllinois Department ofRehabilitative Services where I
provided one-to-one supports to adults with various Intellectual Disabilities. I attended my
undergraduate studies at Millikin University where I obtained a Bachelor of Arts in Psychology

in May 2007. I obtained my Master of Arts in Clinical Psychology with a specialization in
Applied Behavior Analysis in June 2010. Presently, I am enrolled full-time in the Doctorate of
Philosophy in Community Psychology at National Louis University; I anticipate graduating in
the spring of2018.

Funding From Illinois
5.

As the Director of Adult Programs, my responsibilities include overseeing the

implementation of adult programs, supervising staff, reviewing records, completing reports,
developing program budgets, developing program staffing requirements, and overseeing the
progress of program objectives. I have direct personal knowledge of the funding provided by the
2
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State of Illinois for those living in El Valor's ICF/DD and CILAs and the cost of operating these
facilities to meet the needs of these individuals.
6.

The individuals who live in El Valor's ICF/DD and CILAs receive Medicaid

funding from the State oflllinois. El Valor primarily serves Chicago's Hispanic population and
the families it serves are primarily low-income families. lllinois has not increased its funding
levels for ICF/DD or CILA residential services since March 2008. During the more than eight
years that reimbursement rates have been frozen, the cost of providing necessary services to
individuals with intellectual and developmental disabilities has increased significantly. El Valor
is now running an annual deficit in its residential program because the funding provided by the
State is substantially less than the cost of providing the services needed by the individuals living
in El Valor's facilities.
7.

The State's insufficient funding has forced El Valor to cut costs, primarily by

reducing staff through attrition. These cost cutting efforts have adversely affected our residents,
as described more fully below. El Valor cannot cut additional costs without seriously affecting
the health and welfare of our residents.

Insufficient State Funding Has Injured the Individuals Living at .EI Valor
8.

By reducing its staff through attrition, the remaining El Valor staff are responsible

for more individuals. In addition, El Valor staff is often asked to work overtime, which is not
ideal for the safety of El Valor's participants. With higher resident to staff ratios and overextended staff, the number of community outings for our residents is reduced because we do not
have sufficient staff to safely take residents into the community. In addition, the ability to
provide individualized care is substantially reduced. The individual goals and activities of our
residents cannot be pursued because our reduced staff must focus on simply keeping our

3
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residents safe. Moreover, staff working back-to-hack shifts simply do not have the energy to
safely take residents out of the home or to pursue the residents' individual goals. Despite the
best efforts ofE1 Valor's staff, errors have increased including medication errors and missed
medical appointments due to reduced and over-worked staff.

9.

The lack ofindividualized attention from our staff often leads to behavioral issues

for our residents. Our residents feel more anxious causing them to act out, such as biting or
hitting themselves, staff or other residents. One of the most serious concerns we face due to
reduced and over-extended staff because of insufficient State funding is an increase in residents
leaving their homes unnoticed and unsupervised, conduct which is referred to as "elopement."
Elopement poses a serious risk to the health and welfare of our residents. It is extremely unsafe
for an individual with a serious developmental disability to wander unsupervised in the inner city
of Chicago. When a resident elopes, we must call the police. When the resident is found, the
police take him or her to the hospital. The entire experience is very disconcerting to our
residents and puts them under a great deal of stress, which, in turn, increases their maladaptive
behavior.
10.

Another result of insufficient and over-worked staff due to low State

reimbursement rates is that our residents fall more often because a staff person is not readily
available to assist them when they try to get up or to go and do something. The increased falls
increase the fears of our residents and they become more hesitant to do anything independently
because they are concerned that they will fall again.
11.

El Valor has 60 Direct Service Professional (DSP) positions. These employees

work directly with our residents providing for their most intimate needs, including dressing,
toileting, bathing, and feeding. Due to insufficient State funding, EI Valor can only afford to pay

4
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DSPs the minimum wage, which is $10.50 per hour in Chicago. The low wages for extremely
demanding work results in high turnover. El Valor loses at least one DSP every month. In the
past couple of weeks it has lost four DSPs. DSPs that leave El Valor tell me directly that they
are leaving because the pay does not adequately compensate them for the demands of the job.
They leave for higher paying less demanding jobs in retail and food service.

12.

Currently, El Valor has12 open DSP positions. Several of these positions we will

not try to fill in order to save costs. However, the result will be continued high resident to staff
ratios with the adverse impact on residents outlined above. When a DSP cannot spend adequate
time with each resident, the residents feel neglected and ignored. They begin to exhibit
attention-seeking behaviors (hitting, biting, pulling hair, throwing objects, faking seizures or
other medical conditions). One resident resorted to gouging her own eyes to get attention. These
behaviors are disruptive and dangerous to the residents and the staff.
13.

The constant change in DSPs due to high turnover is also very disruptive to our

residents. It is critical that DSPs form a bond with the residents they care for. When the DSP
then leaves due to inadequate pay, the residents are deeply disappointed and anxious. Attentionseeking and self-injurious behavior increases. In some cases the residents try to harm other
residents or staff. With fewer DSPs, it becomes impossible to have eyes on every resident all of
the time. This leads to the increased elopements and falls described above.

14.

Another impact of insufficient and inexperienced staff is that less time is devoted

to implementing each resident's individual goals and to maintaining skills or learning new ones.

It is much easier for an over-worked DSP to simply dress a resident rather than work with the
resident to learn to dress himself. The service plans for our residents become less individualized
and tend to be more "cookie-cutter" plans or are simply a repeat oflast year's plan. All of this

5
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impairs the ability of our residents to become more independent. It also makes our homes more
restrictive environments.
15.

The number one complaint we receive from our families is the constant turnover

ofDSPs and the negative impact that turnover has on their loved one living at El Valor. The
families note the significant emotional impact DSP turnover has on their family member.
Conclusion
16.

The funding provided by Illinois for residential services for individuals with

developmental disabilities does not reflect the actual cost of providing these services. As a result
the health and welfare of the individuals we serve is placed at serious risk. The insufficient
funding has resulted in high employee turnover and insufficient, inexperienced and over-worked
staff. This in turn has lead to increased elopements, falls, and maladaptive behavior by our
residents, putting their health and safety at serious risk. Community outings and maintenance
and development of individual goals are sacrificed as we focus on simply trying to keep our
residents safe. Only a substantial increase in the State's reimbursement rates for ICF/DDs and
CJLAs can reverse this situation.
I declare under penalty of pe.rjury under the laws of the United States of America that the
foregoing is true and correct.

flkj"A' 1'1

. 2016
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IN THE UNITED STATES DISTRICT COURT
FOR THE NORTHERN DISTRICT OF ILLINOIS
EASTERN DIVISION
Stanley Ligas, et al.,
Plaintiffs,
v.
Felicia Norwood, et al.,
Defendants.

)
)
)
)
)
)
)
)
)

Case No. 05 C 4331
Judge Sharon Johnson Coleman

DECLARATION OF ROBERT OKAZAKI IN SUPPORT OF THE MOTION OF
PLAINTIFFS AND INTERVENORS TO ENFORCE THE CONSENT DECREE
I, Robert Okazaki, declare as follows:
1. I am the President and Chief Executive Officer of Avenues to Independence. I have
personal knowledge of the facts stated herein and, if called to testify, I would
competently do so. I submit this Declaration in support of the Motion of Plaintiffs and
Intervenors to Enforce the Consent Decree.
2. Avenues to Independence is a not-for-profit organization located in Cook County,
Illinois. It has provided services for children and adults with intellectual and
developmental disabilities since 1953.
3. On the date of this declaration, Avenues to Independence supports 69 individuals living
in residences operated by our organization in the community. 27 of these individuals are
supported under the Community Integrated Living Arrangements or CILA and 3 have
chosen the Home Based Support model of services. 16 individuals receive residential
support under a Community Living Facility legacy program that began in 1975. The 23
remaining individuals lost their state Supported Living Arrangement grant funding and
remain in an Avenues program through fundraising and some family support.
4. Most of the individuals who receive CILA services from Avenues are beneficiaries of the
Ligas consent decree. There are about 60 people on our waiting list for residential
services.
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5. I have been President and CEO of Avenues since 1983. I received my BA in psychology
from Northeastern Illinois University and my MS in rehabilitation counseling from the
Illinois Institute of Psychology.

Avenues to Independence Budget and the Resources it Receives from the State of Illinois
6. As President and CEO of Avenues to Independence, my responsibilities include both
financial and programmatic oversight. I therefore have direct personal knowledge of the
funding provided by the State of Illinois to support the people who participate in our
residential programs; the fiscal constraints facing Avenues to Independence; and the costs
incurred by the agency to meet the needs of the CILA program participants.
7. From FY11 to FY15, the State increased funding by a total of only $19,036.36 or
$271.95 per resident. In that same time period, the cost of supplies alone increased by
$22,301.19 and occupancy expenses jumped by nearly $16,000.
8. In fiscal year 2016, our costs exceeded revenue from the State by a total of $241,100.
We were able to raise limited additional funds for our CILAs through extraordinary
efforts at fundraising and the receipt of grants and service fees.
9. Avenues to Independence has managed to control its costs by limiting staff increases
since 2008. We have also been forced to increase health insurance deductions and copays. The starting wage for our DSPs is only $10.20 per hour.
10. Our Direct Service Providers (“DSPs”) are essential to the well being of CILA residents
and to implementation of Service Plans. DSPs provide companionship; assist with daily
activities, facilitate extracurricular activities; assist with activities of daily living, such as
shopping, eating, and grooming; and monitor healthcare services.
11. As a result of low wages and insufficient benefits, the agency has seen a DSP turnover
rate of 24% in calendar 2016 and 22% in 2015. The constant turnover of DSPs is very
disruptive to residents, as they lose DSPs to whom they have become attached and then
must adjust to a new DSP. This leads to a lower quality of life for residents, as well as
more behavioral and mood issues.
12. Avenues to Independence is facing increasing difficulty in attracting and retaining DSPs
with current wages and declining benefits. When Chicago raised its minimum wage to
$10, our agency saw its labor pool evaporate. During 2016, we averaged a monthly
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vacancy rate of 10% of all DSP positions due to the low wages. This is higher than
previous years, where we typically had only a 6% vacancy rate. The pool of applicants is
small and many applicants are unqualified for the DSP position. On average, DSP
positions have taken more than 45 days to fill, but some positions have been vacant for
90 or more days. The decrease in DSPs puts our ability to meet the needs of its residents
at risk. We have had to devote more and more time and money to staff recruitment,
using money that should be going to programs for residents.
13. Is takes 160 hours to train new DSPs and costs $4,100 per trainee. With our budget
precariously dependent on fundraising efforts, these costs are significant. Between 2014
and 2016, 28 DSPs have left our agency; at least 14for salary-related reasons. With more
and more DSPs leaving for better paying or less stressful jobs, our ability to properly staff
our homes has become more difficult.
14. Avenues to Independence has made concerted efforts to fundraise and has managed to
increase contributions. However, we have reached the limit of what our families and
friends can contribute to the agency.

The Impact of Insufficient Funding on Individuals with Developmental Disabilities Served
by Avenues
15. Person-centered planning has been hardest hit by inadequate State funding. Day program
rates cannot even cover basic transportation, let alone what is needed for more
individualized activities. Residential rates only provide for a bare minimum level of
staffing, which does not allow for individualized activities. We are not reimbursed for
the more experienced and skilled level of staff person needed to carry out personcentered plans. We have reduced extracurricular activities and have already downsized
our residential capacity. Avenues residents who are Ligas class members are seeing their
integration into the community diminished because of the lack of State funding and
services set forth in their Transition Service Plans are not being implemented as quickly
as desired.
16. Due to inadequate State funding, Avenues to Independence is now faced with the choice
of further downsizing or program closures. While we do everything in our power to
provide appropriate care, I worry every day that our staffing limitations might lead to
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inadequacies that could prove to be detrimental for our individuals with disabilities. Our
facilities are already operating at the maximum number of residents per site. As costs
continue to increase without any improvement in State funding, Avenues will have no
choice but to reduce our overall residential capacity or close programs before being
forced to provide less than adequate levels of daily support.
Expansion of CILA Capacity
17. We cannot expand CILA capacity at current rates. To the contrary, we are forced to
contemplate the closure of homes. For every group home of four, we require $50,000 in
fundraising just to balance that home’s budget. Since the agency has already reached its
maximum fundraising capacity and with no State increase in sight, we are unwilling to
expand.
Conclusion
18. Avenues to Independence has provided independence, work opportunities, community
housing, and meaningful activities for children and adults with disabilities since 1953.
Since our beginning in the basement of the Park Ridge Methodist Church, we have
expanded to serve more than 70 individuals in our residential program and more than 140
adults in our work program. Without an increase in funding from the State, the future of
children and adults with disabilities in our programs is uncertain at best, and the services
that Ligas class members are entitled to will continue to be unmet.
I declare under penalty of perjury under the laws of the United States of America that the
foregoing is true and correct.
February 23, 2017

Robert Okazaki
CEO and President
Avenues to Independence
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IN THE UNITED STATES DISTRICT COURT
FOR THE NORTHERN DISTRICT OF ILLINOIS
EASTERN DIVISION
Stanley Ligas, et al.,
Plaintiffs,
v.
Felicia Norwood, et al.,
Defendants.

)
)
)
)
)
)
)
)
)

Case No. 05 C 4331
Judge Sharon Johnson Coleman

DECLARATION OF RON MESSNER IN SUPPORT OF THE MOTION OF
PLAINTIFFS AND INTERVENORS TO REQUIRE COMPLIANCE WITH THE
CONSENT DECREE
I, Ron Messner, declare as follows:
1.

I am the Executive Director of Apostolic Christian Home for the Handicapped

("ACHH"), 2125 Veterans Rd., Morton, IL 61550, and I have held this position since July 1994.
I have personal knowledge of the facts stated herein and, if called to testify, I would competently
do so. I submit this Declaration in support of the Motion of Plaintiffs and Intervenors to Require
Compliance with the Consent Decree.
2.

ACHH is a not-for-profit organization providing residential services and supports

to over 150 adults with intellectual and developmental disabilities. ACHH was founded in 1971.
3.

ACHH currently operates three intermediate care facilities for the

developmentally disabled (ICF/DDs), a 73 bed facility, a 16 bed facility and a 12 bed facility.
APC also operates 13 community integrated living arrangements (CILAs), serving 55 individuals
with developmental disabilities. These individuals have lived at ACHH on average for over 18
years. Some have lived at ACHH since 1971 and others are more recent admissions. ACHH has
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a waiting list of over 100 individuals seeking residential services from ACHH. Individuals
typically wait of ten years to gain admission to ACHH.
4.

My employment at ACHH began in May 1981 as the Social Services Director. I

became the Executive Director of ACHH in July 1994. Prior to joining ACHH, I worked for two
years in community mental health in Indiana. I am licensed as a Clinical Social Worker. I
received a Bachelor of Arts degree from the University of Minnesota in 1977 and a Masters in
Social Work from Indiana University in 1979.
ACHH's Budget and the Funds It Receives from Illinois

5.

As the Executive Director of ACHH, my responsibilities include long range

planning, oversight of resources, securing reimbursement and general oversight of all staff and
programs. In my position, I have direct personal knowledge of the funding provided by the State
of Illinois for those living at ACHH and the costs incurred by ACHH to meet the needs of these
individuals.
6.

All of the individuals living at ACHH receive Medicaid funding from the State of

Illinois. Illinois has not increased its funding levels for ICF /DD or CILA residential services
since March 2008. At the same time, the cost of providing necessary services to individuals with
intellectual and developmental disabilities has increased dramatically. For example, the cost of
providing health insurance for our employees has increased 44% on a per employee basis
between 2008 and 2015. As a result, the funds the State currently provides ACHH fall far short
of what ACHH requires to meet the needs of its residents.
7.

In fiscal year 2015, ACHH's total expenses for providing services to individuals

living in its ICF/DDs and CILAs were $11.6 million ($8.3 million for its ICF/DDs and $3.3
million for its CILAs). The funds provided by the State to cover these expenses totaled only
$8.66 million ($5.75 million for the ICF/DDs and $2.9 million for the CILAs). Therefore, the
2
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State covered only less than 75% of the cost ACHH incurs to meet the needs of the individuals
living in its ICF/DDs and CILAs. In fact, for ACHH's ICF/DDs, which provide services to
individuals with the most intensive medical and behavioral needs, the State provides less than
70% of what ACHH requires to meet the needs of these individuals.
8.

The gap between what the State provided ACHH in 2015 and the cost to ACHH

of providing necessary services for its ICF/DD and CILA residents was almost $3 million, or an
average of$18,846 per resident. For the residents of ACHH's ICF/DDs, the gap between what
the State paid ACHH in 2015 and the expenses ACHH incurred to meet the needs of these
individuals averaged $25,247 per resident.
9.

The only way that ACHH is able to continue to meet the needs of its residents is

to obtain private contributions. In 2015, ACHH was fortunate to be able to raise $3 million in
contributions from members of the Apostolic Christian Church nationwide and other supporters.
The State, by keeping its reimbursement rates flat for the past eight years in the face of rising
costs, is shifting the burden of providing the necessary funding for disabilities services to the
families of our residents and our church members. This is not a sustainable model. Our families
and church members have limited resources.
10.

If ACHH had to operate only on what the State provides, ACHH would be unable

to operate and would likely need to close its doors. All of the more than 150 individuals with
intellectual and developmental disabilities served in ACHH's ICF/DDs and CILAs would have
to leave. Many of them would likely end up in nursing homes or state operated developmental
centers (SODCs), much more restrictive environments and far more costly to the State.

3
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The Impact of Insufficient Funding on the Individuals with Intellectual and Developmental
Disabilities Living at ACHH

11.

The most significant expenses in caring for individuals with developmental

disabilities are the wages and benefits provided to our employees, especially the direct service
professionals (DSPs) who work directly with our residents caring for their most intimate needs.
In 2015, wages and benefits accounted for $9.3 million of ACHH' s $11.6 million in expenses, or
80% of ACHH's budget. DSPs account for two-thirds of our employees. To control our
employment costs in light of the State's inadequate reimbursements, ACHH spreads its staff thin
and requires them to work significant overtime. ACHH simply cannot afford to add staff. The
result is that each individual DSP is responsible for more residents and cannot provide the
individual attention that is necessary to meet the individual needs of our residents.
12.

In addition, the inadequate State funding does not permit ACHH to pay a

competitive wage for its DSPs. ACHH's starting pay for DSPs is $10 per hour. Potential
employees can receive higher pay at local nursing homes and hospitals. As a result, we have a
high turnover of DSPs of approximately 25% per year. In addition, we have a difficult time
filling these positions. Normally, we have about 15 open DSP positions that we are trying to fill.
As a result, ACHH is constantly short-staffed. This requires us to use temporary workers from
an employment agency and to require more hours from our employees, leading to fatigue and
burn-out.
13.

In ACHH's 13 CILA homes, there is only one DSP for each home per shift. This

means that the individuals living in these homes cannot participate in individual activities. The
weekends are when the individuals in our CILA homes are supposed to engage in their chosen
activities in the community, including going to concerts, restaurants, the zoo, shopping, sporting
events, swimming and horseback riding. However, with only one staff person per home, all

4
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individuals in a home must engage in the san:fe activity, whether they want to or not. If one
individual refuses to go on the outing because it is not his or her choice, no one goes because we
do not have the staff to permit some individuals to go into the community and others to stay at
home. ACHH would like to add a second DSP for each CILA on the weekends so that the
individuals can participate in the community activities they prefer. However, ACHH cannot
afford a second DSP for its CILAs due to insufficient rates from the State. The low rates also
make it difficult for ACHH to attract a sufficient number of DSPs.
14.

In addition, if the DSP for a home is unable to come to work on the weekend,

ACHH must use a temporary agency to provide fill-in staff at its ICF/DDs. These temporary
workers are not familiar with the residents and are able to just provide for the residents' basic
needs. As a result community activities are cancelled and the individuals are unable to access
the community during the weekend.
15.

When ACHH's CILAs are short-staffed on weekends, which happens frequently,

ACHH will consolidate the residents of its homes during day time hours. ACHH will move
residents from their home to another home so that a DSP can cover more residents. However,
the impact of doing this is that, again, only the basic needs of the residents can be met. If one
DSP is responsible for six or seven residents with disabilities, no community outings are
possible.
16.

When residents are moved from their homes for the weekend due to staff

shortages, these residents do not have the personal possessions that they are used to and
comfortable with. They cannot go to their own room to watch television or listen to their
preferred music. The ability to engage in the activities they want to do and that they are
accustomed to is severely restricted.

5
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17.

ACHH's inability to retain DSPs and hire new or additional DSPs due to

insufficient State reimbursement has the same impact on our ICF/DD residents. DSPs are
responsible for more residents in our ICF/DDs and therefore cannot provide individualized care.
Our ICF/DD residents are unable to go on outings into the community due to the lack of staff.
Inadequate State Funding Results in Increased Maladaptive Behavior by ACHH Residents

18.

Individuals with disabilities are very aware of their routines and schedules. Any

disruption of the routine or schedule causes anxiety and agitation, particularly for the many
individuals served by ACHH who lack communication skills. When individuals with disabilities
are confined to their home for a weekend due to insufficient staff, especially a home that is not
theirs and where they do not have their personal possessions, many become agitated and anxious.
The agitation and anxiety increases behaviors that are self-injurious and potentially injurious to
other residents and staff.
19.

Agitation and frustration is also increased when individuals must be cared for by

staff that they do not know and that are unfamiliar with their needs and preferences. DSPs must
help with the most intimate needs of our residents - dressing, toileting, feeding, and
administering medication. Many of ACHH' s residents cannot communicate their needs and
preferences. Understandably the residents become very concerned if a stranger is taking care of
them. This often results in increased anxiety and behaviors such as self-injury through biting,
hitting or scratching, or lashing out at staff or other residents. When one resident acts out due to
frustration or anxiety, it increases the anxiety level of all the other residents in the home, further
increasing maladaptive behavior.
20.

The high turnover in DSPs results in more time and expense training new

employees, who then end up leaving after a short while. Since 2008, ACHH has lost

6
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approximately 250 employees, the vast majority of them DSPs. It takes months to train a DSP.
The new employee needs to learn the needs and preferences of each individual he or she will be
responsible for. The new employee needs to learn to communicate and build a rapport with each
resident. Each resident's ability to communicate and method of communication is different.
While the new employee is learning all that is needed to perform the care effectively, the quality
of care being provided is reduced. This again increases the frustration and anxiety of the
individual with a developmental disability and it increase the behaviors that cause injury to
themselves and others.
Conclusion

21.

In my 35 years devoted to serving individuals with intellectual and developmental

disabilities in Illinois, I have never seen a financial crisis as dire as the present. The State's
funding for residential services for individuals with developmental disabilities is so inadequate
that it is impossible to appropriately meet the needs of these individuals from the reimbursement
rates provided by the State. ACHH cannot provide the least restrictive environment to the
individuals living in its CILAs and ICF/DDs because the funding provided by Illinois does not
permit our residents to access the community to the extent that is appropriate to their needs and
desires. In addition, the inadequate State funding is harmful to our residents because it causes
ACHH to be constantly shorty-staffed which, as described above, increases the frustration and
anxiety of our residents resulting in behavior that is injurious to them and to staff.
I declare under penalty of perjury under the laws of the United States of America that the
foregoing is true and correct.

AtLfw-f

'-( ,20 16
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IN THE UNITED STATES DISTRICT COURT
FOR THE NORTHERN DISTRICT OF ILLINOIS
EASTERN DIVISION

Stanley Ligas, et al.,
Plaintiffs,
v.
Felicia Norwood, et al.,
Defendants.

)
)
)
)
)
)
)
)
)

Case No. 05 C 4331
Judge Sharon Johnson Coleman

DECLARATION OF KIM CORNWELL IN SUPPORT OF THE MOTION OF
PLAINTIFFS AND INTERVENORS TO REQUIRE COMPLIANCE WITH THE
CONSENT DECREE

I, Kim Cornwell, declare as follows:
1.

I am the ChiefExecutive Officer ofEP!C, 1913 W. Townline Road, Peoria, IL

61615, and I have held this position since 2010. I have personal knowledge of the facts stated
herein and, if called to testify, I would competently do so. I submit this Declaration in support of
the Motion of Plaintiffs and Intervenors to Require Compliance with the Consent Decree.
2.

EP!C, founded in 1950, is a not-for-profit organization in Peoria, Illinois, serving

over 600 adults with cerebral palsy, Down syndrome, autism, epilepsy, and other intellectual or
developmental disabilities. EP!C provides residential services to 115 individuals with
developmental disabilities in its intermediate care facilities for the developmentally disabled
(ICF/DDs) and its community integrated living arrangements (CILAs).
3.

EP!C currently operates four ICF/DDs with four beds each, housing 15 residents,

and 17 CILAs serving 100 residents. EP!C has an eighteenth CILA capable ofhousing six
individuals with developmental disabilities, but, as discussed below, this CILA is empty because
EP! C cannot find staff for the home.

Cl-#9579395-v2
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4.

I started at PARC, now EP!C, in 1988 as a Qualified Mental Retardation

Professional (QMRP) in one ofPARC's ICF/DDs. As a QMRP I worked directly with the
individuals with developmental disabilities making sure that they received the appropriate
programs and services. In July 1989 I became the Coordinator of Support Services and in 2004 I
became the Chief Operating Officer, before becoming the ChiefExecutive Officer in 2010. I
received a Bachelors Degree in Psychology from Drake University in 1982 and a Masters in
Industrial Psychology from Drake University in 1984.
Funding From Illinois

5.

As the Chief Executive Officer ofEP!C, my responsibilities include ensuring that

EP!C is fulfilling its purpose as stated in its Mission, Constitution, By-Laws and Strategic Plan
in a manner consistent with applicable laws and regulations and the best interests of the people
served, EP!C's staff and the general public. In my position, I have direct personal knowledge of
the funding provided by the State of Illinois for those living at EP!C and the cost of meeting the
needs ofthese individuals.
6.

The individuals who live in EP!C's ICF/DDs and CILAs receive Medicaid

funding from the State of Illinois. Illinois has not increased its funding levels for ICF/DD or
CILA residential services since March 2008. During the eight years that reimbursement rates
have been frozen, the cost of providing necessary services to individuals with intellectual and
developmental disabilities has increased significantly. EP!C now runs a large annual deficit
because the funding provided by the State is substantially less than the cost of providing the
services needed by the individuals living in EP!C's ICF/DDs and CILAs.
7.

In fiscal year 2015, EP!C's total expenses for providing services to individuals

living in its ICF/DDs and CILAs were $7.5 million ($1.1 million for its ICF/DDs and $6.4

2
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million for its CILAs). The funds provided by the State to cover these expenses totaled only
$6.6 million ($1.0 million for the ICF/DDs and $5.6 million for the CILAs).
8.

The gap between the funding provided by the State in 2015 and the cost of

providing necessary services for EP!C's ICF/DD and CILA residents was $955,000.
9.

In an effort to continue to provide services to its residents, EP! C has cut staff and

otherwise reduced costs. However, despite its best efforts, EP!C has been unable to close the
gap between the funding provided by the State and the cost of meeting the needs ofEP!C's
residents. EP!C has been required to use its reserves in order to meet its annual deficit. Unless
State funding is increased, EP!C's reserves will be exhausted in the next few years and EP!C will
be forced to close its doors. Its 115 residents will be forced to find other places to live, many in
more restrictive environments such as nursing homes and state operated developmental centers.
10.

EP!C's cost cutting efforts, caused by inadequate State funding, have already

adversely affected our residents, as described more fully below. EP!C cannot cut additional
costs without seriously affecting the health and welfare of our residents.
Insufficient State Funding Has Injured the Individuals Living at EP!C

11.

In its effort to close the gap between State funding and the cost of meeting the

needs of its residents, EP!C has taken the following steps:
(a)

between 2008 and 2015 EP!C gave no raises to its direct service
professionals (DSPs), the employees who provide the day-to-day hands-on
care of the individuals living in EP!C's ICF/DDs and CILAs;

(b)

EP!C has reduced staffbenefits by increasing the health insurance
deductible and out-of-pocket medical expenses for its employees and
reducing the number of paid days-off;

(c)

EP!C has reduced the number of nurses from nine to five (a reduction of
four registered to two and five licensed practical nurses to three),
increasing by over 75% the number of residents for which each remaining
nurse is responsible;

3
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(d)

EP! C eliminated physical, occupational and speech therapy positions so
that there are no trained therapists on EP! C' s staff to provide therapy
services to the residents;

(e)

EP!C is increasing the number of residents living in each ofEP!C's CILAs
so that the cost of operating each home is spread over more residents;

(f)

EP!C has become more selective in the individuals it admits to its
ICF/DDs and CILAs, no longer accepting those with more significant
medical or behavioral needs;

(g)

EP!C has delayed purchasing new vehicles to replace aging vehicles used
to transport EP!C's residents; and

(h)

EP!C has reduced transportation options available to its residents.

All of these actions have adversely affected the individuals living in EP!C's ICF/DDs and
CILAs, reduced the quality of their lives, and caused EP!C's ICF/DDs and CILAs to become
more restrictive environments.
12.

The State's failure to increase its reimbursement rates over the past eight years to

at least reflect the increased cost of living prevented EP!C from providing wage increases to our
DSPs during that time and caused us to reduce the benefits we provide. This, in tum, caused an
increase in the turnover of DSPs and made it much harder for EP! C to attract new DSPs to
replace those who have left. EP!C's turnover rate for DSPs in 2015 was 61.7%. So far, in 2016,
turnover is 55%. Therefore, over the past two years, over half ofEP!C's 212 DSPs have left
each year. In the past eight years, 560 DSPs have voluntarily left EP!C. Based on exit
interviews of many ofthese employees, we know that 90% have left for higher paying jobs.
13.

EP!C currently has 73 open DSP positions it is trying to fill. This is over one-

third of its total DSP positions. EP! C cannot attract sufficient DSPs because it cannot offer a
competitive wage at the funding level provided by the State. EP!C can only afford to pay its
DSPs $8.50 per hour base rate. Local retailers and fast food outlets are paying their employees
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$10.00 per hour for far less demanding work. Higher pay is also available at hospitals and
nursing homes.
14.

The result ofthe high turnover ofDSPs and the inability to attract enough

replacement DSPs is thatEP!C's ICF/DDs and CILAs are continually short-staffed, and the staff
that are available are largely inexperienced and still learning their jobs.
15.

Insufficient and inexperienced staff negatively impacts our residents. DSPs assist

our residents in all of their daily needs including bathing, dressing, toileting, feeding and
administering medications. Fewer DSPs means that each DSP is responsible for more residents.
As a result, DSPs have time only to be sure that each resident's basic needs are met and the
residents are safe. Community outings for the residents of our ICF/DDs and CILAs are reduced
because we do not have sufficient staff to be able to safely take residents on outings. Between
June 2015 and ~une 2016, there was a 40% reduction in the use ofEP!C vehicles to transport
residents, which provides a good approximation of the reduction in community outings.
16.

Reduced and inexperienced staff also means that it is extremely difficult for EP!C

to provide individual programing arid to fulfill the goals and activities specified in our residents'
individual treatment or service plans. Most of the residents EP!C serves have significant
physical, medical and behavioral challenges. Many have specialized diets, feeding programs,
therapy programs, and medications. On average, EP!C's residents require 8 to 12 medications
each. In addition, many of our residents cannot communicate verbally. It therefore takes our
DSP's several months to learn the particular needs and desires of each individual for which they
are responsible. It also takes several months for our residents to feel comfortable and build a
rapport with the DSP~ who are caring for their most intimate needs.
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17.

The constant turnover of DSPs causes high levels of anxiety and frustration for

EP!C's residents. Just when a resident becomes used to and comfortable with a DSP and the
DSP has learned the resident's needs and desires, the DSP leaves and the process of forming a
trusting and comfortable relationship with a new DSP has to begin all over again. The anxiety
and frustration of the residents result in increased behavior that is dangerous to themselves and to
other residents and staff, such as biting, hitting, scratching, hair pulling, throwing objects, and
destruction of property.
18.

The reduction in nurses and resulting 30% increase in their work load mean that

each nurse has less time to monitor the health of the residents he or she is responsible for. The
nurses must rely on the judgment and reporting of the DSPs, who have no medical training, and,
as indicated above, are constantly turning over. As a result, it takes more effort to work with
new staff and temporary staff to identify when a resident's medical condition is worsening and
requires attention. In addition, there has been an increase in medication errors due to staff
shortages, turnover, and the reduction in nurses.
19.

The elimination of all professional therapists means that all physical, occupational

and speech therapy is preformed by DSPs who have no specialized therapy training. This results
in a decline in the residents' skills, physical condition, and independence. For example, some
residents who had been able to feed themselves with the help of the physical and occupational
therapists have lost their ability to do so.
20.

Another step that EP!C has been forced to take is to consolidate its homes by

increasing the number of residents in each of its CILAs. EP! C is in the process of converting
each of its four-person CILAs to five or six residents and each of its six person CILAs to seven
or eight residents. This will allow EPIC to close some of its CILAs and will allow each DSP in

6
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the remaining CILAs to be responsible for more residents. This change is necessary to save
money and allow EP!C to keep its doors open. However, this cost saving measure reduces the
individualized attention that each resident receives. The DSP is only able to make sure that each
resident's basic needs are met; they are clothed, fed, bathed, toileted and receive their
medication. There is no time for the DSP to work on individualized programs for the residents
and to assist them in maintaining their skills or learning new ones. For example, it is much faster
and easier for a DSP to simply dress a resident rather than assist the resident in dressing him or
herself. Therefore, the resident looses whatever ability he or she had to dress him or herself and
to becomes less independent.
21.

EP! C is also in the process of converting its four ICF /DDs to CILAs. The

conversion will allow EP!C to increase the number of residents in each home. Under its current
ICF/DD license, EP!C's ICF/DDs are limited to four residents each. As CILAs, EP!C will be
able to have eight residents in each home. This will help EP!C deal with its staff shortage due to
low wages. It will also save EP!C money by permitting more residents to be served by fewer
DSPs. The cost savings will allow EP!C to survive a few more years. However, the residents in
these homes will have to share rooms and more residents in each home means that each home
will be a more restrictive environment. There will be less individualized care, less ability to
fulfill the goals set forth in each individual care plan and reduced ability for each resident to
engage in community activities outside the home.
22.

The consolidation of the CILAs and the conversion of the ICF/DDs to higher

capacity homes, will allow EP! C to close five of its CILAs
23.

EP!C uses over 30 vehicles to transport its residents to day programs, medical

appointments, and community activities. Its vehicle fleet is aging, but EP! C cannot afford to

7
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replace any of its vehicles with newer ones because of the insufficient funding provided by the
State. As a result, EP! C' s vehicles are increasingly in need of maintenance and repairs. At least
one or two vehicles are not available for use on any given day due to needed repairs. This
reduces EP!C's ability to transport residents, resulting in missed medical appointments and
reduced community outings. As I indicated above, from June 2015 to June 2016 there was a
40% reduction in the use of EP! C vehicles.
24.

Insufficient State funding has also caused EP!C to be more selective in the

individuals it will admit to its ICF/DDs and CILAs. As outlined above, the insufficient State
funding has resulted in high DSP turnover, the inability to attract sufficient DSPs, and the
reduction in nurses. As a result, EP! C believes that it cannot provide adequate care for more
individuals with intensive behavioral or medical needs and has declined to admit such
individuals. As a result, these individuals may need to obtain services in a nursing home or state
operated developmental center, both of which are more restrictive and more expensive
environments.
Inability to Expand CILA Capacity
25.

At the reimbursement rates currently provided by the State, EP!C is unable to

expand its CILA capacity. In fact, EP!C is being forced to consolidate and close some of its
CILAs as described above. Also as indicated above, at current reimbursement levels, we are no
longer able to accept individuals with more intensive behavioral or medical needs.
26.

We currently have one CILA that has been vacant for a few years because we

cannot hire the DSPs we need to operate the home due to the low wages we offer that are the
result of insufficient State funding.
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27.

The insufficient State funding also makes it impossible to maintain person-

centered supports and services. Insufficient and inexperienced staff simply cannot provide for
individual needs and preferences. Quality of life and community involvement are sacrificed in
an effort just to ensure that our residents are safe.
Conclusion

28.

I have devoted my entire professional life to serving the needs of individuals with

developmental disabilities. In my more than 27 years in Illinois, I have never experienced a
crisis such as what we are facing today. Illinois is refusing to provide reimbursement rates that
reflect the actual cost of providing services and therefore EP!C simply does not have the funds to
meet the needs of its residents. Our focus has become just to keep our residents safe. As a
result, individual skill development, community engagement, and meeting the individual
preferences of our residents - all the things that are necessary for a quality life - have been
sacrificed. Resident anxiety and frustration is increased, leading to more behavior that is selfinjurious and injurious to others. Without an immediate and significant increase in the State's
reimbursement rates for ICF/DDs and CILAs, EP!C faces closure and its 115 residents face the
loss of their homes.
I declare under penalty of perjury under the laws of the United States of America that the
foregoing is true and correct.

~2016
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IN THE UNITED STATES DISTRICT COURT
FOR THE NORTHERN DISTRICT OF ILLINOIS
EASTERN DIVISION

Stanley Ligas, et al.,
Plaintiffs,

v.
Felicia Norwood, et al.,
Defendants.

)
)
)
)
)
)
)
)
)

Case No. 05 C 4331
Judge Sharon Johnson Coleman

DECLARATION OFLYNN O'SHEA IN SUPPORT OF THE MOTION OF PLAINTIFFS
AND INTERVENORS TO REQUIRE COMPLIANCE WITH THE CONSENT DECREE

Lynn O'Shea, declare as follows:

1.

I am the President of the Association for Individual Development ("AID"), 309 New
Indian Trail Ct., Aurora, IL 60506, and I have held this position since 5/1198. I have
personal knowledge of the facts stated herein and, if called to testify, I would
competently do so. I submit this Declaration in support of the Motion of Plaintiffs and
Interveners to Require Compliance the Consent Decree.

2.

For fifty-five years, The Association for Individual Development (AID) has served
individuals with developmental, physical and/or mental disabilities, those who have
suffered a trauma and those at risk. Vital, life-enriching services include: audiology;
autism programs; respite care; permanent housing; in-home support; developmental and
vocational training; job placement and on-the-job coaching services; crisis intervention;
victim's services; mental health treatment; behavioral intervention; health and wellness;
community education; and advocacy. With 20 programs operating in 46 communities,
AID is a leading provider of services that address the unique needs of individuals
throughout every stage of their lives.
AID served 5,587 children and adults with disabilities in Kane, Kendall, DeKalb,
DuPage, Will, McHenry, and suburban Cook Counties.

3.

AID serves 225 clients with developmental disabilities in residential services; currently
operates one sixteen-bed intermediate care facility ("ICF/DD"), 36 community-integrated
living arrangements providing 24-hour supervision and various apartment sites providing
supported services. ("CILAs")
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4.

I started at AID in 1998 as Chief Executive Officer and President of the Association for
Individual Development. Prior to this, I was the Executive Director of Seguin Services
Inc., another non-profit agency serving individuals with Developmental Disabilities
located in Cicero, IL (1983·1998). I was employed by the State of Illinois, Department of
Mental Health and Developmental Disabilities from 1970-71, and 1972-1983, beginning
as a Mental Health Technician at the Elgin Mental Health Center and promoted several
times, retiring as the Region 2 Director for Developmental Disabilities Community
Services in 1983. Prior to this, I worked as a staff nurse at St Joseph's Hospital in Elgin.
Education: I attended Evanston Hospital School ofNursing from 1965-1967. I secured an
Illinois Nursing License by examination- Illinois Department ofProfessional Regulation
# 043.016730. I earned an Associate of Arts degree from Elgin Community College (May
1977). Between 1977 and 1983, I attended Northeastern IL University and Northern
Illinois University, earning an additional 51 undergrad credits before accepting the
Executive Director position at Seguin Services. Over the past 45 years I have attended
numerous local, state and national educational conferences to keep abreast of advances in
the disabilities field.

Funds Received From the State of Illinois
5.

As President of AID, my responsibilities include providing direction and leadership
toward the achievement of AID's philosophy, mission, strategic and annual goals and
objectives. I am responsible for administration of all areas of operations including
program and service delivery; financial, tax, risk and facilities management; human
resource management; community and public relations; and resource development. In my
position, I have direct personal knowledge of the money that AID re<2_eives from the State
of Illinois for the individuals living in AID's ICF/DD and CILAs and the cost to AID of
meeting the needs of these individuals.

6.

The individuals who live in AID's ICF/DD and CILAs receive Medicaid funding from
the State of Illinois. Illinois has not increased its funding levels for ICF/DD or CILA
residential services since March 2008. During the eight years that reimbursement rates
have been frozen, the cost of providing necessary services to individuals with intellectual
and developmental disabilities has increased significantly. As a result, AID's fmancial
condition has steadily worsened. In 2008, AID received approximately $250,000 more in
state funding than the expenses it incurred for its ICF/DD and CILA residents. In 2011,
the surplus of revenues over expenditures decreased to approximately $65,000 for its
ICF/DD and CILA residents. By 2015, AID ran a deficit of over $500,000, the gap
between the payments received from the State and the cost of meeting the needs of its
residents. The average loss for each CILA resident was over $2,500.

7.

In order to make ends meet, AID has reduced its costs and increased its efforts to raise
private funds. AID's cost cutting efforts, caused by inadequate State funding, have
2

Case: 1:05-cv-04331 Document #: 665-16 Filed: 04/07/17 Page 3 of 6 PageID #:12604

adversely affected the residents of our ICF/DD and CILAs, as described more fully
below. AID cannot cut additional costs without seriously affecting the health and welfare
of our residents.
8.

If AID received only State funding and no private funds, it would be unable to meet its
expenses and it would have to close its ICF/DD and CILAs. All174 residents would
have to leave and would likely end up in state operated developmental centers or nursing
homes, both of which are more costly and more restrictive environments.

Insufficient State Funding Has Injured the Individuals Living at AID
9.

In its effort to deal with stagnant State payments and rising costs, AID has taken the
following steps:
(a)
We eliminated cost of living increases for our employees

(b)

We significantly decreased employee retirement contributions.

(c)

We increased the contributions and copays employees must make towards
their health insurance.

(d)

We drastically reduced the number of holidays and paid time-off days for
our employees (FT employees saw a reduction of 8 PTO days each year),
and

(e)

Decreased the number of direct employees working per location to the
minimum required standards

(f)

We closed our therapy pool which provided important benefits for our
many residents with physical disabilities

These necessary cost-cutting measures have reduced the quality of our resident's lives,
and caused AID's ICF/DD and CILAs to become more restrictive environments.
10.

Because AID has eliminated cost of living increases and reduced benefits, high turnover
of its employees, especially direct service providers ("DSPs") and Qualified Intellectual
Disabilities Professionals ("Qs") in CILA and ICF has an adverse impact on the quality
of services. For FY '16 the turnover rate for DSP positions in CILA/ICF was 27.3% and
the turnover rate for QIDP positions in CILAIICF was 28% (in other words more than
one fourth of the DSP and QIDP's left during the year).
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11.

We know that our DSPs and Qs have left for higher paying jobs and that our difficulty in
hiring replacements is due to low wages and benefits because that is what we are told
during the interview process, our annual satisfaction surveys, annual performance
evaluations, exit interviews and informal feedback from employees. However, there is
nothing AID can do about it because the State has not increased funding in over eight
years.

12.

The high turnover ofDSPs and Qs adversely affect the care AID provides its residents.
Many of AID's residents have significant disabilities and complex medical needs. Many
are also non-verbal and have difficulty expressing their needs and desires.
It takes a few months for a new staff to get to know the individuals she is responsible for,
to understand their needs and to be able to effectively communicate with them. It also
takes a few months for the individual to feel comfortable with and have confidence in the
new staff.

13.

14.

DSP staff provide very personal care for our residents, bathing, dressing, toileting and
feeding them. When turnover occurs the resident must get comfortable with a new DSP
staff to provide this very personal care. This often causes stress and anxiety for the
resident which often results in maladaptive behavior such as hitting, biting, and
scratching.

15.

To deal with AID's difficulties hiring new DSPs, we require the DSPs we have to work
more overtime, require our supervisory staff to fill-in, and use substitute care workers.
None of these options are good for our residents.
• Overtime leads to fatigued staff that cannot provide the individualized care each
resident needs. Using supervisory or substitute staff means the care giver is
unfamiliar with the residents they are caring for and the residents are not
comfortable with the person providing care.
• Besides the anxiety, stress and maladaptive behavior already described, fatigued
and unfamiliar care givers cannot provide the individual services provided for in
each individual's person-centered plan. The focus becomes just on doing what is
absolutely necessary to keep residents safe. Work on individual skills to enhance
independence and quality of life gets put aside.
• One of the QIDP's (case manager) main responsibilities is to make sure that each
resident she is responsible for receives the services provided for in his or her
person-centered plan and that they get to all of their medical appointments. The
turnover of AID's QIDP's is causing the person-centered plans not to be
implemented timely and services are not provided on a consistent basis.
• The result of not following the person-centered plans is that residents become
depressed as they lose skills they once had and are not able to do the things they
4
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want to do. In addition, unfamiliar staff is less able to notice changes in a
resident's medical condition. Medical conditions can get worse before they can
be addressed.
16.

17.

Staff turnover impacts resident's leisure and recreational activities when going onscheduled outings in the community. Community activities for our residents in our
CILAs and ICF/DDs are cancelled weekly at certain location.
• When individuals cannot access the community to engage in the activities they
enjoy, their frustration increases and they become depressed. This leads to
behaviors that are harmful to themselves and others. When one person in a house
starts acting out, it increases the stress and anxiety of all the other residents in the
home. When we are able to provide community outings, all residents of the home
must do the same activity rather than doing the activities that each would prefer.
If one of the residents objects and simply refuses to go, which happens often, then
no one can go on the outing.
• Fatigued and inexperienced staff also can lead to increased medication errors and
increased accidents.
AID Cannot Expand Its CILA Capacity
At the reimbursement rates currently provided by the State, AID is unable to expand its
CILA capacity. Currently, AID loses over $2,500 on each CILA resident. AID cannot
afford to add more CILA residents and lose even more money.

18.

The insufficient State funding makes it impossible to maintain person-centered supports
and services for the residents we are currently serving. Our focus must be on improving
the care of our current residents rather than taking on additional individuals.

19.

I estimate that rates would have to increase by 25 to 30% to remedy our current situation
and to put us in a position to expand our CILA capacity.

Conclusion

20.

I have devoted 33 years to serving the needs of individuals with developmental
disabilities in community service settings. The crisis that Illinois faces today is like
nothing I have seen before. Never before has Illinois failed to raise rates for over eight
years. Illinois's reimbursement rates are now well short of what is needed to meet the
needs of individuals with developmental disabilities. As a result, individuals are not
getting their needs met. Their person-centered plans are not being implemented and they
are not getting out in the community to the extent that they should. Illinois's rates make
it impossible to serve individuals in the least restrictive settings.
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I declare under penalty of peljury under the laws of the United States of America that the
foregoing is true and correct.
August 17,2016
Lynn O'Shea
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IN THE UNITED STATES DISTRICT COURT
FOR THE NORTHERN DISTRICT OF ILLINOIS
EASTERN DIVISION

Stanley Ligas, et al.,
Plaintiffs,

v.
Felicia Norwood, et al.,
Defendants.

)
)
)
)
)
)
)
)
)

Case No. 05 C 4331
Judge Sharon Johnson Coleman

DECLARATION OF RILEY RUMMEL IN SUPPORT OF THE MOTION OF
PLAINTIFFS AND INTERVENORS TO REQUIRE COMPLIANCE WITH THE
CONSENT DECREE

I, Riley Rummel, declare as follows:
1.

I was a direct service professional (DSP) at Apostolic Christian Home for the

Handicapped ("ACHH"), 2125 Veterans Rd., Morton, IL 61550, and I held this position since
December 2010. I have personal knowledge of the facts stated herein and, if called to testify, I
would competently do so. I submit this Declaration in support of the Motion of Plaintiffs and
Intervenors to Require Compliance with the Consent Decree.
2.

ACHH provides residential services and supports to over 150 adults with

intellectual and developmental disabilities.
3.

ACHH currently operates three intermediate care facilities for the

developmentally disabled (ICF/DDs) and 13 community integrated living arrangements (CILAs).
4.

My employment at ACHH began in December 2010 as a DSP in ACHH' s 73 bed

ICF/DD. In mid-2015, I transferred to one of ACHH's CILAs. Working at ACHH was my first
full time position upon turning 16. While employed there I picked up a side job of home health
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care, I worked with the family from June 2014 to July 2015. I am a recent graduate from Eureka
College with my bachelor's degree in Psychology. I graduated May 2016.
5.

On July 11th, 2016, I submitted my resignation from ACHH effective July 25th,

2016. I have accepted an administrative position in an insurance office. The primary reason I
left my DSP position at ACHH is the low pay. After six and a half years, I was making only
$11.50 per hour. I could not support myself on this wage. As a result, I had to take side jobs as
a home health aide in order to make ends meet. At my new job, I will make approximately
$15.00 per hour for a much less demanding job.
6.

I loved my job as a DSP. It is extremely emotionally rewarding. Helping those

with developmental disabilities become more independent and live lives of dignity and respect
gave me great satisfaction. I developed close personal relationships with the individuals I cared
for and I felt that I was part of their family. The individuals are so appreciative of the DSPs that
care for them. I am sure that my new job will not be any where near as fulfilling, but I could not
afford to stay as a DSP. If the pay at ACHH was higher, if it was closer to what I will make at
my new job, I would definitely have stayed at ACHH.
7.

I am not the only DSP leaving ACHH for a better paying job. In the last couple

of years, the number ofDSPs leaving ACHH has increased significantly. Now, DSPs tend to
stay a very short time, often less than a year. The turnover ofDSPs is at a crisis level. I know
many of the DSPs who have left ACHH. The vast majority have told me that they left because
the pay was too low. Many, like me, loved the work and loved providing care to the residents of
ACHH, but simply could not afford to stay in such a low paying job. This is particularly true for
those DSPs trying to support a family. Ifl could not support myself on the DSP pay, certainly,

2
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the pay cannot support a family. Many DSPs who have left have gone to hospitals, home health
care agencies, or schools where the pay is substantially higher, often 20% higher or more.
8.

I know from personal experience and observation that the turnover ofDSPs is

very harmful to the residents at ACHH. To individuals with developmental disabilities, routine
and predictability are very important. Any change causes stress and anxiety and often results in
maladaptive behavior that is self-injurious or injurious to staff or other residents.
9.

DSPs provide the most personal and intimate care for individuals with

developmental disabilities, including toileting, bathing, dressing, and feeding. It takes a long
time for the DSP to learn the preferences and needs of each individual and for the individual to
get to know and feel comfortable with the DSP. This is particularly true for the many individuals
who have difficulty verbally communicating their needs and desires. It is very important that the
individual trust the person who is caring for them and that bond of trust takes a long time to
form. When a DSP leaves, many of the individuals do not have the cognitive ability to
understand the reason a DSP is leaving and often believe that the DSP has left because of them.
The individual takes it personally and grieves the loss of someone who was like a family member
to them.
10.

When a DSP leaves and is replaced by a new person who is totally unknown to

the individual, the individual feels stressed and anxious. They often become more aggressive
toward staff because they often cannot verbally express their anxiety. Instead they hit, bite,
scream, and use abusive language. I have observed individuals hit their heads against the wall
because they are so stressed about the DSP they had bonded with leaving and their not knowing
the person who is now going to take care of their most intimate needs.
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11.

The other affect ofhigh DSP turnover is that the individual goals ofthe residents

get put aside. A new DSP has so much to learn about each individual just to provide for their
basic needs. As a result, the new DSP by necessity focusses on making sure the individuals in
her care are safe and properly fed, bathed and clothed. She does not have the time to work on the
individual goals for each person she is responsible for. It takes much less time for the DSP to
bathe, clothe and feed the individual rather than supervise the individual doing these tasks for
herself and then assist as needed. As a result the constant turnover of DSPs interferes with the
maintenance and development of individual skills and increased independence. Also, when a
DSP does not let an individual do for herself all that she can, the individual feels frustrated.
Individuals with developmental disabilities, like everyone else, prefer to do things for
themselves. When they are not permitted to do so, the frustration results in the types of
maladaptive behavior that I mentioned above.
12.

Turnover ofDSPs also results is reduced community outings. Again, new DSPs

are consumed by simply learning the needs and preferences of the individuals they are caring for.
They do not feel comfortable taking the individuals out of the home and into the community.
The CILA homes typically have one DSP on duty at a time. It is extremely challenging for one
DSP to take four or five individuals with developmental disabilities into the community. Until a
DSP has obtained a few months of experience, she is reluctant to take on this challenge. From
my observation, I estimate that the increased turnover ofDSPs at ACiffi in recent years has
caused community outings to decrease by 50% or more.
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I declare under penalty of perjury under the laws of the United States of America that the
foregoing is true and correct.
August

_5, 2016
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IN THE UNITED STATES DISTRICT COURT
FOR THE NORTHERN DISTRICT OF ILLINOIS
EASTERN DIVISION
Stanley Ligas, et al.,

)
)
)
)
)
)
)
)
)

Plaintiffs,
v.
Felicia Norwood, et al.,
Defendants.

Case No. 05 C 4331
Judge Sharon Johnson Coleman

DECLARATION OF GINA RICHTER IN SUPPORT OF THE MOTION OF
PLAINTIFFS AND INTERVENORS TO REQUIRE COMPLIANCE WITH THE
CONSENT DECREE
I, Gina Richter, declare as follows:
1.

I am the mother of a daughter with a developmental disability and I live at
. I have personal knowledge of the facts stated herein and, if

called to testify, I would competently do so. I submit this Declaration in support of the Motion
of Plaintiffs and Intervenors to Require Compliance with the Consent Decree.
2.

My daughter is 32 years old and lives in a community integrated living

arrangement (CILA) operated by the Association for Independent Development (AID) in Aurora,
Illinois. My husband and I served as foster parents and then adopted our daughter in 1987. Our
daughter has multiple disabilities. She has cerebral palsy, fetal alcohol syndrome, Tourette's
syndrome, rheumatoid arthritis, seizure disorder and bipolar disorder. She has lived at AID since
2009. Medicaid pays the cost of my daughter living in the AID CILA
3.

I am aware that AID has had to cut costs because Medicaid funding from the State

of Illinois has not increased since 2008, despite increasing costs. I am also aware that in the last
few years AID has suffered increased turnover of direct service providers (DSPs) who staff the
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CILA homes. DSPs have told me that they decided to leave AID because of the low pay, which
AID cannot afford to increase to competitive levels because of the insufficient funding received
from the State.
4.

AID's cost cutting efforts and the increased turnover of staff has had a serious

adverse affect on my daughter. As explained in more detail below, the constant turnover of
DSPs has imperiled my daughter's health, substantially increased her anxiety, reduced her
outings in the community, and prevented her from working on her individual goals needed to
increase her independence.

5.

For the first five years that my daughter lived in the AID CILA, there was little

turnover ofDSP staff caring for her. The staff knew her well and she knew and felt comfortable
with the staff.
6.

Starting about two years ago, staff turnover increased dramatically and during this

time there has been a constant change in the DSPs caring for my daughter as AID has attempted
to deal with its staffing crisis.
7.

The constant change in the staff who provide the most intimate care for my

daughter has greatly increased my daughter's anxiety. She used to call me at most once a day,
sometimes once every other day. Now there are days she calls me twelve to fifteen times.
During these calls she is constantly complaining that she does not know the staff person that is
taking care of her and she does not know who the staff person will be on the next shift or who
will be getting her up and helping her get ready in the morning. Her anxiety and frustration over
staff changes and uncertainty has caused my daughter to act out. She has broken a number of
items including her glasses, she throws things, and she screams at the staff.
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8.

Since April of this year, my daughter's psychiatrist has twice increased her

medications in an effort to control her anxiety. The increased medications cause my daughter to
be extremely tired, to the point where she falls asleep during her day program. Her doctor says
that he will not decrease her medications until the staffmg situation at AID is stabilized such that
my daughter is not so anxious about who will be caring for her. However, because she falls
asleep during her day program, my daughter's maintenance and acquisition of skills is inhibited.
9.

Another serious problem caused by constant staff turnover is that the staff caring

for my daughter do not notice when there are significant changes in her medical condition.
Because the staff caring for my daughter one day is not the same as the staff caring for her the
next day, new staff has no basis to compare what they are observing in my daughter's medical
condition.
10.

My daughter suffers from an allergy to leaf mold. When she develops a cough

due to the allergy, she must take Mucinex/Robitussen every morning and night to prevent
pneumonia. In the fall of2015, with the constant change in staff, the medication was not
administered consistently. My daughter developed bronchitis and ultimately had to be admitted
to the hospital. She needed IV steroids and a nebulizer to treat the bronchitis and ultimately the
pneumonia that developed. After ten days in the hospital, my daughter had to be admitted to a
nursing home for a month so that she could continue to receive treatment.
11.

My daughter also recently had an eye infection that went unnoticed until the eye

was swollen shut. This required an emergency eye doctor's appointment and three different
prescriptions. Again, if consistent staff had been caring for her from day to day, that person
would have noticed the eye worsening much sooner, my daughter would have received earlier
treatment and the emergency appointments could have been avoided. In addition, because of
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constantly changing staff, the staff person that takes my daughter to the doctor is not the same
person who has cared for my daughter previously and therefore cannot give the doctor a
complete or accurate history of my daughter's condition which is necessary for her to receive
proper treatment.
12.

I am certain that the bronchitis/pneumonia and the eye infection could have been

avoided, or at least minimized, if consistent staff who knew my daughter were caring for her.
The constant turnover of staff due to low pay caused by insufficient funding from the State has
resulted in unnecessary hospitalization and suffering for my daughter. My daughter's health and
well-being is seriously threatened due to insufficient State funding.
13.

New and inexperienced staff has also resulted in reduced outings in the

community. When staff was stable during my daughter's first five years in the CILA, she would
go to activities and appointments in the community about three times per week. Now, new staff
is unfamiliar with her schedule and do not feel comfortable taking individuals they do not yet
know and understand into the community. My daughter's community outings have been reduced
to no more than once a week in the last couple of years when substitute staff is used.
14.

My daughter has difficulty reading due to dyslexia, but she loves to listen to

books on tape. The books on tape relax her and make her feel less anxious. When experienced
staff who knew my daughter were caring for her, they would take her to the library once a week
to get new books on tape. However, with the constant turnover of staff, my daughter has not
been to the library in nine months. My daughter also enjoyed going to the Fox Valley Special
Recreation activities. However, the temporary staff caring for my daughter do not know about
this opportunity, where the activities are or have access to the correct vehicle to transport my
daughter. As a result she has missed several of these activities in the past year. Being deprived
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of her favorite activities and ones that reduces her anxiety, has caused my daughter to be very
frustrated and angry.
15.

It is now quite common for my daughter and the other residents ofher CILA to be

confmed to the home all weekend. As a result, my daughter spends her weekends alone in her
room. This is very detrimental to my daughter. Not only does it increase her stress and anxiety,
it also reduces her ability to work on her social skills and independence.
16.

My daughter also used to go with staff to purchase groceries for the home. This

allowed my daughter to have input on the food she eats. With AID being short staffed, now a
staff person from a different home simply drops groceries off at my daughter's CILA. Neither
she nor the other residents of the CILA get to choose their foods.
17.

The increased turnover ofDSPs at AID also prevents my daughter from working

on her individual goals. One of my daughter's goals was to learn how to balance her check book.
This is not something she can do on her own. A staff person is supposed to work with my
daughter on a regular basis to help her learn this important skill. When new staff come in, they
must learn the wants, needs and complex medical conditions of each resident in the house. Their
initial focus is just trying to keep everyone safe. Individual goals are not followed up on. As a
result, during this entire past year, no one has worked with my daughter to help her learn how to
balance her check book.
18.

At the last staff meeting for my daughter, in October 2015, when this goal was

adopted, we met the new DSP who would be working with my daughter. Two days after the
staffmg, that DSP left. Until recently, there has been no permanent replacement for this staff
person. A few weeks ago, AID moved a more experienced DSP from one of its other homes to
my daughter's home three days a week. When the more experienced DSP is on, the situation is
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improved. However, the other four days each week are still staffed by a series of temporary
DSPs who do not know my daughter or her needs.
19.

Another goal for my daughter was to keep her room neat. Because of her cerebral

palsy, she needs assistance to do this. My daughter needs to sit at the kitchen table in order to
fold her laundry. The temporary staff that keep cycling through the home do not know this. As
a result, this is another goal that has not been worked on for the past ten months.
20.

AID has also reduced its nursing staff in order to save costs. One result is that

changes in medications do not get entered into the computer for several days. Until the changes
are entered in the system, the medications given my daughter are not changed. Thus, there is a
significant delay in my daughter receiving the benefit of additional medications or
discontinuance of medication ordered by her doctors.
21.

I do not blame AID for the decline in care that my daughter is receiving. Up until

two years ago, she received excellent care because the staff in her CILA was stable. They knew
her well and my daughter was very comfortable with the staff. However, the State has not
increased the payments it makes to AID for my daughter since she moved in seven years ago.
This prevents AID from paying competitive wages to its staff causing them to leave. It also
makes it difficult for AID to attract high quality permanent replacement staff. The result is that
in the last two years there has been a dramatic decline in the care my daughter receives. Her
health has been imperiled, her anxiety and maladaptive behaviors have increased, she has far
fewer community outings, and her personal goals are set aside. These issues can be resolved if
the State increases its payments to AID allowing AID to pay its staff competitive wages which
will reduce turnover.
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I declare under penalty of perjury under the laws of the United States of America that the
foregoing is true and correct.

¥
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,2016
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IN THE UNITED STATES DISTRICT COURT
FOR THE NORTHERN DISTRICT OF ILLINOIS
EASTERN DIVISION

Stanley Ligas, et al.,
Plaintiffs,

v.
Felicia Norwood, et al.,
Defendants.

)
)
)
)
)
)
)
)
)

Case No. 05 C 4331
Judge Sharon Johnson Coleman

DECLARATION OF CANDICE GOLDSTEIN IN SUPPORT OF THE MOTION OF
PLAINTIFFS AND INTERVENORS TO REQUIRE COMPLIANCE WITH THE
CONSENT DECREE

I, Candice Goldstein, declare as follows:
1.

I am the mother of a son with a developmental disability and I live at
. I have personal knowledge of the facts stated herein and, if called to

testify, I would competently do so. I submit this Declaration in support of the Motion of
Plaintiffs and Intervenors to Require Compliance with the Consent Decree.
2.

My son is 26 years old and lives in a community integrated living arrangement

(CILA) operated by the Association for Independent Development (AID) in Aurora, Illinois. My
son has autism. He has lived at AID since 2010. Medicaid pays toward the cost of my son living
in the AID CILA
3.

From 2010 to about 2013, the staff caring for my son in his CILA was consistent.

Since 2013, the turnover of direct service providers (DSPs) in my son's CILA has increased
substantially. This has had a very serious detrimental affect on my son as I describe below.
4.

My son is non-verbal. Therefore, it takes several weeks for a new DSP to learn

and gain the experience to understand his wants and needs. It also takes that amount of time for
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my son to feel comfortable with a new staff person. With the high turnover the past two years,
as soon as a DSP learns to understand my son and develop a relationship with him, the DSP
leaves and the process must start all over again.
5.

Due to turnover, new CILA staff have not been trained in using a new, promising

communication tool called Rapid Prompting Method that staff at my son's day program have
begun to implement. The lack of consistency between the CILA and my son'sday program is
impeding his progress in learning to express his needs.
6.

My son can use the toilet if someone takes him into the bathroom and assists him

to undress, but the DSP caring for him must know and follow my son's toileting schedule. It
takes time and patience to learn the schedule and adhere to it. I have found that the new DSPs
often do not understand my son's toileting needs. As a result, they simply put him in a diaper.
This confuses him and prevents him from working on his toileting skills which are very
important to enhance his independence.
7.

The constant turnover of staff has resulted in a significant reduction in community

outings for my son. My son is unable to regulate his movement, yet he craves it. He must be
closely supervised; otherwise he will elope. His safety is dependent on staff knowing him and
anticipating his needs. He darts from the sidewalk into traffic and has pica behavior. New staff
can't anticipate life-threatening compulsive behaviors. In middle school he swallowed a ball and
was operated on and hospitalized for a bowel obstruction. Watchful, trained, and experienced
staff are needed to keep this from reoccurring.
8.

With unfamiliar staff my son resists leaving the CILA home because he doesn't

know where the "stranger" is taking him. New staff misinterpret his lack of cooperation to mean
he is choosing to stay in the CILA. He spends many hours on the weekend alone in his room,
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except when my husband and I are there to take him out. The significant reduction in
community outings is causing him to lose his social skills.
9.

My son sees a psychiatrist twice a year. The psychiatrist has advised that my son

must be kept occupied and busy otherwise his anxiety will build and he will act out. For
example, he will pull items out of cabinets. He also will engage in socially unacceptable
behavior such as rectal digging and masturbation. These behaviors have increased over the past
couple of years and I believe the increase is directly attributable to staffturnover. My son loses
familiar faces at his home and this causes him to be anxious. Inexperienced staff does not know
ways to keep him engaged. He spends much too much time alone in his room.
I declare under penalty of perjury under the laws of the United States of America that the
foregoing is true and correct.
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Candice Goldstein
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IN THE UNITED STATES DISTRICT COURT
FOR THE NORTHERN DISTRICT OF ILLINOIS
EASTERN DIVISION
Stanley Ligas, et al.,
Plaintiffs,
V.

Felicia Norwood, et al.,
Defendants.

)
)
)
)
)
)
)
)
)

Case No. 05 C 4331
Judge Sharon Johnson Coleman

DECLARATION OF RHONDA ASKEW IN SUPPORT OF THE MOTION OF
PLAINTIFFS AND INTERVENORS TO REQUIRE COMPLIANCE WITH THE
CONSENT DECREE
I, Rhonda Askew, declare as follows:
1.

I have the power of attorney for Joann, a woman with a developmental disability

living at the Association for Independent Development (AID) in Aurora, Illinois. I live at
. I have personal knowledge ofthe facts stated herein and, if
called to testify, I would competently do so. I submit this Declaration in support of the Motion
of Plaintiffs and Intervenors to Require Compliance with the Consent Decree.
2.

Joann is 60 years old and lives in AID's intermediate care facility for the

developmentally disabled (ICF/DD). Both of Joann's parents have died and she has no other
family. In 2011, Joann granted me her power of attorney. I stay in constant contact with Joann
and with her caretakers at AID. Joann has Down Syndrome, is moderately intellectually disabled
and has dementia. She has lived at AID for almost thirty years. Medicaid pays the cost for
Joann to live in the AID ICF/DD.
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3.

I got to know Joann when I was a social worker at AID. I left AID in 2007 and

moved to Kansas City. However I have stayed in touch with Joann. I visit her approximately
once a year and we talk on the telephone regularly.
4.

Until recently, the staff caring for Joann was consistent. They knew Joann and

understood her wants and needs. However, for the past couple of years, there has been increased
turnover of the direct service providers (DSPs) who are responsible for Joann's care. When I
call to check up on Joann, I am always talking to someone different and the person does not
seem to know Joann well.
5.

Consistency and predictability is extremely important to Joann, as it is for most

individuals with Down Syndrome and dementia. The constant change in DSPs caring for Joann
has increased her anxiety and agitation. This has caused Joann to strike out and hit people,
especially her caregivers.
6.

In addition, the constant turnover of staff causes Joann's personal goals to be put

aside. She is supposed to be working on things like writing her own name and other skills that
increase her independence. New DSPs are unfamiliar with Joann's goals and need to first learn
how to care for Joann and the other individuals they are responsible for before focusing on
individual goals. As a result, Joann is losing her skills faster than would otherwise be the case.
7.

I am also aware that AID had to close its therapy pool in an effort to cut costs.

Recently, Joann broke her ankle. The therapy pool would have been extremely helpful in
facilitating Joann's recovery. Because of the lack of physical therapy, it appears that Joann will
now be required to use a wheelchair for the rest of her life. Being in a wheelchair has caused
Joann's skin to break down.
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I declare under penalty of perjury under the laws of the United States of America that the
foregoing is true and correct.

~~·3=---' 2016

3

Case: 1:05-cv-04331 Document #: 665-24 Filed: 04/07/17 Page 1 of 3 PageID #:12638

IN THE UNITED STATES DISTRICT COURT
FOR THE NORTHERN DISTRICT OF ILLINOIS
EASTERN DIVISION
)
)
)
)
)
)
)
)
)

Stanley Ligas, et al.,
Plaintiffs,
v.
Felicia Norwood, et al.,
Defendants.

Case No. 05 C 4331
Judge Sharon Johnson Coleman

DECLARATION OF JAMES GOULD IN SUPPORT OF THE MOTION OF
PLAINTIFFS AND INTERVENORS TO REQUIRE COMPLIANCE WITH THE
CONSENT DECREE
I, James Gould,
1.

d~clare

as follows:

I am the father of a son with a developmental disability and I live at
. I have personal knowledge of the facts stated herein and,

if called to testify, I would competently do so. I submit this Declaration in support of the Motion
of Plaintiffs and Intervenors to Require Compliance with the Consent Decree.
2.

My son is 23 years old and participates in the day program operated by the

Association for Individual Development (AID) at its Elgin Training Center. He started at the day
program eighteen months ago and he also just moved into an AID CILA. Medicaid pays toward
the cost of my son's day program and his CILA.
3.

My son suffered a pre-birth brain injury. My then wife and I adopted him shortly

after birth. No one knows the exact nature of his brain injury. The disability adversely affects
his adaptive functioning in all areas. He does not read, cannot understand the nature and
consequences of significant choices, and requires assistance with or supervision of every aspect
of daily life. In particular, my son is non-verbal. He has limited use of sign language with a

CI-#9588812-v2

Case: 1:05-cv-04331 Document #: 665-24 Filed: 04/07/17 Page 2 of 3 PageID #:12639

vocabulary of about 500 words. However, his sign language is very difficult to understand. A
person needs to know my son and have context in order to understand what my son is attempting
to communicate.
4.

Since my son started at the AID day program, there has been turnover of the

direct service providers (DSPs) at the Elgin Training Center (ETC). Because of my son's
communication difficulties, the inconsistent staffing has been difficult for my son. Staff is
spread thin so no one really gets to know and understand my son's sign language. My son does
use an iPad to communicate, but given the understaffing even my son's direct supervisors have
not been trained to understand what he is saying or know how to help him use it most effectively.
As a result, my son has found it difficult to let them know his wants and needs. This has
increased his :frustration and anxiety.
5.

I was recently told that my son punched someone in his day program. It turns out

that my son was trying to get attention by making vocalizations. But no one understood, because
none of the staff had been in the program long enough to understand my son. As a result he
reached out and touched someone in order to get their attention.
6.

I also do not believe that the day program is the least restrictive environment for

my son. Because of the inadequate staffing, he and the others in the program do not get out into
the community very often. They do go to a local recreation center. However, they do not
interact with non-disabled people. Instead, my son and the others in his day program just stand
around and shoot baskets as a group. When I emolled my son at ETC, I was told that there were
groups of clients who go to various volunteer sites in the community. This is not the case. Only
a very few clients go to a very few sites, since AID lacks the staff to find appropriate sites and to
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take small groups of clients to those sites. ETC even lacks staff to fully utilize on-site facilities
such as an exercise room and a computer room.
7.

In May 2016, my son's name was pulled from the PUNS list for a CILA

placement. My son did not move into the CILA we had selected until the end of August partly
because of the staff turnover at the CILA. We had an initial meeting with the Qualified
Intellectual Disability Professional (QIDP) who would be responsible for my son. But she left
two weeks after the meeting. We were then told that my son's QIDP would be someone else, but
then we were told that she was leaving too. After that, we were also told that the house manager
at the CILA was leaving.
8.

We decided that my son should not move into the CILA until the staff at the

CILA stabilized. With my son's communications difficulties and food allergies, we felt it would
be best for him to not move in until we felt comfortable the staff in the CILA would be around
long enough to get to know my son. In the few weeks my son has been at the CILA there has
been regular turnover of substitute caregivers. In addition, there has often only been one staff
member at the house. This lack of adequate staffing has slowed my son's transition. The one
staff person is consumed taking care of the basic needs of all four residents of the house.
Rotating staff members do not have the time to get to know and understand my son due to his
difficulty communicating.
I declare under penalty of perjury under the laws of the United States of America that the
foregoing is true and correct.

·¥·

z_.<.. ,2016
James Gould
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IN THE UNITED STATES DISTRICT COURT
FOR THE NORTHERN DISTRICT OF ILLINOIS
EASTERN DIVISION
)
)
)
)
)
)
)
)
)

Stanley Ligas, et al.,
Plaintiffs,
v.

Felicia Norwood, et al.,
Defendants.

Case No. 05 C 4331
Judge Sharon Johnson Coleman

DECLARATION OF JOSIE STARKE IN SUPPORT OF THE MOTION OF
PLAINTIFFS AND INTERVENORS TO REQUIRE COMPLIANCE WITH THE
CONSENT DECREE.

I, Josie Starke, declare as follows:
1.

I am the mother of a daughter with a developmental disability and I live at
. I have personal knowledge of the facts stated herein and, if

called to testify, I would competently do so. I submit this Declaration in support of the Motion
of Plaintiffs and Intervenors to Require Compliance with the Consent Decree.
2.

My daughter is 27 years old and participates in the day program operated by the

Association for Independent Development (AID) at its Keeler Center in Aurora. My daughter
has autism and Turner syndrome. She has attended the AID day program since the fall of2014.
Medicaid pays toward the cost of my daughter's day program.
3.

Since my daughter joined the day program, there has been a lot of turnover of the

direct serviceproviders (DSPs) at the Keeler Center. In just two years, there have been four
different people leading the day program that my daughter is in. The constant change in staff has
had an adverse affect on my daughter.
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4.

Consistency and predictability are very important for my daughter because of her

disability. Change, especially change in the staff that is caring for my daughter, causes her to
become very anxious and to act out. It takes at least two months for a new staff person to get to
know my daughter and to understand her needs and desires. It takes about the same amount of
time for my daughter to feel comfortable and form a bond with a new staff person. When that
person then leaves and the process must start all over again, my daughter gets very frustrated and
upset.
5.

The constant turnover ofDSPs at the Keeler Center has caused my daughter to

become agitated and aggressive. As a result she hits others and throws objects potentially
causing harm to herself and others. She has recently thrown a cell phone and a bottle of milk.
When my daughter is agitated, she will hit or thrown anything that is within her reach. It
becomes a very dangerous situation because my daughter is quite strong.
6.

Recently, her agitation and aggression became so extreme that the staff at Keeler

Center had to do a "take down." In this situation, the staff was unable to calm my daughter.
They took her to a calming area, which usually helps, but this time it did not. She starting hitting
her DSP and the DSP called in the crisis team. They took my daughter to the teachers' lounge
and two men had to hold her down. After this experience, my daughter was afraid to go to the
day program. She was afraid that this horrifYing experience could happen again. It took her
over a week to feel confident and not frightened to go to her program.
7.

I strongly believe that the constant turnover of staff at the day program has caused

my daughter's agitation and aggression to become much worse. For about six months, the same
DSP was caring for my daughter at the day program. My daughter had a strong relationship with
her. After this DSP left, my daughter's anxiety and behavior became much worse.

2

I

'

I

1.

Case: 1:05-cv-04331 Document #: 665-25 Filed: 04/07/17 Page 3 of 3 PageID #:12643

I declare under penalty of perjury under the laws of the United States of America that the
foregoing is true and correct.

,.-. I"- ._. .f.., '2016
':LefL,
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IN THE UNITED STATES DISTRICT COURT
FOR THE NORTHERN DISTRICT OF ILLINOIS
EASTERN DIVISION
)

Stanley Ligas, et al.,

)
Plaintiffs,

)
Case No. 05 C 4331

)

)

~

)
Felicia Norwood, et al.,

Judge Sharon Johnson Coleman
)

)
Defendants.

)

DECLARATION OF DAVID WASillNGTON, JR. IN SUPPORT OF THE MOTION OF
PLAINTIFFS AND INTERVENORS TO REQUIRE COMPLIANCE WITH THE
CONSENT DECREE
I, David Washington, Jr., declare as follows:

1. I am the father of a son with a disability and I live at
. I have personal knowledge of the facts stated herein and, if
called to testify, I would competently do so. I submit this Declaration in support of
the Motion of Plaintiffs and Intervenors to Require Compliance with the Consent
Decree.

2. My son is 36 years old and lives in a community integrated living
arrangement (CILA) operated by EP!C in Peoria, Illinois. My son has autism, is
developmentally disabled, and has an anxiety disorder. He has limited verbal skills.
He speaks in only a limited number of one-word phrases (such as "eat, eat, eat"), and
his articulation is so poor that even those words are difficult to understand. He has
lived at EP!C for 15 years. Medicaid funds the cost of my son living in the EP!C
CILA.

3. I am aware of some of the steps that EP! C has taken in an effort to cut
costs in order to deal with the insufficient Medicaid funding received from the State
oflllinois. Until June of this year, my son lived in a four-person CILA. EP!C has
been consolidating and increasing the capacity of its CILAs in order to cut costs.
Consolidating and increasing the capacity of its CILAs allows EP!C to have more
residents attended to by fewer staff. In June, my son moved to a different EP!C CILA
that had six residents. It is my understanding that my son's CILA will soon be
increased to eight residents in order to further cut costs.
4. Moving my son to a home with more residents is very confusing to him. I
am very concerned for his safety and the safety of the other residents because it is
much more difficult for a single staff person to adequately supervise eight individuals
with significant developmental disabilities or even six, rather than four.
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5. With my son in particular, because of his autism and anxiety disorder,
living with more individuals is more challenging. It can cause increased anxiety
which, in turn, causes him to retreat to his room. He spends much more time by
himself in his room, rather than socialize. Larger groups are very difficult for him.
6. I have also noticed that in the last couple of years, the turnover of staff at
EP!C, especially the direct care staff, has increased dramatically. This also has been
very difficult for my son and harmful to him.

7. Routine and predictability is extremely important for my son, especially
with his anxiety disorder. When there is a constant change in the staff that takes care
of his personal needs, staff that he does not know and who do not know him, he
becomes very anxious, fearful and frustrated.

8. Staff must assist my son in bathing. It is important that my son know the
person who is taking care of him and that the person know my son and his particular
wants and needs. Because of my son's very limited verbal skills and his poor
articulation, it is very difficult for new staff to understand him. From my experience,
it takes about three to four months for a staff person to get to know and understand
my son and for my son to be comfortable with the staff person. With the increased
turnover of direct care staff at EP!C in the last few years, it seems that as soon as a
staff person gets to know and understand my son and my son feels comfortable with
him, the staff person leaves and my son must start the process all over again of
getting to know a new person. When my son tries to express his needs and desires to
the new person, but the staff person does not yet understand him, my son,
understandably, gets very frustrated. Again, the result is my son stays in his room by
himself, rather than socialize with the others in his house.
9.

I have also noticed that in order to cope with staff shortages, EP! C has
asked its staff to work a lot of overtime, asked supervisory staff to fill in as direct care
staff, and has moved staff from one house to another to fill in. The result is that the
people caring for my son are often fatigued and stressed and do not know my son well
enough to understand his needs and preferences. Staff also have their hands full just
meeting the most basic needs of the residents and getting the basic tasks oflaundry,
bathing, and cooking done. They don't have the time, energy or experience to
provide the personalized care that my son and the other residents need.

10. Community outings have also suffered as a result ofthe increased
turnover of direct care staff in the last few years. It takes more staff and more
experienced staff to safely take a group of individuals with developmental disabilities
into the community. My son used to get out into the community at least once a week.
This year, with more residents in his home and high staffturnovcr, my son gets out
into the community only once or twice a month. I estimate that my son's community
outings have decreased by 50% or more in the past year.

11. My son loves activities in the community, including walks in the park,
sports, swimming, movies, and restaurants. However, EP!C can no longer provide
my son with these activities with the same frequency as a few years ago due to staff
turnover and shortages. Such outings were very beneficial for my son because they
kept him active and they maintained and improved his social skills. Now, he spends
most of his time in his home watching TV in the common area or often alone in his
room, and he is bored. He is also more anxious and frustrated because he does not
get to do the things that he wants to do.

12. I know EP!C is trying the best it can to provide good care for my son.
However, it is being severely limited by insufficient funding from the State of
Illinois. The poor funding from the State is having a severely detrimental affect on
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my son as described above.
I declare under penalty of perjury under the laws of the United States of America that the
foregoing is true and correct.
.3 ' 2016
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