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FAMILIES AND LONG TERM CARE: AN ISSUE FOR THE 1990'S "

Long-term care is a major issue commanding increasing
national attention. “As many as 4 million people are so severely
disabled they cannot survive without substantial help from others.
Millions more know the physical, emotional, and financial bur-
dens of caring for relatives or friends who need such care.” ! The
parents of technology-dependent children, adult children of the
elderly, and the relatives of chronically disabled adults all face the
burdens associated with providing home care, yet resist having
their loved one placed in an institution.

Policymakers are aware of the need for a national long-term
care policy but are paralyzed by the specter of the accompanying
costs. Yet, as the Pepper Commission Report has recognized, the
issue will not go away.

The Consortium of Family Organizations (COFO) believes
that the debate needs to be reframed. The focus of policy needs to
shift to those individuals, usually family members, who provide

~ the bulk of long-term care. The key element to controlling costs

and improving the quality of care is to address the central policy
question: How can we support, supplement, and strengthen
Sfamily caregivers?

This issue of the Family Policy Report examines a promising
new initiative to support home-based long- term care—The Com-
Erehensive Health Care Act, H.R. 4253, introduced by Rep. Mary

ose Oakar (D-OH) on March 13, 1990. Our brief analysis of the
bill’s section on home and community-based care is conducted
from a “family perspective” using the key family criteria and
?uestj(;ns developed by COFO (See Family Impact Questions
nsert.

~ COFO encourages readers to use this analysis when evaluat-
ing other legislative proposals on long-term care, including the
recently released Pepper Commission recommendations.

H.R. 4253
The Comprehensive Health Care Act would provide univer-
sal access to health care and long term care for all Americans,
funding for state-administered public health education and pre-
vention programs, and funding for research and development for
the prevention and cure of diseases that resultin the need for long-
term care.

A major section of H.R. 4253, Section B, addresses the issue
of long term care. It builds upon other long term care proposals,
including H.R. 3436, sponsored by Rep. Claude Pepper in 1988.

THE LIFE CARE LONG TERM CARE
PROTECTION PROPOSAL

The Life Care Long Term Care Protection proposal of H.R.
4253 would amend the Social Security Act and establish Title
XXI—The Life Care Long Term Care Protection Program. The

program would provide a range of benefits under a new federal/
state-funded, state-administered program that would prov.de
comprehensive health care assistance in the home and community
(i.e., nursing home care) for any person of any age. The proposal
isintended to allow states flexibility in developing and implement-
ing a long-term care system based upon the specific needs of the
state. :

Eligibility for care would be determined by an individual’s
need for assistance with at least 2 activities of daily living (ADLs)
(bathing,dressing,eating,loileting,etc.);orassistancein perform-
ing two or more agc-approtpnate activities; or the need for
constant supervision because of a cognitive impairment. Eligibil-
ity for benefits would be certified by a screening agency and the
determination of services would be based upon an assessment
conducted by a case-management team. Eligibility would not be
based upon income.

Home care services funded under the bill could include: home
nursing care; homemaker/home health services; “heavy chore”
services; respite care; dietary aid services; limited mental health
services; the provision of medical supplies and equipment for
home use; medical social services; and rehabilitative services.

The legislation also includes a strong system of quality
assurance for home care, including mandatory training and regular
review of paid caregivers, a home care consumers’ bill of rights,
and community review boards and other mechanisms to ensure
compliance.

The bill’s cost-containment provision is intended to tightly
control costs for the first three years after enactment by limiting
monthly payments to 65% of the costs for the same number of days
of the monthly Medicaid rate for skilled nursing home services. In
subsequent years, the U.S. Secretary of Health and Human Serv-
ices would determine the cost for services based upon a prospec-
tive payment formula.

In addition, the bill would provide up to six months of free
nursing home care. It also includes separate authorizations for
training and research grant programs and demonstration projects
for the seriously mentally ill and the working disabled.

The Congressional Budget Office (CBO) has estimated that
Section B would cost $30 billion in the first year. This amount
includes the cost of six months of nursing home care. Although no
separate costs breakouts were available for the homecare provi-
sions of H.R. 4253, the Pepper Commission estimates its home
care provisions would cost $24 billion the first year and would
serve about 3 million individuals.?

COFQ’s analysis suggests that H.R. 4253 not only incorpo-
rates many of the Pepper Commission’s recommendations but is
more generous in several areas. H.R. 4253 eligibility require-

The Consortium of Family Organizations (COFO), c/o FSA, 1319 F St., NW, Suite 606, Washington, DC 20004 < (202) 347-1124

AATA 2 nman cmancar of tho manthlv cariac af familv imnact ceminars held on Canitol Hill.



ments allow more individuals to apply for assistance and it also
allows six months of free nursing home care instead of three.

FAMILY IMPACT ASSESSMENT OF H.R. 4253

Overall, HR. 4253 is a very important and constructive step
forward in providing public funds to support family-based care
across the life cycle. Ithas the potential for considerably easing the
physical, emotional, and financial burden on families of providing
home-based care, improving the quality of such care, and enabling
chronically ill patients to be cared for at home.

From a “family perspective”, however, COFO believes that

HR. 4253 should explicitly acknowledge the important and

- crucialrole of family caregivers in the provision of long-term care.
This role is acknowled§ed in the section separately authorizing
demonstration l)rojects or the mentally ill (Part F, Sec. 2151) but
is not acknowledged in the primary portion of the Life Care
Protection Act of H.R. 4253.

Information from research studies and testimony from family
experts and caregivers indicate that the way in which a family
respondsto arelative’slong term illness or disability is perhaps the
single most important factor in determining how successfully that
elderly parent, disabled adult child, or chronically ill child will
adjust to their condition and whether they will have to be institu-

-tionalized or can remain living in the home. Moreover, the
caregiving experience can be positive or negative, depending on
the family’s relationships, resources, support systems, and ability
‘to cope.

On the plus side, H.R. 4253 includes funding for respite care
and adult day care, two very important services needed by family
caregivers, especially those who are employed.

Unfortunately, however, it does not include funding for
other services needed by caregivers such as information and
educational services and family counseling and/or therapy except
under the mentally ill demonstration project.

The bill is also silent with respect to how professionals,
especially case managers, are to work collaboratively with fami-
lies. Our analysis suggests that some additional language in the
bill or in the resulting committee report is required to provide
guidelines and resources for training that will encourage health
care and other social services providers to treat family caregivers
as true partners in providing home and community-based care.

FAMILY IMPACT QUESTIONS (SEE INSERT)
1. FAMILY SUPPORT AND RESPONSIBILITIES

Does H.R. 4253 sugport and supplement parents’ and other
fall)nlily moembers’ ability to carry out their caregiving respon-
sibilities? ‘

Yes, HR. 4253 would provide an array of medical and
important nonmedical services that would partially support and
supplement the care alreadr provided by families. Twonew, very
important benefits are included: adult day care and respite care
(720 hours per year). The inclusion of these benefits recognizes

thatitis the family caregivers who provide the bulk of care to their

ill or disabled relatives. Although these benefits provide assis-
tance to all families, they are especially helpful to families in
which the primary caregiver is employed. Previous and current
long term care proposals have not included or have significantly
limited the scope of these benefits.

H.R.4253 also provides funding for homemaker services and
heavy chore services. Such services, forexample, make it possible
for an elderly couple, where one spouse is very frail, to remain in
their family home and receive help with routine tasks, like clean-
ing, cooking, or fixing the faucet. Such services may also give
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more support to a family trying to help their disabled adult child
live more independently.

Very few private and %ublic insurance programs reimburse
for these services. Only 18% of the $53 billion spent on long term
care in 1988, went for home care, despite the fact that most
disabled and severely disabled individuals live at home or in the
community. 3

Regrettably, HR. 4253 restricts reimbursement for informa-
tion and education services and counseling services for caregivers
toPartF, Sec. 2151, the demonstration J)roject for the mentally ill.
Family counseling and education and information services are
essential supports for caregivers given the psychological and
physical strain of prolonged caregiving. This legislation needs to
address this larger need.

Does H.R. 4253 provide incentives for other persons to take
over family functioning when doing so may not be necessary?

Unfortunately, yes. COFO applauds the inclusion of funding
for case management services but, as currently drafted, these
;l)_li‘ovisions largely ignore the role and needs of family caregivers.

ere is no explicit language that requires case managers to work
in partnership with families in the coordination and management
of services needed by the ill or disabled relative (Sec. 2101(5)).
Yet, in the majority of cases, families are already carrying out
these responsibilities.

COFO suggests using language here similar to that which is
contained in the mental illness authorization, which states that
services provided under this authorization shall “be responsible to
family needs and concerns and appropriately involve and consult
family members” (Sec. 2151).

On the other hand, the section outlining the requirements for
homemakers expresses an expectation that the professional is to
z\éork 12n1 gcl);ljunction with the family in the provision of services

ec. .

What effect does H.R. 4253 have on adult children’s relation-
ship with their elderly parents?

Although the bill does not directly address the emotional
issues involved in providing long-term care, research and polling
data indicate that adult children with ill or disabled parents
experience much anxiety and conflict when decisions must be
made regarding a parent’s long-term care needs. Moveover,
elderly parents are often concerned about becoming a burden to -
their children.

In addition, findings from studies conducted to date indicate
that the situation is greatly improved when sufficient support is
available to caregivers from both case managers and other profes-
sionals. When the patient receivescare athome (either inachild’s
home or his or her own home), both caregivers and the parent
apparently experience less stress and tension. Overall improve-
ment in the parent-child relationship is a by-product as well.

2. FAMILY MEMBERSHIP AND STABILITY

Does H.R. 4253 encourage and reinforce marital and family
commitment and stability especially where children are in-
volved?

Yes, indirectly, H.R. 4253 is likely to have a positive effect
on marriages and family commitment. Studies have shown thatin
many cases the burden of caring for a very ill child, disabled adult
child, or a frail spouse for long periods of time places enormous
strain on a marital relationship, which may cause it to breal_tu%g)r
deterjorate to behavior involving neglect or abuse. The availabil-
ity of respite care, adult day care, homemaker services and home
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health care, which provide some emotional, physical, and mental
relief for couples and parents, contribute to the quality of marriage
and family life.

3. FAMILY INVOLVEMENT & INTERDEPENDENCE

To what extent does H.R. 4253 recognize the influence of the
family context upon the individual’s need for long term care?

In several instances, H.R. 4253 Fanially recognizes the im-
pact of the family.u]pon the health of the individual but, for the
most part, the legislation largely disregards this influence. The
comprehensive needs-assessment provisions (Sec. 2101(7))
somewhat recognize the family situation in determining the level
of services. For example, “The [comprehensive needs] assess-
ment shall address the functional status of the
individual...instrumental activities of daily living...mental
status... labili regiver re,”

. In addition, in Sec. 2101(13), homemakers are to report

individual,.” to a registered nurse supervisor, reflecting an
awareness that the family situation has an impact upon the
individual’s need for care.

How does H.R. 4253 assess and balance the competing needs,
rights, and interests of various members of the family?

To some degree, H.R. 4253 recognizes that a balance needs
to be struck between the interests of the chronically ill/disabled
individual and other members of the family.

Presumably, the adult day health care benefit would allow a

?revmusly employed daughter, now taking care of her frail parent

ull time, to return to the work force in order to financially support
her family.

Additionally, respite care benefits might allow parents of a
t?nrirlndlr%any ill child an opportunity to spend time with their other
c n.

On the other hand, the bill is less clear about balancing the
rights of various members of the family. Although HR. 4253
explicitly recognizes the rights of the individual through the
provisions of the Consumer’s Bill of Rights (Sec. 2118), the rights
and role of the family caregiver are not made fully explicit and
need tobe. Even though the bill of rights “may be asserted by the
home care consumer or his or her representative” , itisnot clearly
stated who the representative may be.

In the implementation of this component of the bill, regula-
tions or administrative memoranda should define the procedures
for designating the patient’s r?rescmativc in the case of adultand
elderly patients who are considered unable to exercise their rights
themselves. For example, the issue of who should take care of the
ill person’s finances 1s not addressed. Although this issue is
normallf' resolved on acase-by-case basis, angestamlo language
that spells out the consumer’s rights should be careful to protect
the rights of parents and family caregivers as well.

4. FAMILY PARTNERSHIP AND EMPOWERMENT

In what ways does H.R. 4253 involve parents and family rep-
resentatives in policy and program development, implemen-
tation, and evaluation?

H.R. 4253 seems to involve family caregivers in the program
development, implementation, and evaluation of programs, both
at the national and the state/community level. States must “estab-
lish and appoint members to an advisory board for each Case

Management Agency [which] shall be comfosed of consumersof | 4

services and their families” (Sec.2118). A
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though the mission of

the Advisory Council is not totally spelled out, presumably it would
include assisting the Case Managemem Agency in identifying the
long term care needs of individuals and their caregivers in the
community. At the national level, a Home and Community-based
Care Advisory Council would be established to advise the Secretm;'
of Health and Human Services in the implementation of H.R. 4253,
The Council would include “home and community-based consumers
and their representatives.” Again, it is presumed that family mem-
bers would be considered “representatives” in this case.

In what ways are professionals required or encouraged to work
with the families of their clients?

As mentioned in the second question under #1 above, there is
very little specific language that requires professionals to work
collaboratively with family caregivers. Basically, only homemakers
are directed in the bill to work with families. Otherwise, the bill does
not indicate to the other helping professionals that the family needs
to be treated as a partner in the provision of long term care.

Committee report language or the regulatory process could
encourage this co laborationjy requiring that the standards for
education, training, and experience that must be met by case manag-
ers (Sec. 2101(6))—and other professionals as well—include train-
}ng l1{1 family systems and experience in working with the whole
amily.

5. FAMILY DIVERSITY
How does H.R. 4253 affect various types of families?

One of the primary stren&ms of H.R. 4253 is its recognition that
long term care is a problem that faces families across the life cycle
and families coping with different chronic diseases and disabilities.
Other aspects of family diversity and complexity however, are not
addressed in the bill. As an example, the bill does not reflect an
awareness of the specific issues and/or problems of different types
of families, such as single-parent families or stepfamilies.  In
addition, language is needed that requires health and social service
professionals, “to be sensitive to the needs of racial and ethnic
minorities” , which is a requirement under the demonstration project
for the mentally ill.

6. TARGETING VULNERABLE FAMILIES

Does H.R. 4253 identify and target publicly supported services
for families in the most extreme economic or social need?

No. The bill does not base eligibility for services upon an
individual’s ability to pa¥ nordoes it regmre payment—either full or
on a sliding scale fee—for services. Everyone, regardless of their
ability to pay, can apply for the same long-term care benefits. Onthe
other hand, the bill recognizes different levels of need based upon the
individual’s physical and cognitive abilities.

1 ACall for Action, (The Pepper Commission, U.S. Biparti-
san Commission on Comprehensive Health Care, 1990), p. 10.

2 Ibid, p. 17.

3 Ibid, p. 11.

gislation and families.:
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COFO'S FAMILY IMPACT

QUESTIONS

Increasingly, policymakers and their staff atall levels of government ask: What effects does (or will) this program (or proposed
policy) have on families? Will it help or hurt, strengthen or weaken family life? These questions sound disarmingly simple.
In fact they are very complex. A policy may have different effects on different types of families and on various dimensions of family
life. Research may determine what these impacts are. But evaluative criteria are needed as yardsticks to decide what is meant by
the terms “strengthen” and “weaken.” ’

COFO hasdeveloped a tool to serve as a basic framework for such investigations: a set of six guiding principles to serveas the criteria
and a checklist of basic family impact questions. These tools, when used together, guide the research.* COFO believes that these
principles, or family criteria, represent a general consensus on goals for family policy. The relevant family impact questions listed
under each principle should be adapted and fleshed out to incorporate specific program content. This tool can be used to:

@ Help prepare questions for legislative hearings.
@ Review a policy proposal, draft regulation, or draft bill.
@ Study the implementation and assess the outcomes of an existing program.

Often the answers to these questions are not readily available because the research has not yet been conducted. But the first
essential step is to ask the right questions. Only then will the necessary research follow.

CHECKLIST: A TOOL FOR ANALYSIS

v Check those principles and questions that apply to the particular program or policy.

U 1. FAMILY SUPPORT AND RESPONSIBILITIES: Policies and programs should aim to support and supplement
family functioning and provide substitute services only as a last resort. .

(How does the proposal (or existing program) support and supplement parents’ and other family members’ ability to carry out
their responsibilities?
Does it provide incentives for other persons to take over family functioning when doing so may not be necessary?

Q _ What effects does it have on marital commitment or parental obligations ?

®” What effects does it have on adult children’s ties to their elderly parents?

Q2. FAMILY MEMBERSHIP AND STABILITY: Whenever possible; policies and programs should encourage and
reinforce marital, parental, and family commitment and stability, especially when children are involved. Intervention in
family membership and living arrangements is usually justified only to protect family members from serious harm or at
the request of the family itself.

N/ What incentives or disincentives does the policy or program provide to marry, separate, or divorce?

What incentives or disincentives are provided to give birth to, foster, or adopt children?

What criteria are used to justify removal of a child or adult from the family?

‘What resources are allocated to help keep the family together when this is the appropriate goal? )
What services are provided to help family members living apart remain connected and, if appropriate, come together again?

0opD0oo

Q 3. FAMILY INVOLVEMENT AND INTERDEPENDENCE: Policies and programs must recognize the interdepend-
ence of family relationships, the strength and persistence of family ties and obligations, and the wealth of resources that
families can mobilize to help their members.

E/ To what extent does the policy or program design recognize the influence of the family context upon the individual’s need or
problem: .
Q To what extent does it involve immediate and extended family members in working toward a solution? )
Q To what extent does it acknowledge the power and persistence of family ties, especially when they are problematic or de-
tructive?
How does it assess and balance the competing needs, rights, and interests of various members of a family ? #

* Adapted from A Strategy for Strengthening Families: Using Family Criteria in Policymaking and'Program Evalzfalion .T.Ooms
& S. Preister, Eds. A consensus report of the Family Criteria Task Force. Washington, DC: Family Impact Seminar, 1988.
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Q4. FAMILY PARTNERSHIP AND EMPOWERMENT: Policies and programs must encourage individuals and their
close family members to collaborate as partners with program professionals in the delivery of services to an individual. In

addition, parent and family representatives are an essential resource in policy development, program planning, and evalu-
ation.

QO In what specific ways does the proposed or existing program provide full information and a range of choices to individuals
ﬂ/ and their close family members?

« In what ways do program professionals work in collaboration with the families of their clients, patients, or students?

In what ways does the program or policy involve parents and family representatives in policy and program development, im-
plementation, and evaluation ?

Qas. FAMI!..Y DIVERSITY: Families come in many forms and configurations, and policies and programs must take into
account their different effects on different types of families. Policies and programs must acknowledge and value the
diversity of family life and not discriminate against or penalize families solely for reasons of structure, roles, cultural values,

or life stage.

economic or social need?

U’ How does the proposal or program affect various types of families?

Q  If the proposed or existing program targets only certain families, for example, only employed parents or single parents, what
is the justification? Does it discriminate against or penalize other types of families for ifisufficient reason?

QO How doesit identify and respect the different values, attitudes, and behavior of families from various racial, ethnic, religious,
and culwural backgrounds that are relevant to program effectiveness?

06. TARGETING VULNERABLE FAMILIES: Families in greatest economic and social need, as well as those determined
to be most vulnerable to breakdown, should have first priority in government policies and programs.

E’Docs the proposed or existing program identify and target publicly supported services for families in the most extreme

Q Does it give priority and preventive services to families who are most vulnerable to breakdown?

THE CONSORTIUM OF FAMILY ORGANIZATIONS

Formed in 1977, the Consortium of Family Organizations (COFO) is
composed of five national organizations working together to promote a
family focus in public policy and social programs. In addition to other ac-
tivities, COFO sponsors monthly family policy seminars held in Washing-
ton, DC, by AAMFT’s Family Impact Seminar.

Member organizations of COFO are:

The American Association for Marriage and Family Therapy
(AAMFT) is the professional association for nearly 17,000 credentialed
marriage and family therapists in the United States, Canada and abroad.
The AAMFT Research and Education Foundation conducts research,
education, and other activities that promote the well-being of marriage and
family life. The Family Impact Seminar is the policy unit of the Foun-
dation. Mark R. Ginsberg, Ph.D., Executive Director, AAMFT, 1717 K
Street, NW, Suite 407, Washington, DC 20006, 202/429-1825. COFO
Representative: Steven Preister, D.S.W., AAMFT Deputy Executive
Director.

The American Home Econo ics Association (AHEA) is an educational
and scientific association v more than 26,000 professionals from various
disciplines that comprise the field of home economics. Karl Weddle,
Ph.D. Interim Executive Director, AHEA, 1555 King Street, Alexandria,
VA 22314, 703/706-4600. COFO Representative: Kathleen Sheehan, Di-
rector of Public Policy.
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Family Resource Coalition (FRC) is a national organization represent-
ing thousands of community-based family resource and support programs
across the country. Bernice Weissbourd, President, 230 N. Michigan
Avenue, Suite 1625, Chicago, IL 60601, 312/726-4750. COFO Repre-
sentative, Frank Farrow, 202/371-1565.

Family Service America (FSA) is a network of more than 290 private,
nonprofit, voluntary agencies in the United States and Canada dedicated
to providing a wide range of services to families in crisis or with specific
problems and needs. Geneva Johnson, President, FSA, 11700 West Lake
Park Drive, Milwaukee, WI 53224, 414/359-1040. COFO Representa-
tive: Patricia Langley, Director, FSA Office on Governmental Affairs,
1319 F Street, NW, Suite 606, Washington, DC 20004, 202/347-1124.

The National Council on Family Relations (NCFR) is the professional
association of scholars and practitioners engaged in research, dissemina-
tion, and practical application of the multidisciplinary study of marriage
and family life, family life education and counseling, and public services
for families. Mary Jo Czaplewski, Ph.D., Executive Director, NCFR,
3989 Central Avenue, NE, Suite 550, Minneapolis, MN 55421, 612/781-
9331. COFO Representative: Margaret Feldman, Ph.D., 1311 Delaware
Avenue, SW, Washington, DC 20024, 202/554-0242.

For further information: COFO members rotate coordinators each
year. For 1990, contact: Patricia Langley, COFO Coordinator, c/o FSA
Office on Governmental Affairs, 1319 F Street, NW, Suite 606, Washing-
ton, DC 20004, 202/347-1124.

Insert, COFO Family Impact Questions Checklist, October 1990
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