Illinois Nursng Homes as Care Providersfor Mentally Ill:
How Did We Get Here?

There were nearly 125,000 young and middle-agedsdith mental iliness living in nursing homes IretUnited States
in 2008; that is up from 89,000 people in 2602Additionally, in a nationwide survey, only 20% mursing facilities
offered a performance quality review of their méhkealth care and patient outcomes, and 62% reptnsd they have run
into significant challenges treating mentally ildividuals in a nursing home settihgMixing populations of mentally ill
persons with the elderly and other physically disdipersons in nursing homes presents potentigetario all concerned,;
significant strain is placed on the facility's atyilto treat mental illness properly and to offeratjty care to elderly and
physically disabled nursing home residents.

Of the 125,000 young and middle-aged adults wittalgliness living in nursing homes in our countty,736 of these
individuals, or 10%, live in lllinois’ facilitie$. lllinois cares for more persons with mental i#sén nursing homes than
any other staté.In October of 2009, lllinois Governor Pat Quirmriied the Nursing Home Safety Task Force in respons
to reports of frequent violent episodes in lIllinoisrsing home facilities between mentally ill resits and physically
confined residentsWhile mental illness and violence are not direciyrelated, in many settings if serious psyctaatri
disorders are not properly treated, behavioral $gmp can become problematic.

In evaluating these conditions in nursing homegs itnportant to take a step back and look at howsing homes have
become care providers for such a large proportfdhementally ill population. Following is an tasical assessment of
how people with mental illness are cared for in thted States and factors that have contributdtlitois’ reliance on
nursing homes to house younger individuals with taldtiness.

Basic Background of Deinstitutionalization
Several primary factors have lead to the shifthiigsophy from providing care for persons with narfiness in mental
institutions to that of providing mental health\sees to people in the community.

e Advancesin Psychotropic Drugs (19509)
0 Psychotropic drugs introduced: drugs did not cusgchosis, but enabled people to manage their
psychotic symptoms.
o The numaber of people with mental illness who weeerded eligible to live voluntarily on their own
increased.

e Right to Treatment and Right to Liberty Litigation (1960-2000)

o During the 1960s and into the 1970s the underlyielief in legal circles was that patients with naént
illness have “a right to treatment” which requitieat mental health treatment be administered ilethst
restrictive manner.

o0 Regardless of whether treatment is voluntary, whscpreferred, or involuntary, specific criteria nee
established for acceptable treatment.

0 Relevant court rulings include:

e 1966 -Rouse v. Cameron (District of Columbia): The court ruled that therpose of involuntary
hospitalization is treatment, not punishment. réatment was inadequate or otherwise
inappropriate, conditional or unconditional releas®y be appropriate.

e 1971 -Wyatt v. Stickney (Alabama): The court established the precedena faght to treatment
to be found within the #4Amendment, denying imprisonment without due prsce$he case
set forward several assertions: an individual'erip is drastically curtailed as a part of civil
commitment; an individual is committed without tpeocedural safeguards of the criminal
process; due process requires that he/she recenle tseatment as will give him/her a
reasonable chance to be cured; and commitment wtithiper treatment is also considered
cruel and unusual punishmént.

e 1975 - Youngberg v. Romeo (U.S. Supreme Court): The Supreme Court held tat
involuntarily hospitalized patient was only entitl® that amount of treatment required to assure
his freedom from unnecessary restraint and prelengessault inside the institution.

e 1999 -Olmstead v. L.C. and E. W. (U.S. Supreme Court): The Supreme Court ruled uhder
the Americans with Disabilities Act states shoulkel tequired to place patients in the least
restrictive setting; in this case, nursing homesewacluded. The ruling specifically advised
that anyone who was willing and able to live in teenmunity must have that optidn.
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e The Shift from State Funding of Mental Health Care to Shared State and Federal Responsibility
0 1965, “Medicaid IMD Exclusion” enacted a Medica&M prohibiting federal financial participation for
health services provided to individuals ages 164avho are patients of an institution of mentakdse
(IMD). Essentially this regulation made patiemsligible for Medicaid while residing in state maint
institutions (IMD’s), even if the care that thegeesed was related only to their physical health.

o An IMD is defined as a hospital, nursing facilityt other institution of more than 16 beds that is
primarily (over half) engaged in the treatment efgons with mental iliness. This definition isaneto
favor the establishment of small scale communitjiifes '

o Traditionally, care for persons with mental ilinegas a state responsibility, but as maintenanctadé
mental institutions became more and more costly lassl frequently utilized, states began to dissolve
their role in administering mental health care bgucing admissions to state hospitals and moving
people who were not considered dangerous to theessealr others out of the facilities. This, in
combination with the institution of the Medicaid IMExclusion, drastically changed the states’ rale i
provision of mental health services.

0 As part of this adjustment, states were divided mggional funding areas with central governanag an
funding structure supported by federal and statgesys. This shift symbolized the beginning of astic
move away from state-centered control for the aafrehe mentally ill to one that was shared in
community settings between state, federal, countiacal governments.

0 According to the IMD definition, nursing homes whimaintain a patient base below the 50% mentally
ill population threshold are able to accept ment#lllindividuals and provide basic in-patient hongy
health care, and mental health services, and regaiyment for services with a federal Medicaid imatc
By keeping the percentage of nursing home patiwittsmental illness below 50%, the financial burden
of caringlfzor persons with mental illness is shavetiveen the state and the federal governmentghrou
Medicaid.

National Conseguences: Mentally 11l Turn to Nursing Homes with Increasng Freqguency
e Beginning in the 1960’s, mental hospitals beganrkiming drastically. By 2000, 115 of the 350 statental
hospitals nationally had been closéd.

e As a consequence of the changing standards inmeeatin mental hospitals many sought admissionutsing
homes over mental hospitals. Most, if not all, oldeentally ill patients who were not able to livedependently
were transferred to nursing horés.

e By 1974, approximately 85,000 individuals had bd&ectly transferred from mental hospitals to nigshomes.
In 1977, approximately half of the 1.3 million nimg home residents across the country had a pripgyghiatric
diagnosis. By 1978, the number of mentally ill qmrs confined in nursing homes exceeded the nuwier
mentally ill in mental hospitafS.

e The deinstitutionalization of mental hospital resits to nursing homes represents movement froninstigution
to another; trans-institutionalization.

National Reform L aws Concer ning Per sonswith Mental I1lness Receiving Carein Nursing Homes
e In 1966, 90% of nursing home administrators saat they would accept depressed, confused, withdramwn
disoriented patients, even if they could not feedress themselves. Concerns grew as to whethse facilities
were equipped to provide an adequate level of rhérgalth care for such patients because nursingeBom
frequently sent unmanageable patients with melinassis back to mental hospitafs.

e Several studies completed in the late 1960s redeéaddequate staffing levels and inappropriateléegémental
health assistance in many nursing home faciltfies.
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In 1977, as a response to mental health inadecutae arose due to deinstitutionalization, theidad Institute

of Mental Health launched its Community Supportdfams (CSP). Highlights of the CSP mission included
helping states and communities move resources frtitutions to the community; collaborating witther
Federal agencies to affect knowledge disseminadiuth systems change; and establishing communityosupp
systems (a network of services and supports fogusinempowerment and leading to recovéty).

In 1986, the Institute of Medicine (IOM) producedtady entitled “Improving Quality of Care in Nungi Homes”
which specifically addressed issues amongst mgriliatiursing home residents.
o The report alluded to safety concerns for the divetasing home resident population.
o Notably, the report acknowledged the strong effieat Medicaid payment policies have on the prowisio
of mental health care in nursing homes.
o The report also emphasized the importance of eagiuy proper training and staffing levels for those
treating mentally ill patients in nursing hom&s.

In 1987, the IOM report triggered the enactmenthe Omnibus Budget Reconciliation Act of 1987, whic
identified steps towards significant reform in rmgshomes. Under this law, Congress created a Emigsion
Screening and Annual Resident Review (PASARR) @nogra set of regulations that officially went irgffect
January 29, 1993.

0 The regulations required preadmission mental heslthenings for new residents of nursing homes; an
annual review of resident mental health and nurkioge treatment of mentally ill; prohibited use of
physical restraints for discipline or conveniergegduction in the over-use of antipsychotic mdaos;
and made recommendations related to increaseahbnigyl and training of nursing staff.

0 A 1996 amendment no longer required the Annuald®esiReview, but required Resident Review in the
case of significant mental or physical health clemngrhe resulting Pre-Admission Screening and
Resident Review (PASRR) program is the currentrildeandate?°

Recently, the effectiveness of the PASRR screer@ggirements has been evaluated and critiqued:

0 A 2006 survey conducted in all 50 states and th&rioi of Columbia indicated varying levels of
compliance with PASRR screening requirements wisitéres.

o Further, the PASRR process does not ensure thaingunome residents, once admitted, receive proper
mental health attention; this is considered tohgertursing facility’s responsibility. With Medichoften
covering only basic psychiatric services and sigftapacity limited, many mentally ill patientsusjgle
to receive care despite PASRR requireménts.

Concern for NursingHomesas Primary Care Providersfor Persons with Mental 1lIness

Since 1980, lllinois has closed seven state runtahéospitals, significantly contributing to thede numbers of
mentally ill lllinois residents residing in nursingmes. Currently, lllinois has only 1,480 puliliaspital beds
dedicated to serving persons with severe mentaésf; for many, nursing homes serve as the onlg car
alternative?”

In 2009, lllinois nursing homes provided care foe tmost mentally ill individuals under the age 6oy US
state; in total, 12,736 mentally ill persdtis.

In 2005 lllinois ranked first in the nation for aittimg the most severely mentally ill out of tota¢w nursing
home admissions at 3.7% of admissions; with Califo(3.5%), Louisiana (3.4%), and Missouri (3.4%gsely
following.?*

According to data compiled by the lllinois Departrhef Public Health in conjunction with the U.S.r@er for
Medicare and Medicaid Services, people with a prynadagnosis of mental illness now comprise momntt5
percent of the state's 92,225 nursing home residént

Because of several recent incidents that have detatawide and national attention, some lllinoissing homes
have become known for disruptive behavior and vicdeamong residents. There are a total of 3,000icted
felons in lllinois nursing homes—including 82 cocteid murderers, 179 sex offenders and 185 arméxbrsis
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e Criticism continues as lllinois now faces a clastiom lawsuit, Williams v. Blagojevich, allegingahhousing
mentally ill in IMD nursing homes is a violation tife Americans with Disabilities Act because indiéls with
mental illness are unnecessarily confined to IMEithout adequate access to community-living optfdns

o The plaintiffs are represented by Equip for Eqyalitccess Living, the ACLU of lllinois, the Bazelon
Center for Mental Health Law, and the law firm Kakd & Ellis.

e Beginning July 1, 2002, subpart S was includechan 77 lll. Adm. Code 300: Skilled Nursing and Imbediate
Care Facilities, “Providing Services to Person$iderious Mental llines$® Subpart S addresses the assessment,
reassessment, treatment plan, requirements otitilesilpsychiatric rehabilitative services, disdeaplans, work
programs, community based rehabilitation programs ersonnel involved with care of persons with talen
illness in nursing homes.

e In 2005, the state initiated lllinois code 89 Aldm. Code 145 establishing a demonstration pr@ewng nursing
care facilities that primarily serve persons wighrere mental iliness.

0 The intent of the demonstration project was tovaltaursing facilities to specialize in the treatment
mentally ill patients and focus their resourcespooviding psychiatric rehabilitation services iresteof
focusing on catering their services to avoid bailagsified as an IMD, and thus losing federallychatl
Medicaid funding?’

0 The project tracked and assessed the number ofathyeitit patients in nursing facilities throughotite
state and assessed when nursing centers exceed@dDithreshold. Through the course of the prgject
if a nursing facility qualified as an IMD, the stateimbursed the facility to continue the mentad!the
services it was once providing, eliminating therfeé losing Medicaid funding. The demonstration
project concluded on June 30, 2007 at the endeofithnt period®

e To continue the state’s effort to focus on caretf@ mentally ill, the lllinois Department of Hum&ervices
reported that it is continuing its 2008 Mental Hledhitiative to ensure quality services and seg8ifor the care of
persons with mental illnedS. The Initiative included several new components:

0 Ensuring correct coding and documentation of ses/movided under the new payment rules for nursing
facilities, including those components connectedh® provision of services to people with serious
mental illness.

o0 Working with the Division of Mental Health to plamd implement the mental health components of the
Money Follows the Person Demonstration project,agept to reduce institution-based care.

Conclusion

lllinois’ reliance on caring for persons with meniiness in nursing homes stems from a complicabéstory of
deinstitutionalization, mental health systems clean@nd law suits at the state and national levAlthough originally
designed to care for persons with physical headtbds, nursing homes care for persons with mentdthheeeds, too.
lllinois has the responsibility to assure a safeiremment in which nursing home residents can lised where
rehabilitation services for both physical and mkehealth needs are available to each resident.levoe, disorder and
abuse are unacceptable and all the more distuxtmegn caring for vulnerable populations. Througé Mursing Home
Safety Task Force, Governor Quinn has taken tsedteps towards evaluating what is necessarysto@shat people who
live in nursing homes are safe. As the state méwegard in addressing the needs and safety coeagdrnursing home
residents, it is essential to approach the sitnafigstematically and implement evidence-based isalsit lllinois is
working towards reforming its long-term care systenprovide more home and community based serviterts for all
populations, including people with mental illnesklowever, we must also ensure that people with ahelhess who
choose or require institutionalization in settisggeh as nursing homes are not only safe but regeigbty mental health
services, oversight, and care.
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