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By Sue Seeley

Assisted living is an industry that has shown tremendous
growth since its inception in the 1980s. Although largely
unregulated and non-subsidized, its performance in the mar-
ket place has neverthless established the industry as a signif-
icant long-term care option. While assisted living can be a
less expensive dternative to nursing home care, it till
remains costly and largely privately funded. This precludes
many lower- and middle-income older Americans from liv-
ing in assisted living facilities and forces them, instead, to
remain in their homes beyond when they would wish to or to
enter a nursing home before they need to.

Exploring affordability optionsfor assisted living is nec-
essary to ensure that older Americans can choose the most
appropriate level of long-term care possible. Additionaly, as
the market for assisted living grows, it becomes even more
important to make certain that residents are protected and that
facilities are held to a high standard.

Defining “Assisted Living”

The term assisted living covers an extensive range of
facilities that provide some form of long-term care to older
persons. Broadly defined, an assisted living facility isaresi-
dential setting where some level of assistance with daily liv-

Sue Seeley is the Borchard Foundation Center on Law and Aging Legal
Intern for the American Bar Association Commission on Legal Problems of
the Elderly. She is a third-year law student at the George Washington
University Law School in Washington, D.C. Currently, Sue is researching
case law, legislation, and policy issues surrounding the U.S. Supreme
Court's Olmstead v. L.C. decision and how it addresses the needs of older
people.

ing, sometimes including hedlth care, is provided to persons
who can no longer live independently. Assisted living facili-
ties, generally, have certain similar components. Most offer
restaurant-style dining,l common spaces for socializing,
handicapped-accessible facilitiesin units, and two-way voice
communication with staff. Because privacy is a significant
issue for residents, the most common unit offered is a one-
bedroom apartment or single occupancy living space.
Services offered at assisted living facilities range from medi-
cation management and personal care to housekeeping, laun-
dry, transportation, and special dietary needs management.
They aso include hedlth-related and nursing care. The typi-
cal assisted living resident is an 83-year-old woman, frail but
mobile, who needs help with two or more activities of daily
living (“ADLS"), such as bathing or dressing.2

Current estimates of the number of assisted living beds
across the country range from 800,000 to 1.5 million.3 Exact
numbers are difficult to calculate because of the range of def -
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initions of assisted living. In addition, because assisted living
in neither defined nor regulated by the federal government,
there is no systematic means for counting facilities.

While a number of federal agencies bear some genera
responsibility for aspects of consumer protection and quality
of care,4 regulation of assisted living is left primarily to the
states' broad discretion. Currently, state approaches to licen-
sure and oversight of assisted living facilities vary widely.®
State regulation tends to focus on three areas: requirements
for the living unit, admission and retention criteria, and the
provision of services.5 However, there is wide variation in
what states require within these categories, as well as with
respect to inspection procedures and frequency, notification
requirements, inspector training, and the availability of
enforcement mechanisms.”

The inconsistency of state regulations poses challenges
for residents. First, state regulations regarding the level of
care facilities are licensed to provide may conflict with resi-
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dents' expectation that they will be able to “age in place,” or
remain in a single facility for the rest of their lives with ser-
vices added as their needs increase. Secondly, state regula-
tions may not afford adequate consumer protections for resi -
dents. The variety of definitions and regulations of assisted
living force residents to rely primarily on information pro-
vided by the facility to determine their rights and duties.
However, the U.S. Genera Accounting Office (“GAQ”) has
found that the written materials provided by facilities often
lack key information, or that information provided is unclear
or inconsistent.8 Given the disparity between state regula-
tions, consumers may have to look to other sources—such as
the federa and state programs that help them pay for assist-
ed living—to determine their rights and protections.

Making Assisted Living
Affordable: Publicly-Funded
Affordability Options

Assisted living is, generdly, less expensive than nursing
home care on a day-by-day cost comparison, but becauseit is
not directly publicly funded it remains out of reach for many
low- and moderate-income older persons. Additionally, costs
of assisted living facilities vary widely depending on the size
and location of the facility, as well as the services they pro-
vide:? The private industry has contributed to efforts to cre-
ate affordable assisted living. The Assisted Living Federation
of America (“ALFA”), a provider-based organization, has
developed industry initiatives for lowering the cost of assist-
ed living.19 In addition, some facilities are taking advantage
of public programs and private association grantst! to lower
the cost of some or all of their assisted living beds1? Long-
term care insurance is also used by the industry and can help
lower costs to residents. While these efforts are commend-
able, much more needs to be done to increase affordable
assisted living industry-wide. It is crucia that advocates,
states, and facilities explore and apply any existing publicly-
funded affordability options, as well as continue to develop
new ones.

The lack of affordable assisted living options often
forces low- and moderate-income older persons, who would
otherwise require a lower level of care, to enter the institu-
tional setting of a nursing home. Public funds for long-term
care, such as Medicaid, cover nursing home care but are not
widely accepted at assisted living facilities. In Olmstead v.
L.C., 527 U.S. 581 (1999), the Supreme Court held that states
arerequired, under Title |l of the Americans with Disabilities
Act (“ADA"), to provide community-based services for per-
sons with [disabilities under the Act] under certain circum-
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Inside the Commission

New Appointees Bring Subjectivity, Focus, Experience

The American Bar Association (ABA) Commission on Legal Problems of the Elderly is composed of fifteen members
who are appointed on an annual basis by the president of the ABA. As a multi-disciplinary group, the commissioners
represent aging experts from a broad spectrum of professions, including law, health care, social work, gerontology,
advocacy, and public service. The fundamental diversity of the group ensures a stimulating forum for discussion of
the law-related issues facing older Americans. Cooperative efforts between the commissioners and the commission
staff have produced numerous publications, as well as research and demonstration projects. To provide our readers
with an abbreviated view into the strengths and expertise of our commission, each fall issue of BIFOCAL will fea-

ture brief profiles of the most recent appointees

David M. English is the W. F. Fraicher Missouri
Endowed Professor of Law at the University of Missouri-
Columbia, where he teaches courses in
elder law, federal taxation, estate planning,
and property law. Professor English is best
known for his work with the National
Conference of Commissioners on Uniform
State Laws. He was the reporter for the
Uniform Health-Care Decisions Act (1993)
and Uniform Trust Code (2000), and is cur-
rently executive director of the Joint Editorial Board for
Uniform Trusts and Estates Acts.

Professor English has long been active in the
American Bar Association’s Section of Real Property,
Probate and Trust Law. He has served as a member of its
Supervisory Council since 1997, and was previously chair of
its committees on Health Care Decisions, Organ and Tissue
Donation, and Long-Term Health Care. He is also a former
chair of the Section on Aging and the Law of the Association
of American Law Schools. Professor English is a successor
co-author of Matthew Bender's Tax, Estate and Financial
Planning for the Elderly and its companion forms book. Prior
to entering law teaching in 1987, he was a partner with the
Chicago law firm of D’ Ancona & Pflaum. Professor English
received his B.A. from Duke University, and his J.D. from
Northwestern University.

Judith Stein co-founded the Center for
Medicare Advocacy, Inc. in 1986, where
sheis currently the executive director. Ms.
Stein has focused on legal representation of
the elderly since beginning her legal career
in 1975. From 1977 until 1986, Ms. Stein
was the co-director of Legal Assistance to
Medicare Patients (LAMP) where she man-
aged thefirst Medicare advocacy program in the country. She
has extensive experience in developing and administering

Medicare advocacy projects, representing Medicare benefi-
ciaries, producing educational materials, teaching, and con-
sulting. She has been lead or co-counsel in federal class
action and individual cases chalenging improper Medicare
policies and denials.

Ms. Stein isthe editor and co-author of numerous books,
articles, and other publications regarding Medicare and relat-
ed issues, including the Medicare Handbook (Aspen
Publishers, Inc., 2001). She is the immediate past president
and a fellow of the National Academy of Elder Law
Attorneys (NAELA), an elected member of the National
Academy of Social Insurance (NASI), and a recipient of the
HCFA Beneficiary Services Certificate of Merit. Ms. Stein
graduated cum laude from Williams College in 1972 and
received her law degreein 1975 from the Catholic University
School of Law.

Hon. Benjamin Overton wasthe first Florida Supreme
Court Justice to be selected under the merit selection process,
which was designed to remove politics from the state’ s judi-
cid system and to improve the qudlity of
the courts. He was appointed by Gov.
Reuben Askew on March 27, 1974. He
served as Chief Justice from 1976 to 1978,
during which time he was amember of the
Executive Council of the Conference of
Chief Justices and was chair of the confer-
ence's specia committees on cameras in
the courtroom and judicia education. The standards adopted
by those two committees have now been implemented in
most states.

Justice Overton served 24 years on the Supreme Court
and is the named author of over 850 opinions. Before his
selection as ajustice, he served for nearly ten years as a cir-
cuit judge in both the civil and criminal divisions of the Sixth
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stances.13 The ADA covers any older person with aphysical
or mental impairment who meets the definition of disabled
under the Act, even if their impairment is solely the result of
the aging process. 14 The Court held that public entities need
to place covered individuals in the “most integrated setting
appropriate” when providing community-based services.
Unwarranted placement of individualsin an institutional set-
ting constitutes a form of discrimination based on disability
prohibited by the ADA.15

Whileit is unclear just how Olmstead applies to private-
sector assisted living facilities1® states are directed to pro-
vide community-based services under the appropriate cir-
cumstances’ Assisted living facilities are a good way to
provide community-based services, as well as to keep older
persons out of institutional settings. Therefore, Olmstead cre-
ates a “mandate” for establishing affordable assisted living,
even in non-covered facilities, such that lower- and moder -
ate-income older persons are not forced inappropriately into
nursing homes.

Affordability Options for Services

Affordability options for assisted living can be broken
down into two categories. those that cover the services resi-
dent may require, and those that will subsidize the cost of
housing—room and board—in an assisted living facility.
Attempts to lower the costs of assisted living will be most
effective if options from both categories are used in concert.

Options to pay for services can be found at the federal
and the state level, with most of the options falling under the
Medicaid program. They vary in their eigibility require
ments, the services they cover, and how they are applied to
assisted living facilities. One such option is the Socia
Security Income Program (“SSI”).18 Although some states
allow SSI to cover more costs than others, SSI alone is
unlikely to cover al of the expenses of an assisted living
facility. As with other programs, SSI will be most helpful
when used in conjunction with additional funding sources.

Most of the options for subsidizing services in assisted
living fall under the Medicaid program. Medicaid itself will
not pay for assisted living, but there are severa waiver
optionsthat are currently being used in assisted living facili-
ties to help residents pay for services.

Home and Community-Based Services
Waiver

Assisted living is not covered under the regular
Medicaid program.1® However, beginning in 1981 the U.S.
Department of Health and Human Services (*HHS’) alowed
states to develop community-based service options under the
81915(c) Home and Community-Based Services Waiver
(“HCBS waiver”). The waiver alows states the flexibility to
develop and implement creative aternatives to ingtitutional-
izing Medicaid-eligible individuals. One way states have
designed their HCBS waiversisto cover services at assisted
living facilities. In order to gain approval for a program pro-
posed under a HCBS walver, the state must assure the
Centers for Medicare and Medicaid Services (“CMS”) (for-
merly the Health Care Financing Administration (“HCFA™))
that, on average, the cost of providing services under the
waiver will not exceed the cost of providing ingtitutional
care.2 The state Medicaid agency must aso provide other
specified assurances, including that there are safeguards to
protect the health and welfare of the residents2! Unlike the
genera Medicaid program, states may explicitly limit partic-
ipation in the HCBS waiver program to a specific number of
people and to a specific geographic area??2 HCBS waiver
programs may cover people age 65 and older who (1) would
eligible for Medicaid if they resided in a nursing home, and
(2) would otherwise require the level of care furnished in a
nursing facility.23 Requiring that an individual meet state
nursing home level of care criteria has the potential to con-
flict with state licensing and regulation standards.

Recipients under the HCBS waiver must meet financid
igibility requirementsjust as they would under the standard
Medicaid program.?* States have the option of using the
samefinancial eligibility criteriafor their waiver programs as
they would for Medicaid funded nursing facility services. If
anindividua is€eligible for the HCBS waiver under a specia
rule2d then states must permit the individual to make deduc-
tions from their post-eligibility income (i.e., their income
once the individua has become €eligible under “the spend
down rule” or “the 300 percent rule”) to protect their mainte-
nance needs and remain in the community (or assisted living
facility). This is called the Maintenance Needs Allowance
(“MNA")26

All states have some form of aHCBS waiver. They may
have more than one waiver, alowing them to tailor each
waiver to meet certain services or consumer needs. Most
states have three or four waivers.2’ Currently 32 states have
HCBS waiver programs that cover service costs in assisted
living facilities. These waivers provide funds to more than
40,000 assisted living residents. 8 One large incentive for the
states to develop HCBS waiver programs is that it alows
states already paying costs for health care for low- and mod-

Continued on page 8
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Legal Services Delivery

Legal Aid Bureau, Inc.’s Assisted Living Project—

Policy Development and Training for Small-Home Providers
By Susan Dishler Shubin

Assisted living has emerged on the long-term care spec-
trum as a rapidly growing and innovative phenomenon.
Unlike most senior housing, assisting living residences pro-
vide specialized oversight and assistance with daily tasks—
bathing, dressing, and personal services—to promote inde-
pendence. Assisted living can be an important part of a com-
prehensive long-term care continuum that provides the nec-
essary level of services to a dependent elderly or disabled
population in an appropriate environment.

There are currently 14,672 assisted living beds in
Maryland trying to meet the needs of the growing number of
senior citizens. (Report of the Task Force on Quality of Care
in Nursing Facilities, December 1999). L ow-income seniors
make up 13 percent of Maryland's senior population, more
than 65,000 people. Resources and housing options must be
available for these poor seniors of Maryland. Often the only
option for low-income seniors is the small operation run by
people with limited means.

Oversight of the assisted living industry occurs at the
state level. Many states are currently developing and refining
their assisted living rules and guidelines. On January 1, 1999,
assisted living regulations took effect in Maryland.
Residents, their families, and providers have a tremendous
need for education about the services and rights provided in
the regulations. Resulting from the collaborative efforts of
government, industry, and consumer representatives on the
Governor's Assisted Living Task Force, these regulations
affect more than 2,000, and possibly as many as 4,000,
providers and perhaps as many as 500,000 Maryland seniors.

These new regulations are comprehensive. They address
areas such as. food and nutrition; admission agreements
(contracts); staff levels; discharge procedures; monitoring of
residents and documentation standards; abuse, neglect and
exploitation prevention; residents rights, genera physica
plant requirements; and fire safety and other emergency pre-
cautions. For the first time, providers of assisted living ser-
vices are being asked to understand and implement intricate

Susan Dishler Shubin is the supervising attorney of the Assisted Living
Project of the Legal Aid Bureau, Inc., in Towson, Md.

regulatory standards, to help ensure the safety and well being
of their residents.

With the passage of the assisted living regulations, Legal
Aid Bureau's Assisted Living Project began to get requests
from small-home providers for training on how to comply
with the new standards. Maryland has many assisted living
facilities with 16 or fewer beds (as of March 2001, 1,678
facilities with less than 16 beds have applied for licensure;
487 have been licensed, representing 8,197 beds). Many of
the providers run facilities out of their own homes, taking in
low-income seniors, and providing care. The providers are
often indigent themselves, meeting Lega Aid Bureau's
income and asset standards. There is a large segment of
untrained, uneducated providers, who, before the passage of
the regulations, never wrote palicies, procedures, or contracts
for their homes. With the onset of the new regulations, they
became desperate for information and training.

The Legal Aid Bureau's Assisted Living Project was
concerned that if small-home providers did not get the neces-
sary training, they would close their facilities. This would be
a disaster for the many poor seniors who do not have other
housing options. We quickly realized that by providing the
proper training to small-home providers, we would help pre
serve higher quaity housing for Maryland’ s poor seniors.

A provider in Baltimore was not aware of the regulations
governing safe medication management. When the bureau
attorney visited the facility, medication was stored in an
unlocked closet of a resident’s room, easily accessible to any
resident, at any time. The attorney educated the facility as to
the regulations governing medication storage.

One provider was unclear how to get her staff trained on
medication administration and tube feedings. The bureau
attorney put her in contact with the Board of Nursing to find
out where the staff could receive proper training.

Three new providers in Baltimore say that they do not
know how to write policies and procedures and do not under -
stand what types of policies and procedures the state will be

Continued on page 6
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Continued from page 5

looking for in their investigations. The bureau plans to
addressthisin their training.

One provider called asking for advice on the provisions
in the regulations dealing with criminal background checks.
The bureau attorney told her what the regulations said and
got advice from the attorney general’s office on their inter-
pretation of the regulations.

The Legal Aid Bureau was granted $7,500 from the
Partnershipsin Law and Aging Program to fund the training.
In order to adequately train providers, the first task we need-
ed to complete was to create training material. Because many
small-home providers told us that they did not understand
how to write policies and procedures, we decided that we
should put together a binder with sample policies and proce-
dures that they would need to pass the state survey and that
they could use to enhance the care in their facilities. We
would help the providers understand the policies and how
they could implement the policiesin their homes.

Methodology

The Legal Aid Bureau partnered with the Maryland
Assisted Living Association (MALA) and Gerontological

Nursing Ventures (GNA), aconsulting group that workswith
assisted living regulations. MALA and GNV assisted Lega
Aidin compiling alist of categoriesfor the training. The cat-
egories we created included: Managing Y our Home, Clinica
Resident Care, Emergencies, Physical Plant Requirements,
and Food and Menu Requirements. Each category featured a
series of policies and procedures. Altogether, the training
binder had 54 sample policies and procedures. The Legd Aid
Bureau staff wrote the majority of the policies and proce-
dures. GNV wrote the clinical policies and procedures, as
their staff had the nursing background necessary for these.

After creating our training binder, the Legal Aid Bureau
mailed over 500 letters to small-home providers throughout
the state, to the ombudsmen, to group housing coordinators
who work with the providers, to adult evaluation review ser-
vices (social workers and nurses who work out of local health
departments and evaluate seniors to help determine the ser-
vices they need), and to legal service providers. We particu-
larly targeted the group housing coordinators to assist us in
setting up training in various counties, to invite providers,
and to arrange the training setting.

Training

The Lega Aid Bureau developed a 4hour training on
policies and procedures for small assisted living facilities.
The first part consisted of an introduction to the Maryland
Assisted Living Regulations. We then spent 45 minutes dis-

New Appointees
Continued from page 3

Judicia Circuit of the state of Florida, and was the chief
judge of that circuit for three and one-half years. In 1973, he
was chair of the Florida Conference of Circuit Judges.

Justice Overton was an early advocate of the Alternative
Dispute Resolution process, and, during his tenure as Chief
Justice, 14 Citizen Dispute Settlement Centers were imple-
mented. He is a Certified Civil Mediator in Florida

In addition to authoring numerous articles, Justice
Overton has been involved in awide range of governmental,
legal educational, bar, historical, and professiona activities.
As a member of the American Bar Association, Justice
Overton's participation has included chair of the Task Force
on Menta Health Standards for Competency to Stand Trial
(standards approved by the House of Delegates in 1985);
chair of the Appellate Judges Conference Special Committee
on Time Standards for Appellate Courts (standards approved
by the House of Delegates in 1987); chair of the Task Force

to Review Criminal Justice Standards on Tria and Discovery
(trial standards approved by the House of Delegates in
August 1993, and discovery standards approved by the
House of Delegates in August 1994); and member of the
ABA Joint Committee on Professional Sanctions (developed
standards for imposing sanctions in lawyer discipline pro-
ceedings, approved by the House of Delegates in 1986).
Justice Overton received his B.A. in Business
Administration and his J.D. from the University of Florida,
his L.L.M. in Jurisprudence from the University of Virginia,
and completed his mediation training a Duke University.

New Liaison

David Powersis the commission’'s new liaison from the
American Psychological Association. He is an assistant pro-
fessor of psychology in the department of psychology at
Bdtimore's Loyola College. He is a geropsychologist with
expertise in psycholmentric assessment of older adults, care-
giving for dementia patients, and death and dying issues.
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cussing the policies under the category “managing your
home,” including such policies on how residents can file a
grievance; the responsihility of staff to report abuse, neglect
and exploitation; and residents' rights, including confiden-
tiality, the right to have visitors, the right to refuse medica
treatment, and the right to be treated with dignity and respect.

The next part of the training was on resident care (clini-
cal services). We trained the providers on the necessity of
having acompressive service plan for each resident, and how
to update the service plan as residents' needs changed. We
discussed the need for incident policies and procedures and
the necessity for assisted living staff to understand what con-
stitutes an incident and how to fully investigate it. We dis-
cussed the medication management requirements, and the
type of nursing oversight needed in assisted living facilities.

The next section of our training focused on emergency
preparedness for assisted living homes. We discussed thefire
drill requirements, aswell aswhat to do if aresident is miss-
ing, what to do if there are weather emergencies, and what to
do in the case of aresident’s death.

The final part of the training focused on physica plant
requirements, and food and menu requirements. We ended
with aclosing discussion and time for questions and answers.

Results

Legal Aid Bureau staff trained providersfrom nine coun-
tiesand provided training to ombudsmen, socia workers, and
group housing coordinators who work with small-home
providers on adaily basis. We reached all counties but seven.
We gave out 250 training binders to managers of assisted liv-
ing homes and to professionals who assist them. As many as
25 of these professionals have told us that they are reproduc-
ing the binders and distributing them to small-home
providers, so we have no way of knowing how many of these
training binders are actually being used, except that it is far
greater than the original 250 we distributed. In addition, the
Md. Dept. of Health and Mental Hygiene, Office of Hedlth
Care Quality, gives out a packet to al providers who have
applied for a license. The sample policies and procedures in
the packet, with one exception, are the ones we devel oped.

One of thethingswe learned at the trainings, isthe diver-
sity in the level of knowledge among providers. A significant
number of providers had never read the assisted living regu-
lations, and our training wastheir first introduction to the reg-
ulations. Many providers had basic questions, such as. are
fire drills required in assisted living homes? Are windows
required in residents’ bedrooms? Can any staff give out med-
ications? These questions are answered in the regulations,
and we were able to go through the standards with the

providers, and encourage them to become familiar with the
regulations on their own.

Other providers were more sophisticated in their knowl-
edge of the regulations, but had come to the training sessions
to get particular questions answered. One of the questions
that emerged at every training session was about the role of
the RN/Nurse Manager, who needs to supply oversight to
certain staff membersin assisted living homes. This nurseis
called a“delegating nurse,” and she or he must come into the
home every 45 days, to review the handing out of medica
tionsand review the overall functional status of each resident.
There is still a great deal of confusion on the part of the
Nursing Board, the Pharmacy Board, and the Office of
Health Care Quality asto therole of the delegating nurse, and
we were able to discuss with providers the proper standards,
to the best of our knowledge.

Another observation we made at the trainingsis that cer-
tain counties are interpreting standards differently from the
state. At various meetings we attended with state officias, we
were told that fire drills had to be conducted in each home
quarterly, by each shift. During thefire drill, residents have to
be removed from the home. However, at two trainings
providerstold usthat in their counties the fire marshallswere
not requiring the removal of residents from the home during
fire drills. We encouraged these providers to call the state, to
determine what they were expected to do.

Another observation we made at the trainings was that
providers were experiencing great frustration with the licens-
ing process. Many providers submitted their applications for
licensure under the new regulations at the beginning of 1999,
and, more than a year later, had not been surveyed by the
state. (As of March 2001, 596 facilities have been licensed
and 1,224 have applied but are not licensed.) Some had been
investigated, but never received their license in the mail.
Although the Legal Aid Bureau was unable to help providers
receive their license at the trainings, we have subsequently
joined committees that are actively trying to address these
issues (such as the National Association of Social Workers
and the Maryland Chapter Aging Committee).

Feedback from the participants of the trainings was pos-
itive. The forms were especially well received, particularly
the “Incident Policy and Procedure’ form, which helps staff
identify what constitutes an incident and to whom the inci-
dent should be reported. Also, providers expressed great
interest in the “Service Plan” form, which would help them
identify when aresidents' needs had changed.

Providers were aso grateful for a copy of the “Mode
Admissions Agreement” (contract form) that we provided.
Many providers had never seen one before and had been

Continued on back page
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erate-income older persons to shift those costs to the
Medicaid program, where federal matching funds are avail-
able29 The HCBS waiver is the most successful public fund
option currently in use for creating affordable assisted living.

Personal Care Services

While the HCBS waiver is the most widely used afford-
ability option, since the 1970s Medicaid has allowed statesto
offer personal care services (“PCS’) under their state plans.
Originaly PCS had to be prescribed by a physician, super-
vised by a registered nurse, delivered in accordance with a
care plan, and provided in theindividual’ sresidence. The ser-
vices were generally tied to assisting individuals with ADLSs.
However, in 1993, Congress not only formally incorporated
PCS into federa Medicaid law, but also gave the states
explicit authorization to provide PCS outside the home. In
1994, Congress went even further, alowing states to estab-
lish means other than physician prescription of PCS and to
use means other than nurse supervision for administering
PCS. In 1997, HCFA (now CMS) issued new regulations
regarding PCS reflecting these changes. By 2000, 27 states
covered PCS under their state plans. Growth in fund outlays
has been dow since many states are electing to cover these
same services under their HCBS waiver.30 Therefore, while
PCS remains a viable option for affordability, it is not used
very frequently in assisted living.

There are some key differences between the HCBS
waiver and PCS that affect their potential as affordable
assisted living options. The HCBS waiver can be limited by
the states. States can aso set caps on spending under the
waiver, limiting the number of people who will receive
funds. As aresult, some individuals who are eligible for the
waiver may not receive funds. The PCS program is an enti-
tlement. Once the state establishes a PCS program it must
provide the services, and, therefore, funds, for al beneficia
ries who qualify. The HCBS waiver can be limited in its
scope to certain geographic areas or groups of individuals.
PCS services must be available in the same amount, scope,
and duration to al beneficiaries. Recipients under the HCBS
waiver must meet the state's nursing home level of care cri-
teria. PCS beneficiaries must meet state digibility require
ments, usually a less restrictive “medically needy” require
ment. Under the HCBS waiver program, states can set specia
rules for financia eligibility that increase the number of indi-
viduals who qualify. Financia digibility under the PCS pro-
gram is limited to the SSI income level or a “medically

needy” exception.

PCSis amuch broader program than HCBS and has the
potential to provide assistance to amuch larger group of peo-
ple. However, since its financia eigibility criteria are more
stringent, less people may be digible for PCSthan the HCBS
waiver.

Private Non-Medical Institutions

Three states—Maine, Vermont, and Florida—have cho-
sen to use private non-medica ingtitutions (“PNMI’'S’) as a
way to care for older personsin aresidential setting. A PNMI
is defined as:

an institution that is not, as a matter of regular busi -
ness, a health insuring organization or a community
hedlth center; [which] provides medical care to its
residents through contracts or other arrangements
with medica providers, and receives capitation pay-
ments from the Medicaid agency under a non-risk
contract, for its residents who are digible for
Medicaid.3

CMS has approved licensing rules for PNMIs that pro-
videarange of servicesthat include: case management; assis-
tance with performance of ADLSs; medication assistance,
monitoring, and administration; 24-hour on-site assistive
therapy; restorative nursing; health monitoring; and routine
nursing tasks.32

PNMIs are listed as providers under state plans and are
used in a variety of settings: to administer substance abuse
treatment, as community residences for those with mental ill-
ness, and to provide genera services for the elderly. In
Maine, PNMIs are licensed under assisted living facility reg-
ulations. Vermont decided to use PNMI s because their HCBS
waiver did not cover as many people as they wanted and it
would have been too costly to develop a PCS plan.33 Since
CMS has approved licensing rules for facilities that provide
services similar to those received in an assisted living facili-
ty, thismay be aviable option for certain types of assisted liv-
ing facilities looking for funding.

Affordability Options for Housing

The HCBS, PCS, and PNMI programs can usualy only
cover services provided, since Medicaid cannot pay for hous-
ing—room and board—outside an institution, except under
limited circumstances34 Residents remain responsible for
the portion of the monthly fee attributable to housing costs.
This is a potential disincentive for facilities considering
applying for an HCBS waiver program. It is low- and mod-
erate-income older people who will qualify for the waiver,
and to do so they must have limited income and assets,
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except under certain exceptions. Their very eligibility for the
waiver (and other options) presumes a limited income and a
potential difficulty paying a market rate for room and board.
Medicaid typicaly limits how much a nursing home may
charge for room and board, but since Medicaid waivers cover
only serviceswith regard to assisted living, thereislittle need
for states to address assisted living housing costs3° Certain
federa options, often implemented on a state or loca level,
can help lower these costs. Like those covering services,
these programs vary widely in their eligibility requirements,
scope of coverage, and application to assisted living facili-
ties.

HUD 88 Vouchers

Section 8 is afederal housing assistance program admin-
istered through the U.S. Department of Housing and Urban
Development (“HUD”) and Public Housing Agencies
(“PHAS"), designed to assist low-income families, older per-
sons, and persons with disabilities to pay for decent and safe
housing. The voucher provides a“subsidy” for use in the pri-
vate housing market based on household income and the cost
of housing in the area. Residents must pay at least 30 percent,
but not more than 40 percent, of their income towards hous-
ing costs3 In order to be dligible for a §8 voucher, a resi-
dent’ sincome must be below 50 percent of the median income
of the county or metropolitan area in which the resident
chooses to live. A PHA must provide 75 percent of its vouch-
ers to residents with income below 30 percent of area median
income. 3’

Under the standard 88 voucher program, if residents
choose to move from one participating unit to another the
voucher moves with them. However, in one new 88 program,
Project-Based Rental Assistance, the voucher attaches to the
facility rather than to the resident. Participants in this pro-
gram use the subsidy while residing in the unit. While §8
vouchers can be an excellent source of funding to cover hous-
ing costs, obtaining avoucher isnot that easy. There are often
long waiting lists to receive a voucher, and, even then, find-
ing housing that meets the requirements of the program and
that accepts the voucher can be difficult. This may make the
project-based subsidy more appealing for reducing housing
costs, since once afacility obtainsthe voucher it remainswith
the facility rather than moving with the resident.38

On September 1, 2000, HUD released a Public and
Indian Housing (“PIH") notice to inform PHAs that §8
vouchers could be used at assisted living facilities. However,
the voucher can only be used to cover the housing costs asso-
ciated with the monthly assisted living fee. The notice speci-
fies that residents in the assisted living facility using the
voucher must not require continual medical or nursing care.
Additionally, the notice encourages the use of the 88 vouch-

er in conjunction with the HCBS waiver in assisted living
facilities3°

Section 8 vouchers clearly have potential to creste
affordable assisted living. When used in conjunction with an
option that covers the services portion of an assisted living
monthly fee, such asthe HCBS waiver, 88 vouchers can sig-
nificantly lower the costs to a resident. Section 8 project-
based vouchers provide an added benefit. While anormal §8
voucher will lower the cost of assisted living for a particular
resident, a voucher that is tied to the assisted living facility
unit itself will not only ensure long-term affordability of that
unit, but, if the facility has several such units, it may aso
lower the overall cost to the facility, encouraging the owner
to lower feesfor al residents.

HUD §202 Conversion Funds

The 8202 Program of Supportive Housing for the
Elderly provides federal capital advances and contracts for
rental assistance, under the Housing Act of 195940 for
housing projects serving older and disabled persons?!
While 8202 funds originally were only used for residents
capable of living independently, HUD has gradually recog-
nized that this was unrealistic and, under pressure from
Congress, allows the use of HUD-subsidized housing for
the provision of assisted living services.42 Section 202
funds may now be used for converting housing or other real
estate into assisted living facilities for low or very low-
income residents#3 As with the 88 voucher, residents in a
§202 converted wing must have an income below 50 per-
cent of the area median income, and pay 30 percent of their
income towards housing costs.

Unlike 88 vouchers, which provide funds to the resident,
§202 funds are obtained and used by the facility. As an
affordability option they do not provide direct assistance to
the resident, but a facility that uses §202 funds could reduce
its overal housing costs and pass this benefit on to residents
in lower monthly fees.

HUD 8232 Mortgage Insurance

The Housing Act of 1959 established §232 of the
National Housing Act,** authorizing a program of mortgage
insurance for the construction and rehabilitation of nursing
homes. In 1969, intermediate care facilities were added to the
program, and, in 1983, board and care facilities became €li-
gible aswell. Under §232, any public, proprietary, or private
non-profit facility licensed or regulated by the state or munic-
ipality that provides accommodation to persons who are not
acutdly ill or in need of hospital care, but who require skilled
nursing care, is eligible to apply for funds. The services must

Continued on page 10
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be provided by licensed professionals, and, while continuous
care may be provided, continuous medical or nursing ser-
vices may not be provided. Facilities must provide room and
board, and “ continuous protective oversight,” which ranges
from simple resident monitoring to assistance with multiple
ADLs. Eligible facilities must house 20 or more residents
who need continuous care® It is important to note that
unlike 8202 funds, §232 does not restrict the benefit to any
one particular group, such as older or disabled persons.

Like §202, 8232 does not provide a direct benefit to the
resident, but as with conversion funds, mortgage insurance
can help ensure that facilities that are committed to providing
affordable assisted living have multiple sources for subsidiz-
ing costs.

Low-Income Housing Tax Credit

The Low-Income Housing Tax Credit (“LIHTC") pro-
gram was created by the Tax Reform Act of 1986, and is
intended to increase and preserve affordable rental housing
by replacing previous tax incentives with a credit directly
applicable to taxable income. % LIHTCs are given to owners
of qualified low-income buildings over a ten-year period.
Only residentia buildings are eligible. Eligible facilities for
older persons include assisted living, independent living,
congregate care, and properties with 88 assistance. Qualified
buildings must meet severa criteria. Low-income residents
must occupy a specified portion of units. These units must
have restricted rents and must be rented on anon-discrimina
tory basis. The units must meet loca building, health, and
safety codes. The initia lease term must be for at least six
months, however, after this time period the lease may go
month-to-month.#’ States have atotal amount of credit equal
to $1.25 per state resident, and they evauate the applicants
for the credits based on their service to low-income individ-
uals. States must give priority to plans that serve the lowest
income residents for the longest time. While projects can be
developed by for-profit and non-profit entities, states must set
aside ten percent of their credits for non-profit organiza
tions48

Whereas LIHTCs can be applied to assisted living facil-
ities, and used successfully to lower the facilities' costs, there
are some barriers to using these credits in assisted living.
Applicants for LIHTC are evaluated on a per unit cost basis.
Assisted living facilities often have higher per unit costs, in
part because the costs of common spaces are included in the
calculations. Additionaly, LIHTC is a program for indepen-
dent living. Given the range of services an assisted living

facility may provide, they may not be providing services that
are limited enough to be considered “supportive services’
under the program. If residents receive continua care then
the facility is not eligible for the credit. The IRS has outlined
alist of services that a facility can provide and still remain
eligible. These include mea and laundry service, assistance
with medications, and assistance with ADLs. Also, athough
under the LIHTC rent is limited, caculations of rent must
include service and housing costs. This may drive up the
“rent” of an assisted living facility past acceptable rates. A
final problem is the variations in cost that are found from
facility to facility, making it difficult to determine, without
specific calculations, if an assisted living facility can benefit
fromaLIHTCA?

The use of LIHTCs has grown, but there has been no
corresponding increase in the amount of state funds>C This
meansthat more facilities are competing for the same amount
of credits, decreasing the amount of help each facility may
receive. Thismay makethe LIHTC alimited successin help-
ing to lower assisted living codsts. The LIHTC probably
works best for the consumer when coupled with other subsi-
diesfor the facility.

Rural Housing Service Funds

The U.S. Department of Agriculture's (“USDA”) Rura
Housing Service (“RHS’) has severa low-income housing
options that may help lower assisted living costs. First, the
RHS provides 8515 Rural Rental Housing Loans to covered
entities with very low-, low- and moderate-income families.
The loans are direct competitive mortgage loans made to
provide affordable multifamily housing to very low-, low-,
and moderate-income families; older persons; and persons
with disabilities. The program is primarily for direct mort-
gages, but may also be used for land purchase or improve-
ment, or to provide necessary facilities such aswater or waste
disposal systems. In new 8515 projects, 95 percent of theres-
idents must have very low incomes,®1 and in existing projects
75 percent of new residents must have very low incomes. %2

A second option offered under the RHS guarantees loans
for development of multi-family housing in rural areas of the
country.>3 Loans are provided for purchase, construction, or
rehabilitation of covered facilities. Applicants can include
non-profit groups, loca governments, or community devel-
opment groups. Occupants of these facilities must be very
low-, low-, or moderate-income families, or older or disabled
persons with incomes not in excess of 115 percent of the area
median income (“AMI”).%*

A third option is RHS's Rental Assistance Program,
which may be used in existing and newly constructed 8515
RHS Rura Rental Housing. Occupants must be very low- or
low-income persons, older persons, or persons with disabili-
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ties, as long as they are unable to pay the basic monthly rent
within 30 percent of their adjusted monthly income. The
RHS and the owner execute a five-year contact in which
RHS commits payments on behalf of residentsin adesignat-
ed number of units. If very low-income persons can not cover
RHS subsidized rents, then RHS will pay the resident the dif-
ference between their 30 percent contribution and the month-
ly rental rate.®> Thisis very similar to the subsidy calculation
under HUD's §8 voucher program. >

The RHS programs will probably only prove useful as
affordability optionsfor assisted living in alimited number of
situations. These programs are restricted to application only
inrural areas. Additionally, under the programsthere are very
strict income requirements that may limit the ability of assist-
ed living facilities to apply for these funds. However, where
they are applicable they can provide a benefit to the facility
which, if significant enough, can be passed on to the residents
through lower monthly fees. As with the other options that
aid facilities, these options work best in conjunction with
additional options for services.

Quality of Care Standards

While creating affordable assisted living is extremely
important, ensuring that residents are protected once they
enter afacility isaso of paramount concern. Currently, there
are no federa regulations regarding the quality of care in
assisted living facilities—all regulation has been left to the
States.

Testimony at a hearing of the Senate Special Committee
on Aging regarding quality of care issues in assisted living
indicated that common problems are inadequate care (such as
insufficient access to a physician or other medical treatment),
insufficient and untrained staff, and problems surrounding
medications (such as patients not receiving medications,
recelving the wrong medications, or medications being
improperly stored).®’ While this is not an exhaustive list of
quality of careissues, it does provide an example of the major
areas in which problems arise.

The best way to protect consumers is for the states to
develop regulations of assisted living facilities setting explic-
it standards and requiring resident rights and protections.
While state departments of health currently require periodic
inspections of assisted living facilities, these inspections vary
in their frequency, content, and effectiveness. Enforcement
measures for violations also differ greatly. State licensing
agencies and adult protective services can investigate com-
plaints, but they may have little authority to resolve them.
The Long-Term Care Ombudsman Program, authorized by
the Older American’s Act,® is required to investigate and
resolve complaints involving residents of assisted living.

However, ombudsman programs, while an excellent source
of protection for older persons, are often under-staffed, poor-
ly funded, and may not have the resources to address the
myriad concerns raised in assisted living.

Consumer Protection Issues

Consumer protection issues are also alarge concern for
consumers and advocates. Assisted living remains a private-
ly runindustry, and states havelittle ability, short of licensure
and regulation, to force facilities to provide residents with
certain protections. As a result, residents are forced to rely
almost exclusively on their contract with the facility to deter-
mine, protect, and enforce their rights. The GAO has found
that, unfortunately, contracts are often lacking in information
asto resident rights. Additionally, prospective residents often
have a hard time determining what rights and protections
each facility offers, since many facilities are reluctant to sup-
ply them with a contract or other written materials. %0

Some of the larger issues that need to be addressed
include protections and standards surrounding resident
admission and retention, discharge and appea procedures,
servicesincluded in the basic fee, and a process for ng
additiona charges as services needed increase. Many of the
specific concerns that arise out of these broad issues can be
addressed through regulation, but this may raise other prob-
lems for consumers, facilities, and states. Admission and
retention criteria can be imposed by the state through licens-
ing and regulation, but this may inhibit the ability of facilities
to accept some affordability options.®1 Moreover, if afford-
ability options carrying added protections for the consumer
result in increased operating costs, facilities may be reluctant
to participate in these programs.

Costs raise other consumer protection concerns. The
GAO has found that fecilities offer little protection from
eviction if residents can no longer pay their bills. Most assist-
ed living facilities can summarily evict residents if they
decide they can no longer afford to care for them.
Unfortunately, some assisted living residents may find that
they have spent al their money on assisted living and,
although they are now €ligible for Medicaid, may have diffi-
culty finding an appropriate nursing home to care for them.%
This problem demonstrates why it is crucia to provide
affordable assisted living options, with attached resident
rights and protections, that avoid depleting the resources of
older persons.

Certain affordability options may create a starting place
for requiring protections. Even if these options are limited in

Continued on page 12

BIFOCAL Fall 2001

11

Vol. 23, No. 1



Federal and State Options

Continued from page 11

their ability to impose specific protections, they can serve as
astrong point for advocacy.

Affordability Options
with Attached Protections

While it is important that states address quality of care
and consumer protection issues directly, they face significant
challenges in doing so. Certain affordability options, howev-
er, carry with them alimited set of rights and protections that
states could possibly apply to assisted living facilities accept-
ing federal funds. Even if states are unable to explicitly apply
these protections, they may serve as an example for encour-
aging states to develop, and facilities to accept, regulation.
Finally, some options lack explicit attached rights and pro-
tections but may provide analogiesto similar services offered
under similar programs that could prove useful for advocates.

Supplemental Security Income—
Keys Amendment

The Supplemental Security Income (SSI) Program car-
ries with it the Keys Amendment, which requires states to
regulate residential facilities housing a certain number of SSI
recipients.3 Each state must report annually to the Social
Security Administration (* SSA”) that it isin compliance with
the Amendment. The enforcement measure of the Keys
Amendment is a reduction in resident SSI payments to resi-
dential facilities that do not meet the standards a state sets
pursuant to the Amendment 84 This enforcement provision
has resulted in the Keys Amendment being largely consid-
ered a “meaningless failure.” States are unlikely to report
non-compliant facilities since the only penalty isaremoval of
funds for the resident with no direct penalty to the facility.®
However, the Keys Amendment could serve as a precedent
for establishing a federal requirement that assisted living
facilities meet state (and possibly federal) regulations and
standards.

Home and Community-Based
Services Waiver

CMS requires states seeking the HCBS waiver to ensure
that “ necessary safeguards . . . have been taken to protect the
health and welfare of individuals provided services under the
waiver.”86 The corresponding regulations list three required
protections. First, adequate safeguards must be established
for providers. This could be an incentive for facilities to par-
ticipatein an HCBS waiver program, asit would assure them

certain rights. Second, assurance must be given to CMS that
providers will satisfy all applicable state licensure and certi-
fication requirements.%” This requires al facilities that par-
ticipate in the waiver program to be licensed and regul ated by
the state. While this may be a disincentive to providers who
prefer not to be licensed, it could afford needed protections
for residents. State licensure and regulation is more likely to
afford residents quality of care standards, intermsof thelevel
and quality of services provided, and consumer protections
againgt discharge or breach of contract, than the providers
will if left alone.

Lastly, CMS must be assured that assisted living facili-
ties will comply with the state regulations that satisfy the
Keys Amendment. While the Keys Amendment has proven
to be somewnheat of afailure as an enforcement mechanism, it
can till act as precedent for developing afederal requirement
for federd or state regulation in the areas of quality of care
and consumer protection in assisted living facilities.
Unfortunately, “[t]hereis no indication that [CM §] has taken
an active role in advocating for an improved quality of care
in residentia facilities [operating under the HCBS waiver
program].” €8

Personal Care Services

The PCS program will not provide added protections for
the consumer. CM S has declined to establish federal stan-
dards for PCS beyond requiring providers to be “qualified.”
CMS has stated: “We are not establishing provider qualifica
tions for persona care services. Rather, in the interest of
maintaining a high level of flexibility in providing personal
care services, we suggest that states develop their own
provider qualifications and establish mechanisms for quality
assurance.”®

Medicaid, Generally

TheMedicaid programitself provides certain protections
to its participants. Among these are a list of services a state
plan must provide to eligible individuals;’® regulations con-
cerning the amount, duration, and scope of these services;
agenera statement of right to afair hearing for discharge; 2
and a private right of action to enforce the statute. ® While
these rights are not explicitly applied to the Medicaid options
for affordability, they do provide aframework for devel oping
future federal and state rights of a comparable nature. The
HCBS waiver is a voluntary plan that the states elect to
design and implement. It allows the states freedom to allocate
certain Medicaid moneys to programs they develop.
However, the state is still receiving Medicaid funds to pro-
vide health careto eligibleindividuals. Since they are receiv-
ing waiver funds in lieu of nursing home Medicaid funds,
which carry with them the above rights, the states should cre-
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ate similar protections for the waiver recipients. The point of
the HCBS waiver isto alow the state to serve its Medicaid
eligible population in a community-based, rather than institu-
tional, setting. Whichever program is used, the individua
deserves the same protections they are entitled to under the
Medicaid nursing home program.

Thisisamore difficult case to make with respect to state
PCS plans. Although PCS plans were formally incorporated
into federal Medicaid law in 1993, they till remain a part of
the state Medicaid plan.”4 This formal incorporation does
provide some basis for arguing that states using PCS plans
should afford recipients the same rights and protections they
would receive under the federal Medicaid plan.

Nursing Home Reform Act

There are also certain protections afforded individuals
under the 1987 Nursing Home Reform Act. These rights
include the right to be fully informed; the right to participate
in one' s own care; the right to make independent choices, the
right to privacy and confidentiality; the right to dignity,
respect, and freedom; the right to security of possessions; the
right to remain in the facility; and the right to raise concerns
or complaints.”® The right to remain in the facility and the
right to raise complaints are of particular importance for
assisted living consumer protections. As with the rights pro-
vided under the general Medicaid program, these rights and
protections do not apply directly to assisted living residents.
However, the HCBS waiver does require that digible indi-
viduals be eligible for nursing home level of care.”® Since
many waiver programs have the same financia eligibility
requirements as Medicaid does generaly, 7 many residents
of assisted living facilities receiving HCBS waiver funds are
éigible for nursing home care. This can serve as a strong
basis for a policy argument creating an anaogy between res-
idents in assisted living and Medicaid recipients in nursing
homes. Consumer advocates can point out that it seems
somewhat incongruous to provide protections to nursing
home residents that are not afforded assisted living residents,
when both require similar care.

HUD 88 Voucher Program

Section 8 housing must meet severa criteria: it must
meet HUD’s Housing Qudity Standards (‘HQSS’), it must
have rent that is reasonable in comparison to comparable
housing units, PHAs must alow residents with vouchers 60
days to find housing after being awarded the voucher, and
owners and managers of the unit the resident wishesto obtain
must be willing to participate in the program.” While this
makes 88 a voluntary program, once a facility accepts the
voucher they are bound by the program’ sregulations. At least
once per year, a PHA must re-ingpect the housing unit to

ensure it passes HUD’s HQS, reevaluate the resident, and
adjust the subsidy as necessary. The 88 program may require
housing providers to give additional notice of an intention to
evict residents, and provide for certain appeals. Currently
these protections are likely to exceed those provided by state
regulations and facilities. Additionaly, federal financia
assistance may carry the requirement that PHASs cover the
costs of “reasonable accommodations’ in their policies and
programs to ensure participation by persons with disabilities,
including frail older persons.

Other Housing Options

The remainder of the housing options do not carry any
specific rights regarding quality of care or consumer protec-
tions, beyond those imposed by the states. Therightsand pro-
tections available to residents under these programs are the
same rights they have, generaly, as tenants, most of which
exist through the lease contract with the landlord. However,
since these are federd programs, residents may have the
added protections afforded to tenants under federa law, such
as 8504 provisions and an increased requirement for notifi-
cation of eviction.

Conclusion

Recently, the U.S. Senate Special Committee on Aging
has begun a series of hearings on increasing access to
affordable long-term care options for older persons. At a
June 28, 2001, hearing, members of the committee made
very strong statements in support of shifting the emphasis
from ingtitutional care to community-based care.
Additionally, HHS Secretary Thompson argued for a
restructure of the Medicaid waivers. NCB Development
Corporation commented:

These two areas of emphasis at the hearing indicate
a strong and growing commitment at the federa
level to increase Medicaid funding and flexibility to
provide home and community-based care options.
This movement will greatly benefit efforts to
increase the quality and availability of [affordable
assisted living]. "

In addition, the GAO has noted:

[A]s the states increase the use of Medicaid to help
pay for assisted living, the contribution of federal
financing will grow aswell. These trends will likely

Continued on page 14
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focus more attention from consumers, providers,
and the public sector to where assisted living fits on
the continuum of long-term care, on the standards
the states use to ensure quality of care and protect
consumers, and on the approaches states use to
ensure compliance with these standards &0

States face a daunting task in implementing the various
affordability options in their efforts to make assisted living a
viable long-term care choice for more older persons. States
could regulate the initial rates of assisted living facilities,
either by requiring them to be lowered or setting caps on rates
for licensed fecilities. States could also lower assisted living

sumers, advocates, and states can assure assisted living a
strong future.
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to pUSh these a_ffordab”'ty Op'[lOf?S fl_,ll’thel’ FO protect C_On' sionals have determined that community placement is appropriate, to
sumers. If afaC|I|ty faced areductionin pI'OfIt by becomi ng transfer from institutional care to a less restrictive setting is not opposed
licensed, many facilities might chose to remain unlicensed, by t(:‘et foetcﬁd ‘f?dtiVidua" a:‘ih‘he placement C"?‘Inge tfei‘sonét‘bt'y aceom
: " : modated, taking into account the resources available to the state and the
g‘;zt;): dg;?ég?}%?ﬁirgﬁ?&agg:z }(I’)] :gg:zo%uilsg/sgdﬁr/e needs of other [individuals with a covered disability].” Id.

- ’ - 14. The ADA defines “disabled,” with respect to an individual as, “(A) a phys-
ing facilities may be reluctant to participate in programs ical or mental impairment that substantially limits one of more of the major
that require more rules, procedures, and resident protec- life activities of such individual.” 42 U.S.C. §12102(2) (1994). The Act also
tions. states that “(B) a record of such impairment; or (C) being regarded as

. L. i having such an impairment” on the part of an individual would make them
Assisted living has emerged as an important component sdisabled” within the Act. Id
on the continuum of long-term care for a growing popula- 15. See Olmstead, 527 U.S. at 601.
tion of older Americans. It can provide older persons with a 16. An assisted living facility would need to be an entity covered by the ADA
T — . . in order for the Act, and, therefore, Olmstead, to apply.
non In.S[I'[UtIOI’IaI ?nVI ror_]me_nt, Where.th_ey can receive need- 17. There are questions as to whether Olmstead can be applied to assisted
ed assstance,_ while maintai I’_II ng their md_e_penden_ce for as living facilities, since it is yet to be determined whether assisted living
long as possible. By pursuing affordability options and constitutes institutional or community-based care.
investigating their attached rights and protections, con-
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19.

20.

21.
22.

23.

24.

25.

See ERIC M. CARLSON, LONG-TERM CARE ADVOCACY 5-21
(Matthew Bender 1999).

Under Medicaid, states are required to cover nursing home care for “cat-
egorically eligible” persons age 21 and older. This mandate entitles these
persons to nursing home care. States have the option to cover nursing
home care for other Medicaid beneficiaries as well, including those under
age 21 and the “medically needy.” See DEPARTMENT OF HEALTH AND
HUMAN SERVICES, UNDERSTANDING MEDICAID HOME AND COM-
MUNITY SERVICES: A PRIMER www.hhs.gov [hereinafter HCBS
PRIMER]. “Medically needy” would cover those persons under 65, and
therefore not categorically eligible, but who otherwise need nursing home
level-of-care. However, being entitled to nursing home care is not suffi-
cient to receive it. An individual must also meet eligibility requirements for
nursing home care. Individuals must fall within one of Medicaid’s desig-
nated categories, one of which is the “elderly,” defined by Medicaid as

“people age 65 and older.” See ENID KASSNER & LEE SHIRLEY, MED-
ICAID FINANCIAL ELIGIBILITY FOR OLDER PEOPLE: STATE VARIA-

TIONS IN ACCESS TO HOME AND COMMUNITY-BASED WAIVER

AND NURSING HOME SERVICES 3 (AARP 2000).

See ROBERT MOLLICA, STATE ASSISTED LIVING POLICY: 2000,
www.nashp.org/salp2000 (NASHP 2000). In 1998, the average cost per
person under the HCBS waiver was $14,950. However, there were large
differences in cost among different populations receiving services under
the waiver. HCBS waiver programs that served seniors had an average
cost of $5,362 per participant. Some of the factors that can affect cost
include: the difference in intensity of services required and the extent to
which other state plan services can meet these needs. See HCBS
Primer, supra note 19.

See MOLLICA, supra note 20.

See JOSHUA M. WIENER, THE URBAN INSTITUTE, NEW FEDERAL-

ISM-ISSUES AND OPTIONS FOR STATES: YOUNGER PEOPLE
WITH DISABILITIES AND STATE HEALTH POLICY, Series A, No. A-9, 5
(May1997). In order to allow the states to set caps, CMS waives the
requirements of comparability (that services be provided to all groups

equally) and statewideness (that all benefits be covered in all parts of the
state). See id. This allows states to isolate application of the HCBS waiv-

er to a certain population, in a certain geographic location.

See MOLLICA, supra note 20. If a state licenses a facility only for certain

care needs, a specified number of ADLs, that does not rise to their defi-

nition of nursing home level of care, then the facility will be unable to
accept residents eligible for Medicaid HCBS waiver funds without violat-

ing the state licensure requirements. Additionally, if a state requires a
facility to discharge a patient when they reach a nursing home level of
care, the facility will again be blocked from accepting HCBS waiver-eligi-

ble residents. Therefore, since the use of HCBS waiver funds is an excel-

lent way to create affordable options, the decisions a state makes in

designing its HCBS waiver can greatly affect how successful the waiver
will be in creating affordable assisted living.

Older persons are categorically eligible for Medicaid, but they must also
meet financial eligibility before they will receive funds for nursing home

care. Financial eligibility is comprised of both income and assets. Income

eligibility “includes both the income standard that an individual must meet
and the methodology that each state uses to determine whether an indi-

vidual meets the standard.” In order to be income eligible an individual's

income must (a) meet the SSI limit, (b) equal 100 percent of the poverty

level, (c) meet a special rule. KASSNER & SHIRLEY, supra note 19, at 4.

There are three types of special rules. The spend down method allows

an individual to deduct medical expenses from their gross income. The
individual pays the balance of the medical expenses with Medicaid pay-

ing the rest until the individual meets the income eligibility level. A prob-

lem with the spend down method is that it requires an individual to
deplete their resources in order to be eligible, resources that could help

cover long-term costs. The 300 percent rule allows states to set an
income standard of 300 percent of SSI to allow more people to be eligi-

26.

27.
28.
29.
30.
31.
32.
33.
34.

35.
36.

37.

ble. The special rules increase the potential for an individual to be eligi-
ble for Medicaid. While the 300 percent rule will make more people eligi-
ble, a combination of the spend down rule and the 300 percent rule will
maximize eligibility. Individuals can spend down to a higher level to
become eligible, therefore depleting less of their income or wealth.
Finally, there are “medically needy” provisions that allow otherwise finan-
cially ineligible individuals to become eligible. If an individual is income
eligible under a special rule they must also satisfy asset eligibility require-
ments. As with income eligibility this has two components: the state’s
standard and the methodology the state uses to determine whether their
standard is met. States will set a certain limit on the assets an eligible indi-
vidual may retain. This varies widely from state to state. See KASSNER
& SHIRLEY, supra note 19, at 4 — 5.

See KASSNER & SHIRLEY, supra note 19, at 5 — 6, 8, 10. The state
determination of the MNA, which can be used for rent or food or other
expenses, can have a crucial effect on whether an individual can remain
in the community or facility. However, if a waiver participant is eligible
under a state’s special rule of “medically needy,” then the state must
establish a Medically Needy Income Level (“MNIL"). The MNIL is a level
of income that can not be exceeded after allowable deductions from
gross income for the individual to remain eligible. In certain cases the
MNIL may remove any additional cushion the MNA established.

See HCBS PRIMER, supra note 19.

TILSON, supra note 12, at 7.

See WIENER, supra note 22, at 5.

See HCBS PRIMER, supra note 19.

See MOLLICA, supra note 20.

Seeid.

Seeid.

Medicaid may cover housing costs under certain limited circumstances.
If residents are eligible for Medicaid funds under a special rule, such as
the 300 percent rule, the states are required to establish an MNA. The
MNA allows residents to retain enough money to remain in the commu-
nity, and, thus, could be used to cover room and board expenses in an
assisted living facility. See MOLLICA, supra note 20. See also infra p. 5,
p. 13 n.25. The level at which the state sets the MNA will affect a resi-
dent’s ability to cover assisted living expenses. Id. States need to set the
MNA high enough to allow individuals to pay these expenses.
“Inadequate MNAs may be a crucial factor leading to an institutional bias
in the Medicaid program.” KASSNER & SHIRLEY, supra note 19, at 10.
Under 81915(c) post-eligibility treatment of income rules, states are
allowed to use reasonable standards in establishing the MNA.
Additionally, the state is allowed to vary the MNA based on the individu-
al's circumstances. See MOLLICA, supra note 20. This flexibility allows
states to set different MNAs for assisted living residents versus those liv-
ing in private homes, allowing the former to cover their housing expense
and the latter their rent or mortgage payment. The state could also vary
the MNA based on the type of assisted living facility an individual is enter-
ing.

See MOLLICA, supra note 20.

See ANN O’'HARA, USING THE SECTION 8 VOUCHER PROGRAM
FOR RENTAL HOUSING (U.S. Dept. of Health and Human Services,
Office of Civil Rights 2001). The subsidy is calculated in a series of steps.
First HUD publishes a list of fair market rents for “modest” rental housing
by locality. Then each local PHA establishes a payment standard that is
between 90 percent and 110 percent of the HUD determined fair market
rent. The monthly subsidy given to the resident is the difference between
the 30 percent of the resident’'s monthly adjusted income that they must
pay towards rent, and the PHA determined payment standard. See id.
HUD’s HOUSING CHOICE VOUCHER PROGRAM FACT STREET,
www.hud.gov/section8.

Continued on page 16
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Federal and State Options

Continued from page 15

38.

39.

40.
41.
42.
43.

44,
45.
46.

47.

48.

49.
50.
51.

See O'HARA, supra note 36. See also Jane Adler, Tough Search:
Section 8 Apartments are Affordable but Difficult to Obtain, CHI. TRIB.,
May 16, 1999.

Despite this encouragement, as of July 2001 HUD was aware of only one
program that has combined the §8 voucher and the HCBS waiver, admin-
istered by the Michigan State Housing Development Authority
(“MSHDA"). According to Mr. Larry Valencic at MSHDA, they worked in
conjunction with the local Area Agency on Aging to identify the population
who were eligible for §8 vouchers, among those already in a HCBS waiv-
er program. MSHDA currently has 17,000 vouchers, and they have set
aside 50 of these for use with a HCBS waiver. Of the 50 vouchers they
set aside, 13 participants are living in assisted living facilities. The remain-
ing participants are in private housing receiving community-based care
there.

See 42 U.S.C. 1701q §202.

See 24 C.F.R. §891.100.

See TILSON, supra note 12, at 7.

See www.hud.gov. One very successful example of the use of §202
funds is the Culpepper Garden facility in Arlington, Virginia. Culpepper
Garden was the pioneer in using §202 funds to build assisted living. The
grant made to Culpepper Garden was the first made with the explicit
understanding that the facility would be licensed and used for construc-
tion of an assisted living wing for low-income older persons. In 2000,
Culpepper Garden opened their new wing with 73 units for assisted living
for residents with a median income of $1,000 per month. In order to main-
tain long-term affordable care for their assisted living residents Culpepper
Garden has had to address the issue of operating their facility while keep-
ing costs low. To do so Culpepper Garden has relied on several sources
of funding: a §202 construction grant, a county construction grant to mod-
ify and expand common spaces, private non-profit contributors, HUD §8
rent subsidies, a county grant to subsidize care services for very low-
income residents, and a private grant to subsidize their first year of oper-
ation. However, as residents’ needs increase, Culpepper Garden will
have to continue to find sources of funding. Culpepper Garden is an
excellent example of how facilities can combine multiple programs to
reduce the cost of assisted living. See TILSON, supra note 12, at 7 — 8.

See 12 U.S.C. §1715(w).

See www.hud.gov.

The owner of a covered facility is given a tax credit based on a percent-
age of the proportion of rental housing the owner agrees to maintain as
both rent and income restricted for at least eighteen years. At least 20
percent of the units must be set aside for residents whose incomes do not
exceed 50 percent of the area median income (“AMI”), or 40 percent of
the units set aside for residents whose income does not exceed 60 per-
cent of AMI. See MICHIGAN STATE HOUSING DEVELOPMENT
AUTHORITY, LOW INCOME HOUSING TAX CREDITS,
www.mshda.org.

See AASHA DEVELOPMENT CORPORATION, USING TAX CREDITS
FOR HOUSING OLDER ADULTS: A RESOURCE GUIDE FOR NON-
PROFIT PROVIDERS 2 - 3 (October 1997) [hereinafter AASHA.

See Katherine M. O’'Regan and John M. Quigley, Federal Policy and the
Rise of Non-Profit Housing Providers, JOURNAL OF HOUSING
RESEARCH, Volume I, Issue 2 300 (2000).

See AASHA, supra note 47, at 1 - 3.

Seeid. at 1.

Under RHS programs “very low-income” is defined as persons with an
income below 50 percent of the AMI, “low-income” is defined as persons
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with income between 50 percent and 80 percent of AMI, and “moderate-
income” is capped at $5,500 above AMI. See www.usda.gov/rhs.

See www.usda.gov/rhs.

Eligible communities generally have populations less than 10,000 peo-
ple. See www.usda.gov/rhs.

See www.usda.gov/rhs. See also infra n.51.

See www.usda.gov/rhs.

See infra n.36.

See CRS REPORT, supra note 2, at 4, citing U.S. SENATE SPECIAL
COMMITTEE ON AGING, Shopping for Assisted Living, Hearing,
Testimony of Consumer Consortium on Assisted Living. See also GAO,
ASSISTED LIVING, supra note 3, at 24 — 27.

See Older Americans Act of 1965, 42 U.S.C 3001 et seq., as amended
Nov. 13, 2000, Pub. L. No. 106-501.

42 U.S.C 83001, as amended § 712 .

See GAO, ASSISTED LIVING, supra note 3 at 13-15. See also infra p. 2.
For example, states may license a facility to care for residents within a
certain level of ADL'’s, but an affordability option, such as the HCBS waiv-
er may have conflicting requirements that preclude the facility from
accepting the public funds. States need to be aware of these potential
conflicts when designing licensing requirements.

See GAO, ASSISTED LIVING, supranote 2, at 5.

See 42 U.S.C. §1382e(e).

See 42 U.S.C. §1382e(e)(3)-(4).

See CARLSON, supra note 18, at 5-21.

Id. at5-23.

Seeid.

Id.

Id.

See 42 U.S.C. §1396d(a).

See 42 C.F.R. §440.230.

See 42 U.S.C. 81396(a)(3). See also 42 C.F.R. 8431.200 et seq. These
regulations outline what the notice given to the resident should contain,
reasonable times for request for hearing, right to continued benefits pend-
ing a hearing decision, right to a timely hearing, rights before and during
the hearing, and specifics of the hearing.

42 U.S.C. §1983.

See HCBS PRIMER, supra note 19. See also infrap. 6.

See SARAH GREENE BURGER, VIRGINIA FRASER, SARA HUNT,
AND BARBARA FRANK, NURSING HOMES: GETTING GOOD CARE
THERE, THE NATIONAL CITIZENS' COALITION FOR NURSING
HOME REFORM 23 — 38, 142 — 143 (1996).

See MOLLICA, supra note 20. See also infra p. 13, n.19.

See MOLLICA, supra note 20. In order to gain approval from CMS, a
state must demonstrate that its proposed HCBS waiver program does not
cost more, on average, than the services provided in an institutional set-
ting. See infra p. 5.

See O'HARA, supra note 36.

NCB DEVELOPMENT CORPORATION, AFFORDABLE ASSISTED
LIVING E-NEWSLETTER, http://pull.xmr3.com/469-
A7B3/16800538/logotan.gif 1 (July 19, 2001).

GAO, ASSISTED LIVING, supra note 3, at 29. See also infra pp. 10—11
(discussing the potential of these options to carry with them quality of
care standards and consumer protections).

One inducement to assisted living facilities to adopt affordability options
may be the recent discovery that many assisted living facilities are over-
built for demand. See NCB DEVELOPMENT CORPORATION,
AFFORDABLE ASSISTED LIVING: BACKGROUNDER,
www.ncbdc.org. While the expected future growth of the older American
population may eventually take care of this problem, in the short-term it
may be an excellent way to persuade facilities to fill currently empty beds.
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Commission Recommends Regulation, Accreditation,
and Access in Assisted Living
Report and Recommendation on Assisted Living
to the American Bar Association House of Delegates

RESOLVED, that the American Bar Association sup-
ports uniform and comprehensive state and territoria
standards, regulation, and oversight of facilities and pro-
grams, commonly referred to as “assisted living,” offer-
ing to persons in a residential setting some degree of
supervision or assistance with personal services and
health care, sufficient to (a) enable consumers to make
informed choices about their care options; (b) provide
residents’ rights and legal protections; and (C) ensure res-
ident safety and appropriate, high quality care.

FURTHER RESOLVED, that the American Bar
Association opposes state, territorial, or federal agencies
granting “deemed status’ (the recognition of private
accreditation as meeting government regulatory stan-
dards) to assisted living programs or providers accredit-
ed by private organizations unless (a) state monitoring
and enforcement functions are effectively integrated and
strengthened under the deeming process; (b) results of
the state and territorial monitoring and enforcement pro-
cess are fully accessible to the public; and (c) the deem-
ing process is closaly monitored and evaluated.

FURTHER RESOLVED, that the American Bar
Association supports initiatives to increase the availabil-
ity of affordable assisted living options and access to
those options by persons of low and moderate means.

Introduction

Advertisements for assisted living facilities offer com-
fortable residences, socia opportunities, freedom from
housekeeping and hedth care worries, and the prospect of
never having to move again. However, consumers seeking a
residence to meet both their current and future needs face a
daunting task. Those looking at programs in more than one
state are likely to be even more confused. Unlike nursing
homes, there are no federa regulations governing assisted
living, no uniform standards, and no mechanism for ensuring
resident safety and quality of care. Each state hasits own def -
inition of assisted living, its own guidelines for resident €li-

Report from the ABA Commission on Legal Problems of the Eldery and
Commission on Mental and Physical Disability Law.

gibility and for the services that can be offered, and its own
system of regulating facilities. In most states, oversight of
assisted living is minimal; in some states, it is non-existent.

Broadly defined, assisted living offers supervision, assis-
tance with some activities of daily living and other persona
sarvices, and sometimes health care, in a residential setting,
to persons who can no longer live independently. The fol-
lowing definition is one of the more comprehensive, although
variations abound:

Assisted living is aresidentia setting that provides or
coordinates flexible persona care services, 24-hour
supervision and assistance (scheduled and unsched-
uled), activities, and health-related services, has a ser-
vice program and physical environment designed to
minimize the need for tenants to move within or from
the setting to accommodate changing needs and pref-
erences, has an organizationa mission, service pro-
grams and a physical environment designed to maxi-
mize residents dignity, privacy, and independence;
and encourages family and community involvement.

The Assisted Living Federation of America(ALFA) esti-
mates that approximately one million peoplelivein an assist-
ed living environment today (compared to an estimated 1.5
million who live in nursing homes) 2 The majority of these
residents are female and very frail, with an average age of 84.
Indeed, onein four assisted living residents requires the same
level of assistance as the typica nursing home resident3
Consumer demand for assisted living is expected to continue,
as the number of older Americans is projected to more than
double by 2030, when people age 65 and older will make up
20 percent of the population.4

Assisted living providers may be individuals who were
formerly in the board and care industry; entrepreneurs with
real estate backgrounds but no health care expertise; owners
of nursing homes or hospitals adding assisted living within
existing buildings or converting entire buildings; or former
nursing home or other health care providers. They may be
for-profit or not-for-profit. They may aso be members of the
“hospitality” industry (i.e., the Hyatts and Marriotts).

Continued on page 18
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Report and Recommendation

Continued from page 17

Assisted living facilities range in size from “mom-and-pop”

homes with fewer than five residents, to apartment-style
complexes housing severa hundred persons. They may be
freestanding, or one part of a continuing care retirement

community.® Costs vary depending on size, location, and ser-
vices, as well as the particular facility’s pricing plan. Such a
plan may be all-inclusive, ala carte, or a combination of the
two in which residents pay a basic monthly fee plus addi-
tional charges for other services. Some plans also require a
substantial down payment. Most residents pay out of person-
al resources.

Assisted living first emerged in the late 1980s as a hous-
ing option for older people who were generaly hedthy and
financially comfortable. At that time, it was virtually unregu-
lated. Providers objected to regulation, contending that the
market would direct what services were provided in assisted
living, and the quality of those services. However, the indus-
try burgeoned, resident needs changed, and the issues grew
more complex. In recent years, states have responded to those
changes and have taken steps to regulate these facilities. The
problem is that state approaches differ considerably, and sig-
nificant issues of uniformity, consistency, safety, and quality
of careremain. In 1999, the U.S. General Accounting Office
studied 721 assisted living facilities in four states with very
different systems (California, Florida, Ohio, and Oregon).
The GAO reported that in general, state regulation of assist-
ed living focuses on three main areas: living accommoda-
tions, admission and retention criteria, and the types and lev-
els of services that may be provided. Investigators observed
that even within these three categories, states rarely address
how services areto be provided, how quality isto be ensured,
or what legal protections should be given to residents.®

Need for Uniform and
Comprehensive Regulation

Lack of Uniform State Definitions

For consumers, the inconsistency and confusion in
assisted living begins with terminology. In developing regu-
lations for assisted living, some states renamed as assisted
living such facilities as residential care, persona care, board
and care, domiciliary care, sheltered housing, adult congre-
gate living, or rest homes. Some added assisted living to the
existing scheme. Others devel oped new definitions and regu-
lations for the emergent models, either to replace existing
programs or as a separate program. There are currently more

than two dozen designations for facilities that could be cdled
assisted living, with more than one such designation in some
dtates. In California, for example, these programs are known
asresidentia care facilities; in New Mexico, they are caled
adult residential shelter care facilities. Michigan licenses
homes for the aged and adult foster care. New Y ork licenses
assisted living programs, adult care facilities, adult homes,
and enriched housing programs. This range of designations
can be particularly confusing for people considering a move
to an assisted living facility in a state other than where they
currently reside, or for family members exploring assisted
living options for an out-of-state parent.

To further complicate matters, some states permit certain
categories of assisted living to operate unlicensed and with-
out oversight. Kentucky’'s new assisted living regulations
exempt facilities that existed when the new law took effect in
July 2000. In Michigan and New Y ork, some assisted living
programs do not fit within the categoriesthat are licensed and
regulated, and are therefore not subject to state oversight. It
is highly unlikely that the average consumer would under-
stand these distinctions.

Lack of Consumer Protection
in Marketing and Contracts

More confusion derives from the services that are
offered, or that appear to be offered, and their costs. Sales
pitches and marketing materials may lead consumers to
believe that they can remain in afacility for the rest of their
lives, glossing over the fact that either facility policy or state
regulation may require discharge if the resident's needs
exceed certain limits, or that the cost of services increase far
beyond the basic fees originaly quoted. Marketing claims
may conflict with the terms of the contract, or fall short of
what is actually provided. No state statutory and regulatory
schemes address marketing issues; none require use of a stan-
dard contract; and of those states that even require a written
contract, few specify what disclosures that contract should
make. Accordingly, assisted living contracts range from sin-
gle, sparsely worded pages that commit a facility to provid-
ing nothing more than a roof over the resident’s head, to
multi-page documents packed with detailed, often confusing,
and, sometimes, inconsistent information.

In a1995 examination of 13 assisted living contracts, the
ABA Commission on Legal Problems of the Elderly found
vague language and stark omissions on issues as important as
the kind, frequency, and cost of services offered by the facili-
ty, resident rights, and discharge policies and procedures.’
The situation had changed little by 1999, when the GAO
reported that contracts lacked essential information, were
vague or even mideading, and were not routinely provided to
prospective residents. The GAO findings were reinforced
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recently by the AARP Foundation, which compared market-
ing materials and admission contracts from 80 facilities.
AARRP discovered that significant discrepancies between mar-
keting materials and contracts are common; that marketing
materials frequently provide moreinformation than contracts;
and that many contracts include a caveat that the contract
supercedes any other oral or written representations made to
the consumer. The most frequent discrepancies between mar-
keting and contracts involved supervision, nursing care, assis-
tance with medication, and transportation. For example, mar-
keting materials promised 24-hour nursing care, or assistance
with taking medication three times a day, but the contract
itself was vague, or even silent, on these issues.8
Unfortunately, consumers are likely to believe what they
read in brochures and what they are told by sales representa
tives, whom they may mistakenly assume to be nurses or
social workers. It is not until later that consumers discover
that the services they expected are unavailable, or that they
are available but for an additiona fee. For example, a facili-
ty may offer “assistance with medication,” which, to a con-
sumer, islikely to mean hands-on help taking medicinein the
doses prescribed (opening the container, removing the appro-
priate amount, and handing it to the resident to swallow), at
the appropriate times. The facility, however, may be licensed
only to give reminders, not to administer the medication.

Need for Recognition of Resident Rights
and “Aging in Place”

In some respects, assisted living residents have fewer
legal rights than nursing home residents or apartment
dwellers. Some states, e.g., Mississippi, provide no rights at
al intheregulations, leaving thisissueto the discretion of the
facility. In other states, different rights attach in different pro-
grams, athough consumers are unlikely to redlize this dis-
tinction because the facilities appear so be so similar.? Even
in states where residents do have legal rights and protections,
inconsistency reigns. Some regulations give residents only a
right to privacy. Others provide for specific protections, such
as freedom from abuse and restraints, privacy, confidentiali-
ty, and accommodation of individual needs. Still others estab-
lish afull set of rights more akin to those of a nursing home
resident, plus a grievance procedure.

Almogt al states require regulated facilities to provide
residents with notice of a pending transfer or discharge,
although that notice may be aslittle asfive to ten days. Some
states have established, or require facilities to establish,
guidelines and procedures by which residents can object to
the action. Few states specify that the notice should contain
the grounds for discharge, and not al states direct how notice
isto be provided, or to whom. 10 There is also little uniformi-
ty in the degree to which residents may challenge adischarge.

In at least two states (Massachusetts and Minnesota), assist-
ed living discharges fall under landlord-tenant law. Some
states require facilities to establish their own appeals mecha-
nisms, which could result in nothing more than a meeting
with the staff member or administrator who made the initial
decision. Other states have established guidelines for internal
procedures, and/or provided recourse to an outside agency
(usualy the agency that licenses the facility).

What about those advertisements that claim a facility
will care for residents for the rest of their lives?
Unfortunately, they are not always accurate, and they create
more confusion. Although assisted living is frequently touted
as enabling people to “age in place,” in reality, many resi-
dents do not live out their livesin the facility of their choos-
ing. They may need services beyond those the facility is
licensed to provide, or they may not be able to meet the costs
of their care. Sometimes, the resident’s own behavior might
be the basis for discharge. The rate at which residents move
out of assisted living, and the reasons for these moves, are
difficult to determine. They vary significantly from one state
to the next due to differencesin state law, limits on allowable
conditions or services, and facility choice of whom to serve,
which services to provide, or which to make available
through outside programs, e.g., home health and other com-
munity-based care.

Some states prohibit facilitiesfrom providing certain ser-
vices, but allow residents to obtain the same services from an
outside agency. Mechanisms to ensure the quality of care for
residents who remain in a facility under these circumstances
vary from non-existent to relatively involved. In Maryland,
for example, the licensing agency must approve retention of
residents with needs higher than a facility’s licensure would
permit.11 Michigan’s homesfor the aged may retain residents
who need care beyond that which the facility is licensed to
provide, if the resident, resident’s family, physician, and
facility agree, and the facility assures the state that the resi-
dent will receive the necessary services12

Need for Comprehensive State
Regulation

Unlike nursing homes, which must meet staffing stan-
dards and other strict regulations, and submit to regular
inspections, there are no uniform standards or federa regula
tions to protect assisted living residents.13 The industry has
argued that resident autonomy and flexibility can be attained
only if providers do not have to comply with the kind of
extensive regulations governing nursing homes. Many
providers contend that the contract, and the market, should
direct what services are provided, and the quality of those

Continued on page 20
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services. Consumer advocates respond that providers have
significantly greater bargaining power than elders made vul-
nerable by physical frailty, diminished mental capacity, or
anxiety about an impending move to a new environment, or
by families under pressure to find a quick placement for a
parent. Moreover, they argue that the history of resident
abuse and neglect in the board and care and nursing home
industries lend strong support for government oversight of
the services and care provided.

States have begun to examine issues of oversight and
enforcement, but regulations vary tremendoudly in the fre
guency and content of ingpections, and in mechanisms for
enforcement. States are more likely to focus on required dis-
closures of information, e.g., living arrangements, admission
and retention criteria, scope of services, and facility design,
than on the quality of services and care provided. They rarely
prescribe staffing ratios or specific staff training. Theresultis
that services and quality vary from one state to the next and
even from one facility to the next.

Each of the four states investigated by the GAO in 1999
licensed some form of assisted living, and inspected or sur-
veyed the licensed facilities. The licensing agency or other
appropriate state program, such as adult protective services
or the long-term care ombudsman program, aso responded
to complaints about potential violations or alegations of
abuse or neglect. Even so, there was great variation in the rate
and content of inspections, and in tools for ensuring compli-
ance with the regulations. Moreover, those states still experi-
enced inadequate or insufficient resident care; insufficient,
unqualified, and untrained staff; and inappropriate medica
tion administration. 14

In states where unlicensed facilities are permitted to
operate, theissueisfurther complicated. Testifying beforethe
U.S. Senate Specid Committee on Aging, Sen. Hillary
Clinton (D. N.Y.) described how consumer misunderstanding
can lead to disaster. In New Y ork, unlicensed assisted living
“look-alike” facilities contract with a licensed home care
organization for provision of health services to residents. In
this case, the resident’ s daughter, unaware that she was deal-
ing with two separate providers, gave instructions about her
mother’s medication only to the assisted living program. The
instructions were not followed, and the mother died. 15 Other
serious incidents have been reported in the national media.

u  InNew York, an 82-year-old assisted living resident died
from congestive heart failure afew days after an inexpe-
rienced aide (the only staff member on duty despite

promises of 24-hour care) waked him down along hall-

way to awaiting anbulance. 16
u  Residents of aMinnesota assisted living facility resorted

to cdling 9-1-1 on behalf of residents who needed help

the staff was not providing. When one resident was taken
to the emergency room, hospital workers telephoned the
facility for her medica history, but no one answered.

Police who went to the facility were met by the sole staff

person on duty—a cook who barely spoke English and

who had not been taught how to use the phone.17
u  For the second time in amonth, an 80-year-old man with

Alzheimer's disease wandered out of an unlocked door

in a North Carolina assisted living facility marketed as

providing dementia care. By the time staff realized the
man was gone, he had walked half a mile down a dark
highway, been hit by a car, and died.18

u  An 83-year old frail femade resident of a Virginia assist-

ed living facility died two days after being assaulted in a

day room by a55-year old male resident.19

Although these incidents may not be the norm, they can-
not be ignored. While assisted living regulations may estab-
lish minimum guidelines and parameters within which facil-
ities are to operate, few states have mechanisms for monitor-
ing quality, or holding assisted living providers accountable
for poor care. Providers may appreciate a hands-off
approach, but lack of oversight makesit morelikely that they
will not be held accountable for meeting resident expecta
tions, or worse, that resident safety will be compromised by
afailure to meet minimum care standards.

Unrestrained advertising hype, opaque—or missing—
contracts, the lack of standards and oversight of assisted liv-
ing leads to confusion for frail older consumers, their fami-
lies, and those who seek to advise them, and may even put
residents at risk of harm. For the reasons described above,
there is a need for state standards, regulation, and oversight
of assisted living facilities and programs that will allow con-
sumers to make informed choices about their options, give
residents lega rights and protections, and ensure that resi-
dents receive appropriate, high quality care.

Accreditation and Deemed Status

As an alternative to regulation, the assisted living indus-
try encourages private accreditation as a tool for measuring
quality. Two industry-sponsored groups are offering to
accredit assisted living facilities, in much the same way that
hospitals and nursing homes are accredited. The Assisted
Living Federation of America and the American Association
of Homes and Services for the Aging have designated the
Rehabilitation Accreditation Commission (CARF) as the
accrediting body for their member facilities. The Joint
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Commission on Accreditation of Healthcare Organizations
(JCAHO) has also entered this assisted living arena.

The JCAHO standards are organized around six functions
of resident care (consumer protection, rights, and ethics; con-
tinuity of services; assessment and reassessment; resident ser-
vices; resident education; and health and wellness) and six on
management (improving performance; managing the environ-
ment; leadership; managing human resources, managing
information; and infection control). To earn and maintain
JCAHO accreditation, afacility must have an on-site survey
by Joint Commission surveyors at least every three years. 2
The CARF standards include: assisted living core values and
mission; input from residents, families, and other stakehold-
ers, disclosure of information; outcomes management; indi-
vidual-centered planning, design, and delivery of services;
and resident rights.21 Neither the CARF nor the JCAHO cri-
teriaare specific. Rather than setting measurable requirements
for key areass, they offer a more generd objective, are
designed for flexibility, and focus on quality improvement.

In some circumstances, when facilities meet private
accreditation standards, they are considered to meet govern-
ment licensure or regulatory requirements. This process is
known as deeming.22 Deeming, or deemed status, has exist-
ed since 1965 as an option for certifying hospitals for the
Medicare program. In 1982, when the Health Care Financing
Administration proposed to extend deemed status to nursing
homes participating in the Medicare program, advocates for
nursing home residents identified such significant problems
that the proposal was withdrawn. Similar concerns arise in
the assisted living context.

While accreditation is fine as an industry tool for quality
improvement, it becomes problematic when states substitute
what is essentialy self-evaluation, for compliance with regu-
latory standards and state oversight. Moreover, the assisted
living accreditation is performed by a private organization
supported by facility fees; licensure is undertaken by a gov-
ernment agency not subject to outside influence.
Accreditation visits are usualy announced; licensing agency
ingpections are not. Accreditation is based on a set of private
criteria devel oped by the industry without public input; licen-
sure is based on regulations adopted by the state.
Accreditation takes an educationa and consultative approach;
licensure aims to determine compliance with state regulation
and to identify and remedy deficiencies. Accreditation criteria
leave much to the subjective opinion of surveyors, offer little
opportunity for facility comparisons by consumers and others,
and detract from accountability. They should not substitute for
uniform standards with measurable requirements to guide
consumers and ensure high quality care, and they should not
be the basis for granting of deemed status.

Industry standard setting and accreditation are certainly
to be encouraged, but they are not adequate substitutes for
public accountability, especialy given the vulnerability of
assisted living residents. Accordingly, accreditation and
deemed status should not be a substitute for regulation by
state or federal agencies, unless state monitoring and enforce-
ment functions are effectively integrated and strengthened
under the deeming process, results of the state monitoring
and enforcement process are fully accessible to the public,
and the deeming processiis closely monitored and eval uated.

Need for Affordable Options

The cost of assisted living depends on the facility and the
needs of the resident. Costs vary not only from onefacility to
the next, but from one resident to the next. Common fee
arrangements include a substantial entrance deposit, or none
a al, plus 1) abasic rate for room and board, with services
available on an ala carte basis, or 2) a basic rate for room,
board and a standard package of services, with other pack-
ages or additional services available at extra charge. In a
1993 AARP survey of 63 assisted living residences, only
seven utilized a single rate within the same facility.23

The cost of assisted living ranges from approximately
$1,000 to more than $4,000 per month.2* Costs are general-
ly paid out of personal resources by residents and their fami-
lies, which places this option beyond the reach of many older
Americans. For those without families to help, the situation
is even more acute. The U.S. Bureau of the Census reports
that in 1997, 84 percent of persons aged 75 and older had
incomes less than $25,000 per year, and 40 percent had
incomes of |ess than $10,000 per year.2® Thereis no way that
they will be able to afford assisted living without some assis-
tance. Unfortunately, some people find out after they have
moved in, that they cannot afford the cost of the care they
need, and they must leave. As many as two-thirds of current
residents have incomes that are too low to cover the typica
cost of ayear's stay without using up their savings.28

For those who can afford the premiums, long-term care
insurance may subsidize the cost, although coverage is limit-
ed and premiums are high unless the policy is purchased well
in advance. Medicare does not pay for assisted living. It may,
however, cover skilled nursing care or services provided to
assisted living residents by licensed home hedlth care agen-
cies. Some residents receive financia assistance through
state Medicaid waivers.2’ These Medicaid waivers are of
limited value, however, as coverageislimited, facilities must
agree to participate in the program, and residents must meet
income and medical dligibility guidelines.

Continued on page 22
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The U.S. Department of Housing and Urban
Development offers some federal funding for the develop-
ment of assisted living for low-income persons age 62 and
older who need assistance with at least three activities of
daily living, e.g., eating, dressing, bathing.28 Another source
of assistance is the Supplementa Security Income state sup-
plement for persons with mental or developmental disabili-
ties.29 States may also offer their own subsidies to individu-
alsdirectly to pay for care. Some segments of the assisted liv-
ing industry are exploring affordable options. One church-
affiliated group is structuring fees so that the market rent cov-
ersan in-house subsidy for low-income residents. The Robert
Wood Johnson Foundation and a non-profit lender have
joined forces with some non-profit senior housing and ser-
vice providers to develop affordable assisted living for very
low-income (Medicaid eligible) personsin several states30

Despite the significant growth of the assisted living
industry, opportunities are limited for persons of modest
means. The high cost of market-rate facilities forces many
people who need long-term care to forgo services, to move
away from their communities, to rely on family members, or
to enter the more restrictive setting of anursing home unnec-
essarily. Othersare forced to leave their assisted living homes
when they can no longer pay the cost of their care. Initiatives
to increase the availability of affordable assisted living
options and to support access to those options by persons of
low and moderate means will help to alleviate this situation.

Existing Association Policy

The American Bar Association has along history of sup-
port for consumer protections and quality in health and long-
term care.

In 1983, the Association went on record in support of
effective enforcement mechanisms to ensure adequate quali-
ty of carein nursing homes participating in the Medicare and
Medicaid programs, and expressed concern over proposals
that included granting of deemed status to nursing homes. 3!
In 1987, the House of Delegates supported federa and state
legidative and regulatory standards to improve the quality of
home care, including provisions to involve consumers direct-
ly in the evaluation and monitoring of home care, provide
them with clear and consistent information about services,
consumer rights, and ssimple and effective means of redress
should problems arise. This resolution aso included support
for monitoring systems and enforcement mechanisms aimed
at ensuring quality of care for older persons and personswith

disahilities. It opposed the granting of “deemed status’ under
federa and state programs to home health providers who are
accredited by private accrediting bodies unless certain condi-
tions are met.32 These conditions are included in the recom-
mendation under consideration at thistime.

In 1989, the Association expressed support for federal
oversight and state legidation requiring licensure and regula
tion of board and care facilities for adults who need personal
assistance, lodging and meals, consistent with eight specified
principles, (state licensing, contractual protections and resi-
dent rights, regulation to prevent abuse and neglect, mini-
mum standards to ensure resident safety and protection,
enforcement to assure quality, development of a plan of care,
sanctions against unlicensed homes, and living arrangements
consistent with principles of least restrictive environment and
treatment).33 While this policy still stands with regard to
board and care homes, assisted living covers awider range of
facilities and provides a higher level of care than the institu-
tions that were the subject of the 1989 palicy.

Alsoin 1989, the Association recommended that federa
and state legidation provide a coordinated and comprehen-
sive system of care for Americans of al ages with long-term
care needs, consistent with principles of equity and procedu-
ra fairness, and consumer choice with respect to the nature
and setting for delivery of care.34 The Association supported
universal access to quality health care that includes, anong
other characteristics, mechanismsfor assuring the quality and
appropriateness of care.®

The recommendation under consideration fits squarely
within God 111 of the Association’ s mission and goals: to pro-
vide ongoing leadership in improving the law to serve the
changing needs of society. It builds upon the foundation cre-
ated by existing policies, extending their principles to assist-
ed living, the newest and fastest growing member of the con-
tinuum of long-term care. It would permit the Association to
advocate for standards, regulation, licensure and oversight, to
improve the current patchwork of laws affecting assisted liv-
ing, to enable consumers to make informed choices, to pro-
tect the rights of residents, and to ensure that they receive
appropriate, high quality care. It would also dlow the
Association to raise concerns about deemed status, and to
promote affordable assisted living options for those who can-
not afford to pay the high costs of most facilities.

Conclusion

The assisted living industry has received a great deal of
negative publicity in recent months, which has led to
increased activity at the federal and the state levels. At the
federa level, Rep. Fortney Pete Stark (D. Ca.) hasintroduced
H.J. Res. 13, cdling for a White House Conference on
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struggling with how to write a contract that both protected the
residents and themselves.

Obstacles to the Training

One of the greatest obstacles we came across in arrang-
ing the trainings was the inability of providers to leave the
homes they manage and attend the trainings. Many of these
providers run small homes, without staff other then them-
selves, and have no oneto leave the residents with during the
day. Some providers told us that a two-hour training would
have been more feasible for them, while others thought the
four-hour training better met their needs.

Another obstacle was adequate outreach. Many small
assisted living fecilities are not on any dtate list and are, in
essence, “underground homes.” These providers would be
theided audience for atraining such as ours, yet they are the
providers who are hardest to reach. One small-home manag-
er on the eastern shore of Maryland told us that she knew of
ten different homes that were going underground, and she
could not convince the managers to come to our training.

Replication of the Project

Over the past severa years, many states have revised
their assisted living laws, and those states that had no assist-
ed living laws have begun the process of writing and passing
them. Therefore, it is possible that a project such as the one

Lega Aid performed could be replicated in other states.
Additionaly, in Maryland, new providers are opening homes
onadaily basis. We periodically get callsfrom providers ask-
ing us when we will be offering additional trainings.
Therefore, as homes continue to open, trainings such as ours
would be agood source of information for providerstrying to
comply with regulations. It isalso possible that these types of
trainings could be replicated outside of the assisted living
arena. In Maryland, group homes for those with develop-
mental disabilities have their own sets of governing regula
tions. Providing comprehensive training for those providing
the care could enhance the quality of care in these homes, and
give the providers confidence that they can follow the regu-
lationsin afeasible and cost effective manner.

Conclusion

The Legal Aid Bureau staff know that the project has
helped many small-home providers of assisted living care
understand the regulatory standards and, in some situations,
given them the confidence to keep their homes open. This
can only benefit the low-income seniors who depend on these
homes and who could be homeless, but for these homes. We
continue to be concerned about the providers who have gone
underground and are trying to run homes without state over-
sight and without adequate training. Additionally, we are con-
cerned about the licensing process and the dow pace of state
licensure. We are hopeful that, as more homes get licensed
under the new standards, the quality of carein assisted living
homes will improve. This project could be replicated in other
states and with other types of providers.
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