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THEREG NO PLACE LIKEHOME:

Recommendations for Improving the
Quality of Lifein Adult Homes Serving
People With Mental Illness

EXECUTIVE SUMM ARY

As New York State decreased the size of its large State Psychiatric Hospital system, it
increasingly relied on adult homes to provide housing and support for people with mental
illness. Currently, 11,000 people with serious mental illness reside in adult homes. They
comprise 30% of congregate community housing for people with mental illness. Four out of ten
persons living in adult homes have a mental illness.

Over the years, many individuals and groups have decried the deplorable conditions in some
adult homes, especially those serving people with mental illness. In response, New York passed
laws and regulations to assure quality housing and support services. Despite these efforts, New
York State failed to adequately examine the needs of people with mental illness living in adult
homes and to develop adequately funded and appropriate services to meet their needs.

In March 1999, the State Communities Aid Association (SCAA) and the National Alliance for the
Mentally Il in New York State (NAMI-NYS), in conjunction with Senator Thomas Libous and
Assemblymember James Brennan, hosted “Finding Solutionsthat Work,Oa symposium on adult
homes serving residents diagnosed with mental illness. After the symposium, a stakeholders
work group was formed to develop recommendations for improving the quality of life in adult
homes serving people with mental illness.

The work group makes the recommendations in this report to improve planning, oversight,
financing and coordination by and among the state agencies responsible for monitoring adult
homes serving residents with mental illness. The recommendations also address ways to
increase resident involvement in adult home life. This work needs to continue. The work group
urges the New York State Legislature to create a Stakeholders Advisory Committee to continue
to develop and monitor adult homes serving people with mental illness.

Adult homes can provide low-cost supervised housing for people with physical and mental
disabilities and should be viewed as an integral part of the continuum of housing options for
people with mental illness. In past years, New York increased its investment in more community
housing options for people with mental illness. Those efforts are laudable; however adult homes
will remain a significant source of housing for the mentally ill. New York State, along with
industry providers, mental health providers, consumer advocates and others, must provide the
vision and the commitment to create an environment and a program of services, which support
the people living in adult homes so that they can live in their communities with dignity and

health.
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BACKGROUND

The state’s 453 licensed adult homes are home to over 28,000 New Yorkers. Licensed by the New
York State Department of Health (DOH), adult homes provide housing and supportive services
for people who are unable, due to physical and/or mental disabilities, to live independently.
Approximately 11,000, or nearly 40%, of those living in adult homes have a diagnosis of mental
illness. Although originally designed for the old and the infirm, the number of people with
mental illness residing in adult homes has increased 27% since 1979.

Most people with mental illness live in homes where at least 25% of the residents have a mental
illness. The Department of Health and the Office of Mental Health refer to these homes as
impacted homes.! In the past twenty years, the number of adult homes, where at least 25% of
the residents have a mental illness, has increased while the total number of licensed adult homes
has decreased. In the majority of homes serving the mentally ill, over 40% of the residents have
a mental illness.

According to the Office of Mental Health, the characteristics of an adult home resident varies
depending on whether or not the person lives in a home with a large population of people with
mental illness.

' The “typical” resident of an adult home with few mentally ill residents is a white female
between 75 and 84 years of age.

' In contrast, residents of homes with large numbers of people with mental illness are
generally younger, male and more likely to be from a minority population.

Approximately 3% of persons in homes with few mentally ill residents are younger than 65
years of age, compared to 69% of the residents in homes with large numbers of persons who are
mentally ill.

The “typical” person with mental illness residing in an adult home today is likely to be a male,
under age 65. Most of the mental health services utilized by residents are clinic and day
treatment programs primarily focused on treatment and management rather than
empowerment and recovery. Only 1% of residents are able to access sheltered work or
supported employment programs. There are few services available for residents experiencing
an alcohol and/or substance abuse problem. In times of crisis, residents are often hospitalized
without receiving any therapeutic intervention before the hospitalization.2

Most often people with mental illness move into adult homes after a hospitalization. Many have
complex physical as well as mental disabilities that necessitate the supportive living
environment and supervision that an adult home provides. Often, people are referred to adult
homes because other housing alternatives, especially those licensed and funded by State Office
of Mental Health (OMH), are unavailable at the time of discharge or are inappropriate for the
person being discharged.

1 Many find “impacted homes” to be a disparaging term. This term will only be used in the recommendation
section in order to save space.

2 Delivery of Mental Health Services to Individuals in Adult Care Facilities. OMH, April 1999.
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Adult Homes Challenged by Serious Problems for Years

While there are homes that provide adequate, and sometimes exemplary, care for their residents,
the adult home industry has long been challenged by serious and deep-rooted problems. In
1977, Charles Hynes, Deputy Attorney General, issued a report entitled Private Proprietary Homes
for Adults depicting deplorable conditions, unscrupulous financial practices and mistreated
residents in many adult homes. This report also highlighted the special needs of residents with
mental illness and how limited state funding contributed to the distressing conditions in many
of the homes serving the poor and the mentally ill.

In the wake of the Hynes report, legislation and regulations were developed to improve the
conditions in adult homes. Legislation requiring the joint visitation and inspection by the Office
of Mental Health and the Department of Social Services was enacted in 1977 to address the
special needs of people with serious mental illnesses residing in adult homes.

In 1979, the Department of Social Services (the agency responsible for adult home licensure at

the time) commissioned a report from Welfare Research, Inc. (WRI) entitled Surveyof the Needs
and Problemsof Adult Home Residentsin New York State Their survey provided detailed

information on the characteristics of the people residing in adult homes and highlighted the

need for more case management and supportive services for residents with mental illness (see

Appendix B for executive summary). Subsequently, the Department of Social Services

developed a plan of action to address those problems (see Appendix C for the

recommendations).

In 1990, in response to a request by the New York State Legislature, the Commission on Quality
of Care for the Mentally Disabled (CQC) reported on the effectiveness of the joint visitation
program in regulating and monitoring adult homes serving people with mental illness (see
Appendix D for report recommendations). The similarity between the Hynes report and the
CQC report is striking. The CQC report, Adult Homes Serving Residents with Mental llinessund
a significant number of homes with serious deficiencies that adversely affected the day-to-day
living conditions, safety, supervision and health of residents.

In 1996, New York State implemented the Quality Incentive Payment (QUIP) Program to
improve the physical plant in adult homes. QUIP is the first and only direct subsidy the state
pays to adult home operators. Payment of QUIP to an adult home operator is based on their
compliance history with DOH standards. Funding has totaled between $1.5 million and $2.5
million per year. Since its inception, concerns have been expressed about the inadequacy of
funds available through QUIP, poor oversight of expenditures and whether or not homes
receiving QUIP funds meet DOH standards. In the 2000-2001 NYS Budget $6 million was
included for QUIP although no additional provisions for accountability or resources for
residents were included.

In 1997, the New York State Legislature requested the Office of Mental Health to undertake a
study of the delivery of mental health services to residents of adult homes. This report,
completed in 1999, also includes recommendations for enhancing the coordination and delivery
of mental health services to residents of adult homes (see Appendix E for the recommendations).
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Finding Solutions That Work

In March 1999, the State Communities Aid Association (SCAA) and the National Alliance for the
Mentally Il in New York State (NAMI-NYS), in conjunction with Senator Thomas Libous and
Assemblymember James Brennan, hosted “Finding Solutions that Work,” a symposium on adult
homes serving residents with mental illness.

For many, the symposium provided the first opportunity to hear a variety of perspectives on the
adult home model for people with mental illness. The audience of more than fifty included
adult home operators, family members, mental health providers and other mental health
advocates, as well as state and local government officials. Although outlooks differed, all were
united by the common goal of providing high quality service for people residing in adult homes.

Those attending the symposium acknowledged that while the situation has improved over the
past ten years, the quality of life in some adult homes remains distressing. Sadly, many of the
problems today are identical to those found in reports completed over the past twenty years:

' Funding mechanisms fail to support services and activities essential to providing high
quality residential and mental health services.

I Limited resources for enforcement of state regulations continue to contribute to the poor
quality of life in adult homes.

' Service fragmentation and an absence of focus on outcomes and performance have
limited the effectiveness of mental health services for persons diagnosed with mental
illness residing in adult homes.

' Many residents of adult homes continue to feel powerless over the conditions that
determine the day-to-day quality of their lives and they often lack advocates to protect
their rights.

' Few adult home residents with mental illness have an opportunity to work or participate
in community activities.

After the symposium, SCAA and NAMI/NYS convened a stakeholders work group to develop
and promote policies to improve the quality of life for residents of adult homes serving people
with mental illness.

Stakeholders Work Group

Members of the work group included representatives from adult homes, mental health
providers, local mental hygiene directors, social service commissioners, legal advocates, family
members and advocates for the mentally ill. In addition, staff from the Department of Health
(DOH), Office of Mental Health (OMH) and Commission on Quality Care for the Mentally
Disabled (CQC) provided significant technical assistance to the work group and its
subcommittees. The work group met over several months, working through four sub-
committees:

' Planning

' Oversight

' Coordination and Service Delivery
' Financing
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RECOMMENDATIONS

The Stakeholders Work Group strongly recommends that the efforts they began continue. The
work group urges the New York State Legislature to create a Stakeholders Advisory Committee
to continue to develop and monitor planning, oversight, service delivery and financing of adult
homes serving people with mental illness. This committee should work with DOH, OMH, and
CQC and should include stakeholder representation at least as broad as that of this work group.
Specific tasks for the Stakeholders Advisory Committee are included in the recommendation
section of this report.

Planning Committee

Planning is an important tool in the development of services for people with mental illness
benefiting both the residents and operators of adult homes. Planning activities build
partnerships in decision-making and help develop a sense of community. Planning should
occur at all levels; the individual adult home, the local Community Services Board3 and the state
agencies which license or certify the operation of adult homes and the mental health services
provided there and at other locations.

Adult homes and the needs of their residents are largely excluded from current state and
community planning activities. An example of New York State’s failure to adequately address
the needs of people with mental illness living in adult homes is the Assisted Living Reform Act
(S. 5982), presently before the New York State Legislature. This legislation encourages the
development of a variety of options so that physically disabled and elderly residents can “age
in place” in an Assisted Living Facility. Adult homes that qualify can become an Assisted Living
Facility and receive enhanced Medicaid rates to support more services for residents. However,
in order to qualify as an Assisted Living Facility, only 40% or less of the resident population can
be diagnosed with a mental illness. Homes with large populations of persons diagnosed with a
mental illness will be classified as a residence for adults and will not receive any additional
funds.

The Assisted Living Reform Act completely fails to address the housing and support service
needs of people with mental illness residing in adult homes. The bill also denies people with
mental illness the opportunity to age in place. As written, this will provide operators of adult
homes with a clear incentive to reduce the number of persons diagnosed with mental illness in
their facilities in order to qualify as an Assisted Living Facility.

Additionally, the legislation may be in conflict with the Americans with Disabilities Act of 1990.
A recent Supreme Court decision, Olmstead v. L.C. ex. rel. Simring, held that public entities,
including states, must administer programs in the most integrated setting appropriate to the
needs of individuals with disabilities.

3 Every county in New York State is required by law to have a Community Services Board to advise local
commissioners of mental health and to assist in the preparation of annual plans for mental hygiene
services in the county.
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Planning committee recommendations focus on mechanisms to ensure appropriate planning at
the state, local and individual home levels:

The New York State Legislature should include the needs of people with mental illness
in any legislation that impacts adult homes. Specifically, current pending legislation
known as the Assisted Living Reform Act should be amended to address the housing
needs of people with serious mental illness residing in adult homes in such a way that
they are able to age in place and remain in the most integrated setting appropriate to
their needs.

The Stakeholders Advisory Committee should engage in ongoing long-term planning
and services development for the residents of adult homes in which 25% or more of the
population has a mental illness. Data collected should enable OMH and DOH to provide
a description of residents of adult homes with a mental illness, including referral sources
and medical and mental health service needs. The confidentiality of all individuals about
whom information is collected must be strictly maintained. The aggregate information
should be shared with the New York State Legislature, state agencies and local
communities.

DOH and OMH should work together to collect and disseminate data on the population
of people with mental illness who are residing in adult homes to support long-term
planning and services development.

OMH should identify residents of adult homes as one of the target populations whose
needs should be addressed in annual plans developed by local Community Services
Boards.

Local Community Services Boards, in communities where adult homes in which 25% or
more of the population has a mental illness are located, should include both residents
and adult home providers.

Local Community Service Boards should solicit input from adult home residents,
operators and service providers when developing local plans.

Adult home and mental health providers should work together to include residents in
planning activities. Examples of planning activities include:

¢ Creation and development of a home-like atmosphere.

® Decisions as to what supportive services are offered in the adult home.

e How QUIP funds are to be used.

* Development of social and recreational programs, which residents will enjoy.
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Oversight Committee

Oversight of adult homes is dispersed throughout state government. DOH began licensing adult
homes in 1998 after assuming this responsibility from the former Department of Social Services.
OMH licenses the mental health services provided to residents in mental health homes.

Additionally, Chapter 669 of the Laws of 1977 requires joint visitation and inspection by DOH and
OMH in adult homes with a significant number of persons with mental illness and allows OMH
to propose supplementary standards for these homes. There currently exists a Memorandum of
Understanding (MOU) between OMH and DOH for joint inspections, that states:

“OMH shall participate in the inspection of adult care facilities with a significant
number of mentally ill persons. Such participation shall occur after DOH notifies
the appropriate OMH...office that after inspection there appear to be issues
related to the quality and delivery of services to mentally ill persons...”

In fact, New York State law requires joint inspections as a part of the yearly inspection process
because of concerns about quality. Accordingly, the language in the MOU needs to be reviewed
for compliance with the law.

CQC administers the Adult Home Advocacy Project providing legal and non-legal advocacy
assistance to residents with mental illness in adult homes in New York City and on Long Island.
CQC also provides independent oversight of all mental hygiene programs in the state. In
addition, three different committees in the New York State Legislature have some oversight
responsibility for adult homes.

While many adult homes have improved their operations and physical plant, there remain a
number of homes with serious deficiencies. The Oversight Committee was particularly
concerned about the number of homes that continue to operate despite repeated deficiencies
cited in inspection reports. Weakness in enforcement puts vulnerable residents at great risk.
Further, failure to deal with such problems gives the entire adult home industry a black eye.
Oversight Committee recommendations focus on improving inspection and enforcement,
especially DOH and OMH joint inspections, and oversight of QUIP funds.

' The New York State Legislature should:

e Significantly increase the amount of QUIP funding for one year as part of an overall
program to significantly improve adult homes provided accountability for those
expenditures is improved. (This recommendation was developed based on the 1999-
2000 QUIP $2 million.)

e Improve accountability for QUIP expenditures as part of the experiment by
requiring:

Resident input on how to spend QUIP funds in their own home.

DOH to monitor QUIP utilization during annual inspections to ensure
consistency with plans submitted to DOH.

Adult home operators to maintain a record of QUIP expenditures.

Provide resources to DOH to enable them to monitor QUIP.
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I’ The Stakeholders Advisory Committee should develop:

Eligibility criteria for distribution of QUIP funds to adult homes.
A standard questionnaire to measure residents understanding of their rights.4

' DOH and OMH should work together to:

Conduct joint inspections of adult homes on a regular basis as required by 18
NYCRR, sec. 485.3. The joint inspection need not occur simultaneously. The OMH
and DOH Memorandum of Understanding calls for joint inspections only after DOH
notifies OMH that there appear to be issues related to the quality and delivery of
services to mentally ill persons. This recommendation would bring OMH and DOH
into compliance with state law. OMH and DOH should use joint inspections to:

Share information and address concerns surfaced during joint inspections.
Identify areas to target technical assistance efforts.

Ensure that mental health providers and adult home providers exchange
information, strictly guarding confidentiality, about resident issues or problems
in accordance with 18 NYCRR, 487.7 (7)(2)(iv.).

I OMH should:

Require mental health teams to articulate the purpose behind their practices and
policies: to support empowerment, recovery, and individualized, culturally
competent care.

Determine if mental health practice is consistent with these principles during
inspections.

Examine treatment plans of 10% of the adult home population receiving mental
health services and hold confidential meetings with the individual residents to
determine if the treatment plan is appropriate and being followed.

Meet confidentially with Resident Council representatives and any individual
resident wishing to meet to discuss their mental health services.

Confer with adult home administrators after or during the inspection process to
receive their input on mental health services. This communication must not breach
any privileged communication between a resident and his/her mental health
provider.

Ensure that all mental health case managers meet the minimum qualifications
established under 18 N.Y.C.R.R. Sec. 487.9(d).

Ensure that all mental health providers receive training on residents’ rights under
Social Services Law and Regulations and inform residents of their rights.

I DOH should:

Rigorously pursue enforcement — in an expeditious manner — against all homes that
have a demonstrated pattern and practice of substantial noncompliance as evidenced
by the regional inspection report.

Impose increased civil penalties against homes that have been subject to repeated
enforcement for a three-year period.

4 Gee appendix for sample Residents’ Rights Measurement Instrument.
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¢ Continue efforts to develop, articulate, implement and assess a plan to promote
uniform inspections throughout New York State.

e Conduct frequent inspections of all homes that have repeated deficiencies.

e Require inspectors to attend training sessions. Residents and adult home
administrators should have input into the training curriculum.

e Send a copy of the inspection report to the home’s Resident’s Council.

e Work with the Social Security Administration to ensure the residents receive
retroactive payments and monitor those payments during annual inspections to
ensure that the funds were properly distributed.

* Review the approach to negotiation and imposition of civil penalties to ensure their
impact as a deterrent to continued misconduct and that, when applicable, they are
used, with resident input, to improve the quality of life in the home.

* Meet with residents privately to complete the Residents Rights Measurement
Instrument to be developed by the DOH/OMH/CQC Stakeholders Advisory
Committee.d

Coordination & Service Delivery Committee

The Coordination & Service Delivery Committee recommendations seek to expand the range of
rehabilitative and recovery-oriented services, improve the overall quality of services and
increase and improve communication between adult home operators and mental health
providers. Recommendations include:

' The New York State Legislature should:

e DPass legislation and require regulatory changes to improve medication provision in
adult homes. Changes should focus on funding, staff qualification, training and
accountability in medication provision.

e Fund an adequate and appropriate number of adult home staff to meet resident case
management needs.

I' The Stakeholders Advisory Committee should develop:

* A standard referral package for adult homes.

* Release of information procedures to improve coordination and service delivery and
encourage coordination and sharing of information between adult home and mental
health providers.

¢ Collaborative training initiatives.

* A model adult home program to serve as a Center for Excellence providing adult
home providers with the opportunity to learn about and implement new models.

' DOH and OMH should work together to:

e Sponsor an annual best practice conference for adult home providers, mental health
providers and residents.
* Ensure that all referral sources receive a copy of the DOH “Do Not Place list.”

5 See Appendix F for draft questionnaire.
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e Train referral sources on appropriate referrals, including adult home providers in
such training.

* Provide collaborative training across all systems.

e Develop a viable dispute resolution process between adult home providers and
mental health providers.

e Ensure technical assistance is provided to adult home operators on accessing mental
health resources on behalf of their residents.

! OMH should:

e Include adult homes in OMH’s Best Practices Pilot.

* Add specialized consultation to the array of services that providers can offer to adult
homes.

¢ Encourage development of Peer Support and MICA-Double Trouble Groups on site
in adult homes.

e Target new supported housing units to residents of adult homes.

e Empbhasize the role of the mental health provider as a resident advocate.

* Provide technical assistance to mental health providers on adult home regulations.

I DOH should:

e Strengthen Resident Council and leadership training.

! Local Government should:

e Invite and encourage adult home and mental health providers, residents, families
and advocates to attend local adult home network meetings to address concerns and
foster quality improvement on an ongoing basis.

' Adult home and mental health providers should work together to:

¢ Encourage resident independence.

* Reach out to local communities with the goal of blending the facility and residents
into the community.

e Informally educate community members about the services that are provided by the
adult home as well as the variety of residents who are members of the community.

* Encourage residents and staff to attend community activities and patronize
community services and businesses in the course of daily living, not necessarily only
as part of an institutionalized group outing from the home or mental health program.

Financing Committee

Insufficient funding to support adult home operations and the residents in adult homes
continues to undermine quality housing and supportive services to residents.

Adult home providers receive federal and state funds through Congregate Care, Level II SSI. SSI
funding is composed of a federal payment and a New York State supplement that is currently
$26.73 per day upstate, and $27.73 per day downstate. The federal payment is adjusted annually
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for changes in the cost of living but the state portion has not been increased since 1988. In order
to implement the federal COLA the New York State Legislature acts to increase the amount
available to be paid to Adult Home Providers and the amount to be added to the personal needs
allowance. (Each resident on SSI currently receives $115 per month for a personal needs
allowance.) The Legislator has allocated the majority of the COLA increases each year to the
adult home operator through an increase of room and board. The residents’ monthly $115 PNA
is very insufficient because it must cover all personal hygiene items, clothing, public
transportation, and use of public telephone.

SSI can be the sole source of reimbursement an adult home receives from indigent residents, and
may be the only source of income in homes with large populations of people with mental illness
although adult home providers often receive additional funds from family members of residents
as well as through other mechanisms. The state does not regulate payments from family
members and there is no data on how much adult home providers receive.

Adult home providers are required to furnish room and board (three meals per day), 24-hour
supervision, personal care, case management, medication assistance, structured activities,
laundry and housekeeping under this reimbursement schedule. As stated previously, adult
homes also may receive QUIP payments depending on compliance with DOH standards. QUIP
was created to reward exemplary homes. Adult home providers are to use QUIP funds to:

I enhance the quality of life for residents, including renovations;
' enhance activity programs;
' increase salaries for direct care staff.

QUIP has not been adequately funded nor has there been adequate oversight to ensure that
QUIP funds are used appropriately. QUIP is not permitted, under New York State law, to simply
be a subsidy to adult home operators although without oversight, it is probably used in that
way. Since QUIP funding was tripled in the 2000-2001 Final Budget, assuring accountability,
resident input, and compliance with DOH requirements will become paramount.

Mental health services are purchased from mental health agencies and are reimbursed through
Medicaid. While the services that are required to be provided by the adult home provider
should promote wellness through a supportive living environment and the early detection of
problems, they are insufficiently funded. Adult home providers are unable to access Medicaid
funding for many needed services because federal law prohibits federal participation of
Medicaid for any services rendered to individuals who live in an Institution for the Mentally
Diseased (IMD). An IMD is defined as a facility with more than 16 beds in which 50% or more
of the population has a diagnosis of mental illness. The state is concerned that using Medicaid
to fund these crucial services in adult homes with large numbers of people with mental illness
will risk federal financial participation in Medicaid for all of the residents of the adult home.
Accordingly, Medicaid is not available to support needed services in these homes.

Advocacy services for residents of adult homes are supported by federal and state funds and are
administered by CQC. According to CQC, state funding for advocacy services for residents of
adult homes totals less than $200,000 per year and only supports services in New York City and
Long Island. The limited resources for advocacy programs make it hard to effectively respond
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to the many complaints received from this disabled population. For example, there is only one
attorney available to respond to the residents of 58 homes in New York City, one Resident’s
Council coordinator in New York City and one attorney in Long Island. The disabled residents
must have access to top quality, readily available advocacy support in every home in New York
State.

CQC also administers the federally funded Protection and Advocacy for people with Mental
Illness (PAMI) program. This program funds legal and non-legal advocacy services for people
with a mental illness living in any type of supported living facility, including adult homes.
These services are available throughout the state although services to persons living in adult
homes are a very small part of their work.

These funding mechanisms do not provide adequate incentives or oversight to insure that
quality will improve with increased funding. The Finance Committee strongly urges the state
to develop new funding mechanisms in conjunction with appropriate oversight structures to
assure quality housing and access to appropriate treatment and support. Re-directing funds
could minimize the need for additional state funding to support adult homes. For example,
some Medicaid funds currently spent on hospital services could be re-directed toward crisis
intervention services in adult homes to reduce the reliance on hospitalizations in times of crisis.

Recommendations include:

I The New York State Legislature should:

e Increase funding to support residents through creation of a clothing allowance for
adult home residents on SSI and Safety Net/Welfare.

e Increase adult home residents’ personal needs allowance.

* Increase funding for advocacy services so that they can be available throughout the
state and City of New York.

* Require increased accountability and resident input in QUIP decisions. This
recommendation takes on greater significance in view of the Legislatures willingness
to increase QUIP in the 2000-2001 Budget. See associated recommendations in
Oversight Committee recommendations.

e Increase funds for DOH staff to carry out the inspection process.

' The Stakeholders Advisory Committee should thoroughly examine the issues
surrounding adult homes serving people with mental illness and design a program with
enhanced funding that will encourage a more home like setting, and increase quality of
life, choice and competition.

' OMH and DOH should fund an annual best practices conference for adult homes
serving people with mental illness.

I OMH should:

e Work with local mental hygiene directors and mental health providers to insure that
new mental health funding initiatives (especially case management) are targeted
toward residents of adult homes with mental illness.
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e Provide funding to support specialized consultation to adult homes by mental health
providers.

* Provide funding for licensed providers to work with adult home providers, staff and
residents to develop demonstration projects that increase attention to the needs of
people with mental health diagnoses in adult homes.

CONCLUSION

The following tables summarize committee recommendations for each of the state and local
entities involved in the adult home arena. These recommendations were developed and are
supported by a broad range of stakeholders. We hope that our successful experience working
together will inspire New York State to continue this important work. Without leadership from
the state, these recommendations will do nothing to improve the quality of life for the people
living in adult homes. For over twenty years, good, solid recommendations have been made to
improve adult homes. In response, New York has passed laws and regulations to improve the
quality of life in adult homes. Laws and regulations are just one part of the solution. New York
must also provide the resources necessary for implementation. It is time for the state to make a
sustained effort to make adult homes a viable community housing option for people with
mental illness.
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Adult Home Stakeholders Work Group Recommendations for:

Planning

The New York State Legislature

Oversight

Coordination &
Service Delivery

Financing

Create o Stakeholders Advisory Commitiee lo continue fo develop and monitor
planning, oversight, service delivery and financing of adult homes serving
peaple with mental (limess.

Indude the needs of
people with mental
illness in any
lepislation that
impacks adualt homes,
Bpecfically, current
pending legislation
known as the
Aszisted Living
Retform Act should be
amended to address
the housi ng neads of
people with serions
mental illneas
resding in adoli
homes in such & way
that they are able to
age in place and
remain in the most

i nbeprated setting
appropriate to ther
neads,

Sigmificantly
imrease the amount
of GUIF funding fm
one yesr as part of an
averall program io
sigmiicanidy improve
adult homes provided
aceountabdli v for
those expendituresis
improved. {This
recommendation was
developed based on
the 1880-2000 GUITF 2
miliion, )

Improve accounta-
ality for QUIP
expenditimes g8 part
of the experiment hy
Tequiring

* Resident tnput on
hins {0 spend QLEIE
funds in their own
home.

« [M3H to momtor
CUTE utilization
during annual
imEpectionsg to
ENSUTE CONESEney
with plans
subnutted to DOH,

+ Adult home
OPEr A s Lo
maintain a record
of GUILE
expendi turas,

= Provige resonrees
ton MO H to enshle
them o moni b
LR

Paza legielation and
reqre regatory
clianges to improve
medication provision
in adult homes,
Changes should forus
on funding, stalt
gualification,
training and
aceountability in
et cation  provision,

Fund an adequate
and approprizte
number of adult home
stafl to meet resident
CHSE T A e ment
needs,

[nereaze funding to
supprt residents
through creation of a
clothing allowance
for adult home
residents’ on 851 and
Hafety Net"Welfare

Inerezse adult home
resdents’ personal
needs alimvance,

Inerease fonding for
advorcy services g0
that they can be
available throughout
the state and Uity of
Mew York,

Hequire imoreased
aceountability and
resident input in
UL decisions,
recommendation
takes on greater
gigmiicance in view
of the Legisiature’s
willingness 1o
ineresse GLULE in the
20002001 Budget. See
assnciated
recommendations 1n
Crvergsight Commeé tiee
recommend ati ong,

This

[nerease funds fo
¥ gtalt to corry ot
the inspection process.




Adult Home Stakeholders Work Group Recommendation: for:

The Stakeholders Advisory Committee

Coordination &

Engage in ongoing
long-terrn planning
atid sernces
devrelopiment for the
rezidents of adult
hotnes 11 which 2 6%
ar roore of tlhe
population haz =
roetrtal dllness Data
collected =heoald
etmble ONH and
DOH to provnde =
description of
rezidents of adult
hornes wnth =
mertal illness
including referral
sonpeer and rmedical
atid mental health
sarace neads. The
corfidenti ality of all
irdin duale about
wheotn mforrn atice
1= collected st be
stnctly maintained.
The aggregate
irforin ation =hoald
be shared with the
Iesr Work State
Legizl ature, state
agenciez and losal
ot ties,

Derelop el gibalityr
criters fior
diztbuation of QUIP
furd= to adult
hotnes

Demrelop 2 stand=rd
quextionnaire to
tessmpe resderts
understanding of

their right=."

marvice Dalivary

Despzlop 2 stand ard
referral package for
adult hernes

Denrzlop relesss of
irfortn ation
procedures to

1t pratne
cooprdination and
zervice delivery and
ENCONY A g
cooprdination and
gharing of

irfortn ation betareen
adult horne and
toemt sl heslth
proeders.

Despalop eollaboratise
training mmitiatimes

Desrzlop a model
adult horne prograrn
to sstvre a2 o Center
for Excelleree
providing adult
hotne prosnders wnth
the opporturaty to
lezrn about znd
iroplernernt mear
rodel=

Thoron ghly
arainite the ixiex
smrronnding adalt
hoes zermring
people with mental
ez arnd desagn =
program with
enhanced funding
that wnll encours

2 rnore hotoe ke
satting, and

1rere ase quality of
life, cholce and
oorapetition.

¥ Zes Appendix I for s=aenple Besidents' BEighits Measuretnent Instrarnent




Adult Home Stakeholders Work Group Hecommendation: for:

Jomnt Imtiatives to be Undertaken by the New York 5State
Department of Health (DOH) and Office of Mential Health (OMH)

Coordination &

Ciollect mmd
dizzerminate datzm on
the populsticw of
people with mental
llhess who sre
residing in =adalt
horoes to support long -
terin planning snd
seriices dereloprosnt.

Copcact joint
inspedions of
irnpawcted sdnlt
hornes on & regular
basis ms required bor
184 YRR, sec.
4£5.2. The joint
inspection nesd not
ooy sivanltmre -
csly. The joint
inspecticns should be
1zed o

+ Share inforoation
atd address
concerhs surfaced
durin g joint
inspections.

* Identify aress to
target technical
mssistamee efforts.

T Ensure that rmentsd
heslth proriders
atd sdult horne
providers
exchange
information,
strictly guarding
confidentialitar,
abont pecident
iszues or probletos
in mccordance adth
12 IT¥C2EE, 4877
(PN )

rvica Dalivary

Sponsor mn snholsl
best practice
contferetce for sdult
horne providees,
rental hezlth
providers mnd
residents.

Enzure that all
referral souross
receive & copy of the
DOH "o WMot Place
list "

Traih referrad
SOIBCES Oh ApPTFOpriats
referrals, including
adult hoene provriders
in zuach traindng.

Provide collabormtive
training across all
systetns,

Derelop & wiable
dispute resolution
process hetarsst smdnalt
horne providers and
rental hezlth
providers.

Ensure technical
aesistancs iz provrided
to sdult hogre
opetmtors on
actessng ettt
hemlth resources on
behalf of their
residents.

Pund an amrasl best
practices conference
for mudult hornes
serring people with
mentzal illness,




Adult Home Stakeholders Work Group Recommendations for:

The New York State Office of Mental Health (OMH)

Pl snmin g

Oversight

Coordination &

Hervice Delivery

Fiviam cing

{dmtily residats of wduh
hoanes o8 e o Lo Lazged
ppis |atim g whose moeeds

e i B agdivssed

H

nil Community Soervioes
Hoards,

Feouire menial health Leams
0 anbicis late the LR
metvind dhedqr pread ees and
palieies b mippind care thad
will pnppitd an mdbiduals
TRCOW Y

CAH inspectione daon b
i pme 1 mental heallh

pradice = amsistmt with
ese provciple durng
Iy apek

Examine dreabmimt plams o
fisme
papk lation receving mintal

heallh sovices.

Held sonfident ol mestings
wilh e bdividoal residents
Lo determine if the troakment
plan & appropris e md being

represmtotives ad any

dividual residat wighmg
i meed Do dieon s thedr

mienbal headd aeivices,

Chfer with adu i hom
wd i i ral anw afller ar
durin g the inspedion proses
i recive thedr npad m

N |
menbal loadh services,

.
Enaane
Chse m
mindpwim otalies
eslixbdish od umder 1B
NYCRR See 487 0d)

ol memt el fealth
wiv e Lraing m
regldenta’ riglits un der Soeial
By e i

Reos ol ion= amd mfvem
restidemit g of Haese Hghls,

Inclnde Aduh homes in
OB Bt Pirtives Pk,

Add specindized consshatiom
= array of By ioes that
aiders can dller 4o adull

RN

i rage devckipment of

g Ll pa o s

o adud homes.

Target nesw suppoat ad hosig
an e Lo restdends of wdeh

T (e

° . .
Empliagize the vole o the
merd al eahh provider as a

resident advisals,

- .
Priwide tedin ] asstdands
b mestad heakh powiders m
wohi b regn de s,

Wark with locl mental

by grme diredors and mental
heald providers by msare that
new mirtal | h Tunding
vspecindly can
man agementh are dargeled
ard regidimis of aduli

numess wilh mmbal dlheas,

P
AR ]
madu k. hmes by omonlal heslin
providers.

Prwide Tundin g Tor fcenses
ra b Wonk with adisl
homa providers, stall’ and
ressident § Lo devedop
madration projeds that

1 [ e b bimabion dis b e maisda
il people w th menbalheakh

miapgneas in adudl hames,

A




Adult Home Stakeholders Work Group Recommendations for:

The New York State Department of Health (DOH)

Owversight

Coordination & Service Delivery

Rigorously parsue enforcement — in an
expediiions manner — sgainst all homes
that have & demonsirated pattern and
praciice of substantial nomeompliance as
evidenced by the regionsl inspection report.

Imposze incressed civil penalties against
homes that have been subject to repeated
enforcement for & three-vear period.

Continue efforts to develop, articulate,
implement and asses: & plan to promote
priform inspections throughout MNew York

St ate.

Conduct frequent inspections of all homes
hat have repeated deficiencies.

T-?.-::._u e Inspectors: to attend training
sepsions. Residents and adult home
administrators should have input into the
training curricuium.

to the

Send & copy of the Inspection report

Ty Spes
home’s Readent’s Couwnczl.
Work with the Social Becurity
Admimzstration to ensure the resmdense
recelve rotrn .1..'::'-'-: payments arnd maonitor
those payvments ml“g anmual inspections
to ensure that the funds were properly
diztribated

Review the approach to ..l:;:.'rmu-. 1o and
ition of civil penalties to ensure their
impact &2 & deterrent to continumed
mizconduct an *.5‘.3:, when applicable,
they are used, with resident mput, to
improve the guality of life the ."!:'l...l."

1 s

Meet with residents privately to complete
the Residents Rightz Measurement
Instrume nt to be developed by the
Stakeholders Adv: Hi!]'_‘g."|.1i!n'|11'|.l""“l.".-'

Btrengthen Besdent Councl and
lesderslip tralming.

| - P ——— - . -
b ) .L..EEFII'.‘“EE{HK E for draft CRECE DOTTEETe,



Adult Home Stakeholders Work Group Recommendations for:

Local Government

Coordination & Service Dalivery

Ensure that local commmnity zernces
boards in commumties which 1rmpacted
adult homes' are located incude both
resident= and adult home pronders in
their mermbarship and that the local
corrnunity sernce boards solicit inpat
fioen adult home prowiders, ree dents
operators and serice providers when
desneloping local pl are.

[rente and encourage adualt home and
rental health prownders, me=dents,
farnilie= and advocates to attend local adult
hote retwork mestings to ad dress
corcerne and foster quality o proverment
on 3 ongoing bass

* Iropacted homme is the term used by OMH and DOH ta refer toa home where 25% or more of the

populationhas a mertal illness,




Adult Home Stakeholders Work Group Recommendations for:

Jomnt Imhatives to be Undertaken by Adult Home
and Mental Health Providers

Coordination & Sarvice Dalivaery

Irelude residentz in plarring actiwnties.
Exarnples of planming actiwnties
1ruclude:

+  Creation snd development of 2 horme-
like atmozphere.

+ Desison= a=to what smpportise semnces
are offered it the adult home.

+  How QUIF fund= are to be u=ed.

+  Deweloprnent of 2 zocial =and
recreational program which resddents
wrill eryog.

Enconra ge res dent independerce.

Feach out to local coraraurities with the
goal of blending the facility snd ree dent=
irto the cormrmurity.

Informally educate community members
about the sermacex that are pronded by the
adult home 22 well 22 the warmety of
resdentz who are membere of the

commuraty.

Encourage resdent= and =t aff to attend
comrnanity activities and patrorize
corrnuraty sernces and busnezses i the
conree of daily lsang, not reces=arily only
a= part of an metitutionalized group outing
from the home or mental health prograam.
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WRI Executive Summary



Appendix C:

DSS 1979 Action Steps



Action 1.

Action 2.

Action 3.

Action 4.

Action 5.

Action 6.

Action 7.

Action 8.

Action 9.

Action 10.

Action 11.

DSS 1979 Action Steps

The Department of Social Services will promote the development of a
continuum of residential care facilities and admissions criteria and controls to
assure that individuals are appropriately placed within that continuum.

The development of case management for adult home residents will be a
priority for the Department of Social Services.

The admission process should at minimum require a completed, standardized
medical examination form that includes not only a physical assessment but also
an assessment of ability to exercise daily living skills, with the signature of the
examining physician; the assessment should be updated annually thereafter.

Each DCF should be required to have a written agreement for emergency
medical services with a local hospital, medical group, or physician.

Each DCF will be required to have a written agreement with a psychiatric
center, a community mental health council, or a voluntary agency for episodic
and continuing psychiatric services, including rehabilitation.

Administration and self-administration of medications will be immediately
addressed.

The Department of Social Services will review training needs for the case
managers, DCF administrators and staff, and all professionals who work with
or place DCF residents. Where appropriate, direct sponsorship of training
programs will be undertaken. Licensure requirements for adult home
administrators will also be evaluated.

The Department of Social Services will develop programs to coordinate and
enrich existing recreation and rehabilitation services offered to DCF residents
by both public and voluntary agencies.

The Department of Social Services will add a health component to its field
inspection process and will work closely with the Department of Health to
maximize that agency’s intervention in adult homes.

The Department of Social Services will join with the Department of Health to
develop mechanisms that would provide efficient methods of transfer between
DCFs, HRFs, SNFs, and acute care hospitals as well as to lower levels of care.

The Department of Social Services will continue to support applied research in
adult homes and the service delivery system that directly relates to the homes.



Appendix D:

CQC Recommendations from 1990
Study of Adult Homes Serving
Residents with Mental Illness



Appendix E:

Recommendations from 1999
OMH Report to the Legislature on the
Delivery of Mental Health Services to

Individuals in Adult Care Facilities



Appendix F:

Resident’s Rights Questionnaire



Draft Resident® Rights Questionnaire

Did you receive a copy of your admission agreement?
Did it have a statement of rights attached to it?
Has anyone explained your rights to you? If yes, who?

Have you had a complaint concerning the home within the last year?
If yes, what?

Did you tell a staff member about the problem? If yes, who and was the problem
resolved?

Would you bring a problem to the home’s attention again? Why or why not?

Within the past year, have you complained to someone outside the home about a
problem at the home? If yes, who, and was the problem resolved?

Does the staff treat you with respect and courtesy?
While you were in your room, has a staff member ever entered your room without
knocking and waiting until you gave him /her permission to do so within the past

year?

While you were in your room, has a staff member ever removed any of your
belongings without permission within the past year?

Are you allowed to have visitors during regular business hours?

Has someone at the home opened your mail without permission within the past
year?

Do you have a Resident’s Council at your home?

How often does it meet?

Are you told of the date and time of the meetings? How and by whom?
Do you attend meetings?

Is the Council effective?

Is there anything else that you would like to tell me?



Appendix G:

Work Group Participants



Adult Home Work Group Participants

Peter Ashenden, Mental Health Empowerment Project
Eric Bettelheim, New York Psychotherapy & Counseling Center
William Bode, Nassau /Suffolk Law Services
Eleanor Mallach Bromberg, DSW, State Communities Aid Association
Veronica Coppola, Coppola Ryan McHugh
Gail DeRienzis, Catholic Charities
Colleen Gillespie, Center for Health & Public Service Research, NYU
George Gitlitz, Coalition of Institutionalized Aged and Disabled
Sherry Janowitz Grenz, National Alliance for the Mentally Ill in NYS
Margaret Hadad, Long Term Care Ombudsman’s Office
Patricia Harrison, NYC Dept. of Mental Health, Mental Retardation & Alcoholism Services
Wayne Herron, National Alliance for the Mentally Il in NYS
Michael Katch, Federation of Employment & Guidance Services
Geoffrey Lieberman, Coalition of Institutionalized Aged and Disabled
Harvey Lieberman, Institute for Community Living
Wendy Lukas, NYS Conference of Local Mental Hygiene Directors Inc.
Judith Maier, Sullivan County Division of Health & Family Services
Lisa Newcomb, Empire State Association of Adult Homes & Assisted Living Facilities
Michael O’'Leary, Columbia County Department of Mental Health
Julia Price-Rosner, Mobilization for Youth Legal Services, Inc.
Davin Robinson, State Communities Aid Association
Joshua Rubin, Coalition of Voluntary Mental Health Agencies, Inc.
Sheri Sanduski, NYS Conference of Local Mental Hygiene Directors, Inc.
Karen Schimke, State Communities Aid Association
Lynn Videka-Sherman, School of Social Work, Rockefeller College
Lenore Warsoff, Rockland County Office for the Aging
Florence Weil, National Alliance for the Mentally Ill in New York State



Adult Home Work Group

Catholic Charities
Center for Health & Public Service Research - NYU
Coalition of Institutionalized Aged and Disabled
Coalition of Voluntary Mental Health Agencies, Inc.
Columbia County Department of Mental Health
Empire State Association of Adult Homes & Assisted Living Facilities
Federation of Employment & Guidance Services
Institute for Community Living
Long Term Care Ombudsman’s Office
Mental Health Empowerment Project
Mobilization for Youth Legal Services, Inc.
Nassau/Suffolk Law Services
National Alliance for the Mentally Ill in NYS
New York Psychotherapy & Counseling Center
NYC Department of Mental Health, Mental Retardation & Alcoholism Services
NYS Conference of Local Mental Hygiene Directors, Inc.
Rockland County Office for the Aging
School of Social Work - Rockefeller College
State Communities Aid Association

Sullivan County Division of Health & Family Services

(INSIDE BACK COVER)



Appendix G:
Work Group Participants
Appendix F:

Resident’s Rights Questionnaire

Appendix E:

Recommendations from 1999
OMH Report to the Legislature on the
Delivery of Mental Health Services to

Individuals in Adult Care Facilities

Appendix D:

COQC Recommendations from 1990
Study of Adult Homes Serving Residents
with Mental IlIness

Appendix C:

DSS 1979 Action Steps



Report
tothe
Legislature

April 1999




