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INTRODUCTION AND EXECUTIVE SUMMARY

In late 2003, inspired by the recommendations of the President’s New Freedom Commission
on Mental Health and with funding from the Center for Mental Health Services/Substance Abuse
and Mental Health Services Administration (CMHS/SAMHSA), the Judge David L. Bazelon Center
for Mental Health Law (hereafter called the Bazelon Center) undertook a study of board and care
homes for people with psychiatric disabilities. A draft report on the demographics of board and
care homes and a catalog of the incremental measures currently being implemented to improve the
lives of residents were produced. On November 18 and 19, 2004, the Bazelon Center then hosted a
national strategy meeting to discuss the findings. This event was attended by more than 30 experts
from Protection and Advocacy services, mental health associations, national associations of mental
health consumers and State mental health directors, alternative housing advocates, and others with
a direct interest in the issues. The experts are found in the Participant List on page 49.

This final report incorporates the discussion and recommendations from the November 2004
meeting. Overall, it discusses the impact of short-term quality improvement measures in the
use of board and care homes. Tt also calls for a fresh approach to providing housing for people
with psychiatric disabilities—a recovery-oriented approach that revolves around the principles of
consumer self-direction and community integration.

Specifically, Section T provides an executive summary of the full report. It summarizes
the problems of board and care homes for people with psychiatric disabilities and lists ten
recommendations identified at the meeting to improve the quality of life of board and care
residents.

An in-depth discussion of the history and demographics and common concerns of board and care
homes for residents with psychiatric disabilities are offered in Section II. The next section discusses
measures that have been taken to promote integration and good living conditions of persons with
psychiatric disabilities in communities. Section IV delineates recommendations for improving the
quality of life for board and care residents. The report concludes with a call to end reliance on
board and care homes and to improve conditions in existing homes in Section V.

The Board and Care Dilemma at a Glance

Board and care homes,! which are also known as adult homes, emerged as a tentative solution
to the problem of housing low-income people with psychiatric disabilities in an environment that
offered few alternatives. The lack of stable housing can have a devastating impact on poor people
with psychiatric disabilities, so this intermediate approach to housing—intermediate between full
institutionalization and integrated community living—was certainly better than the dire alternative
of homelessness. Faced with the specter of reinstitutionalization, many State and local mental
health authorities either became housing providers or relied on the private board and care industry
to house people who no longer needed institutional care, but who did not have sufficient income
to sustain housing.

Regulation of board and care homes is left almost entirely to State agencies, and every State has
at least one agency that licenses these homes. Licensing focuses on fire safety, sanitation, basic
safety, minimum services, staffing, and characteristics of residents who may be admitted. Many
such homes have had serious problems providing services or rehabilitative, social, or recreational
opportunities.
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Reliance on board and care homes needs to be reconsidered. States are relying on them too
heavily when more integrated arrangements are possible. Too many of these homes are being
managed in ways that barely distinguish them from large institutions. Some board and care homes
offer a decent quality of life, having as few as two or three residents in a home-like environment
and many features of a normal home life. However, the vast majority of residents in board and
care homes do not live in such arrangements. In general, the larger the home—the more it exceeds
the number of residents a typical family home would have—the greater the likelihood that it will
have an institutional character. That character is directly influenced by the size of the resident
population, because among other things, size limits residents’ opportunities to interact with people
who do not have disabilities.

Even many smaller board and care homes operate like institutions. In these smaller homes,
residents are required to line up for their medications and to receive their disability checks; they
have little privacy and little choice concerning roommates, meals, or activities; little effort is
expended helping them get jobs or job training; and there is no effort to help residents find more
integrated housing or to plan their departures. Most problematic is the fact that most residents in
board and care homes live with more than 51 residents.? In New York, numerous homes house
more than 120 residents, and 1 has more than 300 residents, virtually all of whom have psychiatric
disabilities. Predictably, these larger homes lack the “environmental features and practices” typical
of home-like environments, and life in them is like being in an institution.

A related concern is the isolation from outside contact experienced by residents of board and care
homes of all sizes. Often, residents have little or no interaction with people without disabilities,
and many lack meaningful opportunities for recreation, leisure, and community involvement. Even
the most lavishly decorated, highly regulated board and care home can be in violation of the
community integration mandate as clarified by the Olmstead decision, and certainly it fails to show
a recovery orientation as recommended by the President’s New Freedom Commission on Mental
Health.

In the mid-1990s, the Federal Government estimated that as many as one million people lived in
board and care homes in the United States. The largely privatized board and care industry grew
to fill the vacuum created by State mental health systems that failed to develop more integrated
services. As of 1991, more than 90 percent of board and care homes were in the private sector,
and 63 percent were run on a for-profit basis. National studies estimated that between 32,000 and
34,000 board and care homes, serving about 600,000 residents,” were licensed, with an additional
28,000 unlicensed homes serving another 400,000 residents.*

Of the total licensed board and care homes, researchers believe that 13.7 percent serve nonelderly
adults with psychiatric disabilities.” In addition, other studies have suggested that as many as 33
percent of residents in board and care homes overall have diagnoses of mental illness.® Unlicensed
homes, which are thought to be the fastest growing part of the industry, are more likely to serve
adults with psychiatric disabilities than licensed homes. Altogether, it is estimated that as many as
330,000 residents of board and care homes of all types may have psychiatric disabilities.

Little is known about how such homes serve people of any age with psychiatric disabilities.
The literature suggests that although there may be regional variations, in nearly every jurisdiction
studied the following serious concerns have been raised most often regarding the care of people
with psychiatric disabilities: (1) Lack of effective statutory oversight power, (2) poor environmental
and physical conditions, (3) civil rights violations, (4) lack of recreational and cultural activities in
the community, (5) financial improprieties, and (6) inadequate medical and mental health care.
These issues are discussed in more detail in Section II of this report, under the heading “Areas of
Concern.”




The “Transformation Proclamation”:
A Comnsensus Statement on Board and Care Homes

The participants in the national strategy meeting adopted the following consensus statement:

The Americans with Disabilities Act [ADA] and the Supreme Court’s
Olmstead decision require that state and local mental health agencies
provide access to housing and other services in the “most integrated
setting” appropriate to the needs of people with psychiatric disabilities.
That means a setting that enables them to interact “to the fullest extent
possible” with people who do not have disabilities.

We firmly believe that board and care homes serving people with
psychiatric disabilities—as currently configured—are generally not
consistent with the ADA and the Olmstead mandate, and that the
overreliance on such homes undermines recovery, community integration
and the transformation of the public mental health system called for

by the President’s New Freedom Commission on Mental Health. The
current system of monitoring, oversight, and licensure does not ensure a
quality, recovery-based environment.

Every person with a psychiatric disability deserves a range of housing
choices and to live in a home of his or her own. That includes the full
rights of tenancy, including a lease, a key, privacy, and the choice of
roommate, where relevant.

We believe that state and federal government should take urgent

action to ensure that public funds are no longer expended to support
segregating living arrangements such as board and care homes. Rather,
these funds (including SSI and SSDI disability benefits, state supplements,
rent subsidy benefits and funds available from any other federal, state or
local source) should be converted into an individual benefit or voucher
that will, with any infusion of new money necessary to augment these
resources, permit people with psychiatric disabilities to purchase housing
of their choice.

This is a matter of highest priority for transformation of the public mental
health system. Failing to attend to this matter will diminish the promise
of integration for people with psychiatric disabilities and undermine the
goal of recovery.

Summary of Recommendations

Section IV of this report delineates 10 detailed recommendations to SAMHSA for action. The
following is a summary of these 10 recommendations:

1. Incorporate the needs of residents into State Olmstead plans and establish reform
coalitions.—Adjust State Olmstead plans to ensure that board and care residents are being served
in the “most integrated” setting. Also, encourage the formation of State-based reform coalitions
in every State—to include residents, resident councils, ombudsman programs, legal advocates,
board and care home operators, and other stakeholders—to make comprehensive reviews and
recommend housing options.
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2. Increase consumers’ options for self-direction.—Both Federal and State governments
should focus on broad measures to increase residents’ choice and purchasing power, including
these: increasing personal needs allowances; prohibiting board and care operators from acting
as representative payees; allowing residents to have control over their own financial accounts to
pay for housing and services; and increasing flexibility in Medicaid reimbursement, by using the
“rehabilitative necessity” standard. Also, Federal agencies should coordinate their work better with
an eye to helping States create action plans and tools to foster consumer-directed services. They
should provide money management training and support for residents, earmark housing funds for
transition to community living, fund a larger number of peer specialists, and help residents develop
their own advocacy skills. Federal and State agencies should more closely coordinate their efforts in
this area.

3. Improve methods of outcome measurement.—Develop quantifiable outcome measures of
the health status and quality of residents’ lives, defined broadly. Also, quantify the economic costs
of neglect for comparison with the economic costs of moving board and care residents toward
recovery.

4. Strengthen peer support and community outreach and education.—Earmark grants for
peer support and establish peer-run wellness centers in the community. Provide access to health
care, education, legal protection and advocacy, and transportation. Connect residents with the
mental health consumer movement.

5. Reaffirm the role of protection and advocacy (P&A) agencies.—Reaffirm P&A agencies’
authority to have direct access to board and care homes. Ensure that State agencies retain their
oversight and enforcement responsibilities, and strengthen Federal support for P&A agencies.
Encourage these agencies to educate residents about their rights, including Olmstead rights, and
assist them in forming residents’ councils.

6. Modernize State regulations.—FEvery State should create a central registry of board and care
homes. States also should provide for easier approval of low-demand, harm-reduction housing;
increase the profile of their board and care oversight; increase resident participation in inspections
or evaluations; and identify “mandatory reporters” for abuse and neglect concerns.

7. Expand and clarify the mandate of long-term care ombudsman programs.—
Ombudsman programs should pay closer attention to the needs of board and care residents and
should work more closely with P&A agencies.

8. Enhance access to physical and mental health care.—Ensure continuity of health care
after residence in a board and care home, ensuring that health care coverage is “portable.” Every
resident should have wellness recovery action plans. States should fund resident education and
skill-building. States should ensure that hospitals are not dumping patients in board and care
homes that cannot meet their basic needs.

9. Strengthen residents’ rights.—State laws should require that board and care residents have
the full rights of tenancy. Also, in every State, there should be a bill of rights for residents. The use
of seclusion and restraint in board and care homes should be prohibited.

10. Establish quality improvement measures.—State oversight agencies should develop
incentives for best practices and should develop and enforce licensure standards that require
ongoing education and quality improvement plans.




THE BOARD AND CARE LANDSCAPE:
HISTORY, DEMOGRAPHICS, AND AREAS OF CONCERN

Introduction

Because of their limited income, many adults with psychiatric disabilities find their housing
choices very limited. For the past four decades, public mental health systems in every State in the
country have struggled to fill the gap. With the advent of “deinstitutionalization” in the 1960s and
1970s, those systems came face to face with a major dilemma. Hospitals had been “home” to more
than half a million mental health consumers in the mid-1950s and had been designed to meet all
of their needs. As institutions began to downsize and to close in virtually every State, State mental
health authorities faced an urgent need for housing and services in the community:

A large proportion of the chronically mentally ill—in some communities
as many as a third or more of those aged 18 to 65—live in facilities such
as board-and-care homes. These products of the private sector are not
the result of careful planning and well-conceived social policy. On the
contrary, they sprang up to fill the vacuum created by the rapid and
usually haphazard depopulation of our state hospitals. Suddenly many
thousands of former state hospital patients needed a place to live, and
private entrepreneurs, both large and small, rushed in to provide it.?

Thirty years ago, as psychiatric hospitals began to release patients, board and care homes sprang
up as an emergency response, filling a void that neither the community mental health system nor
public housing programs were filling. Today, particularly in light of the recommendations of the
President’s New Freedom Commission on Mental Health, the mental health community is working
with a new paradigm. As the Commission urged, in this new paradigm, it is accepted that every
person with a diagnosis of mental illness can recover and can live a full life as a member of the
broader community. Because of this new understanding, as well as common deficiencies found
in even among the best board and care homes, it is clear that we must foster moving people with
mental illness out of these living arrangements and into greater community integration.

One of the promises implicit in the deinstitutionalization movement was that money that
supported psychiatric hospitals would be used to sustain mental health patients in the community.’
But, for reasons discussed at length elsewhere,'® the money did not “follow the person.” Instead,
both consumers and State agencies were required to piece together stopgap responses to provide
housing and services in the community. As recent exposés in the New York Times'" and the
Washington Post'? demonstrate, the resulting system of “adult homes” or “board and care homes”
has not realized the vision of a community mental health system that supports recovery and
community integration.

State agencies place people with psychiatric disabilities in board and care homes."? People are
moved into board and care homes because it is assumed—though it may also be a hard fact—that
“there is nowhere else to put them.” In the mid-1990s, the Federal Government estimated that as
many as one million people lived in board and care homes in the United States. National studies
estimate that there are approximately 32,000 licensed homes serving about 600,000 residents," with
an additional 28,000 unlicensed homes housing about 400,000 residents. '
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Of the total licensed board and care homes, researchers believe that 13.7 percent serve adults
with psychiatric disabilities.!”” Other studies have suggested that as many as 33 percent of residents
in such homes have diagnoses of mental illness.” Unlicensed homes, which are thought to be
the fastest growing part of the industry, are more likely to serve adults with psychiatric disabilities.
Thus, as many as 330,000 residents of board and care homes may have psychiatric disabilities.

There are a number of forces at work that will require States to serve current residents of board
and care homes in settings that comply with the Supreme Court’s mandate in Olmstead and the
recommendations of the President’s New Freedom Commission on Mental Health. But the central
focus of this paper is incremental steps to improve the lives of people currently living in board and
care homes while a deeper transformation is under way:.

The term “board and care home” describes living arrangements that provide shelter, food,
and 24-hour supervision or protective oversight and personal care services to residents. Other
terms for board and care homes include homes for the aged, residential care homes, adult foster
care, domiciliary care and, recently, assisted living facilities.”” Such homes may be licensed or
unlicensed, and range in size from 2 residents to more than 200.%

Regulation of board and care homes is left almost entirely to State agencies.”’ Every State has
at least one agency that licenses board and care homes.?> Most licensing focuses on fire safety,
sanitation, basic safety, minimum services, staffing, and characteristics of residents who may be
admitted. These licensing regimes may or may not include periodic inspections and compliance
reviews.”

The Federal Government has traditionally played only a limited role in monitoring or regulating
the quality of services provided by board and care homes (leaving primary oversight to the
States). In 1976, Congress enacted the so-called Keys Amendment to the Social Security Act,
which requires States to certify to the U.S. Department of Health and Human Services (HHS)
each year that they have adopted and are enforcing standards for board and care homes in which
a significant number of residents are receiving Supplemental Security Income (SSI) benefits.?
Theoretically, the Social Security Administration (SSA) can reduce SSI payments for homes with
substandard conditions, but this sanction is virtually never imposed, because it would have the
effect of punishing SSI recipients by reducing their benefits. Several commentators have concluded
that the Keys Amendment is simply ineffective in improving the quality of housing or care in board
and care homes.*

State and Federal agencies should certainly be concerned about whether basic living conditions
are adequate and should support the goal of recovery for every board and care resident. But
these agencies must also focus on whether board and care homes are the “most integrated setting
appropriate to the needs” of each person.”

Lack of Response From the Rental Market
and Public Housing Agencies

In the private and public housing sectors, housing discrimination against mental health
consumers remains a major problem that closes off large segments of the housing market. The
persistent problem of NIMBYism (“Not In My Back Yard”) has limited the number of units of
housing available to consumers.? Housing choice for people with psychiatric disabilities has been
“limited, often regardless of the individual’s financial resources. In many states, people with mental
disabilities have been, and continue to be, restricted to the least attractive parts of a community--
to neighborhoods where housing is relatively inexpensive and often unsafe.”” As a consequence,
consumers face prolonged hospitalization because of the lack of housing in the community, or are
forced into housing that is inappropriate.




Historically, public housing authorities have been unresponsive to the needs of people with
disabilities.*® This lack of response is driven in part by bias and prejudice at the local level, and
in part by the Federal Government’s underemphasizing access to mainstream public and assisted
housing programs.?!

The lack of stable housing can have a devastating impact on people with psychiatric disabilities.
For people whose impairment is episodic, or mild, or for people with sufficient resources, mental
illness is often a manageable challenge. For people with serious mental illness who are poor and
dependent on the social services system for housing and supports, the effects of their illness can be
much more debilitating.

Because of the lack of opportunities in the mainstream rental market, and with Federal support
for housing declining, many mental health consumers fell through the cracks of the social services
system* and were unable to find decent, safe, and affordable housing.”® The result was an
escalation of the number of consumers who found themselves homeless. Faced with this crisis and
with the increasing specter of reinstitutionalization,* many State and local mental health authorities
either became housing providers or relied more heavily on the private board and care industry
to house people who no longer needed institutional care.®® The “privatization” of mental health
housing has had profound effects across the country.?

Financing Housing and Community-Based Care

The Surgeon General has recognized that people with severe mental illnesses tend to be poor®”
and that poverty is a risk factor for some mental disorders, as well as a predictor of poor long-term
outcome among people already diagnosed.* People with serious mental illnesses often become
dependent on public assistance shortly after their initial hospitalization.*® In 1992, the National
Institute on Disability and Rehabilitation Research reported that the unemployment rate among
adults with serious and persistent mental disorders hovers at 90 percent.”* As a consequence,
people with severe disabilities are nearly twice as likely as those without disabilities to have
incomes below the poverty line.*!

The most significant safety net program, especially for people who do not have substantial work
histories before the onset of disability, is the Federal SST program. In 2004, the Federal SSI benefit
was $552 per month, although 44 States provide modest supplementation—often paid directly to
board and care operators—to cover the cost of housing.®? These payments, known in some States
as a shelter allowance, are often variable, depending on the level of supportive and personal care
services required.

According to a 2003 study, “the average national rent was greater than the amount of income
received by Americans with disabilities from the federal SSI program. Specifically, the average rent
for a modest one-bedroom rental unit in the United States was equal to 105 percent of SSI benefit
amounts.”®

Although it is a massive Federal insurance program, Medicaid does not pay for housing, except
as a corollary to institutional care or under a waiver. Community-based housing and care for
people with psychiatric disabilities is even more complicated because, since 1965, Medicaid
has been barred from paying for mental health care for individuals between ages 21 and 65
in Institutions for Mental Disease (IMD). This IMD exclusion applies to any “hospital, nursing
facility, or other institution of more than 16 beds, that is primarily engaged in providing diagnosis,
treatment, or care of persons with mental diseases, including medical attention, nursing care and
related services.”



Transforming Housing for People with Psychiatric Disorders Report

Mainstream funding programs, such as those administered by the U.S. Department of Housing
and Urban Development (HUD), are of limited assistance in the financing and development of
board and care homes. These homes are eligible for HUD’s Section 232 Mortgage Insurance, which
is a Government-backed mortgage loan insurance to facilitate the construction and substantial
rehabilitation of board and care homes as well as assisted living and other facilities. However, the
availability of the Federal insurance or guarantee is of only marginal assistance if the operating
revenues are insufficient to cover the debt service.

In sum, poor people with psychiatric disabilities lack the resources necessary to purchase rental
housing on the open market and need rental subsidies in order to sustain themselves in the
community.® When they are unable to find such subsidies, board and care homes become the
last resort. In such settings, residents who receive only SSI are typically required to turn over their
entire monthly benefit check, and they get back a personal needs allowance of as little as $25 per
month* to cover all expenses beyond room and board.

Even in those circumstances in which board and care operators retain $527 per month of a
resident’s SSI check, this often is not enough to provide housing, food, and protective supervision
for $17.50 per day.”” And, as highlighted in the section on personal needs allowances, below, it is
exceedingly difficult for residents to move out of board and care settings on their own when they
are able to control so little of their own disability benefits.

Impact of Olmstead on Housing for People
With Psychiatric Disabilities

On June 22, 1999, the U.S. Supreme Court announced its decision in the case titled Olmstead v.
L.C., and set in motion powerful forces that will reshape the way society thinks about housing for
people with disabilities. This case, in which the Court held that the unnecessary institutionalization
of people with disabilities is a form of discrimination prohibited by the Americans with Disabilities
Act (ADA), has been hailed by some advocates as the equivalent of Brown v. Board of Education.
To understand why, it is necessary to review this nation’s history of “housing” people with
disabilities.

For the better part of a century, the official policy of the United States was to segregate people
with disabilities from “normal” society.* Beginning in the late 1950s and early 1960s, a national
policy of community living developed, inspired in part by notions of civil rights and human
decency and driven by concern about the huge costs of warehousing people in large institutions.
The core principle of this “normalization” movement was that individuals with disabilities are
entitled to the cultural opportunities, surroundings, experiences, risks, and associations enjoyed
by people without disabilities. In housing, normalization means living in a typical size home in a
residential neighborhood that offers opportunities for normal social integration and interaction.

Despite this revolution in thinking, the legal protections to ensure equal housing opportunity
were slow to develop. Congress passed the Rehabilitation Act in 1973, decreeing that recipients
of Federal funds could not discriminate on the basis of disability, but few people understood how
these protections should be applied to the housing market. HUD did not even issue the regulations
required to implement the law until 1988. In the meantime, discriminatory policies remained
firmly in place in public and subsidized housing. Congress passed the ADA in 1990, making an
explicit finding that continued institutionalization of people with disabilities was a manifestation
of discrimination against them. Congress required the U.S. Department of Justice to promulgate
ADA regulations, which went into effect in 1992. Those regulations contain an explicit “integration
mandate.”




The Olmstead case involved two women who were unnecessarily detained in a State psychiatric
hospital long after their treating professionals determined they were prepared to live in the
community. When the State of Georgia refused to move them out of the institution, citing the
lack of community-based housing and supports, the women sued under the ADA. In determining
that the ADA required such housing and supports, the Supreme Court said: “[IInstitutional
placement of persons who can handle and benefit from community settings perpetuates
unwarranted assumptions that persons so isolated are incapable or unworthy of participating in
community life. . . . [Clonfinement in an institution severely diminishes the everyday life activities
of individuals, including family relations, social contacts, work options, economic independence,
educational advancement, and cultural enrichment.” The same principles apply not only to
people who are currently institutionalized unnecessarily, but also to people at risk of unnecessary
institutionalization because of the lack of community-based housing and supportive services.

The Court ruled that integration is fundamental to the purposes of the ADA and that States are
required to provide community-based services rather than institutional placements for individuals
with disabilities. The decision has far-ranging consequences for how States provide housing for
people with all kinds of disabilities who are currently institutionalized or who are at risk of being
institutionalized.

Although the Olmstead case involved a State psychiatric hospital, its principles apply equally to
any other residential facility, such as: residential school or intermediate care facility for people with
mental illness or developmental disabilities, a nursing home, a board and care home, a homeless
shelter (to the extent that a State or local government unduly relied on such shelters to house
people with disabilities), treatment programs, or a group home.

The search for truly integrated housing models is driven both by concerns over legal liability and
by a growing body of research demonstrating the advantage of such alternatives. Liability may
arise under the ADA (or the Fair Housing Act). Disability and civil rights advocates have mobilized
in virtually every State to press for better efforts to prevent unnecessary segregation, including
comprehensive planning and the dedication of new resources to Olmstead implementation.

In the 6 years since the Supreme Court’s decision, 40 States and the District of Columbia have
established task forces, commissions, or State agency work groups to assess current long-term
care systems. Some of these are developing housing plans to support people in integrated
settings in the community, but few are very explicit about the steps they will take to bring more
housing online. The National Council of State Legislatures reported in 2002 that only a handful of
States were taking serious action on the mandate, adopting plans that “contain a clear vision for
systems change, specific strategies and goals, agencies responsible for each strategy, timelines and
budgets.”

Olmstead is influencing housing policy decisions at the Federal, State, and local levels. At the
Federal level, the Bush Administration issued Executive Order 13217 in June 2001, requiring HUD
and other Federal agencies to “evaluate the policies, programs, statutes, and regulations of their
respective agencies to determine whether any should be revised or modified to improve the
availability of community-based services for qualified individuals with disabilities” and to assist
States in meeting their Ol/mstead obligations. Although HUD’s initial efforts in this direction have
been modest,” there will be continuing pressure on the agency to devote substantial resources
from its housing programs to help States fulfill the requirements of Olmstead.
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President’s Commission: Recovery Orientation

In April 2002, President George W. Bush established the President’s New Freedom Commission
on Mental Health to advance the implementation of the Olmstead integration mandate. The crisis
highlighted in the Commission’s reports has raised the stakes and presents a rare opportunity to
reconsider the manner in which public mental health systems provide housing and community-
based mental health care. The Commission’s Interim Report to the President concluded that “the
system is not oriented to the single most important goal of the people it serves - the hope of
recovery.”>?

Although it did not speak directly to the question of how housing ought to be delivered, it
did remark on the centrality of stable housing and identified the ACCESS Program as a replicable
model. ACCESS—which stands for Access to Community Care and Effective Services and
Supports—was funded by the Center for Mental Health Services as a demonstration project from
1993 to 1998. This program provided funds to enhance services, particularly outreach and case
management, for 18 sites in 9 States. One site in each State received additional funds to support
system-integration activities, which aimed to create formal working relationships across and
between the housing, mental health, health, employment, and education systems. The program
resulted in practices that State and local mental health agencies could follow to expand affordable
housing opportunities for people with mental illness. The Commission stated that the ACCESS
Program demonstrated that even the most vulnerable Americans—homeless people with serious
mental illnesses—

can be served through fresh approaches that bring together five distinct
service sectors: mental health, drug and alcohol, housing, benefits and
entitlements, and medical treatment.... Every policymaker, and nearly
every citizen, knows that many people with mental illness are at risk
for homelessness. Contributing factors include the lack of appropriate
and affordable housing and the lack of access to medications and
rehabilitation supports. These are necessary to help people achieve
the personal stability that is key to housing stability. Our review finds
that ending chronic homelessness, as the Administration has proposed,
requires special attention to the adults with serious mental disabilities
who are over-represented among the most needy homeless.”

Board and Care Demographics

Much of the national board and care research and literature focus on seniors, with peripheral
treatment of people with psychiatric disabilities.> To supplement this literature, more limited
inquiries concerning people with psychiatric disabilities have been conducted by State agencies™
and by investigative reporters.®® Even this literature might be described as episodic, typically
responding to a crisis, or media coverage, or litigation.”’

The Report on the Effects of Regulation on Quality of Care: Analysis of the Effect of Regulation on
the Quality of Care in Board and Care Homes noted that—

the niche for board and care homes appears to be different in States with
extensive regulatory systems compared with States with limited systems.
States with extensive regulatory systems have higher-than-average board
and care bed supply and lower nursing home bed supply. Homes in
States with extensive regulation have residents with higher levels of
disability than homes in States with limited regulatory systems.*
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The same reported suggested the following:

Findings point to a board and care population that is considerably
more frail and disabled than it was 10 years ago. Furthermore, the mix
of physically frail elderly, cognitively impaired elderly, and residents
with mental illness and developmental disabilities (some of whom are
nonelderly) presents a complex caregiving challenge. These factors
should prompt a reexamination of the health and safety issues that
confront board and care providers and the States’ systems for regulating
the industry. Of primary importance are the range of services, staffing
patterns, and staff training and knowledge needed to meet the needs of
today’s residents.”

Another federally supported study, Licensed Board and Care Homes: Preliminary Findings From
the 1991 National Health Provider Inventory,” reached the following findings:

* Nationally, there were in 1991 an estimated 34,090 licensed board and
care homes. Over 90 percent, either for profit or nonprofit, are in the
private sector. More than three out of five homes (63 percent) are run
on a for-profit basis.

* As a percentage of the total and based on census geographic regions,
licensed board and care homes are most concentrated in the West
(31.6 percent) and least concentrated in the Northeast (18.2 percent).

* The majority of board and care residents are female (59.1 percent).

e The number of board and care facilities identified by the National
Health Provider Inventory (NHPD is lower than the best previous
national listing of board and care homes. A 1991 survey of licensing
agencies conducted for the American Association of Retired Persons
(AARP) identified approximately 32,000 board and care facilities
(Hawes, Wildfire, Lux, & Clemmer, 1993). Adding to this figure, the
approximately 4,800 Adult Residential Care Facilities in California
omitted from the AARP study yield a total of 36,872 board and care
homes. The AARP study, however, did not include facilities licensed
by mental health agencies but are included in the NHPI estimate.
Because some 15,000 facilities self-identified themselves as homes
for people with mental illness or developmental disabilities, the
difference in the estimates is significant.

e The NHPI also appears to undercount small homes. A 10-State
comparison of board and care facilities by size between the NHPI
and the AARP list revealed that the latter identified significantly more
homes with 10 or fewer beds. Why the NHPI systematically missed
small homes is unclear.

* The data indicate that there were about 34,000 licensed board and
care homes in 1991, with over three-fifths run on a for-profit basis.
Nonprofits and Government-sponsored board and care homes were
more likely than for-profits to serve people with mental illness or
developmental disabilities. For-profits tended not to focus on one
primary type of clientele.
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* Longitudinal data are needed to determine how the board and care
industry changes over time. Data are needed on unlicensed homes.
The data from the 1991 NHPI confirm that the board and care
industry plays a significant role in the housing and care of the frail
elderly and other functionally disabled populations.®!

The study concludes that “[tlhere are pressures for expanding the federal role in the oversight and
regulation of board and care homes (GAO, 1989). At the state level there is evidence of support
for national minimum board and care standards (U.S. Department of Health and Human Services,
1990).762

Areas of Concern

The research and the collective experience of participants in the November 2004 meeting suggest
that there are significant commonalities across the nation concerning the limitations of oversight
and the poor condition of many board and care homes. The areas of concern most frequently
mentioned include the following:

* Lack of effective statutory oversight power.—In New Jersey, a
series of reports dating back to 1982 have reported on the failures of
the Rooming and Boarding Room Act of 1979. The 1991 Report on
Board and Care Reform by the New Jersey Public Advocate concludes
with the admonition, “there comes a time when an issue has been
so thoroughly investigated and examined that we have a clear
understanding of what the problems are and what needs to be done.
After a decade of studies and proposals for reform, now is the time
to act.”® Since that report, there has been no discernible change in
the lot of persons with a mental illness who are residing in rooming
houses, boarding homes, and Residential Health Care Facilities.

* Poor environmental and physical conditions.—In June 2000, the
New York State Department of Health evacuated an entire floor of
an adult home after conditions deteriorated to the point of becoming
dangerous to the residents’ health and safety. Approximately 60
residents were evacuated from the home. Half went to a State
psychiatric institution; the other half temporarily moved in with family
and friends. These residents were displaced for over 2 months until
the operator remedied the conditions.

* Civil rights violations.—Two adult homes in New York City were
involved in a conspiracy to perform unnecessary surgery on residents
for purposes of collecting Medicaid reimbursements and kickbacks.
Mlinois and Kansas subsidize a number of “secure” nursing homes for
people with psychiatric disabilities and limit their freedom to leave
the homes. In addition, other congregate facilities are operating
under the radar screen, including locked units of nursing homes or
board and care homes whose behavioral restrictions (and related
sanctions) have the effect of reducing residents’ personal liberty to a
minimum.




Lack of recreational and cultural activities in the community.—
Lack of stimulation for residents of board and care homes

contributes to the sense that such homes have become a form of
reinstitutionalization and not a meaningful form of community living.
Regular contact with people who do not have disabilities and regular
involvement in community activities are major factors in achieving
recovery and a sense of integration into the life of the community.

Refusal of adult home operators to readmit residents after
temporary hospitalizations.—If residents of board and care homes
are not permitted to return after temporary hospitalizations, they are
essentially homeless and experience the instability in life and mental
health care that other homeless people experience.

Financial improprieties.—Many board and care residents are
required to turn over their entire SSI check to the homes” owners or
to name them as representative payees. When people with psychiatric
disabilities lose control of their own finances and when no
governmental agency has effective oversight powers, the conditions
for misuse of residents’ funds are in place.

Inadequate medical and mental health care.—Although board
and care homes are considered nonmedical, because the owners do
not provide medical or nursing care, residents often need convenient
access to medical and mental health care services. When a State
agency places people with psychiatric disabilities in homes that are
not staffed by people with some modicum of mental health training,
outcomes are likely to be poor.*



Transforming Housing for People with Psychiatric Disorders Report




MEASURES TO PROMOTE INTEGRATION AND GOOD
LIVING CONDITIONS: EXAMPLES AND FINDINGS

The literature on board and care homes and reports from participants in the November 2004
meeting suggest many of the interventions employed to enhance the lives of board and care
residents have not gone far enough. Such interventions have not even been able to achieve
their stated objectives; namely, to improve the physical and environmental conditions in such
homes. More effective are measures to move residents toward greater independence. Many of the
interventions discussed below focus on increasing public scrutiny by creating more “eyes and ears”
in board and care homes, whereas others are much more ambitious, such as the Pathways Program
in New York that moves people with mental illness into supportive housing.

Increasing Personal Needs Allowance

People of low income with disabilities, who live in board and care homes, often have little
disposable income.”® Over the past decade, efforts have been undertaken to increase the personal
needs allowance (PNA) for such residents because of an understanding that quality of life and
community integration can be improved when residents can afford activities in the community.

As part of a community integration effort, the Idaho Ombudsman Program successfully
spearheaded an effort to raise the monthly PNA from $30 to $40 in the late 1990s. Advocates
in Washington, DC, got the PNA raised to $70 per month in 1991, but because of the political
environment, there have been no further efforts for an increase. In Oklahoma, an effort is under
way to raise the PNA for SSI recipients from $30 to $50 per month.

The Indiana Ombudsman Program has led a campaign for an increase in the PNA; local
ombudsmen promoted having facilities invite legislators to the nursing homes and other settings
where residents advocated for an increase. A bill to raise the PNA from $50 to $52 passed the
legislature in 2001, but was vetoed by the Governor because of budgetary constraints. More
recently, the New York State legislature has approved legislation to increase the PNA to $144 per
month in 2005 and to $159 in 2006.

At the national level, in 2000 and 2001 Representative Janice D. Schakowsky (D-IL) introduced SSI
legislation that would increase the PNA from $30 to $50 for an individual and from $60 to $100 for
a couple. That legislation was not reported out of committee.

Study Findings

Research sponsored by the National Long Term Care Ombudsman Resource Center resulted in
a December 2001 report® that shed significant light on the state of PNAs in several States. The
study found that a few States provide a PNA to residents of board and care homes as part of State
supplemental funds that are supplied to board and care operators. Of the 28 States reporting data,
21 have PNAs for board and care residents. The study concluded that—

[blecause residents in Board and Care homes are typically more
independent and better able to participate in activities such as shopping,
dining, and visiting, it follows that these residents would need more
money for activities, clothing, and expenses. This is reflected in a higher
monthly average state allowance for board and care homes ($56.35)
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compared to nursing homes ($43.29). In more than half of the states
providing PNAs to residents of Board and Care facilities, the allowance is
higher than that given to nursing home residents.®”

Peer Support and Community Outreach and Education

Research over the past two decades has demonstrated that peer support is a critical aspect of a
recovery-oriented community mental health system.”® A number of States have begun using peer
support groups in board and care homes to ensure that residents are living in adequate conditions
and have the supports and services they need to prosper in the community.

California mental health providers have made extensive use of peer support programs, both
inside and outside board and care settings. For example, Transitions Mental Health Association,
which serves San Luis Obispo and Santa Barbara Counties, operates the San Luis Obispo North
County Clubhouse, located on the grounds of a board and care facility, which aids individuals
considered disabled by serious mental illness. This program is based on the social rehabilitation
model in which staff and peer supporters help clients in their efforts to develop their interpersonal
and independent living skills.

The Mental Health Division of the Health Services Agency of San Mateo County has sponsored a
peer counseling program for more than a decade. The county operates a peer counseling college
program, and graduates take part in visiting acute and subacute facilities, representing clients at
certification review hearings, doing outreach and training for clients at the peer counseling college
program and at facilities, and assisting in providing seminars for advanced directives. There is a
high priority to review board and care homes in the county to ensure compliance with program
requirements and to keep in contact with clients to make sure there are no ongoing problems. Peer
Counselors provide peer-to-peer support as well as a client perspective regarding services.

In Lucas County, Ohio a mental health housing agency (Neighborhood Properties, Inc. (NPI))
employs a consumer as a Social/Recreational Assessment Coordinator to foster greater community
integration. This coordinator works with consumers who reside in Adult Care Facilities (board and
care homes) and supported housing units in that community with an expressed goal of promoting
community integration and social opportunities. The coordinator assists residents in accessing
recreational activities, encourages their involvement in the consumer-operated center, and assists
residents in using the public transportation system. NPI reported that consumers have experienced
positive outcomes because of this peer interaction.®”

As part of the New Jersey Mental Health Redirection Plan,”® $250,000 was allocated to improve
services to individuals with mental illness living in Department of Community Affairs (DCA)-
licensed rooming and boarding homes. The Family Service Association in Atlantic County is being
funded to provide training in three regions of the State to owners, operators, and mental health
service and county social service providers regarding the impact and ramifications of the Rooming
and Boarding Act of 1979. Twenty-one county-based training programs are being implemented to
educate provider agencies, social services staff, operators, and owners about services available, and
to discuss barriers and methods to improve communications for mutual clients. These programs will
be enhanced by the development and distribution of county-based directories of available services.
In addition, Family Services is currently conducting a pilot project in each of the 78 licensed board
and care facilities in Monmouth and Essex Counties to complete an assessment to assist owners
and operators, local mental health providers, and consumer self-help programs in serving the
residents. Training needs will be identified and training provided within the residents’ homes.

In addition, seven Peer Outreach Support Teams are being funded under the consumer-operated
agency Collaborative Support Programs of New Jersey, in Essex, Monmouth, Ocean, Union,




Atlantic, Camden, and Middlesex Counties. These teams are designed to reach out to board and
care residents in their homes for visitation, self-help and mutual aid, advocacy and assistance with
transportation, socialization, recreation, and referral. Individuals are to be assisted in developing
daily living skills, receiving eligible entitlements, becoming involved in the community, and
participating in peer outreach training for employment purposes. They are also to be assisted with
social outings, meetings, and group activities. The teams provide this assistance in order to increase
the level of socialization and connection to necessary support systems.

A related program, called Shore-Easy, was a $10 million program carried out in coordination
with the Departments of Health and Senior Services (DHSS) and Community Affairs (DCA), and
the New Jersey Housing and Mortgage Finance Agency (HMFA), to provide the resources and the
administrative framework needed to purchase and close substandard congregate care facilities in
targeted shore communities. This program included a plan to move residents displaced by those
closings into adequately supported settings in locations throughout the State.

As a result of the Shore-Easy initiative, a total of 250 beds of questionable quality were closed,
and 215 individuals residing in 5 facilities were relocated. One hundred and fifty-one (70 percent)
of those individuals initially moved to locations outside of the Shore-Easy communities, and 64
remained. All persons relocated to other settings were individually assessed, provided choices for
replacement locations and facilities, and linked to the case management and supportive mental
health services that each required. Facilities closed by this initiative were purchased by the HMFA,
and procedures were implemented for redevelopment in cooperation with local officials in the
communities affected.

Advocates in New York have also pressed for greater use of peer advocates for board and
care residents. The Peer Bridger model developed by the New York Association of Psychiatric
Rehabilitation Services is designed to recruit and train people who have experienced psychiatric
disabilities to assist others in staying out of the hospital and maintaining themselves in the
community.”! The New York Adult Care Facilities Workgroup has recommended that Peer Bridger
services be made available to every mental health consumer who requests them.”

Similarly, Connecticut’s Peer Engagement Specialist Program,” which was authorized in 2000 to
provide innovative means of reaching hard-to-serve people with psychiatric disabilities, has played
a role in getting consumers engaged in stable housing and services. Although there has not been
a mandate to become involved in board and care homes, the existence of this program provides a
platform on which such Peer Engagement Specialists can be used in those settings.

Protection and Advocacy Agencies

Under legislation known as the Protection and Advocacy for Individuals with Mental Illness
(PAIMD) Act,™ Congress granted special legal authority to State protection and advocacy (P&A)
systems, authorizing their access to clients and records for the purpose of conducting independent
investigations to redress and prevent abuse, neglect, and rights violations in various types of
public and private facilities, including board and care homes. Every P&A may address issues that
arise for individuals with mental illnesses who reside in a psychiatric hospital or who live in the
community.”

P&A agencies provide advocacy services for individuals with disabilities, including representing
individuals in administrative and judicial proceedings to protect their legal, civil, and service
rights, especially under the ADA and Section 504 of the Rehabilitation Act of 1973; filing impact
litigation; telling individuals with disabilities about their legal, civil, and service rights and about
ways to enforce those rights; referring individuals to other sources of help; providing support and
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training for individuals with disabilities, their families, and advocates; reaching out to underserved
communities; and providing information about disability issues to Government officials.

With the establishment of its Health Advocacy Project in 2003, Protection & Advocacy, Inc.
(PAD), the statewide P&A for California, has launched a pilot project, funded by the California
Endowment, to increase board and care residents’ access to health care. The project will begin in
San Diego. At present, there is no funding available to expand the outreach to other parts of the
State.

VYouchers and Regulation

Colorado has chosen to require extensive regulation of assisted living residences (formerly known
as personal care boarding homes’™) and has begun to experiment with direct payments through
vouchers. These vouchers permit some people with disabilities to purchase their own services and
help residents of long-term care move out of congregate settings and into more integrated settings
in the community, such as apartments and shared housing The extent to which these approaches
will benefit younger people with psychiatric disabilities is not yet known.

For those who remain in assisted living residences, the State licensing agency requires a written
board and care plan for every resident, which must be reviewed at least annually. Operators
must provide a physically safe and sanitary environment, room and board, personal services
(transportation, assistance with activities of daily living and instrumental activities of daily living,
and individualized social supervision), protective oversight, and social care.

A copy of the resident agreement must be provided upon move-in. The agreement must include:
admission, retention, and discharge policies; charges, refunds, and deposits; service included in
the rates and charges; services provided by the facility, services not provided, and services that
the facility will help the resident obtain; a board and care plan outlining functional capability and
needs; resident rights, grievance policies, and house rules; and policies for managing personal
funds. Homes that offer “secured” environments must disclose to the resident or her or his legal
representative, before admission, that the environment is secure and the types of diagnosis or
behaviors the staff are trained to address. State regulations also prescribe staffing ratios, education
and training for administrators and front-line staff, and background checks for all persons
responsible for the care and welfare of residents. Regulations also specifically reinforce the right of
access by the State Long-Term Care Ombudsman Program.

Study Findings

The most significant study of the effect of State board and care regulation on the quality of care
is the 1995 report commissioned by HHS, titled Report on the Effects of Regulation on Quality of
Care: Analysis of the Effect of Regulation on the Quality of Care in Board and Care Homes (hereafter
called the HHS Study).” Tt tested the hypothesis that more extensive regulation would have overall
positive effects on board and care homes delivering supports and services to residents with
disabilities. The study assessed the effects of State board and care home regulations on the quality
of care provided by those institutions. Investigators also attempted to identify the characteristics
of the board and care environments in the States selected for the study and to determine whether
or not licensed and unlicensed homes differed in terms of those characteristics or in the quality of
care provided. Its essential findings are the following:

* There are approximately 34,000 licensed board and care homes in
the United States, falling into one of three basic types of licensed
facilities: those serving people with developmental disabilities;
those serving people with mental illness; and those serving a mixed




population of physically frail elderly, cognitively impaired elderly, and
persons with mental health problems.

* Both regulation and licensure have positive effects on the quality
of care in board and care homes. States with extensive regulatory
systems had a significantly smaller proportion of unlicensed facilities
than States with limited regulation (7 percent vs. 25 percent).
Extensive regulation also had a positive effect on several quality-of-
care and quality-of-life indicators, such as lower use of psychotropic
drugs and medications contraindicated for the elderly, more operator
training, and greater availability of social aids (e.g., reading materials
and community rooms) and supportive devices (e.g., grab bars in
showers and call buttons in bathrooms).

e Licensure also had a positive effect on many of the quality-of-
care measures explored. For example, licensed homes were more
likely to have operators with training and to make more social
aids and supportive devices available to residents. Licensure also
enhanced the availability of key services and the prevalence of safety
features. Licensed homes were less likely to have the lowest scores
on such measures as availability of social aids, physical amenities,
safety features, and an environment with little diversity and a very
institutional atmosphere.

* Neither extensive regulation nor licensure had a positive effect on
some aspects of quality, including a requirement for preservice
training of staff and staff knowledge of care, monitoring, and
medication management.

e Regulation also had no significant effect on the cleanliness of homes
and on the availability of amenities or the likelihood that a home
would have any licensed nurses (registered nurses or licensed
practical nurses) on staff. Furthermore, there was little variation
among homes on such issues as unmet health care needs, residents’
rights, and indicators of resident satisfaction.

The findings of the HHS Study are largely echoed in two previous™ and two subsequent” studies
conducted by nongovernmental groups.

Research funded by the Robert Wood Johnson Foundation found that residents receive a greater
quantity of health and social services in larger homes and those licensed by the State, but
regulatory stringency does not affect the quality of services they receive. Research completed in
1994 by the Brown University Center for Gerontology and Health Care Research® (and funded by
the Robert Wood Johnson Foundation) found the following:

* Licensed homes tend to be smaller facilities with more direct care
staff per resident than unlicensed homes. They provide slightly more
health-related services (2.22 services, vs. 1.78) and social services
(3.87 vs. 3.50) to residents and are more likely to have arrangements
with outside agencies for resident services.

* Homes in States with strong regulations were more likely to serve an
exclusively elderly clientele.
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Ombudsman Programs

Recognizing the need for an independent agency to investigate complaints in long-term care
settings, Congress authorized and funded long-term care ombudsman programs under the Older
Americans Act.®' In 1981, Congress expanded the mandate of the ombudsmen to cover board and
care homes and required such programs to maintain a ratio of 1 paid staff member for every 2,000
beds in the jurisdiction. By 1996, more than 17 percent of complaints to ombudsman programs
concerned board and care homes.

In California, where there are nearly 30,000 residents in more than 2,700 licensed board and care
homes, there are no fewer than 40 California statutes or codes that reference the Long-Term Care
Ombudsman. As such, the duties are highly defined, including those in the area of board and care
residents with psychiatric disabilities. State law requires social service agencies that provide services
that may overlap with those of the Ombudsman to coordinate efforts with the Ombudsman.®
PAI has coordinated efforts with the Ombudsman, in its investigations unit and in several special
projects that are designed to maximize public scrutiny of conditions experienced by board and care
residents.

Colorado has adopted detailed guidelines for its ombudsman program to survey board and care
plans. State law requires a written board and care plan for each resident at the time of admission,
which must identify the resident’s needs and the services that the facility will provide to meet those
needs. The intent of the regulation is to ensure that the written information accessible to the care
provider describes the resident’s need for help with daily routine as well as limitations so that staff
can provide necessary services. In addition, the Ombudsman has produced an educational video,
“Residents’ Rights in Board and Care,” for residents, their families, and caregivers.

In Georgia, the State Long-Term Care Ombudsman has worked closely with Atlanta Legal Aid on
education and advocacy efforts related to board and care homes.® In addition, the Gerontology
Institute at Georgia State University has undertaken research on the special needs of board and
care residents of low income, including those with psychiatric disabilities. The Georgia program
has an extensive complaint resolution process, and it reports the findings of its investigations online
for public scrutiny.®*

A Kansas statute® establishes the Long-Term Care Ombudsman as an independent agency, with
no authority over the Ombudsman by any other State agency. The statute was amended in 1998 to
include this language, in response to perceived conflicts of interest by being associated with the
Department of Aging. Another statute® describes the duties of Long-Term Care Ombudsman with
respect to advocacy for people with mental illnesses and developmental disabilities, in addition to
the elderly. This statutory scheme is held out as a national model for describing expansive duties in
an agency that is free from outside influence.

Louisiana’s Long Term Care Ombudsman Program covers residents of nursing homes, board and
care facilities, and skilled nursing facility units of hospitals in 22 parishes, who need assistance with
protection of rights or quality-of-life issues. A separate program, the Ombudsman Legal Assistance
Program serves these same populations with respect to legal assistance regarding residents’ rights,
abuse and neglect, legal status, and public benefits. The governing statute® places an emphasis on
microinvolvement, including that the Ombudsman is to facilitate communication between residents’
families and the facility. The statute gives broad authority, including anything that the Ombudsman
deems necessary.

New Mexico’s Long Term Care Ombudsman Program (LTCOP) has 5 staff people who serve
as Regional Ombudsman Coordinators and 130 trained and certified Volunteer Ombudsmen.
Collectively, they are responsible for coverage of 213 licensed residential care facilities that can
provide care for as many as 4,170 residents, in addition to a much greater number of nursing
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facilities. The LTCOP added an attorney to its staff in 2003. The attorney works on right of access
to facilities. Any person who denies access to the LTCOP or interferes with its investigation of
complaints is subject to a civil penalty of as much as $5,000 to $10,000 per occurrence.

In Washington State, by statute® a nonprofit agency must provide Long-Term Care Ombudsman
services. This requirement surfaced in 1998, when serious questions were raised regarding the
Department of Social and Health Services’ ability to perform the Ombudsman functions.

Exemplary Programs

Studies conducted since 1996 by the Administration on Aging (AoA) indicate that the States
with greatest Ombudsman activity have been Kansas, Louisiana, Maine, New Mexico, Oregon,
Pennsylvania, Washington, West Virginia, and Wisconsin.®

The success of such programs and their need for support was recognized in 1988, when the AoA
requested proposals to develop a National Center for State Long Term Care Ombudsman Resources.
The 1992 Older Americans Act amendments added a new provision” requiring the AoA to establish
a permanent National Long Term Care Ombudsman Resource center. That center, operated by
the National Citizens’ Coalition for Nursing Home Reform (NCCNHR), maintains an extensive Web
site,”! technical assistance resources, and an extensive curriculum for training and enforcement
purposes. Exemplary programs from Alaska, California, Georgia, West Virginia, and other States
have been compiled into a comprehensive curriculum manual, which is available online.

Enhancing Access to Physical and Mental Health Care

Study Findings

It has been known for some time that poor physical and mental health can be associated with
poverty and unstable housing conditions. One method of enhancing quality of life is to make
connections between board and care homes and community health agencies. The research cited
earlier by the Brown University Center for Gerontology and Health Care Research” resulted in
these findings:

* TFacilitating connections between board and care homes—particularly
small, unlicensed homes—and outside agencies may be a more
effective way to enhance the quality of care than creating extensive
regulation.

* Eighty-two percent of community service agency representatives
surveyed said they had no agreement with board and care homes to
serve their clients, although some stated they did have a mandate to
monitor residents. Most operators of board and care homes, however,
report that homes do have arrangements with outside agencies to
provide services. This inconsistency suggests that many homes do
secure outside services for residents. However, structural linkages of
community service agencies and board and care homes are rare.

* Fifty-one percent of service agencies felt that a formal agreement to
provide services for all residents of a board and care home would not
help improve the quality of care in board and care homes, whereas
only 21 percent thought it would. Almost all (97 percent) felt such
an agreement could not substitute for inspections by a regulatory
agency.
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* Size of home does not appear to influence the number of health-
related services provided directly by the home.

*  Board and care staff who assist with drug administration typically
have no medical training in drug management. Yet, most older
residents of homes routinely take multiple prescriptions and over-
the-counter drugs, and many take prescribed drugs considered
inappropriate for the elderly. Psychoactive drug use rates are high.
Drug management is somewhat better in licensed homes located in
States with more stringent regulation of homes, but still far below
what should be expected of licensed board and care homes.

Residents’ “Bill of Rights” Approaches

Many States have established a bill of rights for residents of adult care or assisted living homes.
One of the most comprehensive is that established by statute in North Carolina.”® Tt guarantees
residents the right to—

*  Be treated with respect, consideration, dignity, and full recognition of
his or her individuality and right to privacy;

* Receive care, and services that are adequate, appropriate, and in
compliance with relevant Federal and State laws and rules and
regulations;

e Associate and communicate privately and without restriction with
people and groups of the resident’s choice on his or her own
initiative at any reasonable hour;

*  Be encouraged to exercise rights as a resident and citizen and be
permitted to make complaints and suggestions without fear of
coercion or retaliation;

* Manage his or her personal needs funds unless such authority has
been removed; and

e Have freedom to participate by choice in accessible community
activities and in social, political, medical, and religious resources and
have freedom to refuse such participation.

Clearly, these provisions transcend mere regulation of conditions and mental health services. In
statute, at least, they recognize the right of residents to make their own decisions and guarantee
access to the community. Unfortunately, the statute does not establish a private right of action to
complain of violations; enforcement depends on administrative complaints to a State agency.

Two other States with similar bills of rights are Minnesota® and South Dakota.”” South
Dakota, by State regulation, requires such homes to inform residents of their rights and to
provide information on available services. This State also allows residents to manage their own
financial affairs and to have a choice in care planning. The regulations also provide for privacy
and confidentiality; quality-of-life measures; a grievance process; and certain rights concerning
admission, transfer, and discharge policies.
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Provider Quality Improvement Measures

In addition to efforts by State agencies to set minimum criteria and provide for monitoring
and oversight, quality improvement measures taken by the board and care industry itself are an
important complement. Although board and care home operators have no formal body such as
the Joint Commission on the Accreditation of Health Care Organizations or the Continuing Care
Accreditation Commission to carry out accreditation activities, a number of informal bodies have
arisen.

The Board & Care Quality Forum, a bimonthly publication of Reisacher Petro and Associates,”
provides a forum for board and care operators to discuss concrete measures that can be taken
to improve conditions and resident outcomes, even in cases involving homes for people of very
low income. The Forum’s editorial board is drawn from the provider community, lawyers, family
advocacy groups, practitioners, academics, and ombudsmen.

Recent issues of the Forum have featured articles on resident autonomy,”” challenges faced by
operators who want to set priorities for community integration,” confidentiality,” and recovery
from mental illness.'™ The breadth of these articles, and the accompanying “idea exchange” and
“resource corner” features, suggests that a segment of the board and care industry is actively
engaged in promoting improvements. Efforts to improve the lives of board and care residents ought
to take into consideration the participation and views of those associated with the Forum.'

State-Based Reform Coalitions

The New York State Coalition for Adult Home Reform (NYSCAHR) brings together social services,
disability and legal advocacy groups, and people living in adult homes. This coalition, which has
had an impact on the State’s efforts to improve conditions for people with psychiatric disabilities
living in adult homes, holds monthly meetings with State officials to discuss adult home issues,
arranges meetings between residents and policymakers, and sponsors an adult home resident Speak
Out each year. At the Speak Out for Dignity, Respect and Choice, residents present the legislative
agenda they have developed and meet with members of the legislature to advance that agenda.

NYSCAHR’s efforts have kept adult home reform on the radar screen for policymakers. In 2004,
responding to the reduction of the previous fiscal year budget for reform efforts, the coalition
proposed a broad-ranging package of interventions designed to address the structural problems
facing residents of adult homes. The coalition’s recommendations included—

e Funding for housing: $100 million in State capital with no required
match for 1,000 additional units of housing for adult home residents;
$41.25 million for 2,500 scattered-site housing units. The units
proposed here would include extra funds for the housing provider to
hire additional case managers. The cost per unit is $16,500; $500,000
would be used to support a housing application assistance office
designed to assist people with psychiatric disabilities who currently
live in adult homes in paying for housing.

e Legislation to establish a New York State Office of Mental Health
(OMH) Housing Waiting List, which would provide the data necessary
for the development and deployment of community housing for
people with psychiatric disabilities. This list should include all adults
with psychiatric disabilities who have applied for but not received
supportive, supported, supervised, or congregate housing.
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* Case management services provided by teams of professionals and
peers, funded at $15 million annually to cover the State’s share of the
Medicaid match.

* Implementation of a Medication Management System, funded at $5
million annually to cover the State’s share of the Medicaid match.

* Resident assessments. Funds are needed to continue implementation
of individual assessments of people currently living in adult homes.
The Department of Health has enough money to complete only
2,500 assessments in 19 New York City homes. The assessments have
demonstrated that residents have the capacity to live in supported
housing and other community settings. More than 30,000 people
reside in 500 homes throughout the State.

* Legal and lay advocacy, funded at $1 million annually, to help ensure
that residents of adult homes know about and are able to enforce
their rights.

* Peer specialists, funded at $4.8 million annually, to ensure that all
12,000 people with psychiatric disabilities in adult homes have access
to peer support.

Each State will have different issues concerning the well-being of board and care residents with
psychiatric disabilities, but the coalition’s advocacy provides a template'** for reform efforts in other
jurisdictions.

Lawyer/Organizer Model of Advocacy

MFY Legal Services, Inc., is funded by State and local government agencies and private
foundations to address the legal needs of adult home residents in New York City. MFY’s Adult
Home Advocacy Project is run as a partnership with the Coalition of Institutionalized Aged and
Disabled (CIAD), and does outreach to and education of adult home residents, including organizing
and empowering resident councils. Project staff are in the homes regularly. The project seeks
to develop relationships with residents and to use advocacy, litigation, and media work to bring
attention to the problems and secure redress for the residents.

More Integrated Settings

Pathways to Housing, in New York, has demonstrated that even people with the most severe
mental disabilities can live in supported housing, even people coming in directly off the street, and
even in an expensive market like New York’s.!” A key has been the provision of comprehensive,
but entirely voluntary mental health, addiction, and other services. Pathways “allows clients to
determine the type and intensity of services or refuse them entirely.”!*

The Pathways program has worked with homeless individuals who live on the streets and have
psychiatric disabilities or substance addictions and has helped them obtain independent housing
without requiring treatment first. An evaluative study of Pathways, which compared its clients’ rate
of housing retention with that of homeless people in a comparison housing program that required
its clients to participate in psychiatric treatment and maintain sobriety first, found the following:
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After five years, 88 percent of those in the Pathways program and 47
percent of those in the comparison group remained housed....[Tlenants
of the Pathways program achieved greater housing tenure than those in
the linear [comparison] residential treatment settings when the analysis
controlled for the effects of the other client variables in the equation.
Specifically, the risk of discontinuous housing was approximately four
times greater for a person in the linear residential treatment sample than
for a person in the Pathways program.!®®

Most important, “[flor the homeless clients in these programs, living in apartments of their own
with assistance from a supportive and available clinical staff teaches them the skills and provides
them with the necessary support to continue to live successfully in the community.”'%

A number of other communities have developed outreach, services, and housing programs
that have proven effective with treatment resistant or hard-to-serve clients. These communities
have implemented them with virtually no coercion. During the past 5 years, under the rubric
of Assembly Bill 34 (AB 34) programs, the California Department of Mental Health has funded
innovative outreach and engagement practices that have shown significant promise.'”

Study Findings

Reliance on congregate models has led to poor-quality housing in many States,'® and consumer
preference studies consistently indicate that people with psychiatric disabilities prefer not to live
in isolated, congregate settings, such as board and care homes.'” A study by the National Alliance
on Mental Illness of New Jersey (NAMI New Jersey) revealed that although less than .06 percent
of respondents surveyed preferred board and care homes as long-term housing settings, they had
few other options.!'® Other research has suggested that outcomes for people with psychiatric
disabilities are better in supportive housing than they are in group homes or board and care
homes.""

Research indicates that people with even very severe psychiatric disabilities (and, in many
instances, co-occurring substance abuse problems) can be successfully placed in independent
housing that complies with the ADA and the Ol/mstead mandate, leading to significantly better
outcomes.

We know that poor housing is correlated with poor community adjustment outcomes,''* and that
residents of supportive housing experience stability in housing, greater satisfaction, and a dramatic
reduction in hospital days.'”® Greater choice in housing is also positively correlated with happiness
and life satisfaction ratings and, ultimately, with community success.!* Indeed, client preference
may predict success in different housing options better than any other single criterion.'”
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RECOMMENDATIONS

State-based advocates and policymakers have begun to realize the implications of Olmstead for
housing policy for people of low income with psychiatric disabilities.'® As they assess how to
apply limited resources to meet their obligations under Olmstead, they will need to determine the
utility of improving board and care homes, as opposed to replacing them with the more integrative
model of supportive housing.

Without question, the main thrust of participants’ concerns at the November 2004 meeting was to
end reliance on board and care homes for people with psychiatric disabilities by 2010. This goal
cannot be achieved without a primary emphasis in State mental health policy on the development
of integrated housing options. This effort will require an increased willingness to move away from
congregate models that house only people with psychiatric disabilities. Such outdated approaches
merely substitute mini-institutions in the community for the larger institutions that have traditionally
served people who rely on the public mental health system.

Between the present and 2010, participants at the November 2004 meeting offered the following
additional recommendations for concurrent measures to improve the quality of life of board and
care residents:

1. Incorporate the Needs of Board and Care Residents Into State Olmstead Plans and
Establish Reform Coalitions

* Adjust State Olmstead plans.—Because the principles of Olmstead
require States to consider the needs of all people who are in settings
that are not the most integrated, State plans should address the needs
of board and care residents. In this way, States will fulfill their legal
obligations and move toward the vision of recovery and community
integration outlined by the President’s New Freedom Commission on
Mental Health.

* Encourage State-based reform coalitions.— Every State should
be encouraged to form a coalition—to include residents, resident
councils, ombudsman programs, legal advocates, board and care
home operators, and other stakeholders—who will recommend
housing options. These coalitions should carry out comprehensive
reviews and should make recommendations for expanded options
to make affordable housing more available and to make voluntary,
flexible services available in the community.

2. Increase Consumers’ Options for Self-Direction

Federal and State governments should focus on broad measures to increase the choice and
purchasing power of residents, including these:

* Increase personal needs allowances.—The more discretionary
funds a resident has, the greater her choice and autonomy, both
inside and outside a board and care home.
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* Expand the “money follows the person” approach.—Prohibit
the practice of board and care operators acting as representative
payees. Rather than allowing board and care home operators to
control residents’ disability checks, establish accounts over which
residents have control and which they can use to pay for housing and
services. In addition to SSI and SSDI benefits and State supplements,
these accounts might be modeled on the “individual development
accounts” being offered to Temporary Assistance for Needy Families
(TANF) recipients or the Family Self-Sufficiency Accounts available to
participants in many Section 8 housing programs.

* Increase flexibility in Medicaid reimbursement.—Federal and
State agencies should explore the creative use of Medicaid waivers
and options and more aggressively use the “rehabilitative necessity”
standard for reimbursement of services related to recovery from
mental illnesses.

* Seek better coordination between Federal agencies.—CMHS/
SAMHSA and the Center for Medicare and Medicaid Services (CMS)
should work together more closely, with an eye to helping States
create action plans and tools to foster consumer-directed services.

* Provide money management training and support.—Train
residents in money management as part of the skill-building
necessary to support their living successfully in the community and
moving toward recovery from mental illness.

* Earmark housing funds for transition to community living.—
Earmark Section 8 or other rental assistance funds for transition from
board and care homes. Assistance levels should be pegged to the
“fair market rents” calculated by the U.S. Department of Housing and
Urban Development (HUD) and should provide for security deposit
and utility connection deposits. HUD’s recent issuance of PIH Notice
2005-05 acknowledges the difficulty experienced by people with
disabilities in finding appropriate housing in the community. This
Notice also permits a local housing authority to increase housing
allowances to make more units available to people with disabilities.

*  Fund additional peer specialists.—Fund a larger number of
peer specialists and provide flexibility in Medicaid reimbursement
practices. With these steps, residents can have more frequent, more
meaningful interactions with peer specialists, and their contact with
them is not overwhelmed by handling paperwork, which tends to
disrupt the building of trust.

* Help residents develop their own advocacy skills.—Provide
training and support to allow residents to speak to policymakers and
enhance their voices and ability to speak on issues that affect them
most.

3. Improve Methods of Outcome Measurement

*  Quantify outcome measures that are reliable and objective.—
Develop new methods of quantifying outcome data and measuring
improvements in the quality of residents’ lives. These outcome
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measures should be reliable and objective. To the extent feasible,
the information base should be developed through neutral surveys
with extensive consumer input by evaluators who are independent of
funders, homes, and providers.

* Define outcome measures broadly.—Outcome surveys
must measure, by objective standards, residents’ autonomy,
decisionmaking, choices, community involvement, spiritual life,
emotional life, and so on.

*  Quantify the economic costs of neglect and the economic
value of community integration.—The costs of neglect should
be quantified as well and measured against the direct expenditures
of moving board and care residents toward recovery. Also, just as
avoidance of jail, prison, emergency rooms, psychiatric hospitals,
and homelessness has been determined and factored into public
policy, so should the positive economic value of placing people with
psychiatric disabilities into the most integrated setting appropriate to
their needs.

4. Strengthen Peer Support and Community Outreach and Education

* Establish peer-run wellness centers in the community.—Provide
access to health care, education, legal protection and advocacy, and
coordination and transportation.

* Earmark peer support grants.—The CMHS Systems Change grants
prioritized peer support and described it as the cornerstone of any
recovery-oriented approach.

* Connect board and care residents with the mental health
consumer movement.—Encourage and enable visits to board
and care residents by mental health consumers who have become
educated about disability rights laws. Often working through
Independent Living Centers, local offices of Mental Health
Associations, and Homeless Outreach Centers, individuals with
mental illness can provide invaluable support and education to
others with mental illness. The first steps needed to increase the
involvement mental health consumers with board and care residents
are more funding for peer support groups, targeted outreach to board
and care homes, and onsite visits.

5. Reaffirm the Role of Protection and Advocacy (P&A) Agencies

* Reaffirm P&A agencies’ access to board and care homes.—
Federal agencies should issue guidance reaffirming that P&A agencies
have the right of access to all community-based settings, including
board and care homes, as a means of fulfilling their mandates under
Federal law.

* State agencies must retain oversight.—State regulatory agencies
should not abdicate their oversight roles simply because the
P&A agency has access to board and care homes; oversight and
enforcement must remain the responsibilities of licensing and
oversight agencies.
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* P&A agencies should educate board and care residents on
residents’ rights.—P&A agencies should provide training on the
rights of board and care residents and assist them in forming board
and care residents’ councils.

6. Modernize State Regulations

* Create a central registry of board and care homes.—A central
registry could be created by SAMHSA, with cooperative input from
State licensing agencies. Alternatively, each State could be required
to create its own central registry, following standardized rules, which
a Federal agency could then combine into a national registry.

* Update State regulations.—States should update their regulations
to provide for easier approval of low-demand, harm-reduction
housing and services models.

* Increase the profile of board and care oversight in States.—
States should increase their oversight and make it more transparent.
Every board and care home should be inspected, periodically,
through unannounced site visits by teams who include individuals
with mental disabilities and their advocates. Inspections should
measure both physical and program characteristics against
established models. Once completed, the visits and investigative
evaluations should be made public, preferably on a Web site,
allowing opportunity for the public to comment and to meet with the
evaluators and funding/licensing agency staff.

* Increase resident participation in inspections or evaluations.—
Each inspection or evaluation must include an opportunity for
residents to meet with the investigators. Residents must be told
what areas of the board and care home are being evaluated. They
also must have an opportunity to recommend additional areas to be
investigated that are either different aspects of the selected areas or
new areas.

* Identify other “mandatory reporters” for abuse and neglect
concerns.—These reporters should include all the advocacy groups
in the community: independent living centers, drop-in centers for
people who are homeless or have mental illness, local mental health
associations, and so on. The reporters might also include doctors
and health care workers.

7. Expand and Clarify the Mandate of Long-Term Care Ombudsman Program

e Strengthen ombudsman programs.—Ombudsman programs
should pay closer attention to the needs of board and care residents,
including transition to more integrated settings. These programs also
should provide training on the rights of board and care residents and
assist them in forming board and care residents’ councils.

* Encourage patients’ rights advocates as well as ombudsman
offices to work more closely with P&A agencies.
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8. Enhance Access to Physical and Mental Health Care

Ensure continuity of health care beyond residence.—Adequate
information, real choice of providers, and ability to continue under
the care of specific providers are essential in order to ensure
improved physical and mental health outcomes for board and care
residents. The availability of health care should not depend on
continued residence but be portable and continue beyond the time a
person leaves a board and care home.

Guard against hospital patient “dumping.”—Ensure that hospitals
are not dumping patients in board and care homes that cannot meet
their basic needs.

Develop wellness recovery action plans.—Such recovery plans
should be developed for every resident of a board and care home.

States should fund resident education and skill-building.

9. Strengthen Residents’ Rights

Strengthen residents’ rights.—State laws should require that board
and care residents have the full rights of tenancy, including a lease, a
key, and the right to privacy.

Develop bills of rights.—Develop a template for a bill of rights for
residents, specifying adequate due process with respect to eviction
and quality-of-life issues. Ensure that the resulting bills of rights are
enforceable through private lawsuits.

Prohibit seclusion and restraint.—Prohibit the use of seclusion
and restraint in board and care homes, both through State legislation
and as a licensing requirement.

10. Establish Quality Improvement Measures

Provide quality mentoring programs.— Ensure that reputable
providers are available to mentor those who do not achieve high
standards.

Offer training and technical assistance to providers.—State
oversight agencies should provide training and technical assistance to
help providers meet minimum standards.

Develop incentives for best practices.—Develop financial and
other incentives for board and care homes to adopt best practices or
other good policies.

Develop and enforce certification standards.—Require initial and
ongoing education and quality improvement plans as conditions for
maintaining accreditation.
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SECTION V

CONCLUSION

In light of the Olmstead decision and the call by the President’s New Freedom Commission to
move public mental health to a recovery orientation, stranding people with mental health issues
in board and care homes that isolate residents from the community is clearly not appropriate.
Fully 15 years after the enactment of the ADA, this paper calls for concrete action by State and
Federal governments toward ending reliance on needlessly segregated living arrangements such
as board and care homes. Other recommendations are offered, not as an alternative to this
recommended transformation, but as palliative measures to improve conditions for residents while
this transformation is occurring.
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provide shelter, food, and 24-hour supervision or protective oversight
and personal care services to residents. Other terms for board and care
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3 U.S. Department of Health and Human Services, Licensed Board
and Care Homes: Preliminary Findings From the 1991 National Health
Provider Inventory (April 11, 1994), available at http://aspe.hhs.gov/
daltep/reports/licbchom.htm.

4 U.S. House of Representatives, Select Committee on Aging, Board

and Care Homes in America: A National Tragedy (1989), Comm. Pub.
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Institutionalized Lives (August 19, 2003), available at http://www.ncd.
gov/newsroom/publications/2003/reclaimlives.htm (800,000 people live
in board and care homes).

> Lewin/ICF and James Bell Associates, Descriptions of and
Supplemental Information on Board and Care Homes Included in the
Update of the National Health Provider Inventory (August 8, 1990)
(providing an unduplicated computerized listing of all potential licensed
board and care (B&C) homes nationally, based on the National Center for
Health Statistics” 1991 update of the National Health Provider Inventory).

¢ Nancy D. Dittmar, “Facility and Resident Characteristics of Board and

Care Homes for the Elderly,” in Preserving Independence, Supporting
Needs: The Role of Board and Care Homes (Washington, D.C.: AARP
Public Policy Institute, 1989).

7 Michael P. Accordino et al., “Deinstitutionalization of Persons
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com/p/articles/mi_m0825/is_2_067/ai_76398484.
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H.R. Lamb and V. Goertzel, “The Long-Term Patient in the Era of
Community Treatment.” Archives of General Psychiatry 34, no. 6 (1977):
679-682.
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activities, transportation, or help with activities of daily living. U.S.
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Regulation on Quality and Care: Analysis of the Effect of Regulation

on the Quality of Care in Board and Care Homes (December 1995),
available at http://aspe.hhs.gov/daltcp/reports/b&crpt.htm. Although a
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