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Abstract
STRENGTHENING THE INFORMAL SUPPORT SYSTEM
OF THE HISPAMIC ELDERLY:
GROUP PROGRAM FOR CAREGIVERS AND POTENTIAL CAREGIVERS
by
Carmen D. Sanchez
Advisor: Professor Michael Smith

The Strengthening the Informal Support System of the Hispanic
Elderly, a project designed to supply the Hispanic adult caregiver,
i.e., relatives, friends and neighbors, with information and social
support through a groun approach offered experiential learning and
facilitated the formation of an informal support network in which the
participants explored their personal feelings towards their caregiving
role, shared problems and concerns and engaged in mutual problem-
solving activities.

The primacy of the informal support system for the Hispanic
elderly, the self-help group approach and the relationship between
formal and informal systems, particularly the concept of maximizing
the sharing functions between the two, were the cornerstones of the
project.

The program was developed and implemented in four different
settings: a home attendant program, a senior health program, a
senior citizen center and a community church, located in areas of

Hispanic concentration in New York City.
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Fifty-eight persons participated in the project: children,
spouses, grandchildren, siblings, in-laws, friends and neighbors of
the elderly (58%) and elderly people (42%). A1l participants were
Hispanics, the majority born in Puerto Rico (64%). Some participants
were principal caregivers of an elderly person (58%) while others
were either anticipating a caregiving role or elderly peopnle who out
of self-interest wanted to learn about the aging process. Over
50 percent of the participants were 51 years old with a concentration
in the ages of 61 to 70. Close to three-fourths were females. Both
educational and income levels of the participants was Tow.

The program was effective in meeting the needs of the parti-
cipants in two basic areas: educational and emotional support. The
educational component was met through education on the aging process,
common and chronic illnesses in old age, sensory losses and communi-
cation problems, community resources, benefits, entitlements and
skills in mediating with the formal system. The mutual aid and peer-
support aspects wére met through the sharing of problems, experiences
and sb]utions, socialization and support from other group membe}s.

Findings of the project indicate the existence and importance
of an informal support system among the Hispanic elderly, composed of
relatives, friends and neighbors, Recognition should be given to the
inherent strengths that exist in this informal support system. Human
service providers should not undermine a system of service delivery
that has always existed and at the same time should not use its exis-
tence as a pretext not to provide services. The natural support

system should be the focus of study and further research.
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CHAPTER 1

INTRODUCTION

As a result of immigration and birth-rate patterns, the minority
elderly population is growing at a more rapid pace than non-minority
elders. Minority elderly population has lower incomes, a higher proba-
bility of Tliving in sub-standard conditions, and has higher rates of
il1ness than the latter. As a consequence, non-minority elderly tend

to have higher levels of need for services than non-minority elderly.

In the past, service delivery systems have emphasized almost exclusively
using formal networks (community agencies, centers and other formal
services) to meet the needs of the elderly, but there is an increasing
awareness that natural supports systems should be promoted, str=ngthened
and supported (Safford:1980). Family, friends, neighbors, civic organ-
jzations, and religious groups constitute an important and hitherto
Tittle recognized source of social support for the elderly. It is to
these informal supports that peoplie in need of help first turn. Infor-
mal supports such as family, friends, and neighbors provide an estimated
80 percent of the support services needed by frail elderly (Brody:1977).
This statistic speaks to not only the lack of availability of government
formal services but also to the depth and scope of informal supports.
The primary component of the natural support system of the
elderly--relatives, friends, and neighbors--provides an array of ser-
vices that are ongoing, generally non-technical in nature (such &S
providing emotional support), and involve a long-term commitment. The

1



2
challenge to the providers of social services is to enhance and sustain
this network. If supporting frail populations to remain independent in
the community is a societal goal, then it is imperative that the fami-
1ies and friends, who sustain the frail elderly .in their communities,
be assisted.

The "Strengthening the Informal Support System of the Hispanic
Elderly" project was aimed at enhancing and sustaining the caregiving
capacity of the Hispanic population. The training program which will
be described was conducted with fifty-eight persons who were the major
caregivers or friends and neighbors of Hispanic elderly residing in
four selected sites. throughout New York City. The major objectives of
_the program were:

1. To supply the adult caregiver, i.e., relatives, friends,

and neighbors of the Hispanic elderly with information
and social support through a group program;

2. To test a group approach with Hispanic caregivers as a
means for meeting some of their immediate needs for
information and support; and

3. To offer experiential learning as well as to facilitate
an informal support network in which the participants
could exnlore their personal feelings towards their
caregiving role, share problems and concerns and engage
in mutual problem-solving activities.

In designing a program for caregivers, a review was made of the
1iterature on the dimensions of the informal support system of the aged,
especially the Hispanic aged, and on the family as a caregiving unit to
the older person. This review was done in order to provide a contextual
background from which the program could unfold. Chapter II presents
this review of the literature as well as the rationale for establishing

the nprogram. The first section focuses on the current literature on

family support systems in old age. It emphasizes the importance of
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increasing our knowledge of family caregiving. Next is a review of
programs which have been developed to strengthen and enhance the
informal support system of the elderly. Finally, a diﬁcussion on the
Puerto Rican aged and their relationship to the formal and informal
support system is presented.

Chapter III provides the theoretical and conceptual framework
of the program. This theoretical base rests on the concept of support
systems, the self-help concept, Litwak's theory of shared functions,
and andragogy as the teaching-learning strategy.

Chapter IV presents an overview of the program with a
description of the program's content, instructional methods, recruit-
ment of participants, selection of sites and evaluation plan for the
project. The chapter ends with a description of the project sites
and sa]ient characteristics of project participants.

Chapter V deals with the initiation, implementation and com-
pletion of the project. The first section provides a description of
the planning and initiation phases, focusing bn implementation pro-
blems. Some of the problems mentioned are: participants' selection
and recruitment, problems of attrition, space, and scheduling of
sessions. A se;tion describing each cycle is included, focusing on
salient characteristics of participants, outcome of the program and
evaluation by participants. Other sections presented are: overview of
participants in the total program, common themes that evolved through-
out the cycles and an overall evaluation of the project.

The final»chapter presents a summary of the findings, recom-
mendations and implications of the project, including suggestions for

replication of the program.
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The present project was undertaken for personal and profes-
sional motives. On the professional level, the project director
believes that the topic of informal and formal help to the elderly
has importance and relevance for social work practice as well as
for social welfare policy and curriculum. On the personal level,
the project director, being Hispanic, feels committed to servicing
and studying this population. This personal motivation is reinforced
by the fact that the project director is part of an extended Hispanic-
family in which the care of a 95-year-old frail grandmother has
drained it physically, emotionally, and economically. But at the
same time, this care has served to strengthen familial bonds and
enhearten the family's collective spirit. The day-to-day care of the
95-year-old grandmother is provided by her only daughter, who is 60
years old and increasingly in need of medical services herself. She
is supported by the project director's parents who are almost 70 years
old and who visit the grandmother three to four times a week. This
network is completed by the children, grandchildren (including the
project director), and great-grandchildren who live in New York and
take turns traveling to Puerto Rico to help in the care of the grand-
mother.

Developing and implementing the project was a learning and
rewarding experience for the project director and it is her hope that

it will in some way inspire the reader.



CHAPTER II

EXTENT OF THE MEED AND LITERATURE REVIEW

This chapter's purpose is to provide background information
substantiating the need for the project. It presents a literature
review of the major components on which the "Strengthening the
Informal Support System of the Hispanic Elderly" program was
developed. Firét, it focuses on current societal and professional
concerns which emphasize the importance of increasing our knowledge
of family caregiving. Then follows a presentation on programs which
have been developed tb strengthen the informal support system of the
elderly. Lastly, there is a section on the Puerto Rican elderly in
the United States focusing on its relationship to the formal and

informal support systems.

FAMILY SUPPORTS IN OLD AGE

The physically and mentally impaired elderly are a subgroup
in our.society whose special needs are not being adequately or appro-
priately met. In spite of the extensive interest in alternatives to
institutional care, there are relatively few community alternatives
to institutionalization. Not only is there a lack of appropriate
services in the community, but an underutilization of the existing
services by the elderly and their families.

The present system of long-term care for the elderly in the
United States provides large amounts of public funds for institu-

tional care but minimal funding for community oriented supportive
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6
services. As a consequence, older people are forced into institutions
prematurely or, in some cases, unnecessarily (Brody:1977).

Having at least one elderly parent is increasingly probable
for middle-aged adults in the United States in the 1980's. The elderly
are now the fastest growing group in the United States. In 1900, per-
sons 65 and older were only 4 percent of the population, and in 1970
they were 10 percent of the population. Today, those 65 and over
number approximately 24.1 millions and constitute over 11 percent of
the population. Projections for the year 2000 indicate that the
elderly will constitute 15 to 20 percent of the United States population
(Neugarten:1976).

The older population has experienced not only growth, but also
changes in composition. Life expectancy has increased from age 40 in
1900 to 74.5 in 1982. The differential growth within the elderly cohort
itself is a critical issue. As a result of fluctuations in birth rates
and advances in medical technology, we are witnessing a growth in the
older-old population. Between 1960 and 1970, the aged 75 and over
increased at three times the rate of those 65 to 74 (Brody and Brody:
1974). Today, the 75-plus cohort represents 38 percent of the elderly
population and is projected to increase to 45 nercent in the year 2000.
The 85 and older cohort has had the Targest rate of increase: 4 percent
in 1900, 8 percent in 1977, and is projected to increase to 11 percent
in the year 2000. Generally, the "old-old" (80+), who need the most
health and support services, will increase twice as fast as the younger
elderly (Glick: 1979). It is the people in the 75+ cohort.that are
most Tikely to be widowed and 1iving alone, to have chronic and severe

health problems, and therefore to need long-term care, either in the
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community or in an institutional setting.

Parallel to the growth in the aging ponulation, major demo-
graphic changes affecting the family have also occurred. With more
people surviving into old age, younger generations have more elderly
relatives than in the past; more families today will have surviving
elderly parents. Because life expectancy has increased, we are
‘approaching the four- and even five-generation family (Townsend:1966),
More families than ever before include four living generations.

Shanas reported in 1980 that half of the parents over 65 are members
of four generation families. In many families already there are two
generations of older members, e.g., the grandparents in their mid-60's
and the greatgrandparents in their 80's (Townsend:1966).

As the older population ages, so do the children and relatives.
Since those in need of care are largely the 75+ (and to an even
greater extent, the 85+ cohort) their children most often are in
middle-age or early old age. Increasingly, middle-aged adulis are
expected to be responsible for their parents as well as for their own
children; in the past, middle-agers were more likely to be the oldest
generation and consequently did not have the responsibility of caring
for their aged relatives. These structural changes make obsolete any
expectations of roles based on the situations of previous generations.
Present generations have not been adequately prepared for the possi-
bility that they may need to assume more responsibilities for their
aged family members as generations come together. They have no role
models to follow. For today's middle-age population this is an added
dimension to the exigencies of filial responsibility. Adherence to

this value of filial responsibility remains strong in our society.
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This is the primary motiviation for responding to a parent in need and
one which is independent of anticipated rewards (Horowitz:1982).

Demographics also indicate that the middle-age generation of
today will face novel difficulties when they reach old age. During
the same period that the older segment of tﬁe population has signifi-
cantly increased, the size of families has significantly decreased,
due to declining birth rate. Many young couples are remaining child-
less or having only one child (U.S. Bureau of the Census:1982), or are
simply living together withouf being married. Furthermore, those having
children tend to bear them at a later age (at least among middle and
upper classes). When these couples themselves age, their children may
not be well enough established to be a viable source of help. Finally,
there are increasingly fewer relatives available as caregivers to the
aged, particularly as geographic dispersion of family members occurs in
our highly mobile society.

These demographic developments have been paralleled by a tremen-
dous influx of women into the labor force. The proportion of women who
work outside their homes has increased to more than fifty percent (51%)
of all working women, representing 41 percent of the total work force
in the United States (Brody:1981). Working women, who also have
responsibilities towards spouses, children and frequently grandchildren,
can no longer provide the daily help and supervision needed by the
elderly. Since women have traditionally provided care for the frail
elderly in the family, and in view of the cited demographic changes,
it is clear that the number of relatives now available for this role is

reduced.
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The demographic changes taking place emphasize the need to
examine issues surrounding family caregiving. Research on families
and the aged has consistently demonstrated that families are the pre-
dominant service and health care provider to the impaired elderly
(Cantor:1975, Rosow:1967, Shanas, et. al.:1968, Shanas:1979, Sussman:
1965, Townsend:1965). The commitment of families to their elderly is
amply documented (Benston & Cutler:1976, Tobin & Kulys:1980, Troll:
1971, Troll, Miller & Atchley:1979, Horowitz:1982). Troll, Miller and
Atchley contend that emerging research on the families and the elderly
indicate that both are deeply intertwined. They also point out that
in cases whep family contact is absent, the elderly creates a "pseudo-
- family" with friends and neighbors. : . .
The accessibility of a family support system appears as the
primary factor in reducing the probability of institutionalization for
the chronically i11 person (Townsend:1965, Brody:1967). Where intact
families exist, institutional placement of older persons with chronic
dysfunctions is not the general rule, Families of the impaired make
considerable sacrifices in order to maintain their aged relatives in
the community. As Elaine Brody (1977) pointed out:
...studies of the paths leading to institutional care have
shown that vlacing an elderly relative is the last, rather
than the first resort of families. In general, they have
exhausted all other alternatives, endured severe personal,
social, and economic stress in the process, and made the
final decision with utmost reluctance.
Families fér the most part, will go to extraordinary lengths
before institutionalization is considered. In addition, a substantial
amount of care is also provided by friends and neighbors, augmented by

community supported long-term care services. This accounts for the

large number of persons who need long-term care services, yet they
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are able to remain in the community. One million elderly over 60 are
now residents of long-term care facilities, but this figure still
represents only 5 percent of the total elderly population. MNinety-
five percent of those 65 years and over, live in the community.

Most older people are tied into a network of social support in
which the children primarily, and friends and neighbors secondarily,
provide important supportive services. Children occupy the key role
in the natural support systems of the elderly, while other relatives
serve "as a reservoir of kin from which replacements and substitutions
for missing or lost relatives can be obtained" (Trol1:1971). Brody
(1977) estimated that 70 to 80 percent of the care provided to older
people is being provided by adult children. Even among non-kin,
research has documented the establishment of patterns of affection
and reciprocity, and of assistance among friends and neighbors and the
elderly (Cantor:1975, Rosow:1967, Lopata:1975). Research findings
also confirm that the family bears the major burden of caregiving
when older persons experience majov functional disabilities (Shanas:
1977, Cantor:1979, Brody:1981, and Tobin and Kulys:1980). Friends,
neighbors, and members of voluntary organizations become critically
involved in the provision of informal supports only to the extent
that family members are not available (Cantor:1979). Cicirelli's
study (1981) demonstrated that childless elderly or elderly with only
one child will not only substitute other kin as providers of needed
services, but will also tend to substitute non-family providers,
especially friends and hired providers. Steint's study (1981) looked
at how members and clergy of Tocal parish churches provide emergency

care and ongoing social supports for older members who lack nearby
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kin of their own,

The care provided to the elderly by the family has been the
focus of various research works (Cantor:1975, Townsend:1966, Blenkner:
1965, Brody:1977, Horowitz:1982, Frankfather, et. al.:1981). Many
researchers see mutual aid as the crucial dimension in the relation-
ships between the aged and their children. Aid flows in both
directions and may consist of help with shopping, housework, baby-
sitting, information, advice, moral support, gifts, or money. Shanas
reported that 70 percent of old people give aid to their children and
receive some type of aid from their children. This results in mutual
aid for many families.

Kin can function as important resources for their elderly,
meeting health or financial needs in the form of services, gifts, and/
or monetary contributions. The family can provide affection and com-
panionghip at a time when the older person's social network may be
Timited by ailments and lack of personal resources. Cantor (1975)
noted the presence of exchange between the inner-city elderly and kin
in the following activities: material and non-material aid, social
activities such as visiting, recreation, telephoning, regular and
occasional services, e.g., shopping, escort, physical care, household
chores, meal preparation, and giving advice. For example, in Cantor's
study, 75 percent of the respondents reported helping their children
in some manner and 87 percent reported that their children helped them.
Cantor (1976) also found that the aged received help from kin, particu-
larly in crisis situations when it scemed required.

Financial contributions to aged relatives appears to be a
relatively insignificant component of the help provided by the family

when compared to the emotional and social support provided. Cantor(1975)
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found that children responded with more services as their parents
became more frail. Sussman in 1970 stated that services to the
elderly such as physical care, shelter, escorting, shopping, per-
forming household tasks, sharing leisure time, etc., were expected
and practiced roles of children and other kin members.

In addition to providing direct services or financial aid,
the family might serve as mediator or advocate with the formal
organizations which provide services to the aged (Shanas & Sussman:
1977). The caring role may involve performing tasks which ensure
that the older person receives services from the formal organizations.

There appears to be three major caregiving activities within
the social support system of the elderly: emotional support, finan-
cial and linkage. Caregivers may provide many different types of
services to varying degrees (Horowitz:1978).

Affection in the relationship of the elderly and the children
has also been studied. Although it is difficult to measure love or
affection, there is evidence of high affectional solidarity between
aging parents and adult children (Trol11:1979). It can not be assumed
that affectional closeness determines interaction frequency or that
interaction frequency is a good indicator of affection, since distance
can influence the correlation. Relationships are rather higher when
parents are in good health and financially independent (Tro11:1979).
While there is difficulty to generalize about the many complex rela-
tionships between the aged and their children, the research shows a
generally positive picture regarding proximity, interaction frequency,
aid or help, and affection of the relationships. As indicated by

residential proximity, contact between the elderly and their family
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members is high. Research findings point to the fact that there is a
great deal of face-to-face visiting, telephoning, and close association
between the elderly and their children (Shanas:1968,1979, Cantor:1975).
Cantor’'s study found that 81 percent of the elderly reported seeing
their children at least once a week. Shanas' nationwide study (1979)
found that 53 percent of the elderly interviewed saw a child the day
of or the day prior to the interview, while 77 percent nad done so
within the previous week. This means that older parents were seeing
their children regularly.

In summary, there is a huge body of knowledge supporting the
strength of the links between aging parents and their children. Most
older people do have children and interact with them. Intergenera-
tional help patterns tend to be reciprocal until changes in health and/
or financial status of the elderly occur. Adult children respond to
the needs of their elderly parents and emerge ds the primary caregivers
to them. As a result of the dramatic demographic shifts previously
mentioned, the current pressures, on both the informal and formal pro-
viders of services to the impaired elderly, can only be expected to
increase in the near future.

The capacity of the family to help its older members is crucial
today and in the future. As individuals we are highly affected by our
families and the roles we play within them. We have to respond to the
aging of our parents or relatives with various degrees of understanding
and coping skills at the same time that we are adjusting to our own
aging process.

The current theory and practice, which promote the maintenance

of the aged, even the frail aged, in the community and foster their
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independence, have many implications for families and service agencies.
Mainfy this suggests that the family should develop and maintain an
aggressive role in encouraging maximum independence for their aged
members. And since the family will undoubtedly continue to be the
primary source of care and assistance to the older population, it is
essential that social service agencies augment their recognition and
support of the family's efforts (Silverman:1977).

Although the family has been recognized as the primary support
system for elderly persons residing in the community (Lebowitz:1978),
there is evidence that adult children need assistance in their care-
giving role (Silverman-Brahce:1979). Shanas and Sussman have written
about the need to provide incentives to families to take major respon-
sibilities for the care of the impaired ¢1der1y, They have emphasized
that older parents now need adult children who can aid them in locating
and utilizing the many varied services currently available; that is,
who can act as mediators so that specialized services can be obtained
(Shanas & Sussman:1977). A number of major policy papers have called
for the provision of a variety of formal services to help families who
care for their aged relatives. The effect of formal care intervention
on family caregiving was the subject of the study conducted in 1979 by
Cantor. She found that the initiation of formal care for her sample of
older persons already receiving help from a spouse or child, resulted
more often in a shifting or redirecting of family care tham in the
withdrawal of such care. At the present time, support for adult
children with aged parents has just begun to develop (Brandein &
Posthoff:1977, Powell1:1976, Silverman, Kahn & Enderson:1977, Zimmer &
Sainer:1978).
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Any effort to develop programs of assistance for family care-
givers should consider the preferences of the intended recipients.
Various studies have focused on the attitudes of both current and
potential caregivers for the elderly. Sussman (1979) was one of the
first to examine this area in depth in his study "Social and Economic
Supports and Family Environments for the Elderly". Sussman's findings
were that medical care for the elderly was the preferred service sup-
port by the respondents, and a monthly compensation to the caregiver
the preferred financial program. When both programs were considered
together, the majority of the respondents chose the monthly compensa-
tion as the most desirable, thus indicating a clear preference for the
flexibility of a financial incentive. Horowitz in 1981 replicated
Sussman's option questions. The patterns that emerged in her study
were generally consistent with Sussman's study. The monthly compen-
sation was ranked first by the largest number of- respondents. There
was slightly less consistency between the two studies in service pre-
ferences, with the Horowitz sample choosing home-maker services almost

as frequently as medical care.

CURRENT PROGRAM INITIATIVES ON INFORMAL SUPPORTS

At the present time there are a number of programs and demon-
stration projects operating throughout the country. This is in
response to the growing recognition of the role played by the informal
supports, including family members, in the care for the elderly.

Pilot projects to enhance the role of the informal caregivers
through the provision of financial incentives have been undertaken.

Direct grants to families who care for their elderly relatives at home
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have been utilized by various states to help families in dealing with
unnecessary and expensive institutionalization. The projects in
Maryland, California and Florida are of particular interest.

Maryland's Family Support Demonstration Project has been in
existence over the past few years. The project was undertaken by the
Maryland State Office for the Aging in 1979 and according to the
Project Coordinator, Shirley Whitfield, it has been successful in
helping 101 families to keep elderly relatives who are in poor health
at home (State of Maryland:1979). The two-year study involved making
monthly payments based on income to families of the impaired elderly.
The funds were provided by the Sfate to conduct the project in order
to test specific methods of supporting and strengthening informal sup-
ports. The project was carried out by three local host-agencies:
John Hopkins Hospital Department of Social Work in Baltimore City, the
Montgomery County Division of Elder Affairs, and the Commission on
Aging in Worcester County, a rural area on Maryland's eastern shore.

Florida's Home Care for the Elderly Program started in 1977 to
encourage care provision for the elderly residing within the family.
The program provided a schedule of subsidy payments funded by the
State. Payments were made to relatives caring for family members. In
1980 the program proviaed services to caregivers of 1,424 elderly.

California has been providing reimbursement for family-based
care since 1958, The In-Home Service Program provides, among other
benefits, payments to individuals, including informal care providers,
for specified services rendered to eligible program recipients who
Tive in their own homes.

One of the most remarkable developments in the field of health
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care within the last few years has been the creation of self-help groups
for persons dealing with common problems. The area of aging is no
exception,

The growing body of knowledge on the informal support system and
its role in providing long-term care to the elderly has encouraged a
variety of efforts to support caregivers of the aged. Educational stra-
tegies have been developed to support and expand the caregiver's capa-
city to meet the needs of their aged relatives. A model project is the
Natural Supports Program of the Community Service Society of New York.

The Natural Supports Program was initfated in 1976, as a three-
year demonstration project, to explore the nature and extent of care
provided to the elderly by their relatives, to determine what supportive
.services might be needed to enhance and prolong this care, and to make
public policy recommendations that would enable the families to continue
to provide care for the aged relatives as an alternative to unnecessary
institutionalization. The program initially targetted its training
program to family members who provide care to an elderly relative. As
the program was implemented, it was determined that friends and neigh-
bors who were often providing a great deal of care to elderly persons
were suffering the same stresses as those experienced by family care-
givers. Two completely different strategies were developed to address
the needs and interests of the caregiving population: services to indi-
vidual families which included respite care, counseling, escort services,
and assistance in systems negotiation and advocacy, and services to
community based groups, including caregivers.

The most frequently identified service need by individual
families was home-care. This was defined as a combination of personal

care and household chores help. The second most frequently identified
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service need was counseling services. Counseling related mainly to the
dnset of increased dependency, and understandihg of the aging process
and interpersonal conflicts. Families also requested help with systems
negotiations and advocacy around obtaining medicaid entitlements. Ser-
vice requests by groups indicated interests in meetings which provided
information about community resources including how to obtain entitle-
ments for the elderly relatives, and sharing the caregiving experience
with others (Gross-Andrews & Zimmer:1978).

Another model project was developed jointly by the Institute 6f
Gerontology at the University of Michigan and the Children and Family
Services of Michigén, Inc. The As Parents Grow 01d (APGO) Program inte-
grated a combination of educational and therapeutic approaches. The
. model entailed six group sessions for twelve to fourteen participants
with a discrete curricula designed for each session. The groups were
run by two co-facilitators who had been especially trained to run the
APGO groups. In addition to conducting the educational component, the
group facilitators functioned to promote communication and peer support
within the group. The vast majority of 125 participants reported
improvement in the ability to cope and deal with the caregiving situation
and in knowledge of the aging process and utilization of community re-
sources (Silverman & Brahce:1979).

Florence Safford (1977) developed a training program for families
of the mentally impaired aged at the Isabella Geriatric Institution in
New York City. The program's objectives were to help families with
impaired kin in the community to function more effectively in planning,
assessment, and decision-making by teaching them the essential knowledge,

tasks, and attitudes associated with the role of caregiver. The
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educational and support program for fami]ies‘of the mentally impaired
aged in both community and institutions was offered over a three year
period under the auspice of a geriatric center. The experience of
the program demonstrated that most family members needed help in
learning to assumé a responsible role toward their impaired kin, inas-
much as our society does not prepare aduits for the kind of problems
which they confront as caregivers (S&fford:l980). The program also
indicated a need for similar interventions sponsored by a variety of
agencies.

Another program which focused on the family as primary care-
agiver to the elderly was developed by Brandwein in 1977. The project
designed a therapeutic-didactic model for intervention with adult
children of aged parents. Therapeutically, the model provided an
opportunity for the participants to ventilate feelings, explore alter-
natives, and assess existing attitudes. At the didactic level, infor-
mation was offered to help the participants understand the aging process
which facilitated effective use of community resources (Brandwein:1977).

Some community mental health centers have offered short-term
counseling groups for persons with elderly persons. Weisshaus' report
about counseling groups of daughters of elderly mothers is an example.
Participants in the groups reported that counseling groups were helpful
because they could share anxieties and common experiences with others
who had similar concerns. Provision of information about community
resources and the aging process was another useful feature of these
groups (Weisshaus:1979).

The emerging conclusion from the programs just described is

that families who care for aged relatives have a need for two kinds of
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programs. First are the educational and preventive programs that could
provide current knowledge about aging and community resources. And
second, support from other caregivers which includes an opportunity to
ventilate feelings and concerns about their caregiving situations. The
children of the frail elderly do have definite ideas concerning their
needs for support. They state a clear and urgent need for open communi-
cation with providers of health and social services. They express a
desire for education about aging. They want to know about strokes,
senile dementia, nutrition and other physical and mental problems, and
most of all they want an onportunity to share their concerns.

In testimony to the Sub-Committee on the Special Problems of the
Aging in 1979, the Community Service Society of New York identified some
needs of the informal supports network and services that could strengthen
them. Based on the experience with the Natural Supports Program, the
critical areas identified were: (1) home care and respite care, (2)
knowledge of and access to resources and entitlements, (3) information
and training related to the aging process, and management of the chron-
ically disabled, (4) emotional support to cope with the stress created
by the caregiving situation, and (5) financial assistance to enable the
support network to survive.

Caregivers of the elderly are often not equipped with the know-
ledge, resources, or skills necessary to provide them with continuing,
optimum support. As a consequence family relationships suffer; and
the ability of adults to assist their elderly pnarents, is undermined.

The general conclusion emerging from the preceding discussion
is that great emphasis needs to be given to strengthening the natural

support system of the elderly.
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Although there have been a variety of efforts, as demonstrated
by the previously described projects, no programs have yet been designed
to reach minorities. For example, the Hispanic population, where a
stronger family network is believed to exist, has not been targetted by
these programs.

A general background information on the Hispanic elderly and
his/her fami1y is deemed necessary at this point in order to sustain

the need to develop caregivers support programs for this population.

THE PUERTO RICAM ELDERLY

Attention to the problems encountered by older Puerto Ricans
and their families in the metropolitan New York area (where 95% of the
Puerto Rican elderly in the mainland were living in 1979) is, for a
variety of reasons, of quite recent origin. Zambrana, Merino and Santana
concluded in 1979 that "no truly reliable data exist on the Puerto Rican
h elderly population of the East Harlem area" (Zambrana, et.al.:1979).
This conclusion could be extended to the United States as a whole.
Although analysis of the 1980 Census data yields more information about
this group's size and socioeconomic standing, serious questions have
already been raised about some aspects of the reliability of the data.

A few factors account for the relative paucity of attention to
the Puerto Rican aged--attention measured by the existence of both a
reliable data bank about this cohort and of a network of services avail-
able and accessible to them.

First, relative to many other groups, notably the Italians, the
Jewish, the Irish, and the Black population, the elderly are under-repre-

sented in the Puerto Rican community. As a necessary corollary, the

Puerto Rican elderly are a small percentage of the elderly in New York
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City, while Puerto Ricans as a whole form a Targe percentage of the
city's population. In 1975, only 1.5 percent of the mainland Puerto
Rican population was 65 years or older. In New York City, where the
Puerto Rican population accounts for 860,552, only 4 percent were 65
years old and over (1980 Census). The Puerto Rican population in the
mainland United Stated is a young population (median age is 19.9).
The age composition of the Puerto Rican population is a function of
the history of migration: the majority of the Puerto Rican population
came in the 1950s and after. The typical Puerto Rican adult and
elderly in the United States were born in Puerto Rico. In contrast,
the Irish, Italians, and Jewish migrations date back as early as the
1890-1915 period particb]ar1y for the Italians and Irish, the decade of
the 1920's.

A second factor which may contribute to the relatively smaller
population of older people in the Puerto Rican community is the "return
migration" of the old to Puerto Rico--particularly when the old person
becomes chronically 111 or infirm (Zambrana, et.al.:1979). The return
migration trend of the older Puerto Rican has been recently confirmed
by Elias Gutierrez, a Puerto Rican planner who stated that "the inflow
migration graft onto the island a significant number of older people.
As a result, by the end of the century we will no longer be a young
country" (Gutierrez:1982). The desire to return home as life's journey
nears its end is very much a part of the value system and cultural tra-
dition of this generation.

But there are also negative reasons for this lack of attention.

In the Report of the Mini-Conferences on Hispanic Aging issued by the

White House Conference on Aging, there is this explicit conclusion:
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...the sense of isolation...(of the Hispanic aged)...
expresses itself in well-documented under-use of social
services that, on the surface appear readily available
to them. The 1Y80 national needs assessment of Hispanic
elderly conducted by the Asociacion Pro Personas Mayores
showed that 76% reported a need for social services, 25%
use only one service. The fundamental cause of this less-
than-full use is not elusive...soeial services...based on
ecultural values different from those of potential users...
and delivered by persons who seldom speak their language,
are doomed to underutilization (Emphasis mine).

In New York City, there are some exceptions to the gloomy con-
clusion reached by the White House Conference Report: the City's Depart-
ment for the Aging, the Institute for the Puerto Rican/Hispanic Elderly,
the Casita Maria Senior Center, the Casa Boricua Senior Center and the
Consumers Action of Bedford Stuyvesant. Despite these not inconse-
quential exceptions, the picture of the situation of older Puerto Ricans
and other Hispanics in New York City is one of a group in which the
incidence of poverty, poor housing, and serious health problems is very
_high. The 1978 Department for the Aging report included the finding
that 23.2% of the Hispanic aged had incomes below the poverty level, in
comparison to 14% of the elderly population of the City, and the combin-
ation of discrimination and low income forces most of the Hispanic aged
to live in neighborhoods characterized by sub-standard housing, poorly
maintained public areas, and high crime rates. Several studies also
point to the higher incidence, in comparison with non-minority aged, of
severe mental and physical impairment among Hispanic elderly (Cantor:
1975, Johnson:1972, Zambrana, et.al.:1979).

We have then three interrelated problems: one the sparcity and
unevenness of the data about the situation of Hispanic elderly in New

York City, a deficit which adversely affects the efficiency of the

planning for, location, and delivery of services to this nopulation;
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two, the high incidence of health, economic, and housing problems
among older Hispanics; and three, the evidence that even when services
do exist, they tend to be under-utilized by Hispanic elderly and their
families.

Several factors have influenced the Puerto Rican elderly
relationship to human services. These are summarized in the conclusion
reached in the White House Conference that failure is built into ser-
vice delivery systems by professionals who do not take into account
the cultural values and norms of the community served, and when the
services are delivered by people who do not speak the language of the
group they hope to serve. Hispanics, like all other immigrant and
minority groups of the present and in the past, are more likely to use
and to benefit from social, health, and educational service programs
if these programs are organized and delivered in a culturally sensitive
fashion. This point has been amply documented. It is rather to the
particular obstacles in the path of service delivery to older Hispanics
that we must turn.

In the first place, there is a language barrier. The majority
of older Puerto Ricans, were, as noted before, not mainland born, and
their settlement here in ghettos often meant that Spanish continued to
be their language of communication, not only at home, but in many of
their daily activities. Moreover, in contrast to most other migrant
groups who did not bring United States citizenship with them and whose
visits to their homelands were precluded by distance and/or the circum-
stances of their migration (e.g., the Haitians, the Russian Jews, the
Vietnamese, the Cubans), Puerto Ricans tend to maintain close ties with
island and make many frequent visits to Puerto Rico. It is reasonable

to assume, as many researchers, administrators, and practitioners do,
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that the ties to the island serve to reduce the need to learn English.
Also, the Puerto Rican elderly today are 1ikely to have made their
migration as adults with little education, and in general, adult in-
migrants do not gain proficiency and fluency in their second language
to the degree that those who migrate as children or teen-agers. A
recent survey conducted by the Puerto Rican Congress of New Jersey
found that 30 percent of the Hispanic elderly surveyed spoke no
English. The survey covered 452 elderly Hispanics in five New Jersey
cities and 89 percent of them were Puerté Ricans. The inability to
speak and/or read English presents a unique problem which impedes the
dissemination of information about social services, and severely
hampers, if it does not preclude, the ability to negotiate service
delivery systems. This mainly monolingual elderly is found concen-
trated in urban areas where service delivery systems are large and
complex. Although all three major Hispanic populations (Chicanos,
Puerto Ricans and Cubans) are clustered in urban or metropolitan areas,
the Puerto Ricans have the highest percentage of inner-city residence.

Second, in common with other migrant groups, the elderly of
the group having been born and socialized in the culture of their birth,
are most likely to live according to these norms and are least likely
to have accepted the different values and behavior of the culture in
which they find themselves. Practitioners in agencies serving Puerto
Rican families and children report, for example, intergenerational con-
flict about childrearing practices, with the grandparents holding to
the cultural norms which require sheltering teenage girls and the

parents and children favoring the permissiveness of the mainland society.
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In the Puerto Rican community, the family is a source of
strength for Puerto Ricans of all ages. The Puerto Rican cultural
heritage is one that underlines family responsibility for care of
those in need. This tradition means that the family is a significant
primary provider of sociai services. In accordance with cultural
norms and values, and as a practical necessity, Puerto Rican families
are likely to adhere to traditional and extended family systems. For
many Puerto Rican elderly, the extended family concept is still of
great importance. Many Puerto Rican elderly share a household with a
child or relative. However, the strong familial and informal support
which has sustained and provided them with important roles, has begun
to weaken. Various studies identify a slow but steady disintegration
of their natural support system as a result of the impact of accultu-
ration of younger members to the mores of the American society. In a
1970 study of the inner-city elderly, the Area Agency on Aging found
that 27 percent of the Spanish-speaking elderiy were living alone
(Cantor:1975), This trend toward living alone on the part of the
Puerto Rican elderly appears to be continuing as indicated by the
Survey of Income and Education of 1976. Several factors may contribute
to this, for example, the increasing number of childless widows, the
mobility of the children, and the elderly attachment to the neighbor-
hood they live in.

The Puerto Rican culture places a high value on the concept
that life is a network of interpersonal relationships. Family consists
not only of the nuclear family but extends to distant relatives and
includes close friends. Father Fitzpatrick, in his study of the Puerto

Rican family, writes of the centrality of the value of personalismo...
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"a form of individualism that focuses in the inner importance of the
person... Personalismo ... is rooted in the family... the Puerto Rican
has a deep sense of that network of primary relationships that is his
family, senses the family as an extension of the person, and the net-
work of obligation follows" (Fitzpatrick:1981). Puerto Rican elderly
are part of this network of primary relationshins and there are bene-
fits which are abscribed to them from their position in the network
and the respect accorded to them. They have a more direct involvement
in the family than most American elderly, i.e., helping in the child-
rearing and giving advice. In the inner-city elderly study, Cantor
found the Hispanic elderly (primarily Puerto Rican) "to be more involved
.in the 1ives of their children than were their non-Hispanic counterparts,
and also older Hispanics were more likely to describe a sense of close-
ness to their children than were non-Hispanics" (Cantor:1975). The fact
that Puerto Rican aged are more likely to live in households with other
relatives is a function not only of the value system of this community,
but is also a matter of economic necessity. The shared household is one
way poorer families meet their housing needs, and in addition, the grand-
parents often take care of the children in the increasing number of
single parent families, or in families where both parents work. Despite
the impact of the majority culture on Puerto Rican family 1ife and eco-
nomic deprivation suffered by many, the family remains the major psycho-
togical support for its members, including the aged.

Cutltural norms and values have served to isolate many older
Puerto Ricans and other Hispanics from the service delivery system,"
language and cultural barriers have served to deny them access to programs

and benefits. The structural and relational system of the Puerto Rican
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families can ironically become an impediment to access and utilization
of services and benefits to older Puerto Ricans. This is compounded
by the dysfunctional consequences of certain governments' policies
and the attitudes and behavior of some non-Hispanic service providers.

Referring first to the public policies, the Supplemental
Security Income Program is an example of the adverse consequences of a
governmental policy. Many older people who live in shared households,
by virtue of this 1living arrangement, are not eligible for SSI benéfits,
or ifveligible, receive a lower benefit jevel than they would if they
Tived alone (the shared household is deemed income for the older person).
Thus the extended family unit, a function as we have seen of both cul-
tural norms and economic necessity, penalizes many aged Puerto Ricans
and Timits their income support.from public sources to the minimum or
near minimum Social Security Retirement or Survivors benefit level.

The attitudes and behavior of non-Hispanic service providers
operate in more subtle fashions than do public policies and regulations,
yet their detrimental impact is clear and pervasive. In an unpublished
study of the impact of ethnicity on family relationships and service
utilization of the aged, Brookdale Center on Aging of Hunter College
lTooked at the role of hospifa] social workers and others involved 1in
discharge planning in work with aged Puerto Rican and their families
(Horowitz:1983). The workers were asked how they accounted for the
fact that Puerto Ricans have a low rate of utilization of long-term
care facilities--despite the high incidence of chronic illness, mental
impairment, and disability among them. Non-minority workers were
Tikely to cite the strength of the Puerto Rican family group--"they

take care of their own at home"--to account for this underutilization.
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Puerto Rican and other Hispanic workers, in contrast typically cited
many facters: no access to these services due to discriminatory prac-
fices or attitudes; lack of knowledge among Puerto Rican families
about the availability of these services; the family's reluctance and/
or inability to make demands on the system in order to gain access.

The difference between the perceptions of the Puerto Rican
workers and their non-minority colleagues is remarkable and the conse-
quences often costly to the Puerto Rican older person and the family.
Discharge planners in hospital and other access workers, knowing that
the Puerto Rican older person is 1ikely to live in an extended family
situation, and believing that this is entirely a matter of choice,
often forget the economic and housing deficits that make it a matter of
necessity. They rarely explore alternatives with the family or the
older person. Too often there is simply the assumption on the part of
the worker that the family is available and able to care for the older
person and no consideration is given to the price the family and the
older person might pay for.this assumption. The reality that a daughter
or daughter-in-iaw might have to quit a job or reduce her hours of
employment, or that children may start missing school in order that
they may "rotate the duty" rarely seems to enter into the calculus of
some workers. School attendance for the children and the work incomes
of adult members of the family are both essential to the family's
current 1iving and hopes for the future, yet dependency of the i1l or
impaired aged relative can place both present and future in jeopardy.

The language barrier is clearly a factor here: it is difficult
to describe the complexity of family relationships and responsibilities

across that barrier, and so the client-worker speech is frequently
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limited to basic information, rather than & joint assessment of the
total family situation and service nseds.

Progress hes hoen made in the last several yesrs, yet the
picture remaing & grim one. Access to wnstitutional care 15 stil)
blocked for many older Puerte Ricans and other Hispanics: the CABS
Nursing Home has & Tong waiting 1ist; the number of Puerto Ricans in
the superior voluntary remains small, and when impaired and disadbled
Puerto Rican older peopie are placed in Tong-tem facilities, they
tend still to "and up" In tha least adequate facilities in the city.

CABS Home Attendant Program, a Human Resources Administration
funded program, includes substantial numbers of Puerto Ricans end other
minurity clients, but there are important deficits in this program that
particularly weigh heavily on minority aged and their families. The
case management task remaing with the Department of Social Services
and the vendor agency carries responsibility. for the delivery of the
home health care services. This division of functions 1s problematic
at best; when it is combined with tha heavy Department of Social Servi-
ces caseload and reimbursement rate to the vendor agency which only
allowe for minimal superVislon of the direct service workeirs, help to
these Fam{11es and older people 1s 1ikely to be 1imited to the provi-
ston of 8 homa health cere worker, These families are less likely
than familigs from ather ethnic groups to know about benefits and pro-
grams to which they are entitled, and therefore. less likely to complain
to the agency about inadequate sevvice delivery, and most likely to
"make do".

The studies of the family relationships of older people have
demonstratad that American families, regardless of class and ethnicity,
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try to take care of their own aged members. Femilies ere more likely
to continue to provide care without outside haelp, even at considerable
cost to the physical, mental, and econemic resources of femily members,
than they are to $eek unnacessary -services or to piace an 61d person in
a long-tarm care facility prematuraly. This tendency s particularly
strong among Puerto Rican familiies. Tha strength of family solidarity,
the fact that Puerto Ricans do not Yeel able to make demands or register
complaints, and the lack of sufficient agency staff to do both aggraessive
outrsach and {ndividualizad assessment oéerat@ in @ synergistic fashion
as obstacles to service delivery. Balanced against severe handicaps of
language, econemic deprivation and lack of adequate servicas from the
formal systam, is the fact that the Hispanic elderly sti11 function
within the protective environment of the extended family. The socio-
economic barriers encountered by the Hispanic elderly, 1n addition to
their traditional role within the extended family, make them more depen-
dent on their natural support network than their non-Hispanic counter-
parts,

Finally, combinations of lack of information and/or misinfor-
mation or a fatalistic view of the infirmities and impairments of old
age may bscome obstacles in the path of access to and utilization of
needed sarvices.

As seen from the feregoing discussion, the Hispanic impaired
elderly are a sub-group 1n society whose special needs have been over-
looked or inappropriately treated by many sectors of society. Hispanic
families deal with older people who exhibit greater health needs and
who have less of their own resources, than will familigs of white

ethnics. In addition, the probability is that the caregivers will have
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fewar aconomic and social resources of their own to mest the needs of
their parents or relatives. If tha factors of functional, social, and
economic resources prove to bs central in providing successful community
and home care services, minority elderly (especially Puerto Ricans) and
their families will clearly have the mest stressful experience.

In sum, this chapter has prasented the existing 11terature which
establishes the need for the project. The first conclusion drawn from
this review 1s that of the existence and strength of the 1inks batwaen
aging parents and their children: adult children are the primary care-
givers and help patterns tend to be reciprocal until changes occur in
the.health and financial status of the eldgv!y. The second conclusion.
1s that the {ncreasing recogmition of the role played by the informal
support system, including family members, in the care of the elderly,

. has rasulted in the devaelopment of a number of demonstration projects
and programs to enhance and support the carsgiving role of the support
system: these programs have ranged from financial incentives to self-
help group developments for caregivars. Tha final conclusion is that
of the identification of forces which impede a satisfactory level of
utilization of social services by the Hispanic elderly (in marticular
the Puerto Rican) and their families. The cultural norms and values
of P-arto Ricnans and other Hispanics tend to isolate them from the
service delivery systems. This {s compounded by the dysfunctional
consequences of certain govermmental policies and the attitudes and
behavior of some service providers.

The general conclusion emerging from this 1iterature review is
that great emphasis needs to be given to strengthening.tho natural
support system of the elderly and particularly the Hispanic elderly.
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Recognizing this, a group program was nodﬂefl and developed on
the successful Community Service Society Natural Support Program. Here,
care-giving relatives and friends of the Hispanic elderly were offered
the opportunity to participate in caveglvers greups. The project
operated under the assumption that families have been providing care to
the elderly and that thare {s a md to support and strengthen, not
substitute, this system of support.

The next chapter will present the theoretical and empirical
background which guided the formulation of the project. The focus will
be on the areas of support systems, self-help approach, relatfonship
between formal and informal organizations, and andragogy as a medel for
presenting affective content in group programs.




CHAPTER III

THEORETICAL AND CONCEPTUAL BACKGROUND

This chapter will present the theoretical and emnirical back-
ground which guided the formulation of the project. The major thece
retical constructs of the project rest on the areas of support systems,
the seif-help concept, Litwak's theory of Sharsd Functions, and andra-
gogy as the teaching-learning strategy. The discussion of the areas

will folliow the order in which they are mentioned.

SUPPORT SYSTEMS

The informal support system is distinguishable from the formal
or organizational support system by virtue of its individualistic and
non-bureaucratic nature and by the fact that members of this informal
network are selected by the elderly from among kin, friends and
_neighbors (Sussman & Shanas:1977),

If one can visualize an older person at the core of and inter-
acting with a series of sub-systems (networks) which usually operate
independently but at times intersect, the concept of a broad-based
social support system becomes clearer,

At the outmost reaches of such schema are the political and
economic entities which determine the basic entitlements availabie to

ali older people; these impact significantly on their well-being in

34
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the areas of income maintenance, health, housing, safety, educstion

and transportation. Samewhat closer to the older perscn in terms of
social distance, though sti1l far frem playing a central reole, are tre
governmental and voluntary agencies that carry cut the ecorgmic and
social policies by providing the services mandate under such Yows as
the Older Americans Act and the Social Security Act. Thase orgamiza-
tions in the two cutermost rings are clearly the formal part of the
support system. As Sussman noted, Tike 2ll bureaucratic organfzations,
they attempt to function ins;wumentally and objectively according to an
ideology of efficiency and rationality (Sussman and Shamas:1977).

Stiql closer and standing somewhere between formal oraanizations
and primary group members, are non-service formal or quasi-formal organ-
izations. They can serve a helping function with respect to the elaerly
in the role, for example, of mailmen, building superintendents, mini-
sters or visitation groups ffom a church,

Finally, closest to the daily life of an older person are the
individuals who comprise the informal support system--kin, friends and
neighbors. It is precisely these "significant others” with whom older
persons have the most frequent interaction both instrumentally and
effectively, This system--the innermost ring--is the focus of the
project. The extent and relative role of the various elements of this
informal support system will be examined.

The concept of informal support systems was initially dal)ineated
in Bott's study (1957) of younger married couples and had spread ever
since. Gerald Canlan (1974) has in recent years focused specifically
on "social supports" as the protective elements that stand against the

vulnerability of persons at risk of developing serious mental i1lness.
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Caplan and Killilea's (1976) most recent publiication in this area deals
explicitly with the mental health implications of such groups. The
concept of support system was defined by Canlan (1976) in the following
manner:

Support system implies an enduring pattern of continuous

or intermittent ties that play a significant part in the

maintaining of the psychological and physical integrity

of the individual over time. (p.41)

Caplan also discusses the general effect of support systems as
the "social aggregates that act as a buffer against disease" and "in
such relationships (support system) the person is dealt with as a
unique individual" (Caplan 1976:29).

The support system contributes to identifying the individual as
someone unique. The person is helped to understahd that s/he 1s a
unique individual with4certa1n needs that others within the support
system can satisfy. However, his/her continued satisfaction is
dependent upon reciprocity.

interpersona1 contact is important to most individuals. A
primary function of interaction is to help or to be helped by others,
i.e., to establish a mutual helping relationship. Assistance-oriented
interaction is another way of describing relationships within a support
system. Caplan used the term "support system" to describe this inter-
action.

While the supporé system helps the individual to recognize him/
herself as an individual and has positive effects for the person's
mental health, the length of the relationship does not appear to be a

dominant factor in whether the individual benefits from interactions

while a member of a support system. Caplan describes informal social

supports as fulfilling specific functions:
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Such support may be of a continuing nature or intermittent
and short-term, and may be utilized from time to time by
the individual in event of an acute need or crisis. Both
enduring and short-term supports are likely to consist of
three elements: (a) the significant others help the
individual mobilize his psychological resources and master
his emotional burdens; (b) they share his tasks; and (c)
they provide him with extra supplies of money, materials,
tools, skills and cognitive guidance to improve this hand-
1ing of his situation (p.20).

Therefore, support systems are relationships established by
individuals at various pofnts during their life (especially in time
of crisis) that help them satisfy immediate needs. These relation-
ships act to rally the individual's emotional and physical forces.

. The support can be received in a variety of settings and times.
Caplan (1974) sees the support ranging from kin to kith, non-profes-
sfonal community persons, religious denominations, mutual assistance
and seif-help groups.

Informal or natural supports systems are defined by Arling
(1978) in the following terms:

Natural support systems develop as implicit or latent conse-
quences of social relationships which serve a range of pur-
noses. They are natural systems in the sense that no formal,
technical procedures govern their operation, and they are not
normally established for the explicit purpose of providing
support. Group members have generalized roles, e.g., friend,
relative, fellow-worker, neighbor, etc., and when support
becomes the objective of the relationship, the system normally
does not have a set of standardized responses for deteymining
how care should be provided. Instead, the methods of care-
giving arise spontaneously (p.2).

Baker's definition of natural support systems encompasses the following:

In most communities there exists a network of individuals and
groups who band together to help each other in dealing with a
variety of problems in living. Such groupings which provide
attachment among individuals or between individuals and groups
such that adaptive competence is improved in dealing with short-
term crisis and life transition are referred....to as natural
support systems. The word "natural" is used to differentiate
such systems from the professional caregiving systems of the
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community..... Natural support systems include family and
friendship groups, local informal caregivers, voluntary
service groups not directed by caregiving professionals
and mutual help groups. (p.140)

Lopata (1975) provides another definition of a support system
as a set of relations 1nvolving the giving and receiving of objects,
services, social and emotional supports, defined by the giver and the
receiver as necessary or at least as helpful in maintaining a style of
Tife.

Support systems have also been categorized in terms of who is
giving the support. For example, a professional who is not kin or
kith to the recipient of the support, the support 1s seen as emanating
from the formal system. On the other hand, when kin or kith‘provides
the support it is then seen as informal.

Informal support system has been defined as an ama1gam'of
informal services provided by family, friends, neighbors, and intimates
of the older person. The concept of informal support system has been a
topic of intensive research. Thus, for example, Litwak and Szelenyi
(1969) showed that people relied on family, friends, and neighbors for
different services. Lopata (1975) did a study on the support system of
elderly urbanites in Chicago. Cantor (1975) studied the inner-city
elderly of New York City using disparate measures of the concept of
informa! support systems. ATl these studies indicated that elderly
individuals relied on family, friends, and neighbors for various types
of support.

Cantor, former director of Research for the Office for the
Aging in New York City, has studied the difference between the formal

and informal support systems of the aged (1975) and performed systematic
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comparisons on social supports among the Blacks, Hispanic-Americans
and Whites. Regarding formal support systems, she has asked, how
important are formal support systemé in the 1ife of the elderly and
why in this society is it important to have structured support mech-
anisms fo meet the needs of the elderly? Cantor (1976) viewed the
needs of the elderly, especially the frail elderly, as being so
complex that the'resources of both the formal and informal support
systems would be required. She labeled this integration of the two
systems the social support system. The social support system has
been broadly defined to include formal and informal activities as
well as the personal support services required by an older person so
that s/he couid maintain a relative degree of 1ndependence while still
in the community. Such a system is seen as enabling the older person
to meet three major needs: socialization, the carrying out of tasks
of daily living and assistance durinq/time of illness or crisis.

The family according to Cap]anA(1974); is a primary support-
system. He points out that the family is the principal source of the
emotional and necessary guidance for the elderly individual when crises
occur.

...during the frustration and confusion of struggling with
an at-present insurmountable problem, most individuals feel
weak and impotent and tend to forget their continuing
strengths. At such times, their families remind them of
their past achievements and validate their pre-crisis seif-
image of competence and ability to stand firm (p.43).

Most older people are tied into a network of social support
within which kin (especially adult children) and friends and neighbors

provide important supportive services (Cantor: 1975, Lopata: 1975,

Brody: 1978). Simi]ak]y, the key role of family members has been shown

to be significant in many international studies (Shanas and Townsend,
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et.al.:1968). Townsend (1957) and Litwak (1960) provided evidence
that the extended family often remained a significant source of social
support in times of need despite the apparent isolation of the nuclear
family unit from the extended familiar ties. Research findings also
support the conclusion that the majority of older peonle are 1ntegra1
members within a moditied extended family system (Cantor: 1975, Shanas
et. al.: 1968, Sussman: 1955, Townsend: 1965). The findings of these
studies indicate that the family remains the Tocus of social inter-
action and the major provider of needed emotional and social support.
Patterns of mutual aid and frequent interaction between family members
and the elderly appears to be indicative of famiiy support and soli-
darity.

Brody (1966) states that:

Evidence also has accumulated reinforcing clinical observations
and experience: No matter what supports, services, programs
are provided for the aging person by the community, they can
supplement but not substitute for the emotional bonds with
adult children (p.201).

The importance of the support system in the Hispanic community
has also been a focus of research in recent years. The belief that
natural support systems within the Hispanic community serve as a
resource in meeting many personal needs continues to be supported in
the literature. Contrary to various opinions about its demise, there
is evidence to suggest that Hispanics utilize the system in a most
significant manner (Padilla, Carlos, Keefe:1976). Particularly signi-
ficant is the finding that the elderly remain actively involved as
participants in these naturalistic support systems (Valle and Mendoza:

1978). Other researchers have found that Hispanic family members

(irrespective of class) not only feel an obligation to help each other
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but actually do so in practice (Gonzalez and Garcia:1974).

Delgado (1982) emphasized that in the Hispanic communities the
natural support system serves to minimize the use of formal resources.
The extended family and religious institutions are important parts of
this support system in the Hispanic community.

The family is the primary support for individuals in crisis.
It is important to mention, however, fﬁattthe family in the Hispanic
culture goes beyond the nuclear family to include extended members.

As Mizio (1974) stated:

..... the Puerto Rican definition of family goes beyond the

family of origin so that it encompasses not only those

related by blood and marriage, but includes those who are

tied to 1t as well through customs. Reciprocal obligation

and supports exist in these relationships (p.7).
Hispanic families consist of blood reiatives and a wide ranging constel-
lation of "adopted relatives" who fulfill either informal or formal
functions within the extended family. These members consist of close
friends and neighbors who have engaged in important family matters and
events.

The ritual kinship process known as '"compadrazgo" formally
includes friands and key neighbors as well as distant relatives in the
family. This ritual is widely used among the different Hispanic groups.
Urganized religion is a very important aspect of the Hispanic support
system. Religion serves as a support system for individuals in crisis
(Delgado: 1982).

In the Hispanic culture religion takes two forms: organized
religion (Roman Catholicism) and alternative religions (Pentecostal,

Baptist). Although the Roman Catholic Church has been traditionally

regarded as the primary religion of Hispanics, and in some instances
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continues to be so, its influence has varied with some groups, like the
Peurto Ricans. Alternative religions had offered many social and psycho-
Togical support services to members. As Garrison pointed out (1978):

Each of these small churches has a missionary society that

answers requests of members, visits homes, and cares for

the 111 and disturbed... most Pentecostals go to their

minister or members of their church with any probiem they

might have... (p.578).
Rarrison's description resembles that of a multiservice organization
situated in the Hispanic community with a bilingual, bicultural staff.

Garrison's study (1978) focused on the supports available and

habitually utilized by the first generation migrant Puerto Rican women.
She found an active Puerto Rican community 1ife evidenced by many
Spanish-speaking churches, bodegas (grocery stores) botanicas (religious
object stores), social clubs, and centros Espiritistas (spiritual cen-
ters). When describing the typical core support system of the subjects
in her study, Garrison said:

...the women have a personal network of kin, friends, and

neighbors in the immediate vicinity....whom they name

individually as important people in their life. Three

fourths (79%) of the sample population lived either in an

extended family household or had kin 1iving in the immediate

vicinity, frequently in the same building with whom they

interact at Teast once a week. (p.573)
Leutz (1976) also studied the informai community caregiver as the link
between the health care system and local residents. He found that the
churches were the most formal of the informal support systems that he
studied. His findings confirmed the existence in the Hispanic church
of informal community communication networks through which a variety of
people obtain assistance with their problems. His findings also con-

firmed that informal caregivers function as important communication

links between residents and the world outside the neighborhood.
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Information from formal agencies can be spread through these channels.

Weeks and Cuellar (1981) also pointed out the importance of
the informal support system among Hispanics. They stated that Hispanics
show a great reluctance to turn to professionals for help. If a family
member is not available, they turn to friends and neighbors or other
community supports, for assistance.

This review of the natural support system points out the
importance of the role of the family in the support system of the
elderly, especially the Hispanic eiderly. The notion of the informal
support system developed by Caplian and others was very valuable in the
development of the group program for caregivers of the Hispanic elderly.

The discussion will now turn to the self-help concept.

SELF-HELP CONCEPT

Underlying the project goals and activities is the assumption
that mutual-aid and self-help play a continuing and important role in
contemporary urban society.

The concept of self-help is not a new one: such groups have
been described by Kropotkin (1972) as occurring in primitive times but
beginning with the commotion of the sixties, when dissatisfaction with
traditional 1nstitytions was being voiced, the self-help group concept
began to gain popularity as an alternative to seeking help from insti-
tutionalized service agencies.

In Peter Kropotkin's classic conception, social cooperation in
the form of self-help is seen as fundamental to man's survival through-
out the ages (Kropotkin:1972). In general, Kropatkin notes, intra-group

cooperation is a factor in the survival of any animal species. Physically
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weaker and more vulnerable than many other species, man's survival was
especially dependent on the development of socially cooperative rela-
tionships in food gathering, childrearing, land use, and defense against
enemies. Intra-group aid and cooperation was apparently a critical
factor in man's fitness for survival. As Kropofkin pointed out, however,
the social functions of self-help extend beyond defense against threats
posed by the pnysical environment. Membership in a viable social group,
based on ;ommitment of mutual aid and support, appears to be a constant
and basic human need.

The complex self-help groups of today have evolved because of
basic needs for group living, sociahility and mutual helpfulness. Self-
help ordinarily refers to the provision of aid to oneself. By extension
however, collectives of individuals formed 1ntb self-help groups, provide
mutual aid to each other around common problems and operate under such
concepts as "self-determinism" of the group and "joint responsibility"”
(Barish:1971).

The nature and structure of self-help groups in particular,
comprises a wide area that is not easy to conceptualize. A definition
of self-help groups which has been used by two authorities in the field,
Alfred Katz and Eugene Bender (1976), is the following:

...voluntary small group structures for mutual aid and the
accomnlishment of a special purpose. They are usually
formed by peers who have come together for mutual assistance
in satisfying a common need, overcoming a common handicap or
life disrupting situation and bringing about desired social
and/or personal change. The initiators and members of such
groups perceive that their needs are not, or cannot be, met
by or through social institutions (p. 9).

Katz and Bender indicate that interpersonal contact in self-help

groups is highly valued. Self-help groups may nrovide material as well
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as emotional support. In the analysis that they make, the attraction
of self-help groups is based on:

...the need to live and be valued and be accepted for what
they are, transcending boundaries of their own egos...(p.11).

Alan Gartner and Frank Riessman (1977) see the self-help
appfoach as:

...having great potential importance for a marked improvement
in the quality of human service practice. We view the self-
help approach as sometimes providing a challenge to the pro-
fessional, sometimes a way of expanding and enrichirg profes-
sional practice and the total human service practice, but
rarely as displacing the professional where the professional's
expertise is appropriate (p. 3).

They see the potential expansion of the human services via the
addition and integration of self-help approaches as redistributive,
because at the present time the poor, minorities and the aged do not
receive sufficient services. In essence, they see the self-help move-
ment as arising out of the needs of modern society.

Many of the services provided by self-help units were
performed in the past by the family, the church, the
neighborhood, and the community. But these institutions
have lost much of their power; we need new alternatives,
new forms. It is in this context that self-help approaches
take on their fuil significance (p. 3).

Katz and Bender (1976) indicate that implicit in every self-help
group, including those focused on individual adaptation, is a criticism
of deficiencies or failures of the larger society.

Lieberman (1979) says that the motivation for seeking out for
self-help groups rests upon the notion that self-help groups arise to
fulfill services not being currently met in society by other systems.

Most self-help groups share common characteristics and use
similar techniques. The use of members to help other members is an

essential characteristic of self-help groups (Barish:1971). Riessman
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(1965) has pointed out in his "helper theory" that when a person is
placed in a helper role, he not only provides help to others but in
turn, is helped by his own activities.

Katz and Bender (1976) suggest that self-help groups may have
a variety of functions and characteristics. In their view, face-to-
face interaction is the key defining characteristic of self-help
groups; so is personal participation. 1In taking part, individuals
are related, sympathetically or empathetically, to others, either
peer in outlook or peers in the possession of a common problem or
common need. The group supplies a point of connection and identifica-
tion with others, a baseline for activities, a source of ego-reinforce-
ment, a value-system by which the»individua1's tasks, joys, sorrows,
accomplishments, and frustrat}ons can be evaluated and dealt with.

Basic to the concept of the self-help group is the assumption
that its members agree upon and engage in some actions. Such behavior
may be directed at the community, at personal change, at learning some-
thing--a body of knowledge or a skill.

Self-help groups help members perceive and deal with their
immediate social reality more satisfactorily and aid them in finding
workable approaches to many personal dilemmas.

Typologies of self-nelp groups are varied, no single typology
has been set up. Alfred Katz classified these groups into three major
types: assimilative, separative, and mixed. Barish considered that
a complete and definitive typoiogy still needs to be devised. He states
that the majority of, if not all, self-help groups fall into three
broad categories--those organized around social, physical or emotional

problem conditions--those organized around social, physical or emotional
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problem conditions. Any one group may be active in any or all of
these areas, but usually it has one primary focus (Barish: 1971).
The typology offered by Katz and Bender (1976) is the follow-

ing: 1. groups that are primarily focused on self-fulfiliment

or personal growth (therapeutic)

groups that are primarily focused on social advocacy

groups whose primary focus is to create alternative

patterns of 1living

4. "Outcast-haven"--grouns that involve total commitment
in a 1iving arrangement

5. mixed forms of self-help groups.

W N\

in spite of the fact that self-help groups can arise sponta-
neously, 1t is not uncommon for them to be stimulated by professionals.
Self-help groups are often erroneously believed to be antiprofessional.
The findings reported by Lieberman (1979) indicate not only that profes-
sionals have been involved in the founding and support of most self-help
groups but also that most participants utilize professional help to a
greater extent than do nonmembers of self-help groups and in a number of
cases, indicate fairly high satisfaction in their experience with profes-
sionals.

Since the emphasis on self-help groups is on versonal partici-
pation there is always the distinct possibility of conflict between
professional and organizational representatives that go against the
se1f-hé1p cultural value system (killilea: 1976). The balance between
members of the self-help group and the professional activity is not
entirely understood and is certainly an area for future investigation
as Killilea (1976) points out. Katz and Bender (1976) mention that one
of the dangers often perceived by self-help groups is cooptation by
professionals who may be perceived as being foreign to the particular
character of the group. Frequently professional attraction to these

groups develops out of a desire to provide resources to members, who
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are perceived as lacking skills. But this in turn may limit the
group's autonomy or change group norms.

Barish (1971) has established the educational and informational
aspect of self-help groups as a salient characteristic. He states that:

The use of education in self-help groups is important.
Here, education refers to the promotion of greater
factual understanding of the problem condition. Edu-
cation is generally directed at the general public,
but is very often offered to the members of self-help
groups as well. Some groups are formed purely for the
purpose of educating the public and themselves about
their problems (p. 1165).

Education in groups is directed at individual members but often
extends to society. Killilea (19/6) notes that self-help groups combine
expressive and. instrumental activities.

The previous discussion of the self-heip concept focused primarily
on the benefits of self-help groups. It is clear that while many benefits
exist, there are some limitations in self-help approaches. Gartner and
Riessman (1977) offer the foilowing limitations of self-help, mutual aid
approaches:

Frequently they foster dependence, sometimes life-long depen-
dence on the part of the participants; some of them are
authoritarian and impose a new orthodoxy, frequently a very
simplistic one; their lack of record-keeping and overall non-
systematic approach leads to great difficulties in determining
accountability and effectiveness; many of them have a strong
antiprofessional bias that prevents a useful integration of
the aprofessional and the professional approaches; they run
the risk of blaming and stigmatizing the victim if the service
fails in any way, because of their emphasis on individual
responsibility rather than the social causation of problems;
and finally, they have a tendency to fraament social change

as each group “does its own thing" (p.125).

The limitations presented by Sartner and Riessman are of parti-
cular concern to this project and as such have been considered in its
design.

The self-nhelp group movement nhas many implications for social

work. It is a natural and beneficial extension of the philosophy which
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underpins the social work profession. Such groups have moved into the
helping areas and have taken on the helping that social workers have
traditionally considered their own. A self-help group embodies the
principle of helping the client to determine his/her own goals and to
implement a plan to attain these goals. Its members come together in
the pursuit of agreed-upon goals and in response to their own recognized
and mutual needs.

The self-help group approach, previously described, is seen as a
vital and integral part of the project. A self-help group approach
appeared pnarticularly well-suited for use with groups of caregivers of
the aged for various reasons. First, caregivers of the elderly are a
recently identified population and the professional service network is
only just beginning to recognize their needs. Second, caregivers them-
selves possess the necessary expertise and hoid mahy of the solutions
to their own problems. Group meetings can be a conduit for this know-
ledge between caregivers. The professional ethic which stresses the
importance of clients formulating their own goals and directions is
most evident here. This self-help approach also translates into greater
investment on the part of the group members by virtue of their sense of
ownership. Finally, caregivers of the aged are not members of a deviant
group but entangled in chronic, long-lived situations which may get
worse over time. The chronicity of the older person's situation creates
a need for continuing aid and support by the caregiver. A self-help
approach allows for the existence of a group over a long period of time.
This in turn sets the stage for the development of a self-help network

of caregivers to which peonle can turn in times of crisis or as needed.
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The concept of self-help is not new to poor minorities. In
fact, it is 'deeply imbedded in the tradition of poor people. Gartner
and Riessman state that there are also deep self-help traditions among
the poor (Gartner & Riessman: 1977). Mutual aid societies among blacks
can be traced back to the eighteenth century in Afro-American history.
Many of these traditions were expressed in relation to social action,
welfare rights, tenants groups, neighborhood mutual aid and the like.
Since the self-help concept is entrenched in the historical tradition
of poor minorities, it was also utilized as a unifying concept in the

project design.

KINSHIP AND FORMAL ORGANIZATIONS

The existence and persistence of the modern organization in the
forseeable future suggest that individuals and primary groups such as
families, kin networks, or peer groups will have to relate to bureaucra-
cies in some fashion and will need to deal with them competently.
Elderly persons must deal with complex bureaucracies. Since these
individuals are members of primary groups and tend to look for relatives
and kin for assistance, it is likely that family and kin networks will
play facilitating and mediating roles for the elderly member in dealing
with bureaucracies {Shanas: 1977),

The functions of relatives, friends and neighbors (informal sup-
port system) and the forma! organizations have a great deal of relevance
to provision of services to the aged. Derived from organizational
theory and based upon empirical research on the linkages of primary
groups, such as families, with bureaucratic organizations, there is a

most important finding--human service bureaucracies and families need

one another. The task is to develop a complementary relationship with
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appropriate social distance, between these two structures so that each
performs its functions effectively without interfering with the other
group.

The relationship between the formal and the informal system
will be the focus of the discussion of the theoretical model adopted
as a rationale for the usefulness of the project: Litwak's theory of
shared function.

The work of Eugene Litwak provides an important conceptual
base for the concern with relationship of the informal networks of
family and frineds to the forma! system of community services for the
elderly (Litwak & Dobrof: 1977). In its most basic formulation. Litwak
developed the position that families and friends are best able to handle
the unpredictable, non-technical, diffuse tasks of Tiving whereas
organizations are best to handle the predictable, technical and specific
ones. There must be then, a sharing of functions and bg]ance or con-
gruence between the two of them. He argued that families and other
primary groups are indeed different from formal organizations in impor-
tant functional and structural ways.

In developing a concept of "fit" between family and institu-
tional or organizational supports, Litwak draws on the idea of shared
functions. "Fit" involves the identification of the kinds of support
needed by the aged that are shared between the family and formal organ-
izations. According to this scheme, the family performs two primary
support functions: instrumental functions and emotional functions such
as bonding and tension mahagement. Litwak sees a potential conflict or
tension in the sharing of functions between bureaucratic institutions

and family systems, and a balance must therefore be struck between the
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provision of bureaucratic support for the family and the maintenance
of family support networks.

In his conceptualization, Litwak resolves this problem by
delegating routine support tasks such as the provision of day care and
help with household chores to service agencies while leaving the family
to handle socialization functions and individual needs, such as the
need for help in an emergency. In doing so, he arrives at a concept
of "maximal fit" or optimal sharing of functions between the formal
organizations and the informal system. Therefore, most goals require
some combination of primary groups and bureaucracies to achieve maximum
effectiveness. Primary groups and formal organizations must coordinate
their activities to maximize goal achievements while keeping a distance
to prevent from clashing. The middle point is considered to be the
point of balance between the two contradictory demands.

The ba]énce concept of Tinkage rests on the nature of the tasks
of ?ach bureaucratic and primary group and the presumed competence
peculiar to each particular structure. The assumption is that primary
groups are more competent because they are organized to perform non-
uniform tasks while bureaucratic structures are designed to handle
uniform tasks.

While this representation of function is conceptually and
practically sound, 1t does not mean that famiiies and kin network mem-
bers do not get invoived in the technical applications usually reserved
to the bureaucratic organization and professionals of human service
systems. This mutual involvement has some desirable outcomes. Each
structure may be able to get respite from the other since it is usually

emotionally draining to perform any particular activity such as
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providing emotional components of these services. Ultimately the need
for mediation to develop a complementary relationship is apparent...
But more than this: both agency and family will perform their tasks
better if they can find ways to work cooperatively together. There
are many examples from the worid of older people and their families
which illustrate the unlucky consequences of lack of cooperative rela-
tionships between service organizations and oider people and their
families and friends. One example, from the vantage point of view of
the service organization, is when the staff of the agency itself may
not recognize the importance of family and friends, or the recognition
might be there, but not articulated in organizational policies and
staff behavior. Families and friends then are likely to be disregarded
or they may experience a distance between the agency and themselves.

One of the implications that the concept of balance has in
terms of practice is that there may be times that conflict may arise
in family groups when they have to deal with such issues as protective
care for their aged relatives. On the other hand, there may be times
when the organizations have to be aggressive in their efforts or out-
reach program to bring significant primary groups into action. From
this point of view, a program which will enable the family and the
formal organizations to find a balance in their shared function of
caring for an elderly person, will provide an important tie or connec-
tion in the system. This is a central concept in the "Strengthening
the Informal Support System of the Hispanic Elderly" project. Awareness
of the characteristic action potential of both the informal and formal
systems is an essential component to develop satisfactory linkages

where the strengths of each might be maximized toward the specific
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purpose that joins them togetner: servicing the elderly person.

LEARNING PRINCIPLES

The written works on instructional methods that should be
applied in teaching adults are not very specific on which strategies
are most effective. We do know that learning means change; that
learning is active, not passive. The learner opens himself up, he
stretches himself, he reaches out, he incorporates new experiences,
he expresses or unfolds what is latent within hfm. The critical part
of the process is how the learner is aided to embark in this active,
growing, changing, painful or exhilarating experience that can be
called iearning.

- We know that learning is a profoundly human activity. The
main task is to provide the climate, atmosphere, freedom, stimulus,
self-confidence, and self-discipline in which learning is promoted.
There are some insights about which there is agreement, that can be
employed as a foundation for a training program.

Relevancy: Mo adult will deeply absorb himself in study

unless he sees, and feels that the subject is part of his

1ife. The study must be close enough to him to enter into
his personal situation. Without relevance there will not

be the engagement that constitutes real Tearning.

Relationship: No knowledge or skill or attitude is discrete:

the adult wants to know how it relates to his experience, to

what he is, to what he knows.

Responsibility: Once the person enters a learning experience,

he must act about it, and acting is assuming already some
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obligation at Teast to question, to try to understand,

or to do something about the consequence of the study.

The learning-teaching principle utilized for the caregivers
program was the theory of adult education articulated by Malcolm
Knowles: Andragogy. Andragogy is the art and science of leading adult
learning which incorporates principles of affective learning and exper-
iential learning processes. It assumes the self-concept of an adult
as a mature person capable of self-direction.

Knowles (1970) originally postulated the principles of adult
learning, or andragogy, in contradiction to principles of child-learning
or pedagogy. Knowles' model was deemed useful in formulating a frame-
work for principles to be used in the design of the project. The
assumptions of the andragogical model relevant for this project are_the

following:

1. Andragogy recognizes the self-concept of an adult
lTearner as a mature person, whose self-concept becomes
less that that of a dependent person and more of a
self-directed individual.

2. It considers the adult learner's 1ife experience as
huge, varied and valuable to the learning process. As
an individual acquires experience, it becomes an impor-
tant resource for learning. This assumption has various
implications for the design of the project. First, con-
sidering that the adult learner is bringing varied
experience to the program, teaching strategies that draw
upon this are useful. For example, case illustrations,
role playing and simulation exercises are incorporated
in the group discussions. Second, provisions for prac-
tical application and utilization of knowledge should be
built into the program design acknowledging that based
on the cumulative experience adult Tearners tend to be
self-directed.

3. Andragogy views the adult learner as having a reciprocal
relationship with the instructor and other learners. The
quality and amount of learning is related to the quality
and amount of these interactions. The instructor then



56

should involve the learner as fully as possible in
this interactional process.

4, It lets the adult learner choose the content and

process of the learning experience based on the indi-

vidual interest and needs. It has great concern for

how the learner feels about the content as well as

the process of learning.

Andragogy, then embodies principles of experiential learning
adding assumptions about the adult learner. Both of these components
make it a useful and compatible teaching-learning strategy to use with
the self-help model group program described in this project. Both the
self-help and andragogy framework view the adult participants as indi-

viduals of worth with valuable information and experience to bring to

the group program or to the learning situation.

SUMMARY

In summary, the theoretical framework for this project encompas-
ses the following aspects:
--Among Hispanics, the informal support system (the family,
friends and community) plays an even larger role in meeting the needs
of the elderly than it does among the larger population. Key within
the informal system of the Hispanic elderly are the extended family
and religious institutions. The primacy of the informal system for
the Hispanic elderly was one of the cornerstones of the project.
--Self-help groups have a deeply imbedded tradition among poor
minorities. A self-help group approach was particularly well suited
for use with groups of caregivers of the Hispanic aged. As a recently
identified population in need of services, this group possesses the
necessary expertise and holds many of the solutions to their own pro-
blems. Group approach was the channel for utilization of this knowledge

between the caregivers. The program was organized to meet specific and



57
personalized sets of problems that the group members confronted.

--Litwak's work on the relationship between the formal and
informal systems, and particularly his concept of maximizing the
sharing of functions between the two, was another of the project's
premises. As such the project sought to enable the family and formal
organizations to find a balance in their shared function in caring for
an elderiy person.

-—Ahdragogy, the theory of adult education developed by Knowles,
was used as the teaching strategy in the project because of its compati-
bility with the self-help group approach. Both view the learner/parti-
cipant as active sources of information in the learning process.

The above theoretical premises were interwoven and applied to
the Hispanic population of New York City to develop the framework for
the project. The following chapter will provide a baseline description

of the program.



CHAPTER IV
A BASELINE DESCRIPTION

This chapter begins with an overall description of the project.
An overview of the nature of the project is presented next, followed by
sections that deal with programmatic details, project content, instruc-
tional methods, recfuitment of participants, selection of sites and
evaluation plan for the project. The chapter ends with a description

of the project sites and project participants.

NATURE OF THE PROJECT

The "Strengthening the Informal Support System of the Hispanic
Aged" project was designed to supply the adult caregiver, i.e., rela-
tives, friends, and neighbors of the Hispanic aged, with information
and social support through a group program. It was formulated to test
a group approach as opposed to an individual approach with Hispanic
caregivers as the means for meeting some of their immediate needs for
information and support. It was expected to offer experiential learn-
ing as well as to facilitate an informal support group network in which
the particfpants could explore their personal feelings towards their
caregiving role, share problems and concerns and engage in mutual
problem-solving activities. The project was also directed at encourag-
ing the fuller utilization of social support systems by caregivers to
enhance their efforts in maintaining the functionally disabled elderly

in the community. The groups were developed in different settings and

58
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jocated in areas of Hispanic concentration.

As the project evolved, the needs of the service population
and the composition of the groups changed. Other participants, besides
caregivers, became involved in the program. These new participants,
elderly persons, represented potential caregivers and individuals who,
out of self-interest, wanted to learn about their own aging process.

The project was funded as a one-year demonstration project by
the Brookdale Center on Aging of Hunter College through a grant from

the New York Community Trust.

Model and Format:

The model utitized the self-heip concept with adaptations, to
inform and support Hispanics on how to cope with their caregiving role.
The concept of self-help was emphasized in the groups as means of pro-

‘ viding future continuity to thé program, fhrough the development of an
informal support network among participants. Tne group program for
caregivers was also utilized by various agencies as a mechanism to
offer supportive services which they were not offering their clientele
and to obtain feedback on the concrete services they were providing.

As Litwak pointed out (Litwak: 1965), the functions of relatives,
friends and neighbors (informal support system) and the formal organiza-
tions have a great deal of relevance to provisions of services to the
aged. The formal and informal systems are generally defined descrip-
tively. Thus, a system is considered informal if it is personal,
individualized, idiosyncratic, and uses knowledge based on everyday
experience. The formal system, on the other hand, is considered instru-
mental and objective, applying technical knowledge uniformly and

imparitally to large aggregates of people. According to Litwak's
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theory of shared-function, in a technological society, the family,
friends and neighbors and the bureaucratic organizations share func-
tions in all areas of 1ife. Thus, the formal and informal systems
are compiementary to each other. People with everyday knowledge who
have immediate access to each other and who are devoted to each other
may be more effective in some situations than professionals in organ-
izations with technical knowledge.

In order to understand the nature of help that the elderly need
and receive, it is important to understand the nature of the informal
and formal systems. This project attempted to address this issue by
assisting the participants in acknowledging the existence of the infor-
mal support system. This included a description of the kinds of care
provided by the informal system to the Hispanic elderly, in comparison
to the services received by this group from the formal organizations.
The initial aim of the project was the dissemination of information to
relatives, friends and neighbors of the Hispanic aged concerning avail-
able services, and the discussion of mediating strategies for dealing
with formal organizations in the development of Tinkages between the
families and the service providers. Relatives, friends, and neighbors
involved with elderly individuals, have limited or no access to infor-
mation concerning the problems and needs of the aged or how to obtain
needed services for elderly persons. This is aggravated by the fact
that the caregivers are usually monolingual (Spanish) and there are
cultural and communication barriers to their utilization of services.

A second objective of the project was to compile information
about the nature of the informal support system of the Hispanic elderly.

In reviewing the literature, it was found that Tittle is known about
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the Hispanic informal support system or the relationship of the Hispanic
elderly to the formal support system.

In the planning phase, decisions were made to offer six one-and-
a-half hour sessions to a closed membership group. Six sessions were
chosen to allow an adequate amount of time for the group to go through
the phases of group development (Hartford: 1971), and to complete the
content that would be needed to be covered. It was anticipated that
each group would have from ten to twelve members. It was determined
that a Hispanic social worker with group skills'and a thorough under-
standing of social gerontology would provide the most appropriate
leadership.

The specific goals of the project were:

1. To test the use of a group approach in strengtnening the
capability of Hispanic individuals to care for an older person.

2. To promote and assist group development among individuals
from a Hispanic background with emphasis on the mutual-aid/
self-help concept.

3. To involve an underserved target population of low-socio-
economic and Hispanic background.

4., To train non-agency caregivers to assume a significant

role, along with the agencies, to improve the care provided

to elderly relatives or friends, and to link the formal and

informal systems.

These goals were expected to achieve the following programmatic
processes, as participants in the group would:

a. Increase their understanding and knowledge of the aging

process;
b. Understand the emotional reactions and needs of older people;

c. Develop a greater awareness and sensitivity in their response

to the aging process of their elderiy relatives or friends;
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d. Expand their knowledge of benefits and entitlements
for the aged and improve access to community supports;
e. Improve dia]oéue and_ana]ysis of alternatives available
to themselves and their aged recipient of care in main-
taining an active and productive life;
f. Increase their effectiveness in addressing the needs of
the elderly by faciliitating the development of support

systems within the group.

The program was designed to have an educational-consultative
thrust. The educational component was to be provided through didactic
lectures and content material to be disseminated and discussed during
the group sessions. At each session, a topic was presented by a masters-
Tevel social worker (who was also the project director). The discussion
topics selected for the sessions focused on a combination of therapeutic
and didactic methods. Each session would begin with the distribution of
a packet containing articles and other printed material relevant to the
discussion topics for that session. This material was to be used as
reference or for additional information. Material included handouts on:
You and Your Aging Relative; Physical and Emotional Aspects of Aging;
You and Your Communication With the Doctor; Accidents and the Elderly;
Communication Ski]lé; and specific information on medical conditions,
among others. (See Appendix C for list of materials)

The consultative component of the session was implemented by
encouraging interaction between the participants and the facilitator.
For each session the project director used case-illustrations or exerci-
ses related to the caregiving experience, aimed at eliciting discussions

among participants. It was anticipated that throughout the sessions,
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the participants would share their feelings about their caregiving
role, offer emotional support to other members of the group and
explore solutions to mutual problems.

A selective group approach was used, as it seemed more relevant
to the needs of the participants. The group approach was not aimed at
long term psychotherapy, but aimed at a supportive, current functioning,
reality-oriented focus. Crises were dealt with as they occurred, using
didactics to explain the physical and nsychological aspects of aging,
with an emphasis on helping the participants cope with their current
situations.

From the participants' point of view, the consultative approach
would be implemented by providing an environment that would permit and
support expression of feelings about the caregiving expérience and
elicit empathetic responses from other members. The group would develop
support, mutual-aid, and strength, which.the participants could carry
outside the group, plus practical help in carrying out the support role.
To the extent possible, group discussion would include helping partici-
pants gain some insight into their own feelings and behaviors and those
of the elderly person for whom they provide care.

The instructional method used in the sessions was a presentation
by the group facilitator followed by discussion. The presentation was
used as the primary instructional tool and set the parameters of the
discus;ion for each session. Case-illustrations were primarily used to
promote discussion among the participants. Participants also received
handouts which served to augment the presentation and discussion. The
participants were a valuable resowrce in carrying out the educational

and consultative component of the project. The experiences of these
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caregivers with the elderly enhanced and enriched the group sessions
which in turn helped to achieve the goals of the progject.

The project director was invoived in planning and organizing
the groups and developing the format of the project, as well as run-
ning the groups. The planning and organizing of the project involved
the development of the training materials and the review, adaptation,
and translation of relevant articles. This role also involved balan-
cing the didactic and the experiential content of each session.

The project director was responsible for initiating and capi-
talizing on the group process, directing and presenting the educational
material and creating a climate conducive to the exploration of feelings
and personal situations.

A1l the group sessions were conducted in Spanish. All the
printed material was also in Spanish so that it could be easily under-
stood by the participants. The project was also designed to allow
individuals to discuss, with the project director, specific topics or
to answer individual's requests. The project director was available
between meetings and after each session to supplement the group sessions

with individual assistance.

Program Content:

The topics discussed at the six sessions were the following:

Session 1: Topic: Program Overview, Physical and Psychological Aspects

of Aging:

An overview of the program was provided to the participants,
giving them an opportunity to initiate discussion concern-
ing program content.

The first topic discussed at this session was the role
of the family in providing care for the elderly. The dis-
cussion focused on the physical and emotional aspects of
aging providing the participants with basic information on
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these aspects. Some of the discussions focused specifi-
cally upon the emotional reactions of older people to
such psychological conditions as loss, grief, anger,
resentment, dependence and the emotional reactions of
caregivers.

session 2: Topic: Understanding IT1lness and Confusion Experienced

by the Elderiy:

The session focused upon providing basic information
on physical conditions that occur and intensify as part
of the aging process. Conditions such as diabetes,
arthritis, high blood pressure, organic brain syndrome,
and heart related problems were discussed. The onset of
specific behavioral changes and their implications were
also explored.

Session 3: Topic: Understanding Sensory Deprivation and Improving

Communication:

Information was provided on the sensory losses (vision,
hearing, etc.) occuring during the aging process. Problems
in communication by the caregivers and the elderly were
examined during this session. The group focused on devel-
oping improved communication skills with an emphasis on
non-verbal communication such as touching and listening.

Session 4: Topic: Special Reactions to Aging:

During this session participants addressed questions
such as: Can you accept your relative's old age? Do you
1ike your aging relatives? Can you accept your own aging?
Are you overburdened? In examining these questions, the
participants explored the emotional cost involved in care-
giving roles. Some problem-solving and coping techniques
were discussed.

Session 5: Topic: Helping Your Aging Relative Cope With His/Her Aging:

The session dealt with the avaitability and utilization
of community resources for the elderly. The participants
were provided with information concerning benefits and
entitlements, i.e., Supplemental Security Income, Social
Security, Medicare, Medicaid, Food Stamps, Housing, and Home
Energy Assistance Program, among others. The discussion
centered on how to make the most effective use of available
resources. Some advocacy skills in dealing with the formal
organizations were introduced.
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session 6: Topic: Evaluating the Program

This session included an informal evaluation and
discussion of the program designed to provide the par-
ticipants with an opportunity to review the topics and
format of the sessions and to offer suggestions for
future programs. Participants were requested to com-
piete a written evaluation questionnaire. Encourage-
ment to develop self-heip groups was made as well as
introducing members of the group to established care-
giver groups in the community. A1l participants
received a certificate of participation. (See appen-
dix B)

EVALUATION PLAN

This was an exploratory pilot program that provided an opportu-
nity to begin defining service needs of Hispanic caregivers. The
evaluation design was a formative one, which Jed to a model of replica-
tion of the program. The evaluation design consisted primarily of an
after only measure of one group receiving one program.

The effectiveness of the program was evaluated against pre-
determined goals by means of a post-intervention self-administered
questionnaire. Due to practical constraints of time and money in running
comparable groups, the evaluation design was non-experimental and
exploratory.

Several strategies were used to assess the program. An inijtial
interview questionnaire was administered to the participants in the
program which served as a needs assessment instrument, as a way of
collecting some baseline data on the characteristics of the caregiving
population and the aged relative or friend, and as a profile of the
interaction of the caregiver with the aged. These interviews were
held with the participants prior to the group intervention.

Careful attention was given to the dynamics of the program

while it was being implemented to assess all progress made during the
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project. The purpose of this exploratory deéign was to study the
processes of program implementation and find out the extent to which
the program was producing the quantity, quality and coverage of
service that was expected. Some measurements of group process were
taken following the sessions in addition to annotating the project
director's observation at the verbal and non-verbal level. Partici-
pants' observations was another evaluation strategy used to assess
‘the project. The project director served as the observer and the
focal point of the observation was group process and interaction among
and between members of the group.

Program etfectiveness was assessed in terms of the expressed
satisfaction or dissatisfaction of the participants. The after only
measure consisted of a se]f—administéred evaluation questionnaire at
the end of the cycle. The quesfionnaire was made up of open-ended
and close-ended questions asking for the participants' evaluation of
the program and opinion of whether they found the program heipful or
not. The questionnaire covered areas such as: benefits derived from
the group program, areas in which the program was helpful or not helpful,
support from other members, would they recommend the program to other
people and would they participate in similar programs in the future.
This method of assessing the effectiveness of the group provided for
obtaining feedback of the narticipants' perception of the program.

This aspect of evaluation of the program proved to be problem-
matic and not compietely successful. Some of the participants did not
respond to all the questions and they needed individual help in follow-
ing instructions to answer them. For example, when numerating in order

of preference the aspects of the program which they found most helpful,
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they tended to pub a check mark where they had to put numbers. Another
problem was created by administering the instrument 1n the last session
of the cycie, which left out those participants who did not attend that
session but had attended previous ones.

Success criteria for the program were determined by positive
outcomes based on the project's objectives. Failure criteria were
determined by lack of success in meeting the objectives.

The data obtained in the project is treated descriptively
because of the small number of participants. The final results of the
project will be shared with the participating agencies and with other
agencies in order to encourage them to set up similar programs with

Hispanic caregivers.

PROJECT SITES

The program was designed to be impiemented in the Bedford-Stuy-
vesant section of Brooklyn under the auspices of a Community Action
Organization. This organization has had a working re]étionship with
Brookdale Center on Aging and had been characterized for its services
to minority populations. But it became necessary to move the program
to other sites (lhe reasons for this are dealt with in Chapter V).

Other sites for the program were chosen for their reputation for having
contacts with the Hispanic aged in the community.

As a result of the program's focus on the Hispanic elderly, many
agencies contacted the program for information ébout the Hispanic elderly
and his/her family and needs. Other agencies were curious about the
program but were not prepared to offer their reéources for the implemen-
tation of the program. 'One of the agencies that initially did not

express an interest in developing a group for caregivers, subsequently
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started a group program after some initial exposure to the project.

Criteria for site selection:

The criteria for the selection of agencies to participate in
the project included: 1) location in a predominantly Hispanic neigh-
borhood; 2) serving Hispanic aged and/or his/her family; and 3)
willingness to have the project implemented 1n Spanish and at the'
agency.

The final selection of agencies was made after re?iew of the
preceeding criteria and the agency's acceptability to the Hispanic
eiderly and those involved in their care (i.e., family, neighbors,
friends).

The project was implemented in four communities in New York City,
having a large concentration of Hispanic population. Two communities
were located in Brooklyn, one in the Bedford-Stuyvesant sector and the
other in Bushwick. The other two communities were the East Harlem
section of Manhattan and the Soutnh B;onx. The particular agencies
selected to participate in the project were: a Home Attendant Program,
a Community Church, a Senior Health Program, and a Senior Citizen
Center.

The original conception of the program projected developing
four cycles in one setting. This became impossiblie because the pool of
potential participants was not large enough to develop four cycles of
the program. It was clear then, that there was a need to locate subse-
quent cycles in other agencies in other communities. This expansion of
the program provided for the implementation of the program in agencies
providing different services to the aged and allowed implementation of

the program in different geographic and organizational settings.
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Selection of Participants:

Group participants were selected and recruited from the case-
load of the participating organizations.

Qutreach efforts were Timited to the catchment area of the
sites in order to facilitate attendance. Recruitment was carried out
by several different methods. First, identification of potential
participants was made with the assistance of the organization's staff
who were familiar with the population. In several cases the staff
would give the project director names of persons who seemed 1ntefested
or would benefit from the program. Other potential participants were
through the clients records if they met the following criteria: (1)
Hispanicy (2) receiving services from the agency; and (3) available
address or telephone number. Second, once the caregivers were identi-
fied, a personal letter was sent to them with information about the
program and an invitation asking them to contact the agency or the
project director if interested in participating. Letters were sent to
the care of the older person when the caregiver's address was not
available. This selection process provided the opportunity for the
older person to become interested in the program. Follow-up was done
via telephone calls when the phone number was availabie. Third, signs
advertising the program were placed around the facilities of the parti-
cipating agencies. 1wo of the agencies advertised the program in local
neighborhood papers. Word of mouth by those already interested in the
program attracted other members to the groups.

An initial interview was set up with those individuals who
expressed a desire to participate in the program. The initial 1interview

as a mechanism for the selection of the participants and provided an
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opportunity to explore their needs. At the time of the interview, a
questionnaire was administered to the participants to obtain baseline
information and qualitative data to be used in grouping the caregivers.
There was no fee charged for the program and anyone involved in a care-
giving network who expressed interest in participating was accepted.
This selection process allowed for identical criteria to be used in
every cycle of the project. Further description of selection of par-
ticinants in each site will be given 1n the next chapter.

Level of Involvement of Agencies Staffs:

The project was designed to include the participation of the
directors and staff of the different organizations involved in the
program. In the initial phase, the directors were involved in the
following ways: (1) granting permission for their respective organiza-
tions to participate in the project; (2) assigning a contact person in
the organization to participate in the development of the project with
the project director; (3) providing space for the group sessions; (4)
orientating the group leader to the organization, population, and
comunity; and, (5) advertising the project and helping in the identifi-
cation of potential participants for the program. The staff person
assigned to work with the project director helped in identification
and recruitment of the participants, made recommendations on relevant
content to include in the group sessions, served as a contact person
for participants, and suggested ways to enhance the participants’
involvement in the project.

Directors and staff were invited to attend group sessions and
encouraged to use the project director for consultation. The project

director also used them as consultants.
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DESCRIPTION OF PROJECT SITES

Four organizations participated in the program. They were all
Tocated in areas with large concentrations of Hispanics and all provi-
ding services to the Hispanic eiderly.

The various settings were different in terms of services pro-
vided to the elderly, size and type of organization. They varied from
a more bureaucratic organization, to a community-based agency, to a
church. The differences between the sites made the development of the
project different in terms of access to each agency's staff and infor-
mation, and final implementation of the project in each site. The four
participating organizations are briefly described below. Names have
been changed to protect confidentiality of both the sponsoring agencies

and ultimately, the program participants.

Broadway Home Attendant Program:

Broadway Home Attendant Program is located in the Bedford-Stuy-
vesant sector of Brookiyn and serves the Bedford, Stuyvesant, and
Williamsburg areas of Brooklyn. This is a vendor agency for home
attendant services working under a contract with the Human Resources
Administration, the public agency in New York City for income mainte-
nance and social service nrograms. Broadway Home Attendant Program is
part of a larger, private, non-profit organization which administers a
Nursing Home, a Housekeeping Program and is in the process of developing
a housing project for the elderly.

The agency's basic structure is dictated by the City, aithough
it enjoys some freedom of action in organizing itself. A model budget

and staff pattern is established by the City. Each vendor agency for
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home attendant services has a maximum authorized caseload. The clients
are assigned to the agency by the Human Resources Administration and
this agency serves around 1,100 clients, the maximum allowed by the City.
The population served is mixed with concentration of Blacks and Hispanics.
The Broadway Home Attendant Program is responsible for recruiting,
screening, hiring, assigning, paying, supervising, and dismissing home
attendants. In addition, as a vendor agency, it is expected to provide
job orientation for home attendants, process time sheets, provide infor-
mation to the General Social Services' case managers about the client's
status, and resolve compiaints by clients and home attendants. Most
staff in the agency is bitingual. Staffing pattern is composed by per-
sonnel specialists who supervise up to 115 cases, registered nurses for
every 230 cases, an administrator, bookkeeper and clerical staff to
maintain personnel records and process time reports for the home atten-
dants. The range of tasks the home attendant is to perform is defined
for both the worker and the client before services are initiated.
Clients are expected to be self-directing; they are to provide the worker
with direction and supervision within tne range of permitted tasks.
The home attendants serve at the pleasure of the clients, when clients
are dissatisfied with their job, the agency is expected to fep]ace them.
The specific sphere of competence of this agency is to provide
home attendant services to its clients through an exchange relationship
with the Human Resources Administration. In the organization there is
a systematic division of labor, rights and power, and a hierarchical
structure with leadership and direction emanating from the top. That
is, "each lower office is under control and supervision of a higher one"

(Etzioni: 1964, p. 51). For example, home attendants respond to the
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personnel specialist who in turn responds to the administrator. Although
the traditional model of bureaucracy, which Weber envisioned in a form
of a pyramid, turned out to be too rigid for the administration of human
services when both formal and informal tasks have to be carried odt,
this agency has ﬁany of the aspects (mentioned above) of a highly bureau-
craticized organization.

The contacts for the implementation of the program in this
agency were Very formal in nature, although a working relationship was
maintained with the administration and supervisory staff.

When the various settings in which the program was implemented
are examined, variability and scope of organizationa! structures are
great. And of the four agencies, the greatest variability in levels of
bureaucratization 1s found between the Home Attendant agency and the

next site examined.

Brooklyn Baptist Church:

Brooklyn Baptist Church is a community church located in the
Bushwick sector of Brooklyn, a predominantly Hispanic neighborhood. It
is a non-profit organization founded in 1948, characterized by its
involvement in community programs for the Hispanic community. It has
sponsored workshops in housing, health and other social services of
concern to the community. It has a membership of approximately 270,
the majority being Hispanics and other adults.

This is a vo]uptary association, which blends together structu-
ral aspects of_both formal organizations and of a small informal
primary group as described by Litwak (Dobrof & Litwak: 1977). This
organization contrasts with the site previously described (Home Atten-

dant Program) in specificity of agency's service, level of
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bureaucratization, level of inter-personal relationships, and level of
participatory decision-making.

Churches are considered the most formal of the informal care-
givers of the elderly (Leutz: 1976). They are active in community
affairs, especially in housing and services to the youth and elderly.
Organized religion is a very important aspect of the Hispanic support
system, it serves as a support system for individuals in crisis
(Delgado & Humm-Delgado: 1982).

As Sarrison pointed out:

Each of these small churches has a missionary society that
answers requests of members, visits homes, and cares for the
i1l and disturbed...the church offers many social and psycho-
logical supports (Garrison: 14978, p. 561).

In developing the project site, the contacts with the minister
and some church members were informal in nature. All the arrangements
for selection and recruitment of the participants for the group were
made by them, eliminating all the constraints found in a more bureaucra-
ticized setting. For example, in the church, participants were recruited
in a more one-to-one basis and through word-of-mouth, while in the
Broadway agency, participants were recruited through the impersonal

process of compiling a mailing Tist of Spanish surnamed clients from

the caseloads and the mailing of a form letter to those on the lists.

Spanish Senior Health Program:

The Spanish Senior Health Program is located in the East Harlem
sector of Manhattan. It is a service unit of the Spanish Council for
Human Services. The Council was established in 1964 as the Harlem
Tenants Association. Since that time it has been involved in community

development. In 1970 the Council grew to be one of the major providers
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of social services to the East Harlem (ET1 Barrio) Hispanic neighbor-
hood of Manhattan. The Council is a community controlled and ethni-
cal1y based organization... "rooted 1n the firm commitment that those
who will be the client population should also be providers of servi-
ces" (Spanish Council for Human Services: 1982). Without sacrificing
quality of staff or services, all attempts are made to assure that
representatives from the client population are represented in the
different service components of the organization. The Council, over
the years, has offered varied services which have ranged from education
of pre-school children to drug-free treatment for the substance abuser.
It planned and built Taino Towers, a comprehensive residential community
in East Harlem. The Boriken Comprehensive Health Center, a Home Atten-
dant Program and fhe Senior Health Program are among the service units
administered by the Council.

This organization originated as a typical community organization,
one whose primary concern was the betterment or overall well-being of the
community. Neighborhood organizations are often general-purpose organi-
zations not devoted to any particular subjects other than those pertinent
to the preservation and improvement of the neighborhood (Knittel: 1970).
Housing and planning were two interests of the organization. Originally
the group was consistent with a democratic non-partisan nature organiza-
tion. It was not indebted to any individual or business for support.
Individual contributions usually sustained and maintained the group. As
the community organization evolved into the delivery of services, it
needed to Took into sources of funding for the services and administra-

tion, which led to a bureaucratization of its structure.
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The delivery of health care services to seniors is the chief
function of the Boriken Senior Health Program. Health services operate
through third-party reimbursement that could include Medicare or Medi-
caid funds. The sources of funding impose on the agency contingencies
which have ultimate control on how it is operated. Even though the
agency has a Board of Directors which serves as its Executive Directive,
the agency's activities are limited by constraints imposed by the fund-
ing sources, i.e., staffing, types of services, etc. For reimbursement
from Medicaid or Medicare, for example, the agency must be certified
and must assume responsibility for conducting patient assessment and
development of a plan of treatment, supervision and monitoring of the
actual provision of services.

In keeping with the commitment to the community, the staff in the
agency is bilingual and moét of them are from the neighborhood. This
consciously close relationship to the community is the major difference
between the Boriken program and the Broadway program. Other major dif-
ferences stem from the fact that Boriken offers direct health services,
which enable it to establish close contact between its clients and
staff. For this reason, Boriken bureaucratic structure is not as rigid
but is more complex than that of the Broadway program. This comparative
complexity results from the fact that Boriken offers comprehensive
health care services for which clients pay. The similarities that
exist between the programs--hierarchical structures, compliance with
overseeing agencies, norms and regulations--arise from the dependency
of both agencies on outside funding sources.

Contacts for the implementation of the program in this agency

were made with the director of the senior health program and a community



78
worker and were quite informal in nature. Meetings were held whenever
they were needed and the project director was given unrestrained access -
to all levels of the bureaucracy tor the collection of information and

the implemention of the program.

Boricua Senior Citizen Center:

This agency is located in the Southeast sector of the Bronx and
serves primarily Hispanic seniors. This senior center is funded'by the
Department of Human Resources Administration under the auspices of the
Christian Benevolent Association. The Association has been in existence
for over ten years and has been characterized by the development of
services for the aged, primarily the Hispanic aged. Among the services
provided under the Association's auspices are a Home Attendant Program,
Transportation services and the Senior Citizen Center.

The multipurpose senior center is a place in the community where -
older people come together in order to socialize, to learn new roles,
and to maintain or develop their involvement in the community. The
center usually serves a bridge between the elderly and the community
and as a focal point in the delivery of services to elderly people in
the community.

Senior centers are funded through different sources. The Admin-
istration on Aging is the government agency at the Federal level speci-
fically authorized to promote the development of senior centers.

Title V of the Older American Act specifically addresses the develop-
ment of center facilities. It authorizes grants up to 75% of the cost
of acquiring, altering or renovating facilities including initial
equipment and furnishing of the facilities. Title XX of the Social

Security Act (Social Services) provides funds for the centers, which
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is the case of this particular center. Centers usually look for local
matching funds or private funds. As with the Home Attendant Program
and the Boriken Senior Health. Program, this organization depends on
outside funding sources. It has an exchange relationship with the
Human Resources Administration which defines guidelines for the provi-
sion of services and administration of funds.

The center is part of a unit of a non-profit organization which
has a Board of Directors. The center itself has an advisory council
and a participants' council.” The Board of Directors is responsible
for establishing major policies for the center and employing and dis-
charging the center's director. It has a centralized system; the
administration, staff and services are housed in the same central faci-
Tity. The center is staffed with a director, program coordinator,
accountant, and senior vd1unteers. This model provides a mechanism for
maximizing the resources of the professional staff (program coordinator
and director) by using them in supervisory rather than direct services.
It maintains a staff that reflects the ethnic composition and language
of the participants. The centralized administration provides for
more coordinated activities within the center and gives the elderly
and their opinions a powerful voice in program planning and activities.
Working in close proximity with each other, staff members have opportu-
nities to learn from seniors and provide them with the opportunity to
meet and exchange ideas. The governance of the center is the responsi-
bility of the advisory council and the participants' council.

The Board of Directors is legally and fiscally responsible for '
the center. Members of the Board are drawn from a base of community

supporters including service consumers, public officials and local
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business leaders. The participants' council serves as a liaison between
the board members and center participants.

The Boricua Senior Citizen Center has an active caseload of
approximately 150 seniors. It provides recreational and social programs,
nutritional programs (group meals), escort services, information and
referral services, health and related assistance, and counseling.

In developing the program at this agency, close work was done
with the center's director and senior participants. The contacts were
very informal in nature. As in the Boriken Senior Health program,
meetings were held as needed and the project director was given unre-
strained access to the staff and records.

A comparison with the previous agencies shows that Boricua Senior
Citizen Center is most similar to the Church. Clients are invo]véd,
through the participants' council in the agency's decision-making process.
The services it provides are defined in general terms--socialization of
senior citizens. The bureéucracy is small and staff functions are
broadly defined with overlapping roles.

A summary of the differences and similarities among the four
agencies is presented in the following illustration using rational

bureaucracy and primary groups as parameters.
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Rational Bureaucracy

High Low

Boriken Senior
Health Program

Srooklyn
Baptist Church

Low High

Primary Groups

The agencies wiich had a more specific definition of their
services also had a higher level of bureaucratization (Broadway and
Boriken) and were thus clioser to the rational bureaucracy model in
the organizational spectrum. Those agencies with high levels of inter-
personal relationships also had high levels of participatory decision-
making (Boricua and Brooklyn Baptist Church) and were closer to the
primary group model in the organizational spectrum.

The following chapter will show how these differences and simi-
larities aided or hindered the implementation of the project in each of

the agencies.
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DESCRIPTION DF THE PARTICIPANTS

Fifty-eight persons participated in the program at the four |
different project sites. The participants consisted of children
spouses, siblings, grandchildren, in-laws, friends and neighbors of
the elderly and some elderly.

Analysis of major demographic characteristics of the partici-
pants is presented in Chapter V. It reveals that forty-two of the
participants were female (72%) and sixteen were male (28%).

The ages of the participants ranged from seventeen to seventy-
nine years old. Over fifty pgrcent of them were fifty-one years old
and over (57%) with a concentration in the ages 61 to 70. Nine percent
of the participants were below age thirty; fifteen percent between the
ages of thirty-one to forty; nineteen percent between the ages forty-
one to fifty; twenty-three percent fifty-one to sixty; and thirty-one
over sixty years old.

Fifty-eight percent of the participants were married, thirteen
percent single, and twelve percent widowers.

Only two of the participants were born in the mainland United
States. Thirty-nine of them (64%) were borm in Puerto Rico, nine in
other Caribbean Islands (Cuba, Dominican Republic) and six in Central
or South America. All of them, except two, had lived in the United
States for over ten years. A iarge number of them (55%) had lived in
the United States for twenty years or more.

There were thirty-one persons with less than twelfth grade
education, seventeen with high school diploma, and five with college

or professional diploma. Twenty-one were working full-time and six

were working part-time. Fifteen of them were retired, fourteen were
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unemployed and two were students.

The family income of the participants was less than $5,000 per
year in thirty-three percent of the cases. Sixty-six percent earned
less than $10,000 a year. These percentages fall below the figures
reported for the median income of the Hispanic population in 1979.

The median income reported for Hispanics was: 12 percent had incomes
under $5,000 and about 39 percent had incomes between $5,000 and $15,000.

Two characteristics stand out from this data. First, in spite
of the high percentage of people with Tevels of education of high school
or higher (40%) a disproportionate number of participants live at or
near the poverty line. The second salient characteristic is the age
variability of the group. As stated before, the ages ranged from seven-
teen to seventy-nine; 43% of the participants were fifty or younger and

57% were fifty-one or older.

SUMMARY

This chapter has presented an overview of the Groun Program for
Hispanic Caregivers. This.program was designed to incorporate education
and support elements. These elements were combined to: 1) provide the
group participants with concrete, practical information about the aging
process and how to deal with their aging relatives or friends; 2) provide
a support group in which participants could share their problems, con-
cerns and feelings.

The educational and supportive elements of the program were
combined to provide the participants an opportunity to express feelings
and concerns about their caregiving experience. Educational material
was presented and organized by the project director by means of lectures

supplemented by handouts. Topics for group discussion included:
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psychological and physical aspects of the aging process, common and
chronic illnesses in old age, communication with the elderly, under-
standing sensory losses in old age, special reactions to aging, and
community resources, benefits and entitlements for the elderly.

A genera! evaluation instrument was distributed at the end of
each cycle and completed by participants. Questions asked group mem-
bers to identify now the program had been helpful to them and to
define what they Tiked and disliked about it.

The project was implemented in four different agencies that"
ranged from a very bureaucratized structure to a primary voluntary
association. Group participants included caregivers of the elderly
(cnildren, spouses, in-laws, siblings, grandchildren, and friends and
neighbors) and elderly persons who were anticipating a caregiver role
or wanted to learn about their own aging process.

The next chapter will describe the actual initiation, implemen-
tation, completion of the program and description of salient differ-
ences and common issues raised by participants in the group process.

The chapter ends with the participants' evaluation of the project.



CHAPTER V

PROGRAM INITIATION, IMPLEMENTATION AND EVALUATION

This chapter provides a general overview of the program ini-
tiation, the implementation and completion of the program. It is
divided into three major sections: the program planning and initiation
phase, implementation problems and a description of the development
and evaluation of the project in the four different cycles. The chap-
ter begins with a focus on when and how the program was initiated,
followed by a description of the implementation problems in develoning
the program. The discussion turns to description of program cycles.
In this description each cycle is discussed focusing on four major
aspects: how the nrogram was initiated in each site, who the partjci-
pants were and why they became interested in the program; how the
group developed through the program; and, how the participants evalua-
ted the experience. The final section of the chapter describes charac-
teristics of the program's participants and common issues that evolved

in the cycles. A brief summary closes out the chapter.

PROGRAM INITIATION

The project was initiated in January 1982. The months of January,
February and March were utilized to design the curriculum to be included
in the program, translation of the material into Spanish and contact of

the site for implementation of the program.

85
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The task of developing training material for caregivers was a
challenging responsibility. It involved decisions as to what and how
much to include, how to present it, while taking into consideration
the needs and requests of the program's target population. The fact
that the target population was Hispanic involved translating and
adapting the material. One of the main and most time consuming probiems
was the compilation and translation of the training material. Transla-
tion included the adaptation of material to Spanish speakers and in
particular to Puerto Ricans. This part took longer than expected.

During the initial stage, several planning meetings took place
with the Administration and staff of the agency where the project was
to be imp1emented. From these meetings several problems were identified
related to the organization of the project cycles which influenced the
change from the initial conception of the program. These problems will

be described in the following section.

Problems Related to the Initiation and Implementation of the Program:

The original conception of the program projected developing four
cycles in one setting. A1l the cycles would take place at the Broadway
Home attendant Program. This agency has a working relationship with
Brookdale Center on Aging, the agency sponsoring the project. In the
initial contacts with Broadway Home Attendant Program, it had anticipated
to have enough participants to run the four cycles of the program there.
Several planning meetings were held at the agency for this purpose.

The program was welcomed by the Administrator who gave his approval to
set up cycles during the months of March and A4pril 1982. The program

was seen by the Administrator as a way of providing supportive services
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to the clientele and the relatives, since the direct involvement of
the agency was with the home attendants place at the older person's
house. The "service" to families and the elderly was limited to
provision, training and supervision of the home care workers.

During the initial planning meetings with the Administration
and staff, the project director attempted to identify the potential
participants for the program. This was done with the assistance of
personnel specialists who were familiar with the clients and relatives
served by the agency. These individuals were key figures in identi-
fying the Hispanic aged population served by the agency because of
their close work with the home attendants. As a preliminary step in
obtaining their collaboration, the project director had two meetings
with this staff to explain to them the nature of the program and the
impact on their clientele and the clientele's relatives. The first
and major problem encountered in the organization of the cycles at
this agency had fﬁ do with the identification and recruitment of the

participants.

Identification and Recruitment of Participants:

The method chosen by the project difector and the staff for the
identification of potential participants involved the personnel spe-
cialists going through the caseloads and classifying the Hispanics by
Spanish surname to come up with a [ist of clients and emergency contact
persons (assuming this person was the caregiver) along with addresses
and telephone numbers.

The identification of potential participants was made by the

staff as follows: from approximately 1,100 ciients that the agency was

serving,. only 97 (9%) were identified as Hispanics, five of which were
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minors (i.e., under 18). From the remaining ninety-three older clients,
twenty-nine (31%) had no relative or emergency contact person, diminish-
ing the number to 64 potential participants. With this number of poten-
tial participants, the possibility of implementing four cycles of the
project was véry minimal. So it became clear that additional sites had
to be contacted.

This method demonstrated that the staff's only contact With the
clientele was through the agency's records. While this is understand-
able since this staff is only responsible for the supervision of the
home care workers, it reveals the distance that exists between the
agency and its clientele, and the consequent ignorance by the agency
of its target population. An agency that saw itself as serving a large
Hispanic population, could only identify its Hispanic clients by a
survey of surnames in its records, and thus revealed the tenuous link
between itself and its population. This is in part justified by the
division‘of labor whiqh exists between agencies of this type and the
Human Resources Administration--the latter is in charge of the case

management while the former provides services.

Problems of Attrition:

Although the project director and the Broadway Home Attendant
Program Administrator had anticipated that four cycles of the program
could be implemented in this agency, this became impossible as mentioned
above, because the pool of potential participants in the program was not
as large as anticipated. The reasons for this difference between
expectations and reality are analyzed below.

First, although the Broadway Home Attendant Program is an agency

under Hispanic auspices, the clientele of the agency is a mixed one.
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The total number of Hispanic aged served by the program turned out to
be smaller than assumed. Out of 1,100 home attendant cliients in early
1982, only approximately ten percent were Hispanic and elderly. The
Denartment of Social Services identifies the agency's clientele and
mandates the services it provides. Although the agency is located in
a Hispanic community, its clients are selected by the Department of
Social Services, following medical and economic criteria, from a catch-
ment area much larger than the community involved.

Second, there is a history of underutilization of these services
by Hispanics {Asociacion Pro-Personas Mayores: 1980). This study states
that "... compared with the aged population in general, older Hispanics'
access to social services is even more impeded to the degree that cul-
tural differences, including language, 1nhib1f their full use of anglo-
provided services" (p. XI).

Third, and again contrary to the expectations, a number of the
Hispanic aged served at Broadway Home Attendant Program did not have a
relative nearby. Some appeared to be family-less fn an absolute sense
(31 percent) but more characteristically it seemed that their close
relatives lived at some distance from them in the mainland or in
Puerto Rico.

Fourth, and not unexpectedly, some relatives who were contacted,
were not interested in the group, or whose heavy family and work respon-
sibilities precluded their attendance.

It was clear, therefore, that there was a need to Tocate subse-
quent cycles in agencies and organizations in other communities. Thus
opportunity was borne out of adversity; adversity because the outreach

task became more complex and time consuming than anticipated; opportunity
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because outreach efforts permitted the expansion of the programmatic
aspects of the project and created new links to minority communities.
In addition, the errors of the first experience served as a lesson to
the approach and screening of the so-called minority agencies or
organizations; to select agencies that were neignborhood and community
based and thus had more knowledge of their clientele and were serving
Hispanics. The experience proved that it was more feasible to develop
and implement the project in less bureaucratic organizations--those
who know their clientele and have more contact with them. The program-
matic expansion of the program also provided for the implementation in
agencies that were providing other services to the aged person; for
example, senior citizen centers or health programs. Finally, it allowed
for the implementation of‘the project in different geographic and organ-

jzational settings.

Other Problems of Implementation:

In addition to the factors already mentioned, other problems
arose in the implementation stage. First, many Hispanic people are
reluctant to join groups because group participation has not been part
of their 1ifestyle. This is the case more often for the older adults
that it is for the young. For the former, group participation has
been more instrumentally oriented than affective, and almost exclusive
to problem-solving groups. Once potentiail participants had been identi-
fied, this reluctance to particinate demanded a great deal of outreach
efforts by the project director. The announcement of the program
through letters and flyers was not enough, necessitating phone canvas-

sing of prospective members.



91
Second, there were factors of time scheduling, number of
sessions and location of training.

Time Schedule: Factors such as: (1) how much time was available for

the group program; (2) time when the agency was open; and (3) respon-
sibilities and conflicting workload of the caregivers had all to be
taken into consideration when scheduling the time for the meetings.

Number of Sessions: Although the original design of the project

provided for eight sessions per cycle, the number of sessions had to
be reduced because of the limited availability of the participants
and of the meeting places. Al1l the sessions were scheduled to take
place on a weekly basis to provide for continuity, but not all of the
participants could commit themselves to eight wgek]y sessions. And,
some agencies could not provide the space on a weekly basis for eight
consecutive weeks. |

Training Location: The availability of space in the agencies varied

from cycle to cycle. Accessib111t§ and convenience of the location to
the participants had to be taken into consideration. Other factors
such as well-1it, clean, pleasant and quiet locations were required in
creating a positive environment for the group sessions. In keeping
with Knowles' principle of Andragogyv, careful attention had to be paid
to the learning environment in which the training would take place.

As a result of the combination of all the problems mentioned,

scheduling the sessions in each site proved to bhe different.

PROGRAM IMPLEMENTATION AND EVALUATION

The actual implementation (beginning of the group cycles) started

in the month of March 1982 and ended in Maréh 1983. Four cycles were



92

organized and completed during this period. The first cycle was loca-
ted at Broadway Home Attendant Program and met from March to May 1982.
The second cycle was located at Brooklyn Baptist Church and met during
the month of August 1982. The third group met from November 1982 to
January 1983 at the Senior Health Program of the Spanish Council for
Human Services in East Harlem. The fourth and last cycle was located
at the Boricua Senior Citizen Center in the South Bronx and met from
February to March 1983,

Table 5:1 provides a summary of the development of the program
in the four different sites, by agency, number of participants, number

of sessions and meeting time.

TABLE 5:1

Summary of salient Aspects of Project Cycles

Cycle Agency Participants Sessions Day and Time
I Home Attendant Program 12 6 Sundays - 3:00 P.M.
II Community Church 22 4 Fridays - 7:00 P.M.
III Senior Health Program 10 5 Mondays - 10:00 A.M,
Iv Senior Citizen Program 14 5 Fridays - 10:00 A.M.

The next section will include a description of each cycle inclu-
ding analysis of the participants' characteristics and common issues
discussed in the group sessions. Process records of a selected meeting
has been included in the Appendix A, so that the reader can get a broader
picture of the meetings and the ways in which the participants used the

group and group facilitator for support and information.
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Description of the Cycles:

The following account is an overview of group development and
participation in each cycle. In this description, cycles will be referred
to as Cycle I, Cycle II, Cycle III, and Cycle IV. The description will
include the site and how it was selected, who the participants were, why
they participated, how the group developed throughout the sessions, and
an evaluation of the cycle by participants.

Cycle I: |

The first caregivers' group sponsored by the Broadway Home Atten-
dant Program, took place at the Broadway Nursing Home on Atlantic Avenue,
Brooklyn. The Nursing Home, which along with the Home Attendant Program
is part of the Consumers Organization of Bedford-Stuyvesant and was
chosen as the meeting site because it was accessible to all participants
and because the Home Attendant Program site was closed on Sundays.

" The sessions began on the last week of March and ended in the
first week of May 1982. Six sessions were held on Sundays starting at
2:00 P.M., on a weekly basis with the exception of Mother's Day. The
time and day was selected by the group participants.

The participants for this cycle were drawn from the caseload of
the Broadway Home Attendant Program as described previously. Twelve
participants registered for the sessions but only seven showed up in
the first session. And of these, only five compieted the program.

Three other members joined the group beginning in the second session.
Two of these were attracted to the group in response to outreach under-
taken by the initial participants. The other one was originally regi-
stered to participate but could not attend the first session. Twelve

nersons in all attended the program in this cycle.
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The sessions took place in a medium-size room in the second
floor of the Broadway Nursing Home. The size and facilities of the
room provided a comfortable setting for the sessions. The room is
ordinarily used as an activity room for residents, therefore, it
contained tables, chairs, and a blackboard. The location of the room
provided for privacy, although the intercom of the Nursing Home
interfered sometimes with the sessions.
The se$s1ons were scheduled to begin at 2:00 P.M., but many
times they did not begin until 2:30 P.M. because of late arrivals.
This situation posed a problem because often the participants who
- came early wanted to leave early. Frequently the sessions would last
more than one hour. Refreshments were served after each session.
In spite of the problems encountered in the recruitment of the
participants for this cycle, those who participated were very enthusi-
astic and showed interest in the sessions. All of them attended at
least four sessions. Those members who had to be absent would call
ahead of time to inform the project director. All1 the material handed
out at the sessions would be maiied out to those who were absent.
Though receiving indirect services from the same agency and living in
the same neighborhood, members did not know eacn other beforehand,
except in the case of those who were related to each other.
The content per session of this cycle was the following:
Session I: The Aging Person and the Family: discussion of the types
of help that the family provides to the elderly; Physical
and Emotional Aspects of Aging, specifically the changes
and coping mechanism of old age

Session II: Common Medical Problems of the Aged: chronic illnesses

in old age and behavioral problems associated with some
of them.
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Session III: Understanding Sensory Losses in 01d Age: vision,
hearing and memory losses; Communication with
the Elderiy and Ways to Improve it. '

Session IV:  Special Reactions to Aging: Dealing with Our Feelings
Toward the Aging Relative and our own Aging Process.

Session V: Helping the Elderly in the Community: services,
community resources, and benefits and entitlements
for the elderly.

Session VI: Evaluation and Closing of the Program: Alternatives to
follow-up and development of caregivers groups.

Iinitial interviews were completed with twelve participants of
this cycle. Analysis of the data in the questionnaires reveals the
following profile of the participants in tnis cycle.

Women caring for parents, sisters or in-laws formed the core of
this group. A1l of the participants were providing some type of care
to an e}der]y relative or neighbor, although eight considered themselves
to be the principal caregiver of the elderly person. The elderly person
receiving the care was likely to be over 85 years old (67 nercent of the
cases), widow (67 percent) and Tiving with a relative (60 percent).

The caregiver was generally a female (83 percent), middie-aged
(average age--50), full-time employed (60 percent), and the daughter or
daughter-in-law (76 percent) of the elderly person. Eight of the parti-
cipants in this cycle were related in some way to another participant:
two married couples, a mother and daughter, and two sisters. There was
a seventeen year old caregiver who attended five of the sessions.

The following similarities were found among the participants.

In the initial interview all said that they were in the program to obtain
information and education about specific medical conditions of the
elderly and the aging process, to locate resources in the community, to

help the elderly person and to seek advice in planning and directing
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future action with the elderly. Initially they did not perceive a
need for peer support.
Following is descriptive analysis of the activities performed
by the caregivers of this cycle on behalf of the elderly and the con-
straints faced by them while doing so. The information was obtained

from the initial interview with the participants.

(TABLE 5:2)
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TABLE 5:2
Activities Performed by Caregivers in Cycle I*
: (N=12)
Items At ieast once Three to four At least Never
a day times a week once a month
Shopping for personal 16% 16% 16% 50%
things and food
Prepare meals 35 15 0 50
Light Housecleaning 25 12.5 12.5 60
(Dust, dishes, etc.)
Heavy housecleaning 12.5 12.5 12.5 60
{(Floors, windows)
Administer and supefvise 50 0 0 50
medication
Laundry 15 25 10 50
Help or supervise 50 8 0 42
personal hygiene
(Bathing, clothing)
Contribute money 8 0 34 58
for expenses
Help manage finances 8 0 58 34
(Cash checks, pay bills)
Assist in transportation 0 0 42 58
(Take to appointments
or to church)
Emotional support 92 8 0 0
(Visit, talk, phone)
Take home for weekends 0 0 25 15
Help mediate with agencies 0 0 42 15

* It should be noted that participants for this cycle were recruited
from a Home Attendant Agency, as such, the elderly person was re-
ceiving these services from the agency. Differences in percentages
reflect those who did not answer the question.
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Table 5:2 11lustrates the types of activities done by the
4caregivers in this group by fregquency of each activity. Thirteen
categories of activities are displayed in this table with a frequency
distribution for each category. Emotional shpport emerges as the
most frequent service provided (on a daily basis) to the elderly by
the caregivers (92 percent of the cases). Emotional support involved
visiting, talking and ca111ng over the phone. Concrete services in
the form of shopping, meals preparation, and housecleaning were provided
in less than fifty percent of the cases on a daily basis. Although the
older person was receiving the home attendant services ranging from four
to twenty-four hours daily, the caregivers were also involved in provi-
ding supervision, or administering medication, or assisting and supervi-
sing grooming and personal hygiene in fifty percent of the cases.
Linkage services, such as mediating with the formal organizations were
performed on a monthly basis by 42 percent of the caregivers. Concrete
services were provided in the majority of the cases by the home atten-
dant as can be seen in Table 5:3,

The caregivers in this cycle were asked to select which of the
activities done for the elderly was most difficult. Thirty-three per-
cent of them stated that none was difficult. Twenty-five percent consi-
dered that providing personal care was the most difficult, whiie sixteen
percent considered that dealing with other relatives was the most diffi-
cult. Emotional support, dealing with the agencies and meal preparation
was considered the most difficult by twenty-five percent of the partici-

pants.
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TABLE 5:3
Services that the Oider Person Receives from Formal Organizations:
Cycle I (N=12)
items Receiving from Agencies Not Receiving No Answer
Counseling 4] 92% 8%
Escort services 0 92 8
Transportation 75% 17 8
House repairs 0 92 8
Friendly visitors 0 92 8
Telephone reassurance 0 92 8
Lega! services 0 | 92 8
Personal care* i 92 0 8
Shopping* 92 0 8
Light housecleaning* 100 0 0
Laundry* 92 0 8
Financial nhelp** 75 25 0
Home health aid* 83 0 17
Home attendant 100 9 0
Visiting nurse 75 17 8
Meals on Wheels 0 92 8
Senior Citizen Center 0 92 8

* Services provided by the Home Attendant
** Caregivers referred to Supplemental Security Income for financial help

This tabie shows that most of the services that the older person

receives from the formal organizations are provided by the home attendant.
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In seventy-tfive of the cases the elderly person receives transportation
services and a visiting nurse. The majority of the elderly persons did
not receive counseling services, escort services, house repairs,
friendly visitors, telephone reassurance, legal services, meals on
wheels, nor did they attend a senior citizen center (92 percent). In
the majority of the cases the caregiver provides those services that
the elderly person does not receive from the formal organizations (See
Table 5:2). In some cases the caregiver provides some of the services
also provided by the home attendant. |

Data on Table 5:2 and Table 5:3 reveal that families and friends
remain involved even when the services from the formal are being utilized.
Similar to the findings of Horowitz (1982) and Frankfather, et. al.,(1980),
formal services did not displace the caregivers.

Data on Table 5:3 points to the underut%]ization of services by
the elderly Hispanic (Asociacion Nacional Pro-Personas Mayores:1980).
It is possible that elderly persons have little knowledge of existing
services and resources (Kaplan, et. al:1979) or that services are not
accessible to the Hispanic elderly, or that the elderly simply do not
want to receive services from formal providers. As one participant said:

My mother would never accept food delivered to her
from a senior center.

The reasons fdr this are highly speculative because the literature
on utilization of the formal system by the Hispanic elderly is very
limited. The works of Cantor (1975) in New York City, Brody (1974) in
Philadelphia, and the Asociacion Pro-Personas Mayores (1980), in Los
Angeles provide some of the most improtant data on the Hispanic elderly

in urban settings. Although there are more formal resources available

P
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to the elderly person in urban areas, the extent of the utilization
of these resources is still relatively low. Both Cantor and Brody
emphasize that the informal system plays a major role in the lives of
the urban elderly.
Even though participants in this cycle did not perceive a need

for peer support and group interaction, over the six-week sessions
they became very supnortive of each other and comfortable in expressing
their feelings about their caregiving situation. The sessions that
dealt with medical problems in old age and special reactions to aging
were key sessions in this cycle. The size of the group per session
(generally six) helped to develop a sense of cohesion which enhanced
the level of information and experience sharing. In the very first
session, members brought up personal situations and related to other
members things they were doing for their elderly relative or friend.
They brought up problems related to the topics discussed in thé session,
for example, the involvement of the family in proviging care to an
elderly person and changes that their elderly members were going through
as a result of aging. At the end of the first session one of the mem-
bers commented the following:

This session has been of great help to me because when you take

care of your mother, you feel that you are not doing enough.

Mow I see that I am not aloney and talking to all of you made

me feel better.

Having members of the same family in the group, e.g., sisters and

married couples, gave them the opportunity to discuss problems that arose
in their relationship. Two of the members were sons of an elderly mother

and came with their wives to the group sessions. In one of the cases,

the man was the most articulate in describing the things he would do for
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his mother while the wife presented some of the conflicts that would
arise as a result of his "dedication" to his mother:
We never go out of the city. We never plan to go on vacation
because he feels that if we go away, something might happen
to mother, even though she has a twenty-four hour home atten-
dant 1living with her.

While Mr. C. admitted being afraid of leaving his mother alone,
he claimed that his wife never mentioned her mixed feelings about his
inability to leave his mother. His wife admitted that the group exper-
ience made her realize that it was fair for her tq bring up the issue
because other participants were confronting similar situations. Issues
regarding who should take care of the elderly relative all the time,
and what things should be done for the elderly were brought up in the
discussions., Members expressed different ways of sharing responsibili-
ties and pointed to the importance of having relatives or friends take
over their responsibilities while they went away on vacation. The
members of the group reassured the two sons that “nothing would happen
to mother' while they were away because their own experience had demon-'
strated this. The two sons admitted that often they would be so
involved and close to mother that they would forget their partner's
needs. Members also pointed to the fact that some offspring do not
resent the time they spend with their parents, yet they are not aware
that they impose a burden on their spuuses for being so dedicated. Dis-
cussion of these issues was found beneficial by both couples in the
group. Group members suggested different alternatives in dealing with
the situations, such as alternating the responsibilities, spending time

out for dinner or at the movies, and making mother aware that nothing

happens while her sons are away.
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The issue of dependence and independence of the elderly was
brougnt up by some members in the group. Two of the daughters in
the group preferred to have the elderly living with them so that they
would not have to worry about leaving them alone. They did not under-
stand "why mother prefers to live alone in such a bad neighborhood."
Group discussion helped these women understand that some elderly per-
sons like to live alone and be independent from their sons/daughters.
Some will not leave their neighborhood because they are attached to it,
their friends and activities, and are not willing to risk that. They
also do not want to be a burden on their sons/daughters. These two
daughters talked about their needs to have mother living with them so
that they could spend more time with her. Members helped them to see
the advantages of their mother's being independent and some of them
expressed the wish that their elderly relative would not be so dependent
upon them.

The discussion of communication prob]ems~and sensory losses
gave the particibants the opportunity to explore their feelings toward
dealing with a deaf or blind elderly relative; wnich was the case of
three of the members. Some members said that they can not be patient
when they have to repeat things to the elderly. Participants frequently
mentioned strong and conflicting feelings in responding to their parent's
demands for attention and for help. Some members discovered that when
they responded to their older relatives in a different manner, taking
into consideration that there was some hearing or sight loss, they would
receive better responses which would alleviate the communication problems.

As a result of the experience in the group program, one of the

members in this group requested that the program be given in her
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community church because she felt she had learned and benefitted from
it and would like other people in her church to have the experience.
Arrangements were made to foilow Qp on this request.

An evaluation questionnaire was given to each‘participant at
the last session. Eight members attended the last session and answered
the questionnaire. The majority of the participants in this cycle (75%)
attended more than four sessions. When asked 1f there had been any
probiems in attending, five answered that attending had not been a
problem. The other three found il a moderate problem to attend because
of other family responsibilities. One of them found it difficult to
leave the older person with someone on a Sunday atternoon. This member

attended only three of the sessions.

TABLE 5:4

Assessment of the Program: Cycle I

Was the program helpful

in your daily life? N %
YES 8 100%

NO 0 %
TOTAL 8 100%

A1l of the participants in this cycle found that the program was
helpful to their daily living. The following table presents the partici-

pants' responses on how the program was helpful.
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TABLE 5:5

The Most Important ways in Which the Proaram was Found Helpful: Cycle I

Aspect Frequency Percentage

Helped me improve my knowledge
about agina and community
resources 3 27%

Helped me understand my own
feelings and the older

person's feelings 3 | 27%

Hetped me share the guilt feel-

ings with other participants 2 18%

Helped me get ready for my own aging 2 18%

Helped me deal better with the

older person 1 10%
Total responses 11 100%

The participants found the pfogram helpful in various aspects.

Three participants mentioned that the program had been heipful in impro-
ving their knowledge about aging and community resources. Three found
the experience helpful because it helped them understand their own
feelings and those of the older person. Two found that sharing their
caregiving experience with others was helpful, especially sharing their .
guilt feelings. Some participants mentioned more than one area in
which the program was helpful. Some comments that illustrate their
responses follow:

It helped me a Tot in the sense that I feel relief of quilt

feelings in many aspbects. I Feei better taiking to my mother

and I understand her better.

I Tearned to be more patient with my parents, considering the
changes they are going through.
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I improved my feelinas towards my mother. I learned to deal
better with older people. 1 learned about Medicare, Medicaid,
Home Energy Assistance Program and $SI.
The intormation obtained in the group nelped me a 1ot, but most
of ali, it was heipful because | was abie to share my probiems
and anxieties with a group of people who have common problems
with me. It also helped me to get ready for my own aging.
It helped me understand my feelings towards my grandmother and
to understand how she feels.
The group participants were asked to enumerate in order of prefer-
ence the program aspects which they found most helpful.-  The following

table reflects their responses to first and second choice.

TABLE 5:6

Most Helpful Aspects of the Program: Cycle I

Aspect Mentioned First Mentioned Second

Information about chronic
il1nesses and disabilities
in old age 4 1

Information about benefits
and entitlements : 0 1

Information about community
resources 1 1

Sharing and discussing problems
with other caregivers 3 3

Material handed out at the
sessions 2 0

Learn how to mediate and deal
with the agencies 0 1

Information received about chronic illnesses and disabilities in

old age emerges as the most helpful aspect of the program mentioned by
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participants in this cycle. The second most helpful aspect was the
interaction with other caregivers as a way to share and discuss their
problems.
In addition to selecting which aspects of the program were
found most helpful, the group participants were asked to assess how

helptul the program was in more specific areas.

(TABLE 5:7)

O
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TABLE 5:7
Areas in Which Group Experience was Found Helpful: Cycle 1

Helped a lot Helped a little No help

N N8 N
Learn how other people
deal with their aged 6 75% 1 13% 0 %
relatives
Improve my communication
with the elderly person 6 75 1 13 0 0
Understand the complaints
of the older person 8 100 0 0 0 0
Establish contact with
other people wno are car- 6 75 2 25 0 0
ing for an elderly person
Talk and share my feelings
with other persons 6 75 1 13 0 0
Understand my own aging
process 6 75 2 25 0 0
Know where to begin to
took for help b 75 1 13 1 13
Increase my knowledge about
ilinesses in old age and how 8 100 0 0 0 0

to deal with some conditions
Understand the sensory

losses in old age 8 100 0 o 0 0
Learn about confusion in
old age 7 48 2 25 0 0
Talk about my experience
as a caregiver 7 88 1 13 0 0

38 3 38 0

w

Learn about nursing homes

Learn to deal with family
probiems 4 50 i 13 0 0

Learn to give attention to
my needs and my family neads

Talk about my frustrations

88 0 0 0 0
75 2 25

[o 2T |

Differences in percentages reflect those who did not answer.
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The majority of the participants reported improvement in all
except one of the areas. Only three reported that learning about
nursing homes helped them a 1ot and another three stated that it helped
a little. Overall, this table shows improvement in atl areas which
demonstrates that the program did meef the needs of the participants in
these areas.

A11 of the participants said that they had the opportunity to

share problems and experiences with other members of tne group.

TABLE 5:8

Support From Other Members of the Group: Cycle I

Were other members

supportive? %

YES 100%

NO 0%

Total 100%

Participants gave their opinions on how the support of other
members was helpful:

Sharing and talking with them made me feel comfortable, they
were very understanding.

They accepted me and my problems.

While talking to others, I realized that I am not alone, other
people have similar problems.

Two of the participants reported that they had been in contact
with other members of the group at times other than the meeting time.

These two participants were not related in any other way to other members
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of the group. Only these two reported that they intended to continue
their contacts with other members of the group.

Six of the participants were interested in other group programs
and all of them stated they would recommend this program to other people.

Some of the recommendations made by the participants to improve
the program were: (1) to develop the program not only with caregivers,
but to include elderly people as well; (2) to include the elderly person
in the same group to faciiitate interaction between them; and (3) to make
the sessions longer, allowing for more individual services.

Following some of the recommendations made by tnhe participants,
tne next cycle of the program was developed in a community church, upon
the request uf one oT the members in the group, and included not only

caregivers but elderly persons as well.

Cycle II:

The second cycle of the program was developed as a result of a
request made by a participant in the first cycle. The person who made
the request ‘is a member of the Brooklyn Baptist Church in Bushﬁick,
Brooklyn. She served as the contact person to do the outreach with the
Minister. A letter expiaining the.program was sent to the Minister and
was followed by a planning meeting with him and the President of the
Ladies Association of the Church. The program was welcomed by them and
was placed i1n the Church's calendar of activities for the month of
August. 1982. They announced the program in the Church newsletter and
agreed to recruit the participants for the program. Three weeks before
the program was scheduled, they had é list of twenty-four persons with

addresses and phone numbers. Letters and flyers about the program were
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sent to them. Participants were recruited from the membership of the
Church and non-members in the community. As opposed to the first cycle
of the program, recruitment of participants was not a problem in this
cycle. The minister explained that the Church frequently ran programs,
workshops and brought in speakers and the response of the members waé
always positive. The fact that this was an established group--a congre-
gation--facilitated bringing them together for the prdgram. More persons
than the expected number attended the program.

This cycle tock place during the month of August in four sessions
neld on Friday nights at 7:00 P.M. Only four sessions could be scheduled
because of other activities taking place at the'Church.' Night sessions
were chosen because tne majority of the participants work during the day
and usually the Church's activities take place at nights.

Twenty-tour persons registered to participate for the program
originally and thirty-ffve attended the first session. Those who had
registered invited other friends, reiatives or neighbors after they
received the information describing the program. The number of partici-
pants per session varied. The second session was attended by thirty-
five perscns, some new members as others that came to the first session
were absent. The third session was attended by twenty-four persons and
the iast by thirty-six. In al{, fifty-one persons attended the four
sessions, and twenty-two completed the cycle, attending the whole program.

A1l sessions were scheduled and began at 7:00 and lasted approx-
imately one-and-a-half hours each. The last ten minutes of each session
were set aside for a "social time" which included refreshments and infor-

mal conversations with the group members.
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A1l tnhe meetings took piace in a large room which 1s used tor
the Church services. Seating arrangements was not a problem since the
room accommodated more than 150 persons. Seats were arranged in rows.
Because of the fixed rows and the large number of participants, the
group could not be arranged in a circle. The large number of partici-
pants per session also limited the intra-group interaction, although
the fact that most of them knew each other beforehand facilitated some
discussion. The after meeting get-togethers provided for small group
interaction between the project director and the participants.

The materiail included in the previous cycle proved to be relevant
in this cycle in which the majority of the participants were aged. The
discussion ot the physical and emotional aspects of aging, conditions
in 0ld age and community resources were key topics in this cycle. The
topic of special reactions to aging was not included as a separate ses-
sion but discussed throughout ail sessions. In the first session, par-
ticipants were given the topics covered in the first cycle so that they
could select which they preferred to be included in the four sessions.
Through consensus, the group chose the following topics:
session I: The Aging Person and the Family, including discussion of

the types of help that the family provides to the eiderly.
Physical and emotional aspects of aging as related to the
changes and coping mechanisms in old age.

Session II: Common and chronic iilnesses in old age, including medical
and behavioral problems associated with some conditions.

Session Iil: Understanding Sensory Losses in 01d Age. Vision and
hearing impairments as well as memory losses with
emphasis on their social aspects. Communication with

" the elderly and some skills to improve communication.

Session IV: Helping tne eiderly in tne community. Description of
community resources, including benefits and entitlements.
Evaluation, closing of the program, and suggestions on
how to develiop caregiver groups.
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A11 participants received a packet of information after each
session and a certificate of participation in the last session.

While there were more participants, there were fewer caregivers
Ain this cycle. Only four of the participants were principal caregivers
of an eiderly person. The core ot the group was made up of potential
caregivers--friends, neighbors (9), and eiderly people (9); most of
them members of the Church. They all considered themselves as "indirect
or potential caregivers" because of the work they were doing through tne
Church: visiting ana counseling elderly people in the community. The
majority of the participants were over fifty years old and wanted to
"get ready for their own aging”. Tnis was different from the original
goals of the proaram but was expected as the program moved to different
settings.

Twenty-two participants completed the initial questionnaire.
The reasons why they participated in the program are summarized i1n tne

following table.

(TABLE 5:9)
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TABLE 5:9

Motivation to Participate in tne Program: Cycle 11

Item Mentioned Not Mentioned
N W4

Learn about chronic illnesses

and disabilities in old age 20 91% 2 9%

Learn about benefits and

entitlements 18 82 4 18

Learn about emotional reactions

and needs of older people 17 77 5 23

Share my experiences with

other group members 19 86 3 14

Learn about programs and

community resources tor :

the agea 17 17 5 23

Listen to other people who are

caring for an older person 1z 54 10 46

Learn to get ready for my

own aging 22 100 0 0

Table 5:9 demonstrates that although the group participants were
not direct caregivers the reasons they participated in the program were
similar to those of the participants in the previous cycle. The main
reason mentioned by all participants was to learn to get ready for their
own aging. Wnen asked how tney thought the program would help them,
eignty-two percent responded that it would prepare them for tuture care-
giving roles.

Analysis of sociodemographic characteristics of the participants

shows tnat the majority ot them were females (78 percent) with only 7
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males in the group. Sixty-three percent were married, thirteen percent
widowed, eleven percent single and thirteen percent divorced or sepa?a-
ted. The ages of the participants ranged from 30 to 79 years, with a
median age of 54 years old.

The educational level of the participants was beyond high
school courses in the majority of the cases (65 percent). Forty-five
percent had a High Schooi Dipioma, and twenty percent had either College
courses or Professional Diplomas. Five percent had no formai scnooiing
whatsoever.

Fifty-four percent of the participants were employed full-time
and another fifteen percent. were employed part-time. The rest (31%)
were either retired, unemplioyed or students. The family annual income
was less tnan $10,000 in thirty-sevén percent of the cases. Eighteen
percent earned over $20,000 a year.

Fifteen of the respondents were born in Puerto Rico (68%), and
the rest were born in the other Caribbean Hispanic Isiands (Cuba,
Uominican Republic). Seventy-two percent had lived more than fifteen
years in the mainland United States, the majority of them over twenty
years.

Those who were principal caregivers of an elderiy person were
all temales. Two were daughters, one a spouse, and one a sister of an
elderly person. Two ot them, the daughters, worked full-time, and the
other two were retired. In three of the cases the older person was
living with the caregiver and in the other case, with a niece. Care-
givers played a crucial role in this cycle by providing the "raw

material" Tor the group discussions. In turn, the other participants
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aided the caregivers providing opinions, suggestions and moral support
for the caregiving role. The following case illustrates the dynamics
of this group: Une participant, a 30 year old woman,vexhib1ted consi-
derabie anxiety concerning the depression ot her 59 year old mother.
Mother is diabetic and blind. This participant related to the group
the problems she is facing because she works full-time and is the only
one providing care to her mother. Altnough she understands her mother's
condition, she cannot deal with her mother’s refusal to accept her
blindness. Mother spends most of the day alone and crying. When the
daughter gets home, besides doing all the house chores, which range from
meal preparation to dealing with agencies, she has to convince her
motrer that her condition is not "the end ot lite". Otners in the group
pointed out tnat the motner’'s condition, especially the depression,
could increase unless she started to go out of the house. They recom-
mended that the mother be invited to the group sessions, where whe couid
have an opportunity to express her feelings énd the une that dealt witn
sensory losses helped the most. In the final session, both the mother
and daughter said that the group experience, although limited in time,
had helped them both, but particularly the mother. Mother was apnle to
understand that the sight loss was mostiy a result of her diabetes and
that there were ways to deal with her problems, such as visiting the
church more often and participating in activities. The daughter became
aware of the different alternatives in the community that coula heip her
mother during the day.

Another participant, a sister of a 56 year old woman, expressed
great relief when she had an opportunity to tell the group how she felt

about the demands her sister placed on her and she reaiized that there
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~are other ways to help her sister without being overwhelmed. She
described her sister as a very demanding person who had been paralyzed
by a stroke. Although the sister has chiidren and relatives helping
her, she only calls the participant when she needs nhelp. The partici-
pant said that the most difficult thing for her is to talk to her
sister because all her sister does is complain about her disabilities.
This parF1c1pant aiso complained about the trequent probiems involving
other relatives when they v1;it and try to help her sister. Throuah
the discussion, tnis participant ana others said that they had gained
practical knowledge that helped them understand their eiderly friends
and relatives' changing needs as weli as their, own feelings and actions
towards these needs.

Having eiderly persons in the group heiped other participants
gain insignt into the aging process. For example, a 73 year old male
participant commented:

I am 73 years old, but I feel like a twenty year old man. I do
not feel that because I nave high blood pressure I should stay
home and cry atl day. 1 come to Church, I visit other peopeil
in the community, ana besides, my father died when he was 100
years old, so | st111 nave many years to live.

Other participants commented:

It is not how many years you have lived, but what your heart
dictates you are. I feel very young and I wish the young peopie

.0t today wouid feel as strong as I feel.

Being part of this group helped me feel proud of what I have
accomplished in tife. I aon't feel old, 1ite is just beginning.

As caregivers in the group tried to make decisions about how to
cope with their depenaent elderiy relatives, they found a few models in
the group to turn to for guidance. When they shared their situations,

they found the other members, especially the elderly, very supportive.
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The information about specific conditions and community resources, and
tie sharing of experiences with others at different stages of the aging
process allowed them to place their situations in perspective and
reduce their anxieties.

The thirty-two participants wno compieted the evaluation ques-
tionnaire at the last meeting are used as the population in the analysis
of the evaluation of this cycle.

Twenty-two (68%) attended four sessions of the cycle, wnile
eleven (32%) attended three sessions. Ninety-one percent found no pro-
biem in attending tne sessions. Two found it a moderate problem, and
the reasons given were that it interfered with other family responsibi-

T1ties.

TABLE 5:10

Assessment of the Program: Cycle II

Was the program helpful

in your daily 1ife? N %
YES 32 100%

NO 0 0

TOTAL 32 100%

A17 of the participants tound that the program had been helpful
in their daily living. The answers to the open-ended question on which
ways the program had been helpful, fell roughly in the following

categories:
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TABLE 5:11

Most Important Way in Which the Program Was Found Helpful: Cycle II

Aspect Frequency Percentage

~ Helped me improve knowledge about
aging and community resources 26 81%

Helped me understand my own feel-

ings and the older person's

feelings 4 13
Helped me get ready for my own aging 1 3

Helped me understand and deal
better with the elderly

—
w

Total Responses 32 100%

Eighty-one percent found the program heipful in improving their
knowledge about aging and community resources, while thirteen percent
found it helpful in understanding their own feelings and that of the
older person. The following comments add to their perception of how
the proéram was found helpfui:

It helped me understand the aged person more, particularly my
sister,

I Tearned a Tot of new things, particularly about some programs
that you are entitied to and do not know how to apply.

..... acquiring more knowledge in how to help my elderly friends.

I iearned a lot about specific conditions in oi1d age that will
he!p me because I am getting old.

The group participants enumeratea in order of preference, the
program aspects wnicn they found most helpful. The following table

shows their first and second choices:
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TABLE 5:12

Most Helpful Aspects of the Program: Cycle II

Aspect Mentioned First Mentioned Second

Information about chronic illnesses

and disabilities in old age 20 2
Information about benefits and

entitlements . : 6 12
Information about community resources 1 8
Sharing and discussing problems with

other members of the group 0 4
Material handed out in the sessions 2 3

Learn how to mediate and deal witn
the agencies 2 0

Participants mentioned the informatién about chronic illnesses
and disabilities in old age as the most helprul aspect of tine program.
As & second choice, their response was the information received about
benefits and entitlements. This table retlects that information about
cnronic illnesses and aging, as a single category, was the most helpful
aspect and not 1ts combination with information on community resources
as refiected 1n the previous table. Sharing and discussing witn otner
participants was mentioned second by four participants.

Group participants were asked to assess how helptul the program

was in various areas. The foilowing taple presents their responses:
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TABLE 5:13
Areas 1n Wnich Group Experience was Found Heipful: Cycle II

Helped a 1ot Helped a littie No Help
N % N % N %

Learn how other peopie deal

with their aged relatives 18 56% 8 25%
Improve my communication
with the eiderly person 20 63 3 9

Unaderstand the complaints of
the older person 24 75 3 9

Establish contact with other
people who are caring for an

elderly person 18 56 6 18
Tatk and share my own aging

with other persons 11 34 7 21
Understand my own aging

process 31 96

Know where to begin to look

for help 24 75 4 " 13

increase my knowledge about
111nesses 1n old age and

how to deal with them 29 90 1 3
Unaerstand the losses that

occur in old age 28 87 2 6
Learn about confusion in

old age 24 75 3 9
Talk about my experiences as

a caregiver 22 68

Learn about nursing homes 19 59

Learn to deal with family :

problems . 16 50 5 15
Learn to give attention to my

own needs and my family needs 22 68 3 9
Talk about my frustrations 17 53

Differences in percentages reflect those who did not answer
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The participants in this cycle reported improvement in all
areas mentioned. Only in one of the areas, sharing and talking about
their feelings with other persons, was improvement reported for less
than fifty percent of the participants. No one mentioned "no help”,
in any of the areas. There were a number of participants who did not
respond to some areas of the questionnaire. Overall, this table shows
that the participants found the program helpful in all areas which
demonstrates that the program met some of their needs and expectations.

Uver fitty percent of the group participants (53%) said that
they had an opportunity to share problems and experiences with other
group members. Twenty-one percent said that they did not and the rest

did not answer the question.

TABLE 5:14
Support From Other Members of the Group: Cycle II

Were other members

supportive? N %
YES 18 56%

NO : 2 6

NO ANSWER 12 38

TOTAL 32 100%

Over fifty percent (56%) of the participants reported that other
members of the group were supportive. Thirty-eight percent did not
answer the questions and no reasons were given for this. Some of the

ways in which other members were supportive are iliustrated in tne

e R Ut VU e
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following comments:

They brought up examples of the ways tney dea’i with their aged
relatives or friends.

By the way they shared and participated in the discussion.
We shared common problems and situations.

They helped me with their comments about how to deal with the
elderly person.

I 1earned trom the experience ot others and just talking to
them helped me a Tot.

Seventy-five percent of the participants stated tnat they kept
in contact with other members of the group between meetings. This 1s
understandable because most of them are members of the Church and
participate in the same activities. Eighty-four percent of them
reported that they plan to see other members in the tuture. Thirty-
seven group members said they would (ike to participate in other group
programs and those who did not wish to participate (16%) statea that
other family responsibilities would interfere with participation in
other programs. Some of the reasons mentioned by those who were inte-
restea in participating:

..... because you always learn new things.

I will continue to heip the aged in the community.

To increase my knowledge about the elderly and ways to nelp them.
To learn from other persons and share with them.

The most significant aspects of this cycle were the education
of the participants and the strengthening of 1inks of an already exis-
ting natural helping network; i.e., a congregation of church members.
Although the majority of the participants were not principal caregivers

of an elderly person, they formed part of an existing informal network
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and were providing assistance to the elderly members of the Church and
the community, for example, visiting and assisting them with some ser-
vice agencies. They saw the program as a way of strengthening the
mutual aid of the members of the Church.
Developing the program in this site provided access to a larger
client population but moved the project away from its central focus,

the caregivers. This cycle had less caregivers than any of the others.

Cycle III:
The third cycle of the project took place at the Spanish Senior

Health Program of tne Spanish touncii for Human Services, iocated in
the East Harlem section of Manhattan. This agency requested in-service
training for its cummunity health workers trom Brookdale Center on
Aging. As a result, the project director offered a workshop on how to
deal with the Hispanic elderly. Tnrough this workshop the staff of the
agency was exposed to the caregivers project and made a request to have
the program ueveloped there. Tie ayency was serving mainly Hispanic
elderly and their families and seemed appropriate as a site wheré the
program could be developed. At the several planning meetings held with
the director and staff of the Senior Health Program, the staff showed
much enthusiasm about having the program at their agency.

Five sessions were held beginning on the last week of November
1982 and ending on the second week of January 1983. Although sessions
were scheduled to take place on a weekly basis, two of the sessions were
postponed because the agency closed on holidays. The group met on
Mondays at 10:00 in the morning.

The participants for this cycle were drawn from the agency's
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case1bad, including active and inactive clients. Recruitment of parti-
cipants proved probiematic as in Cycle I of tne project. Approximately
three hundred Tetters were mailed to the identified potential partici-
pants. The agency's mailing Tist was reviewed in order to identify
those clients who had a relative or contact person for emergencies.
Clerical staff of the agency were helpful in this search. Less than
10 percent responded and only twenty-five persons were interested in
participating. A large number of letters were returned "undeliverable"
and many phones were disconnected. This showed that there was a failure
on the part of the agency to keep accurate records of client's addresses
and also indicatea existence of a distance between agency and clients.
Even though the program was advertised and discussed with staff members,
there was 1ittle referral of clients for the program. However three
staff members, who were also caregivers, participated in the program.

Letters with detailea intformation of tne dates and program con-
tent were mailed to those who were interested in the program. Only ten
out of twenty-tive persons who expressed interest in participating,
actually participated in the program. Follow up done with the other
fifteen persons revealed that they had family problems which preciuded
their attendance.

The sessions were neld in the statf lounge of the agency. Tne
room provided adequate space and facilities for the meetings. It
contained a large table, blackboard and was located far from the clinic

and waiting room area, which allowed privacy. The sesgions began at
10:00 and iasted one and a half hours. The last ten minutes of each
session were used to serve coffee and refreshments and for informal

conversations with group members.
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The content per session in this cycle was similar to the

content of Cycle I, with the exception of the Tast session which was
integrated into session five to make it a five-session cycle at the
request of the participants. The content per session was as folilows:
Session I: The aging person and the family, including types of

help that the family provides to its aging members

and problems faced while doing so; the physical and

emotional aspects of aging and understanding of the

aging process.
session II: Common medical problems in old age, including infor-

mation on chronic illnesses in old age and behavioral

problems with some of them as well as social aspects.
Session III: Understanding sensory losses in old age, hearing and

vision impairments in old age and communication

problems.

Session Iv: Special reactions to aging, dealing witn our feelings
towards our aged relative or friend and our own aging.

Session V: Community resources and ways to help our elderly in
the community information about benefits and entitle-
ments for the elderly and dealing with the service
agencies; evaiuation and foilow-up alternatives for

. the group.

A11 participants in this cycle received a packet with supplemen-
tal material after each session and a certificate of participation in
the Tast session.

Initial interviews were completed with ten participants in the
group. Analysis of the questionnaires revealed the following partici-
pant's profile:

In a duplicated count, the participants identified themselves
as caregivers (8), elderiy persons (6), ana people anticipating a care-
giving role in the future (2). The*ages of the participants ranged from

seventeen years old to seventy-three. Besides the seventeen year old,

there were three other members below thirty years of age. The rest (6)
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were over 64 years old. The presence of a teen-age member in this
cycle, as weil as in the tirst cycle of the program, itlustrates the
importance ot the grandparent-grandchild relationship in the Hispanic
culture and also points to the fact that all family members share in
the caregiving tasks. This member was living with her grandparents
during the week and spent time with her parents on weekends.

Seven members were female. lhree were married, two divorced
and three were widows. Six were retired, which was not surprising
since six members were over 64 years old.

A large number of tnhe participants (7) were born in Puerto Rico
and had been in the United States over twenty years. Only two were
born in the mainland United States, and one member was from Colombia.

Tne educational level of the group participants was Tow. Five
of them had less than a highvschool diploma, and only two had gone
beyond high school. As expected, the annual income was also low. Five
earned less than $10,000 and only two were employed full-time.

The participants in this cycle were attractea to the program

for various reasons. The following table summarizes their responses:

(Table 5:15)
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TABLE 5:15

Motivation to Participate 1n the Program: Cycle III

Item Mentioned Not Mentioned

Learn about chronic illnesses
and disabilities in 0ld age 10 100% 0 0

lLearn about benefits and entitle-
ments ‘ 10 100 0 0

Learn about emotional reactions
and needs ot the older person 8 80 2 20

Share my experiences with other
group members 8 80 2 20

Learn about programs and i
community resources . 9 90 1 10

Listen to other people who are
caring tor an older -person 8 80 2 20

Learn.to get ready for my
own aging 7 70 3 30

One member's husband had recently died and she was attracted to
the program because she wanted to spend time out of her house. Her par-
ticipation in the program was very helpful to other members, as death
and dying came up in the group discussions.

Eight participants were caregivers, five of them primary care-
givers. The caregiver was, 1n the majority of cases, a spouse (2) or
an oftfspring (4). Three of the caregivers were daughters and one was
a son. The rest were friends and neighbors of the elderly.

The elderly person receiving care was likely to be over 65 years
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old (75%), married (50%), and 'iving with the caregiver (62%).
The activities performed by the caregivers in the aroup were
varied and numervus. They ranged from meai preparation to aid in
dealing with the service agencies. Table 5:16 presents a description

and frequency of the activities performed by them.

TABLE 5:16
Activities Performed by the Caregivers: Cycle III
(N=8)
Item At least Three to four At least Never

once a day times a week once a month

Shopping for food or
personal things 0% 62% : 13% 25%

Meal preparation 13 25 25 37

Light housecleaning
(dishes, dusting, etc.) 13~ 50 0 37

Heavy housecleaning
(floors, windows, etc.) 0 13 50 37

Administer and supervise

medication 50 13 0 37
Laundry 0 25 25 50
Help in personal hygiene 25 13 0 62
Contribute money for

expenses 0 13 37 50
Help manage finances

(cash check, pay bilis) 0 0 62 37
Assist in transportation

to appointments 0 0 50 50
Emotionai support

(visit, talk, pnone) 87 13 0 0
Help mediate with agencies 0 0 75 25

Take home for weekends 13 0 13 74
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Emotional support emerges as the most frequent activity performed
by the caregivers in this cycle. Eighty-seven percent do it on a daily
basis, and thirteen percent on a weekly basis. Instrumental assistance
is the most frequent activity in which the caregivers are involved. The
activities include, meal preparation, housecleaning chores, personal
hygiene and assisting in transportation. Not all the activities performed
by the caregivers required the same amount of time. For example, trans-
portation and helping in managing finances are activities usually performed
on a monthly basis. On the other hand, almost over fifty percent of the
respondents who helped with household chores and meal preparation are
involved on a daily and weekTy basis. Financial assistance emerges as one
ot the 1ess frequent typed of help provided to the e1derly:

The participants were asked to select which of the activities was
the most difficult and thirty-seven percent responded that none were dif-
ficult. However, fifty percent mentioned that providing emotional support
and communicating with the elderly person was the most difficuit activity
in their caregiving roie.

The most difficult thing for me is to make my mother understand
that I have my own problems and she is always complaining about
her own things.

It is hard to talk to.my mother when she does not understand and
sometimes does not recognize me.

Providing personal care to my wife 1s the most difficuit thing,
she usea to ao everything tor nerself.

Light caregivers mentioned that the older person's major problem
was physical and mental. One member described his wife's condition as
follows:

She is bedridden with a colostomy and paralyzed. Everything has
to be done for her in the bed.

My mother is mentally i11 and sometimes she gets aggressive.

. eum B o N S e
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The next table shows the services that the older person receives

trom the formai organizations.

TABLE 5:17
Services That the Older Person(ﬁegiives from Formal Organizations: Cycle III
Services Receiving '—-ﬁgi Receiving
N % N

Counseling 2 25% 6 75%
Escort services 0 0 8 100
Transportation 4 50 4 50
House repairs 0 0 8 10u
Friendly visitors 0 0 8 100
Telephone reassurance 0 0 8 100
Legal services 0 0 8 100
Personal care* 4 50 4 50
Shopping* 4 50 4 50
Light housecleaning* 4 50 4 50
Laundry* 4 50 4 50
Financial help** 6 75 2 25
Home health aid 0 0 8 100
Home attendant 4 50 4 50
Visiting nurse 4 50 4 50
Meals on wheels 0 0 8 100
Senior Citizen Center 0 0 8 100

* These services were performed by the Home Attendant
** Supplemental Security Income (SSI)
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The home attendant provides most of the services that the
elderly person receives (50% had one). In addition to the home atten-
dant, transportation and visiting nurse are the only services that the
elderly person receives from the formal agencies.

Data in Table 5:16 and Table 5:17 demonstrate again that care-
givers provide a wide range'of activities for the elderly even when
there is a home attendant involved.

The informational and supportive aspects of the program provided
the opportunity for group members to interact and share concerns regar-
ding the topics discussed. The sessions were initiated with exercises
and role playing so as to facilitate group interaction. In the initial
meeting, members introduced themseilves in relationship to their inter-
action with an elderly person. Group members described their feelings
and relations with the elderly, and group cohesiveness developeda quickly
as common problems were articulated and recognized. One of the members
had recently lost her husband and was still coping with that loss.
While describing her situation she cried very often and group members
expressed support, encouraging her to explore ways in which she could
become involved so as to cope with her loneliness. Quotes from several
group members illustrate how they articulated their situations:

I am very concerned about my mother because she is very frail and
neeas a lot of supervision. She Tives with my brother but he is
not capable of providing all the assistance she needs. I cannot
bring her to iive with me because I don't have enough room 1n my
apartment. We have applied tor a home attendant but her doctor
won't sign the papers she needs.

I Tive with my grandmother and my grandfather. They are both very
old but still not very sick. My grandfather had high blood pres-
sure but he helps my grandmother in the house. They need somebody

to be with them because they don't speak English and need help in
going shopping or moving around.
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I am married to a 70 year old man, who is not the father of my
kids and I have a lot of problems with my chiidren because they
do not obey him and do not understand that he is a sick man.

The carégivers in this cycle were providing strong support for
their elderly relatives, but obviously functioned with specific con-
straints. The group members were supportive of a twenty-three year old
single mother of a five year old child who was taking care of her
mentally-i11 mother and attending school. This member was afraid of
institutionalizing her mother who was aggressive. With the assistance
of group members and her caseworker at the agency, this member was con-
vinced that the best thing for her mother, herself and her child was for
her mother to receive in-patient services for her mental condition.

The issue of communication with parents and other family members
was raised frequently in group discussions. One member, who was attending
the group while working at the agency, raised problems she was having 1in
getting her sister to share some qf the responsibilities of caring for
the motker. Sne also raised the problem of communication with her mother.
Some members concluded that sharing responsipilities with other family
members helped them to feel less pressured and improved their communi-
cation with the elderly. They suggested ways in which this member could
involve her sister in helping the mother, such as taking her for weekends
or visiting more otten. They discussed how to balance the time one
spends with the elderly, and the time one devotes to oneself and other
family members. Communication and listening skills were an important
topic of discussion in this group. Members were given suggestions on
1istening while encouraged to practice these skills in the group.

The group facilitator encouraged group members to present sugges-

tions to others and seek feedback on suggestions in all the sessions.
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As the group sessions progressed, group members became increasiqg]y
self-directed, helping each other with suggestions and using their own
experiences as examples.

One group member, a neighbor and friend of an elderly person,
was actively 1nvolved in making otner members aware of tne role of
friends and neighbors in times of crisis. She pointed out to the group
that many times the relatives of the elderly do not turn to their
neighbors for heip, yet there are a lot of friends and neighbors who
are willing to help, making suggestions, visiting the elderly, and even
offering advice to the relative involved.

mMembers of the group made observations on how they were influ-
enced by fne situations of their aged relative or friend. This feeling
1S summarizéd by the comment of a group member:

My mother is always very sad. Whenever I go visit her, I leave
depressed. She feels that she is no longer independent and that
mades her sad... and I feel sad too.

A young member of the group confided that she was freguently
upset and depressed due to her elderly mother's iliness.

In some instances, the avaiilabie family members also suffered
from debilitating conditions, as was the case of a 73 year old man was
providing care to his 73 year old wife. Mr. F. did not trust the persoh
who was helping his wite, 1n this a case a home attendant. He preferred
to be in the house watching his wife even when he had medical appointments.

The feelings that surround the loss of a person were discussed as
well as alternatives in dealing with a widow parent. Discussion moved
into planning for their own death and ways in which they prefer to die.
For example, some members mentioned that they preferred to die in their

sleep and not of a long-term illness.
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A general evaluation instrument was distributed at the end of
the last session to be completed anonymously. Members were asked ways
in which the group program was helpful. Eight members completed the
evaluation forms and their responses are used for the evaluation of
the cycle.

Six participants attended four of the five sessions, while two
completed the cycle. Seven found no problem attending the meetinos.

One found it a Tittle problematic because of job responsibilities.

TABLE 5:18

Assessment or the Program: Cycle III

Was the program helpful

in your daily life? N b
YES 8 100%

NO 0 0%

Total 8 100%

A1l the participants considered the program helpful in their

daily life. Their answers are summarized iﬁ the next Table.

(Table 5:19)
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TABLE 5:19

Ways in Which the Program was Found HeTpful: Cycie III

Aspect ' Frequency Percent

Helped me improve knowledge about

aging and community resources 3 38%
Helped me understand my own feelings

and the older person's feelings 3 38
Helped deal better with the elderly 1 12
Helped understana that we all

share the same problems 1 12

Participants mentioned various ways in which the program was
helpfut. Three persons mentioned that the program had helped them improve
their knowiedge about aging and community resources while another three
mentioned that it helped them understand their own and their older rela-
tive's feelings. Othér ways in which the program was found helpful was
in dealing better with the elderly and sharing with others the same pro-
blems. The toltowing quotes add to the perception of how the program
was nelpful.

It helped me to understand myselt and control my emotions while
dealing witn my motner.

The information I received on community resources and the physical
and emotional aspects of aging was very helpful.

I felt relief after I discovered that other people have simiiar
problems.

Participants were askea to rate the program in various items:
information, material handed out, group interaction and specific skills.

Their answers are summarized in the following Table:
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TABLE 5:20

Most Helptul Aspects of the Program: Cycle III

Aspect Mentioned first Mentioned second

Information abodt chronic illnesses
and disabilities in old age 5 3

Information about benefits and
entitlements 0 3

Information about community
resources 0 0

Sharing and discussing problems
with other members 3 2

Material handed out in the
sessions 0 0

Learned how to mediate with the .
agencies 0 0

Five participants mentioned as the most helpful aspect the infor-
mation received about chronic illnesses and disabilities in old age.
Three mentioned sharing and discussing their probiems with other members
of the group as the most helpful aspect. Information about chronic i11-
nesses and information about benefits and entitlements were both selected
as the second most helptul aspect of the program.

The participants assesses the program in various areas presented

in the next Tabie.

(Tabie 5:21)
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TABLE 5:21

Areas 1n Whicn Group Experience was Found Helipful: Cycle III

Learn how other people deal
with their aged relatives

Improve my communication with
the elderly person

Understand the complaints of
the older person

Establish contact with other
peopie who are caring for an
older relative

Talk and share my feelings
with other persons

Understand my own aging
process

Know where to begin to look
for help

Increase my knowledge about
illnesses in old age and how
to deal with them

Understand the losses that
occur in old age

Learn about confusion in
old age

Talk about my experience as
a caregiver
Learn about nursing homes

Learn to deal with family
problems

Learn to give attention to my
own needs ana my Tamily needs

Talk about my fTrustrations

Helped a lot Helped a little No Help

N8
6 75%
6 75
5 63
3 38
7 87.
6 75
6 -75
7 87.
7 87.
6 75
7 87.
3 38
4 50
5 63
5 63

N
1 12.
1 12.
1 12.
3 38
1 12
2 25
1 12
1 12
1 12
1 12
2 25
1 12
1 i2
2 25

K T

5%

5 1 12.5%

1 12.5

.5 1 12.5

Differences in percentages and frequencies reflect those

who did not answer
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Overall, the participants expressed that the program has been
helpful in most of the areas. Three areas in whiéh the participants
reported no help are: understanding the complaints of the older person,
learning about nursing homes, and learning to deal with family problems.

The majority of the participants (87.5%) reported that they had
an opportunity to share and discuss their problems with other members
of the group. One of the participants reported that he did not have

the opportunity to share with other members.

TABLE 5:22
Support From Other Members of the Group: Cycle III

Were other members

supportive? N %
YES 8 100%

NO 0 0

TOTAL 8 100%

A1l of the participants found other members in the group suppor-
tive. The following comments illustrate some ways in which members
found support in the group:

I found answers to my probliems.

I realized that the majority of the persons in the group know how
to handle their problems and that helped me.

...because they discussed problems that I am facing with my mother.
They gave me a lot of support in dealing with my situation.

Other persons in the group are going through the same problems that
I am dealing with.
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Six participants expressed that they have kept in contact with
other members of the group. The staff members of the agency commented
that now they could relate to each other in a different way because
they share a common problem. They reported that the relationship
improved after having been exposed to the group program. Other members
became aware that they lived in the same housing project and that they
could visit each other more often and help each other in dealing with
their aged relatives. Two of the participants mentioned that they live
far from other members and that would affect the contact between them.
A11 members exchanged telephone numters and addresses in order to main-
tain contact with each other.

A1l of the participants expressed interest in attending other
group programs but stated that they preferred progréms formed and led by .
professionals. They were all informed about other caregivers groups in
the community and ways to deveiop their own group.

Members of the group commented on ways to improve the program.
In many instances, comments were added to the questionnaire.

The program was very good. Thank you very much. 1 wish we could
do it again.

Future programs shouid include a section on nutrition and exercises
to help the elderly.

Elderly persons should be included in the program so that they can
understand the changes they are going through.

The program should be given in all senior centers.

Cycle 1V:

The development of three cycles of the program was announced in
Brookdale Center on Aging Newsletter resulting in various requests by

agencies serving the Hispanic elderly to develop the program at their



141

agencies. The Boricua Senior Citizen Center in the South Bronx was
chosen to be the site for the last cycle of the program because of
the area‘s large Hispanic population. The recommendations of previous
participants in tne program to include aged persons and to aevelop the
program in senior centers aiso weighed in tne selection of this site.

The center is one of the services offered under the auspices
of the Christian Benevolent Association. Other services included a
home attendant program and a transportation service for e]der]y people.
The program intended to attract people served by all services. Outreach
efforts included announcing the program in the various service units,
posting flyers announcing the program in the Association's building, and
work of mouth. A meeting té explain the nature of the program to the
seniors at the center was held a month before the program started. The
majority of theApdrticipants were drawn from the caseload of the senior
center. Two hundred and seventy-tnree letters were maiied to tne emer-
gency contact personsv%dentified in the ciients' records. The response
rate was close to ten percent. Twenty-eight persons contacted the
project director to participate in the program, although twelve of them
could not attend because of familial or work responsibiiities. In sum-
mary, eignteen persons registered to participate and fourteen attenaed
the program.

Five sessions weré carried out from February 11th to March 11,
1983. The meetings were heid on Fridays at 10:00 in the morning.

The meetings took place in a jarge room used for classes at the
senior center. The space and facilities were adequate and provided
privacy for the sessions. Each session lasted one-and-a-half hours.

Refresnments were served after each session.
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The content per session for this cycle was the same as the one
used in Cycle III. A1l sessions werée supplemented with a packet of
information and certificates of participation were given at the last
meeting.

Participants for this cycle were attracted to the program for a
variety of reason. Une of them expressed that she was a caregiver for
her mother and also worked in a program serving elderly persons. She
considered that the information.received in the program would benefit
her both in her personal life and in her job. A1l of the participants
expressed interest in obtaining information about the aging process,
benefits and entitlements tor the aged, community resources for the aged
as well as discussing some of their problems with other members of the
group. Two of the participants were interested in learning how to cope
with their own aging process.

Initial interviews were compieted with the Tourteen participants.
The majority (10) were providing care to an elderly relative or friend.
Two other participants were seniors attending the senior center, and two
were friends of eiderly persons.

Tne ages of the participants in this cycle ranged from 34 tc 69
years oid, with a median age of 51. Thirty-six percent were over 60 yedrs
0ld, and twenty-eight below forty.

Over seventy percent (71%) of tne participants were female énd
twenty-nine were maie. Fifty percent were married, forty-two divorced,
and seven percent single.

None of the participants in this cycle were born in the continental
Unitea States. Séventy—eight percent were born in Puerto Rico, and the

rest in Central America or in other Caribbean Istands. Fifty percent had
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lived in the United States over thirty years, while seventy-eight per-
cent had lived over twenty years.

None uf the participanis had gone beyond high school. Only
fourteen percent had completed high school and sixty-four percent nad
high school courses. There was one member with no schooiing. Only
thirty percent were working. Thirty-five percent were unemployed.
Income was less than $10,000 in ninety percent of the cases.

The group formed by children of the elderty (50%), friends or
neighbors (14%), spouses of an elderly person (7%), and eiderly persons
(26%). Ten of the participants were principal caregivers although 1n
four of the cases the caregiving activities were shared with other
relatives. .

The elderiy care recipient was likely to be over seventy years
old and a motner of a participant. In forty percent of the cases, the
elderly was living alone, while in thirty percent of the cases the
elderty was Tiving with the caregiver.

Tne following table provides descriptive information of the

activities performed by the caregivers in this cycle.

(Table 5:23)
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TABLE 5:23

Activities Performed by Caregivers: Cycle IV

(N=10)

Items

At least once

Three to four

At least

Never

a day times a week once a month
Siiopping for peksona1
things or food 20% 20% 30% 30%
Meal preparation 40 10 20 30
Light housecleaning
(Dust, dishes, etc.) 20 30 20 30
Heavy housecleaning
(Floors, windows) i0 30 20 40
Administer and supervise
medication 40 20 20 20
Laundry 10 40 0 50
Heip or supervise
personal hygiene i0 10 0 60
Contribute money for
expenses 0 0 20 80
Help manage finances
(Cash checks, pay bilis) 0 0 50 50
Assist in transportation
(Take to appointments) 0 10 50 40
Emotional support
(Visit, taik, phone) 90 10 0 0
Take nome for weekends 0 0 30 70
Help mediate with agencies 0 0 70 30

When compared with previous cycles, the caregivers in this cycle

were providing more care to the elderiy person in terms of frequency.

Emotional support emerges as the most frequent activity done by the
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caregivers (90%). Because only thirty percent of the elderly persons
were receiving home attendant services, the caregivers had to pbe more
involved in the care of the elderly.

Other services that the older person was receiving from agencies
were transportation (30%), financial assistance (50%), visiting nurse
(40%), and senior citizen center (30%).

Participants in the group were asked to mention which of the
things done for the elderly was the most difficult and only fifty per-
cent reported having difficulties. Communication with elderly (30%)
and nroviding personal care (20%) were reported as ditficult. Fifty
percent reported that having a nome atiendani would nelp them in dealing
with the elderly.

In fifty percent of the caseé, physical problems were reported
as the older person's major probiem.

He nas a stomach uicer and diabetes and is aiways at the doctor's.

She is blind and requires somebody to check her medication for
the diabetes. :

The arthritis makes it nard for her td move around.

Other problems that the elderiy faced were mentioned, 1.e.,
memofy problems, isolation and financiai problems.

Members of the group were spontaneous in sharing and discussing
their problems with one another. From the initial meeting they engaged
in probiem-soiving situations and interacted in such ways as to influence
one another. For example, the children of eiderly parents in the group
exchanged ideas on ways in which they were coping with their parents'

demands. One of them was very helptul to others, offering suggestions

as to how to divide the time between Tfamily responsibiiities and attention

. e L “ - N L. e
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to the aged person. Free expression, mutuai support, and nign commuhi—
~cation characterized the group process. HMembers tried to help each
other while understanding their own probiemé and actions.

Attendance throughout the five sessions was consistent and this
facilitated the discussion of problems. Ten of the participants attended
five of the sessions whiiv the other two attended four. A1l of the care-
givers in the group acKnbw]edged facing difficulties in their caregiving
role ana wanted to find ways in which their relationship with the elderly
would be improved, especially their communication problems. Some felt
frustrated by other personal probiems that interfered with their relation-
ship with tne elderly. Statements included: daughters not getting support
from their husbands in devoiing time tu their mothers; wives feeling
trapped between their own children’s demands and those of their sick
husbands. Through the sharing of information and identification with one
another, group couhesiveness deveioped. Tiiis was exemplified by the
interaction after the meetings were over.

Members ot the group also began to deal with some of their feel-
ings toward the aged relative or friend. Some of them showed anger
towards the elderly, while others expressed guilt. Some members related
incidents where they had felt very angry with the elderly person for the
amount of time their care demanded. Another member stated how guilty
she felt about not being able to bring her mother to Tive witnh her. AIll
the members admitted feeling similarly and began to look for solutions
with the notion that it was within their power to effect changes in
their situations.

The information provided to the group members regarding specific

conditions in old age, tne aging process, and community resources was an
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important component or the group process. Through the information they
received, tne apprehension and concern about their aged relative or
friends were overcome. Such information was necessary to facilitate
decision-making regarding the avaiiability and choices of service provi-
ders. Some participants acknowiedged their lack of information about
some services available for ihe eiderly, while uthers were hesitant to
apply for services for fear of not qualifying. One participant confided
tnat she iearned that agencies were not only tor the homeless or family-
less.

Elderly members of the group emphasized now important it was for
them tc talk and be Tistened io by their chiidren. Communication again
pecame an important topic of discussion. The topic of reminiscing as a
form of communication used by the elderly was stressed by the group
facilitator. Participants became aware of how some of their elderly
relatives or friends talk about thneir past tu show how things have
changed or as a way of helping with child-rearing. Other members
mentioned that when the elderiy person lives alone, they need to have
enough relaiives visit or call them so as not to feel isolated. Commu-
nication skills were presented to the group participants.

When the sessions ended, the expectation was that the partici-
pants would exhibit mixed emotions including a feeling of abandonment
by the other participants and the group facilitator. It was not surpri-
sing that anger was released, since members had made an emotional invest-
ment by their participation in the group. They had risked themselves in
front of others. Members were helped to understand that these risks had
been positive, because now they were better able to deal with their

situations. Alternatives to follow-up were aiso discussed.
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Twelve participants compieted the evaluation instrument admin-

istered at the last session.

TABLE 5:24

Assessment of the Program: Cycie IV

Was the program helpful

in your daily life? N _h
YES ' 12 100%

NO 0 0
TOTAL 12 100%

The program was found helpful by all of the participants in this
cycle. The open-ended question as to ways in which the program was helpful

1s categorized in the following table:

TABLE 5:25
The Most Important ways in Which the Program was Found Helpful: Cycle IV

Aspect Frequency Percent

Helped me improve knowledge about
aging and community resources 7 54%

Helped me understand my own feelings
and those of the older person 2 18

Helped me deal better with the
elderly 2 18

Helped me understand my own aging 1 10




143
Fitfty-four percent of the participants found the program heipful

in improving their knowledge abou£ aging and community resources. [he
other respondents found it helpful in helping them understand their uwn
feeiings and those of the elderly person (18%) and in dealing witn their
aged member (18%). The fotlowing comments add to the respunses:

It was very educationai.

It has heiped me help others.

It helped me understand how I feel about my mother and how to
heip her more. '

I Tearned a 1ot about my own aging process.
The participants were asked to enumerate the most heipful aspects

of the program. .Firsi and second mentiovned are presented in ihe next

table.
TABLE 5:26
Most Heipful Aspects of the Frogram: Cycle IV
Aspect Mentioned first Mentioned second

Information about chronic illnesses

and disabilities in old age 10 1
Information about benefits and

entitlements 1 5
Information about community

resources 0 3
Sharing and discussing problems

with other members of tne group 0 2
Material handed out in the sessions 0 0

Learn how to mediate with the
agencies 1 0
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Participants mentioned most frequently as first the information
apout chronic iilnesses and disabilities in old age. Tne second most
frequently mentioned were information about benefits and entitlements
(6) and information about community resources (3). Sharing and discus-
sing problems with others was mentioned second by two participants.

Assessment of the program by participants was more specifically
done in various areas. Table 5:27 refiects their responses to this

question.

(Table 5:27)
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Areas in Wnich Group Experience was Found Helpfui: Cycle IV

Heiped a Tot Helped a little No help

N % N % N %

Learn how other people deal
with their aged relatives 12 100 O 0% 0 0%
Improve my communication
with the elderiy person 11 92 1 8 0 0
Understand the complaints
ot the older person 11 92 1 8 0 0
Establish contact with other
caregivers 10 84 2 16 0 0
Talk and share my feelings
with other persons 10 84 2 16 0 0
Understand my own aging ‘
process 12 100 0 0 0 0
Know where to begin to look
for nelp 11 92 1 8 0 0
Increase my knowiedye about

ilinesses in old age and how

to deal with them 12 100 0 0 0 0
Understand the losses 1in
old age 11 92 1 8 0 0
Learn about confusion in
0id age : 11 92 1 8 0 0
Talk about my experience as
a caregiver 9 75 3 25 0 0
Learn about nursing homes 8 66 4 34 U 0
Learn how to deai with famiiy

robiems 10 84 Z 16 {0 0
Learn to give attention to my
needs and my family needs i0 84 2 16 0 0

Taik about my frustrations 12 100 0 0 0 0
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In generai, the participants reported that the program was
helpful in all areas mentioned. None of them cited any areas in
whicn the program was not helptul. Their responses demonstrate tnat
the program met some of tieir needs and expectations.
A1l of the participants mentioned that they had an opportunity

to share their problems and experiences with other members.

TABLE 5:28
Support From Other Members: Cycle IV

Were other members

supportive? N b
YES , 12 100%

NO 0 "0

TOTAL 12 . 100%

-

A1l ot the participants reported that other members were suppor-
tive. Their responses are illustrated in the following comments:
..because they all discussed their problems and 1istened to mine.

Everyone had the opportunity to talk about their probliems whiie
being attentive to ours.

They gave me advice on how to deal with my mother.
Six out of the twelve participants reported‘having kept contact
with other members. Eighty-three percent stated that they planned to
see other members in the tuture. Ali of the participants were interested
in being part of other group programs. Some reasons ftor these were
mentioned as follows:

These group programs are very useful because one wili be part of
the aged population soon.
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I am interested in learning more.

...because it nas been very helpful in my life.

You always 1earn from others.

Participants' reactions to the program were generaily positive.

A1l of the participants stated that they would recommend the program to
other peopie. Severai members made additional comments to improve the
program. Tne following are sume of them:

I would benefit it I continue seeing other members. .

Follow-up should be done atlléast once a montn.

The program nas been very good and should be done with elderiy
people.

The program should be repeated at other senior centers

OVCRVIEW OF ALL THE PARTICIPANTS IN THE PRUGRAM

This section inciudes an assessment of the total number of parti-
cipants and sessions attended. The results of the program are analyzed
from the data collected at the beginning of the cycles in the initial
questionnaire and the evaluation forms completed by the participants at
the end of each cycle. Demographic characteristics of the participants
as well as the aged receiving care are examined to describe the population
served by the project and to compare it to the general population. Also
included are common issues compiled throughout the sessions that describe
family caregiving among Hispanics. The section concludes with an evaiu-
ation of the four cycles and a summary of key aspects of the program.

Program Registration and Participation:

There were 79 persons who registered to participate in the four

cycles ot the program, fifty-eight ot whom actually participated.

.t
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TABLE 5:29

Enroliment in the Program by cycles

Cycle Registered to participate Actually participated
Cycle 1 12 12
Cycle 1II 24 22
Cycle III 25 10
Cycle 1V 18 14
Total 79 58

Cycte II had the largest number of pérticipants in the program as
well as the Targést number of people whg registered to pariicipate. The
actual number of participants are those who compieted at least half of the
sessions scheduied for each cycle. 'The foliowing table illustrates the

number of sessions attended by participants in each cycle.

TABLE 5:30
Number of Sessions Attended by Participants in Each Cycie

Number of . -

sessions attended A1l Cycles Cycle I Cycle II Cycle III Cycle 1V

Six sessions 0 0

Five sessions 12 3 0 2 7

Four sessions 22 3 13 6 3

Three sessions 14 1 11 0 2

Two sessions 1 8 0 0

One session 0 0 0 0 0
Total 58 8 32 8 12
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The data presented in the previous table is obtained from those
participants who completed the final evaluation and attended the last
session per cycle. A1l the participants in the four cycles attended at
Jeast two sessions of the program. The majority attended four sessions.
Differences in number of sessions reflect the number ot sessions in
each cycie. For example, Cycle I had six sessions, while Cycle II had
four.

The analysis of the program participants' characteristics and
types of involvement in the caregiving role, is based on the fifty-eiéht
participants who completed the initial questionnaire at the beginning of

each cycle.

Demograpnic Characteristics ot Program Participants:

vin planning a program for any target population, it is important
to identify the ages, sex, educational level and other sociodemographic
characteristics of the population. Table 5:31 presents a distribution
of the major demographic characteristics of the participants in the

program.

TABLE 5:31

. v,
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TABLE 5:31
Distribution of Major Demographic Characteristics of Group Participants
Frequency Percent
Age -
Less than 30 5 9%
31 to 40 9 15
41 to 50 11 19
51 to 60 13 23
61 to 70 17 29
Over 71 3 5
Sex
Female 42 72
fiale 16 28
Marital Status
Singie (never married) 7 12
Married 33 57
Separated/Divorced 9 17
Widow 6 12
Piace of Birth
Mainland U.S.A. 3 6
Puerto Rico 39 64
Other Caribbean Islands 9 16
Central America 3 6
South America 3 6
Europe 1 2
Education
Nu schooiing 2 3
Elementary Schooi 8 15
High School Courses 21 37
High School Graduate 17 30
College Courses 5 7
College Diploma,
Pruofessionai Diploma 2 3
No answer 3 5
~ Working Status
Full-time employed 21 36
Part-time employed 6 10
Not Working* 31 54
Income
Less than $5,000 19 33
$5,000 to $10,000 ‘15 22
$10,000 to $15,000 6 10
$15,000 to $20,000 4 7
Over $20,000 7 12

* Includes: retired, unemployed, housewife and students
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Data on the previous table demonstrate that over fifty percent
of the participants in the program were 51 years old and over (57%) and
with the largest concentration in the ages of 61 to 70 (29%). It is
interesting to note that two of the participants were seventeen years
old and grandchiidren of an eiderly person.

As the data indicate, more than haif ot the participants reveaied
that fitty percent had less than a nigh schooi diploma. Only thirty per-
cent nad completed high school and ten percent had college courses or
were coilege graduates. Three percent nad no schooling.

The annual 1ncome of the participants was aiso Tow when compared
to the general population. (3$14,000 for Hispanics and $20,000 for non-
Hispanics). Tne Tower median income is reflected in the 1ncome distri-
bution of the participants: thirty-thnree had incomes beiow 35,500, and
about 55 percent below $10,000. In the upper end of tne distribution,
only 12 percent earﬁed more than $20,000 a year.

Participants 1n the program were attracted to participate in it
tor different reasons. The following table presents the responses to

this question.

{Table 5:32)



158

TABLE 5:32
Reasons to Participate in the Group Program
(N=58)
Aspects Mentioned Not Mentioneq

To jearn about chronic illnesses

and disabilities in ol1d age 91% 9%
Learn about benetits and

entitiements for the aged 81 15
Learn about emotional reactions

and needs of older peopie 81 19
Share experiences with other

caregivers 76 24
Learn about programs and community _

resources for the aged 83 17
Listen to other people who are

caring tor elderly persons 71 29
Learn to get ready for own aging 81 19

One basic characteristic of the group participants was the involve-
ment in the pfogram for educational reasons. The most frequently mentioned
reason to participate was to learn about chronic iilnesses and disabilities
in old age (91%). The second most frequently mentioned was to learn about
community resources for the aged (83%). The moiivation tu listen to uther
peopie’ who are providing care to an older person was mentioned to a Tesser
extent (71%).

The participants were asked how they thought the program could be
he1pfd1 to them. Their responses to this open-ended question are summarized

in Tabie 5:33.

(Table 5:33)
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TABLE 5:33

How can the program be heipful to you?

Frequency Percents

Learn to deai with tne oider
person's disabiiities 18 55%
Communicate better with the
eiderly 6 ‘ 18
Share my problems with others 3 9
Prepare for caregiver's roie 2 6
Learn about the aging process 2 6
Learn about programs in the ,
community 2 6

Total responses 33 100%

A great number'of the participants who answered the question were
interested.in getting information avout specific conditions of old age
and how to manage them. Only a smali number of them stated that sharing
their caregiving role in the group would be beneficiaf.

Tnirty-tour (58%) of the participants were caregivers of an
eiderly person. The following section wili present demographic character-
istics of this popuiation, a description of the activities done for the

elderiy, and problems encountered while providing care to an elderiy person.

Caregiving Popuiation Characteristics:

Children represented over fifty percent of the caregiving popula-
tion of the project. Daughters composed forty-six percent and sons repre-
sented fifteen percent. Distribution of the major sociodemograpnic charac-

teristics for the caregiving pupuiation are presented in Table 5:34.
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TABLE 5:34

Demograpnic Characteristics of the Caregivers

Age
tess tnan 30
31 to 40
41 to 50
51 to 60
61 to 70
Over 70

Sex

?ema]e

Male
Marital Status

Singie (never married)
Married

Divorced/Separated
Widow

Reiationship to Glder Person

Spouse

Daughter

Son
Daugnter-in-law
Sister
Granddaugnter
rriend/Neighbor

Education

No school

Elementary School

High School Courses

High School Graduate

Coilege Courses

Coilege or Professional Dipioma

Working Status

Fuil-time Employed

Part-time Employed

Not working (Retired, unemployed,
housewitfe and students)

Income

Less than $5,000
$5,000 to $10,000
$10,000 to $15,000
$15,000 to $20,000
NO answer

Frequency Percents
6 18%
6 18
5 15
9 23
5 i5
4 il

28 82
6 18
5 15

18 53
8 23
3 9
4 12

16 46
5 15
2 5
2 5
2 5
4 12
5 15

15 45
7 21
2 5
2 5

i0 29
5 15

19 56

11 32

12 35
4 12
3 9
2 6
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As the data indicate, more than half of the caregivers (53%;
are currently married and living with their spouses; fifteen percent
have never been married, while the remaining respondents are widowers
(9%), separated or divorced (23%).

The ages of the caregiving population ranged from seventeen to
seventy years old, with a median age of forty-eight. Related to the
general demographic trends, we see a middle-aged popuiation facing the
needs of an oid, frail eiderly relative or friend. Thirty-six percent
of the caregivers were under the age of forty, with approximately one
fourth below thirty years old, and eleven percent over seventy-one years
old. |

Famiiy income of the caregivers ranged from under $5,000 annuaily,
to over $20,000. Over fitty percent (67%) fall within the lower income
group (under $10,000); twelve percent earned between $10,000 to 515,000
and only nine percent reported incomes of $20,000 or more.

It should be noted that education and income were strongiy related
in this sample; with the popuiation emerging as a disadvantaged group.
Only twenty-nine percent were not working.

The care recipient popuiation in the project were predominantiy

1iving with the caregiver (47%).

The Qlder Person:

Table 5:35 describes the sociodemographic characteristics of the

older person receiving care by a reiative or friend.

(Table 5:35)
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TABLE 5:35

Demograpnic Characteristics of the Care Recipient (older person)

Frequency Percents
Age
Less tnan 60 3 9%
61 to 69 8 23
70 tc 79 3 23
80 to 89 14 41
Over 90 1 4
Marital Status
Single (never married) 4 12
Married 10 29
Separated/Divorced 7 21
Widowed 13 38
Living Arrangements
With Participant Caregiver 16 47
With Spouse 3 9
Alone 9 26
With Other Reiatives 6 18
Source of Income ’ .
Social Security 13 39
Suppiemental Security Income 13 39
Both Social Security and SSI 5 15
Pensions 1 3
Help from Reiatives 2 4

The older person receiving care is most often over 70 years of
age (68%), widowed (38%), and living with the caregiver (47%).

The major problems of the older person reported by the caregivers
were physical (65% of the caregivers mentioned it). The most cummun
physical problems mentioned by the caregivers were: arthritis, diabetes,

neart conditions and paralysis (as a resuit of strokes). Other problems

e
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that the elderly person was facing were: isolation, companionship,

financial problems, and emotional problews.

What do Caregivers do for Their Elderly?

Detailed information was coilected to describe the activities
performed by the caregivers for the eiderly person. In order to deter-
mine the freguency with which specified types of activities are provided
to the eiderly person, respondents were asked to check if and how often
they provided help with the foilowing services: houserold chores, shop-
ping, meal preparation, personal assistance, and others. Their responses
are presented in Tabie 5:36.

Caregiving activities were conceptualized as faliing into four
major categories of assistance: emotional support, financial aid, instru-

mental assistance, and linkage services.

(Table 5:36)
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36

Items At Teast Three to four At least Never

once a day times a week monthiy

N % N % N % N %

Shopping for personal
things or food 4 12% 11 32% 7 21% 1z 35%
Meal preparation 12 35 i0 30 0 0 i2 35
Light housecleaning . .
(dishes, dusting, etc) 7 21 9 25 3 9 i5 44
Heavy housecieaning
{floors, windows) 4 12 4 12 8 23 13 53
Administer or super-
vise medication 15 44 3 g 2 6 14 41
Heip with Jjaundry 3 9 10 30 2 6 19 55
Fersonal hygiene
{bathing, clothing) 10 29 4 12 2 6 18 53
Contribute money
for expenses 1 3 3 9 12 35 18 53
Help manage finances
(cash checks, pay biils) 0 0 Z 6 20 59 12 35
Assist in transportation O 1) 3 9 14 41 i7 50
Emotional support
(visit, phone, talk) 31 91 3 9 0 0 0 0
Take home on weekends 0 0 0 0 7 21 11 32
Help wediate with
agencies 0 0 0 0 18 33 16 47

It should be noted that in eighteen cases the elderly live

with the caregivers.
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The most prevalent type of assistance given to the e1der1y'was
in the area of emotional support, defined as visiting, talking over the
phone, or in person and advice-giving. The overwhelming majority of
the caregivers (91%) reported providing help in this way daily. It
should be noted that even when the elderiy person was not Tiving with
the caregiver, this was reported as the most frequent activity performed
by the caregiver.

While emotional support was the most common caregiving activity
performed by the caregivers, the majority of them were also involved in
providing a range of instrumental activities for the elderly. These
activities include: shopping (65%), meal preparation (65%), 1ight house-
c]eaning'(SG%)? laundry (44%), and personal hygiene (47%). Fifty percent
reported assisting in transportation and over fifty percent (59%) reported
assisting in transportation and over fifty percent (59%) reported super-
vising or administering medication.

Financial assistance does not emerge as a frequent help provided
to the elderly. But if one takes into consideration the income of the
caregivers, then it emerges as a major contribution to the elderly.

From the data presented in Table 5:35, it appears that not all
the activities require the same amount of time or regularity. For exam-
ple, transportation services are provided by 44 percent of the partici-
pants bn a monthly basis. On the other hand, almost fifty percent of
the respondents~who help with household activities and meal preparation
are involvedon a daily basis.

It is important to note the high number of caregivers who were
involved in negotiating with the formal system on behalf of the elderly.
Over fifty percent (53%) of the caregivers reported that they helped

their relatives or friends by dealing with service agencies and/or getting
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information about services. The responses of the children speak of the
importance of'this help in assuring that the elderly receive their
entitlements:
I represent my mother in all her appointments with the Supplemental
Security Income, first because she js home-bound and second, because

she does not speak English. Even with my lack of fluency in English,
I do it so that she may receive what she is entitled to.

Percejved Problems of Participants in Relation to the Elderly:

The participant caregivers were asked to mention the most diffi-
cult thing or problems they were facing in relation to their aged member.
The open-ended responses fell roughly in the categories listed in Table
5:37.

TABLE 5:37

Perceived Problems While Dealing with the Elderly

Frequency Percent
Which of the things you do for
the elderly is more difficult?
None 13 39%
Talking or listening to the
elderly (communication) 8 25
Provide personal care 7 22
Prepare food 2 5
Deal with other relatives 2 5
Provide emotional support 1 2
Deal with the service agencies 1 2
Total responses 34 100%

It is interesting to note that thirteen caregivers did not

mention any problem while dealing with the elderly. It should be noted
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that these responses were given at the beginning of the cycles and the
group process revealed different aspects to this question which will be
mentioned in another section. Table 5:37 also provides further analysis
of this question.
However, those caregivers who reported having difficulties, men-
tioned as the most frequent problem their communication with the elderly

and providing personal care.

Impact of the Caregiving Situation:

Caregivers in the group program were asked to describe the impact
of their caregiving situation in different areas. They were given a series
of situations which generally are experienced by people in a caregiving
situation and were asked to rate whether they were experiencing the

situation a lot, a 1ittle, or not at all. Table 5:38 reflects their answers,

TABLE 5:38
Impact of the Caregiving Situation
(N=34)
Situation Experienced - Experienced Not Experienced
a lot a little at all

Time spent with the older per-
son keeps me from spending
time with other family members 24% 14% 62%

I do not enjoy leisure activities
in my free time because of the
time spent with the older person 29 18 53

The time spent with the older
person interferes with my job 9 29 62

The time spent with the older
person keeps me from doing my
own house chores 6 18 76

Worrying about the older person
affects my health 24 4] 35

The money spent on the older
person keeps me from buying
things that I want 6 15 79

I worry about my own aging 18 29 53
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More caregivers expressed lack of conflict in their caregiving
situations than those who reported having any conflict which is consis-
tent with the answer to the previous question (Table 5:36). It is
interesting, but not surprising among Hispanics, not to talk openly about
their conflicts. A cultural issue among the Hispanics is to see their
caregiving situations as a responsibility toward their aged relatives.
Not to admit that there are problems while taking care of an elderly is
a way of acknowledging their respect for them.

In all except the first and second situations, there are more
respondents who answered that the situations were experienced a Tittle.
But in the first and second situation the trend is different, with more
respondents answering that the situations were experienced a lot. It
seems that there are other factors that make these respondents feel
affected by the situations more. We can only speculate as to these
factors: 1iving with the elderly person jn the same household, dealing
with a very frail elderly, having other familial responsibilities and
working outside. The only situation which was mentioned by a large num-
ber of participants as affecting them a 1ittle or a 1ot is the one that
reads: "Worrying about the older person affects my health" (65% compared
to 35%). The analysis of the data in terms of frequency and percentages
does not provide for more comparisons of those caregivers who experienced
the situations a lot or a little as to other characteristics. Cross

tabulations of variables would be helpful but were not available.

Services Received from Formal Organizations:

The following table presents a distribution of the services that
the older person was receiving from the formal organizations by frequency

and distribution.
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TABLE 5:39
Services Received from the Formal Organizations

Item Receiving from agency Not Receiving
N 8 L
Counseling 2 6% 32 94%
Escort services 0 0 34 100
Transportation 16 47 18 53
House repairs 2 6 32 94
Friendly visitors 3 9 31 91
Telephone reassurance 3 9 31 91
Legal services 2 6 32 94
rersonal care* 15 44 19 56
Shopping* ' 15 44 19 56
Light housecleaning* 15 44 19 56
Laundry* 15 44 19 56
Financial help** 18 53 16 47
Home health aid 0 0 34 100
Home attendant 15 44 19 56
Visiting nurse 17 50 17 50
Meals on wheels 0 0 34 100
Senior Citizen Center : 2 6 32 94

* Services rendered by the Home Attendant
** Referred to as Suplemental Security Income

Data in this table reveals that the elderly was receiving Home

Attendant services in the majority of cases (44%), transportation services



170

(47%), and visiting nurse services (50%) from the formal organizations.

No in-depth analysis was done to explore the reasons for not receiving

other services.

providing most of the services that the elderly receives.

It should also be noted that the Home Attendant was

The following table compares the services that the elderly was

receiving from both the caregivers and the formal organizations.

TABLE 5:40
Services Received by the Elderly from Formal and Informal Systems

Items From Agencies From Caregivers

Do Do not receive Do Do not receive
Counseling 2 (6%) 32 (94%) 34 (100%) 0 (0%)
Escort services 0 (0%) 34 (100%) 0 (0%) 34 (100%
Transportation 16 (47%) 18 (53%) 17 (50%) 17 (50%)
House Repairs 2 (6%) 32 (94%) 0 (0%) 34 (100%
Friendly visitors 3 (9%) 31 (91%) 34 (100%) 0 (0%)
Telephone reassurance 3 (9%) 31 (91%) 34 (100%) 0 (0%)
Legal services 2 (6%) 32 (94%) 0 (100%) 34 (10
Meal Services 0 (0%) 34 (100%) 22 (65%) 12 (35%)
Shopping 15 (44%) 19 (56%) 22 (65%) 12 (35%)
Light housecleaning 15  (44%) 19 (56%) 19 (56%) 15 (44%)
Heavy housecleaning 0 (0%) 34 (100%) 16 (47%) 18 (53%)
Laundry 15 (44%) 19 (56%) 15 (44%) 19 (56%)
Personal hygiene 0 (0%) 34 (100%) 16 (47%) 18 (53%)
Financial help 18 (53%) 16 (47%) 15 (44%) 19 (56%)
Manage finances 0 (0%) 34 (100%) 22 (65%) 12 (35%)
Home attendant 15 (44%) 19 (56%) 0 (0%) 34 (100%
Visiting nurse
(supervise medication) 17 (50%) 17 (50%) 20 (59%) 14 (41%)
Mediate with agencies 0 (0%) 34 (100%) 18 (53%) 16 (47%)
Senior Citizen Center 2 (6%) 32 (947%) 7 (32%) 11 (32%)

(take home for weekends)

)

)

%)
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The involvement of the informal system remains high even when
the elderiy was receiving services from the formal organizations. For
example, the presence of a home attendant did not push aside the care-
giver's involvement. . The family was also proviaing those services that

the elderly was not getting from the formal organizations, like heavy

housecleaning and personal hygiene.

The following comments by caregivers 1n the program refiect some
of the things done for the eiderly that require more technical knowledge
from the caregivers:

My mother has a machine connected to ner back that helps her to move
around. This machine is battery operated and needs to be cleaned
very often, especially in the part that is attached to the body to
prevent infections. [ am a registered nurse and I am trained to do
it myself but when I am not around, my mother has to wait untii I am
available. She receives a visiting nurse once in a whiie but she
needs more supervision in this area.

I cut my mother's nails bui sometimes I am afraid because she is
- diabetic and might get infections.

I nandle all my mother's finances. 1 cash her cnecks every month
and pay her bilis. She has a home attendant that could do those
things but iny mother refuses to ask anybody except me.

The iast comment reflects that even when there is a home attendant
to help the elderly, the caregiver is the one that tnhe eiderly tends to
depend on.

The help provided to the elderly by the family and friends is
generaily recognized by the elderly as a vital resovurce. Such heip is
usualiy preferred by the elderiy over the formal services provided under
pubiic auspices. The following illustrates this:

When my mother goes to the hospital, I have to prepare her meals and
bring them to the hospital. My mother prefers that over eating food
prepared by the tacility. When she is at home she does not let the

home attendant cook, either she cooks or I bring her food from my
house.

Mooy
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The latter more closely paraliels the situation of the aduit
relative with an aging parent whc is dependent and makes demands re-
quiring a lot of assistance from the child. The adult chiid may exper-
ience exhaustion, gquiit, and uncertainty as to what to do for the
eiderly. The following section will present common issues that arose

from the group experience.

Comimon Theimes and Discussion that Evolved Throughout the Project:

The information beiow presents issues in fami]y caregiving by
Hispanics. It was compiied from the progress notes taken at the end of
the sessions ana from observations by the project director at the verbal
and non-verbal levei during the group sessions.

The project director found tne group members tnroughout the four
cycles to be extremely expressive in their accounts of the caregiving
experience, relacionship with the elderiy and personal problems. Although
the initial interviews with the participants provided some information oun
their caregiving experience, the group process facilitated some common
issues. Seven major issues will be presented as foilows: relationsnip
to the homeiand, guilt, preventing institutionalization and family respon-
sibiiities, communication probiems, coping with their own aging, self-
heip and group development, and need for ihdividua1 services, 1.e.,
entitlements, counseling, etc.

1. Relationship to the Homeiand:

The homeiand had a very significant role for both the elderiy
person and the caregivers in the project. In the case of the elderly
person, geograpnic distance presented specifTic constraints based on the

availabpility of famiiy members. Many eiderly nave children in Puerto

Rico, Cuba, Dominican Republic, and parts of Central and South America,
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whiie they nave remained iiving in New York for a varieiy of reasorns.
In these situatinns, neighbors and friends sometimes took over.
... and I have been neighbor for Mrs. T. for over ten years. She
has two married sons iiving in Puerto Rico. They have their jobs
and famiiy tnere ana decided to stay fTor good. Mrs. T. does not
want to be a burden for them and prefers to remain in New York
where she is receiving SSI and Medicaid, which she cannot get in
Puerto Rico. Her children write to her frequently and if there
is any emergency, they will fly to New York.

In other cases, many family members have moved to the suburban
areas of the city while the elderly members have remained in the inner-
city. This phenomenonis very common among Hispanic elderly that have
decided to stay in their old neighborhoods instead of moving with or
close to their children.

My mother-in-law has another child besides my husband but he moved
with his family to Long Island a few years ago. He visits.on week-
ends but even that is hard for him and he can only stay a few hours.

In many instances, the children that 1ive far away from their
parents will make every possible effort to hg]p intimes of crisis. One
of the participants in the program illustrates this situation.

I have been 1living in Puerto Rico for the past five years. I am
the only daughter and have two brothers in New York. When my
mother had a stroke six months ago, I left everything behind me,
my job, husband and friends, and came to take care of my mother.

I don't know how long I will be with her, but for sure I will not
leave until she is better. I might take her with me to Puerto
Rico. Although my brothers live nearby they have their own family
and job responsibilities and cannot be with mother when she needs
them.

In other circumstances the situation is reversed. The elderly
person has left for Puerto Rico while her children have remained in the
United States. This trend is more common than the other because the
elderly tend to go back to the island after they retire. Return migra-
tion of the elderly Puerto Rican in the past ten years has increased.

My mother went back to the island ten years ago because she wanted
to spend the rest of her life there after my father passed away.

B —
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She lived by herself near some relatives. My sister and I grew
up in New York and cannot get used to living in Puerto Rico but
we would visit her. Five months ago she started showing signs of
disorientation and it was clear to us that she could no Tonger
live alone, so we brought her over for good.

Geographic distance between family members makes caregiving and
support more difficult. In the case of the Puerto Rican, the fact that
movement from and to the island is not so hard, does not create an ex-
tremely difficult situation, but still presents ‘problems both for the

elderly and the caregivers, especially when dealing with a poor population.

2. Guilt

Guilt sometimes amplifies the stress involved in a caregiving
role. Middle-aged children are caught between the care and guidance of
their own children, the vulnerability and dependence of their old parents,
and the responsibility of earning a living for the family. Guilt feelings
create an overwhelming sense of failure when the caregiver cannot handle
family problems and caregiving tasks.

Expressions and manifestations of guilt were brought up by the
participants in all four cycles, regardless of the amount of care they
were providing to the elderly person. Members expressed their guilt
feelings in a variety of ways:

....the problem is that you feel guilty if you cannot visit every day.
....when you offer constant love and attention, you must.continue
doing so, no matter how you feel at times. That will make them

(the elderly) feel good.

The situation can be compared to that of a politician. You are good
if you offer something. When you stop, you are bad, and they make

you feel bad.

Not having enough money to take your father to a private doctor, and
depending instead on public service, makes you feel terrible.
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I placed my mother in a nursing home because she was very sick and
I was having problems with my husband and my daughter. I took her
out of the home because I couldn't handle how guilty I was feeling.
I felt I was not a good daughter. I brought her to the house and
things went better with my family. With the assistance of a home
attendant, I can work part-time and my daughter heips me with my
mother.

Guilt feelings around visiting and spending more time with the

elderly were expressed by those members who were not living with the

elderly relative. For example, one common concern was not having

enough space in the apartment to have a relative living with them or

1iving too far away, which limited the visiting hours.

The reality is that sometimes the caregivers felt overwhelmed by

all the responsibilities that they have and sometimes were not able to

manage alone. They need other people with whom they can share informa-

tion and from whom they can receive understanding.

Members of the group

were helped to view their situations and limitations in a realistic way

by other group members.

They were also helped to gain some insight into

and relief from their guilt feelings by understandind their relationship

with their aged relatives.

A sense of helplessness seemed to emerge from a number of care-

givers in the program, mostly during the discussion of physical impair-

ments of the elderly. As some members stated:

Sometimes I don't know how to handle my mother's deterioration. I
feel useless not having control of her health.

...] wish I could help my mother to recover her memory. She does
not even recognize me sometimes.

My mother is always depressed and most of the time she refuses to
eat or get out of bed, no matter what I do to motivate her.

Group members shared common feelings of powerlessness when dealing

with the deterioration of a relative or friend.

3.

Family Responsibilities:
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As caregivers try to make decisions on how to help their elderly

members and how to cope with their elderly's dependence on them, they
find themselves in a new situation. Most of them are women and have
become part of the labor force. As a result, they are able to spend
less time doing things for the elderly. The gecgraphic distance among
family members are wider, making the responsibilities, decision-making
and support more difficult.

I work full-time, have my husband and children to take care of at

the same time that my mother, who lives alone, requests my assis-

tance in different ways. For instance, if she needs to see a

doctor, I have to be absent from work to take her. If she goes

to a hospital I have to take her, intercede for her, and bring her

back home. Meanwhile, I get home late to cook, to do the housework

after I missed & day from work.

I Tive with my grandparents but I also go to school. Before I leave

in the morning I have to make sure that they both have taken their

high blood pressure pills and that they do not need to go out shop-

ping. They do not speak English, which means that whenever they

have an appointment at any agency, I will be absent from school.

Financial management and financial help are other services

provided by the caregivers that can be both time consuming and a financial

burden.
At the end of the month I have to cash my mother's SSI check and
pay her bills. Sometimes the money is not enough and I have to
put some of my money to cover the balance. Whenever there is a

mistake in her bills I have to make a trip to the agency to deal
with it.

Problems in allocating responsibilities for the aged among family
members were described:

Even though I have other brothers, they rely on me to watch over
mother and if I request their help they claim they are too busy.

My brother's wife is very demanding on my brother's time and she
gets upset if I call him to take father to a doctor's appointment.

Some caregivers experience health ailments as a result of their

responsibilities for their aged members. Worrying about the older
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person's health affects some caregivers.
My husband does not sleep at nights. He is always worried that
his mother might fall or get sick. He visits her every day after
work and sometimes is very depressed when he gets home.

4. Institutionalization:

Families of the elderly tend to maintain them in the house or in
the community at considerable emotional and financial sacrifice. Sometimes
they do not even consider that as an option.

It was revealed through group discussion that institutionalization
of the elderly was not an option considered by participants. Even the
presentation of information on nursing homes was not welcomed by the
group members. Some comments that reflect this feeling among participants
follow:

....but I will never think of a nursing home. If my husband or
children are not supportive of my mother being with us, I rather
move out with her, but only if I die will I stop taking care of

her.

That is what the family is for... we have a large family and none
of us will ever think of an institution.

Ohly those who have no feelings toward the aged will abandon them
in a nursing home, especially in a country which is not your own
and the aged does not speak their language.

There was a group member who had the experience of placing her
mother in a nursing home because of the pressures she was having with her
husband and daughter. Both of them refused to help or be supportive in
her caregiving role and she became very depressed to the point that she
could not manage the pressures. After having her mother in the nursing
home for a month, she took her out.

I was going crazy dealing with my mother at the nursing home and
was ready to be institutionalized as a result of my guilt feelings.
After me and my family sought help with a therapist, we were able

to bring mother back to the house. Things are working better now
with the help of a home attendant.
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5. Communication Problems:

Another topic that evolved in the group cycles was the problem
of communication and sharing between members of different generations
in the same family. The following case exemplifies this issue:

Lissette, 17 years old is providing some care to her grandmother,
89 years old, after she comes from school. The grandmother has
always lived in the house and helped raise Lissette. After the
grandmother became very sick and dependent, the communication
between them has been affected. The grandmother is bedridden,
blind and paralyzed. She 1likes to talk to Lissette about dif-
ferent things but Lissette finds her conversation dull and non-
attractive. The grandmother talks about 1ife in Puerto Rico and
other things that Lissette does not relate to.

Some members complained that théir elderly relatives are "stubborh”
and wanted things "their own way" which interfered with their communica-
tion.

Some of the members were experiencing tension among the younger
members of the family and the elderly person. Some of them suggested
developing a group program for teen-agers, so that they could understand

that the probliems the elderly person had were real.

6. Coping With Their Own Aging:

The participants throughout the sessions brought concerns about
their own aging process. They experienced mixed feelings about this
issue. Some comments that reflect their feelings are:

I do not mind taking care of my father, it helps me to get
ready for my own aging.

When I look at the deterioration of my mother, I cannot but
fear my own aging... I am getting there too.

My mother does not realize that I am 59 years old and sick, she
is just concerned about herself.

Getting old does not worry me, on the contrary, I look forward to
jt. I just hope that I could Tive Tong enough to help my children.
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Some members reacted to their aged relatives or friends' depen-

dence on them and projected themselves into the future as very indepen-
dent and reluctant to request help from their children. Some manifested
an intense desire not to become a burden on their children.

I hope that I never have to depend on my children for help or

support. They have their own 1ife and I do not want to be a

burden on anyone.

Other members had different conceptions of being old:

Sometimes I see old age as a punishment, not only to the old
person but to the person who has to take care of them.

Fear of aging and death was a recurrent theme in group discus-
sions. Information about the aging process helped participants to gain
a greater underétanding of the emotional and physical aspects of aging.
The presence of older individuals in the group also allowed the partici-
pants to examine their attitudes towards their own aging. One group
participant had experienced the death of her husband and while group
members engaged in supporting her, they had the opportunity to explore
their feelings around death. Some of them engaged in planning and dis-

cussing how they would deal with their aged relatives' death.

7. Self-help and Group Development:

As previously notgd, group participants became involved in the
program mainly to obtain information and education. During the group
process, participants shared information concerning their own caregiving
roles, their problems and how they felt about their situations. Over
the sessions they became very supportive of each other and formed a
network of members ready to support each other even outside the group
program. As they grew more supportive of each other they were able to

express and share feelings.
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A11 except two participants considered that other members were
supportive. Over fifty percent of the participants (55%) considered
that sharing problems and feelings with other caregivers was an impor-
tant aspect of the program.
The following comments reflect some ways in which participants
developed self-help and mutual-aid:
Being with other people who are having similar problems has
been helpful. I needed to know how they were feeling and
dealing with some situations.
The meetings éhowed me that I am not alone. Things could be
worse for other people. There are others facing similar or
more difficult problems with their aged relatives.
I never thought that I could talk freely with other people
who would be so understanding. Some of my friends cannot
be helpful because they are not dealing with similar situations.

It feels good when you find other people in the same boa%.

8. Request for Individual Services:

Caregivers in all cycles expressed a need for individual services
to supplement the group program. Although the scope of the program did
not allow for continued individual services, this assistance was provided
to several members in all group cycles. Assistance was provided in the
areas of benefits and entitlements, counseling, t}ansportation services
and dealing with some service agencies. The projeét director was able to
assess the individual request and offer some services or refer the person
to the appropriate agency. For some caregivers, the necessity of dealing
with the formal organizations in a language different from the one spoken
by them proved to be a deterrent to service utilization or in mediating
with agencies on behalf of the elderly. One of the participants in Cycle I

illustrates this issue:

o v . R B w - N e e
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My mother received a letter from the Social Security Administration
regarding her SSI benefits. She gave me the letter since she does
not understand English. I know just a little but I represent her
with the agencies. I went to the SSI office and they told me that
my mother owed them some money for which they will deduct a monthly
amount from her check. I signed the papers because they might just
make her ineligible, but I.still do not understand why they do it.

It is obvious that information on benefits and entitlements is
especially necessary for the caregivers. Mr. C. was not clear of his
mother's rights to request a review of her case or of what he was signing
on behalf of his mother. His lack of fluency in the English 1anguage.waé
creating a problem in mediafing with formal .organizations. Some service
providers do not offer information in Spanish about the services and the
majority of the notifications of eligibility or ineligibility are in
English. In the majority of the cases, the caregiver is also the mediator
with the formal organizations and this could be a difficult task if the
caregiver is not knowledgeable of the services and lacks fluency in the
English language.

Mediating with the formal system was one of the major difficulties
that some members brought up in the sessions. Sometimes they considered
that it would take time from their jobs to deal with the issue. They
also saw it as time consuming and difficult because of the language bar-
rier. The following comment speaks to this issue:

My mother received a letter from the Home Energy Assistance
Program with an application. There was a number to call for
information for Spanish speaking people, but when I called
they answered in English and they couid not find a person to
help me in Spanish.

Even when the agency announces that it will provide help for
people who do not speak the language, the experience demonstrates the

opposite.

Although, as explained before, the project scope did.not provide
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for consultation or as a source of information. This points to the need
for individual services even when this falls outside of the program's

scope.

EVALUATION OF THE PROJECT

The evaluation presented in this section is based on data from
the sixty group participants who attended the last meeting in each cycle
and completed the evaluation questionnaire. This method of evaluating
the program left out those participants who did not attend the last ses-
sion of the cycles. To provide for the inclusion of all the participants
in the assessment of the project, data was also collected from the minutes,
process recording of each session and observations made by the project
director throughout the groups. The analysis, which is largely descrip-
tive, presents the assessment of the program by the participants, the
aspects which they found most helpful and areas in which they considered
‘the program benefited them. Although generalization of the findings is
Timited by the sample size, the findings may provide some clues in devel-
oping caregiver support groups for Hispanics.

The major purpose of the evaluation component is to evaluate the
program in relation to its goals and objectives which can be summarized
as follows:

Goals:

1. To test the use of a group approach in strengthening the capability
of Hispanic individuals to care for an older person.

2. To promote and assist group development among Hispanics with
emphasis on the mutual-aid/self-help concept.

3. To involve an underserved target popu]at1on of low-socioeconomic
Hispanic background. .

4. To train non-agency caregivers to assume a significant role, along
with agencies, to improve the care provided to elderly relatives
or friends.
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Objectives:

a. Increase the participants' understanding and knowledge of the
aging process. '

b. Increase their understanding of the ehotiona] reactions and
needs of older people.

c. Develop a greater awareness and sensitivity in their responses
to the aging process of the elderly relatives or friends.

d. Improve dialogue and analysis of alternatives available to them-
selves and their aged members in maintaining an active and pro-
ductive 1ife.

f. Increase their effectiveness in addressing the needs of the

elderly by facilitating the development of support system
within the group.

Evaluation of Project by Project Participants:

The final evaluation by the group participants demonstrated that
the program was valuable in helping them in their caregiving role. The
concrete information about aging and community resources, the opportunity
to meet with other caregivers in similar situations and the opportunity
to share with others, were areas in which they found the program helpful.

In all, sixty participants completed the evaluation questionnaire.

The evaluation of the project will be based on their responses.

TABLE 5:41
Assessment of the Program

A1l Cycles Cycle I  Cycle II Cycle III Cycle IV
N | N % N % N % N %
Was the program
helpful in your
daily 1life?
YES 60 100% 8 100% 32 100% 8 100% 12 100%
NO 0 0 0 0 0 0 0 0 O 0
Total 60 100% 8 100% 32 100% 8 100% 12 100%




184
A11 the participants in the program found that it had been help-

ful. The specific aspects are mentioned in the next table.

TABLE 5:42

Ways in Which the Program was Found Helpful

Aspects Frequency Percents

Helped me improve my knowledge
about aging and community
resources 39 63%

Helped me understand my own
feelings and the oider

person's feelings 11 18
Helped me deal better with

the older person 5 8
Helped me get ready for my

own aging 4 6
Helped me share the guilt feelings

with other participants 2 3
We all share the same probliems 1 2

Evaluation results revealed that at the end of the group program
the participants became aware of different community resources and further-
more, that the information about the aging process helped them a lot.
Sixty-three percent of the partiéipants considered that the program was

helpful in these aspects.

Participants were also helped to understand their own feelings and
those of the older person and-found the program helpful in dealing better
with their e1der1yAre1atives or friends (11% and 5% respectively).

The group participants were asked to éva]uate in order of prefer-

ence various aspects of the program. Their choices to first and second
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aspects are presented in the following table.

TABLE 5:43

Most Helpful Aspects of the Program

Aspect Mentioned First Mentioned Second

Information about chronic illnesses

and disabilities in old age 39 7
Information about benefits and

entitlements 7 20
Information about community

resources 2 12
Sharing and discussing problems

with other caregivers 6. 11
Learn how to mediate and deal

with the agencies ) 3 : 1
Material handed out at the sessions 4 3

Consistent with the areas mentioned as most helpful in the previous
table, respondents again mentioned as the most helpful aspects of the pro-
gram the information about chronic i]]nessés and disabilities in old age,
and as the second most frequently mentioned the information about benefits
and entitlements. Sharing and discussing problems with other members was
mentioned by eleven participants as the second most important aspect of
the program. This finding indicates that the intervention helped the
participants in the support gained from other members.

In addition to reporting which aspects of the program were found
helpful, the participants mentioned specific areas in which the program
helped them a lot, a little, or not at all. The next table presents their

responses.
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TABLE 5:44
Areas in Which Group Experience was Helpful

Helped a Helped a No help
lot little

N % N % N %
Learned how other people deal
with their aged relatives 42  70% 10 17% 0 0%
Improved my communicatfon :
with the elderly person 43 72 6 10 0 C
Understood the complaints '
of the older person 48 80 5 8 1 2
Established contact with
other caregivers 37 62 13 22 0 0
Talked and shared my feelings '
with other people 34 57 11 18 0 0
Understood my own aging
process 55 92 4 7 0 0
Know where to begin for help 47 78 .7 12 1 2
Increased my knowledge about
illnesses in old age and how
to deal with some conditions 56 93 2 3 0 0
Understood the Tosses in
old age 54 90 3 5 0 0
Learned abaut confusion in
old age 48 80 7 12 0 0
Talked about my experiences
as a caregiver 45 75 7 12 0 0
Learned about nursing homes 33 55 12 20 1 2
Learned. to deal with family
problems 34 57 9 15 2 3
Learned to give attention to
my needs and my family needs 44 73 6 10 0 0
Talked about my frustrations 40 67 7 12 0 0

Differences in percentages reflect those who did not answer
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Consistently more participants reported that they were helped a
Tot in all areas mentioned than those who were helped a 1ittle. The areas
that reported no help received were: understanding the cdmp]aints of the
older person (2%); learning to deal with family problems (3%); iearning
about nursing homes (2%); and knowiné where to begin for help (2%).

The program can be considered successful since it helped the
majority of the participants in all areas mentioned. Basically these
areas encompassed the objectives of the project.

Over seventy-five percent of the group participants (77%) mentioned
that they had the opportunity to share and discuss their problems with
other members of the group. Group interaction and sharing was an impor-
tant aspect of the group program.

Members were asked if other members had been édpportive and theﬁr

responses are presented in the following table:

TABLE 5:45
Support From Other Members of the Group

A1l Cycles Cycle I Cycle 11 Cycle III Cycle IV

N % N % N % N % N %
Were other members
supportive?
YES 46 77% 8 100% 18 56% 8 100% 12 100%
NO 2 3 0 0 2 6 0 0 0 0
No answer 12 20 0 0 12 38 0 0 _9 0

——— ——

Total 60  100% 8 100% 32 100% 8 100% 12 100%

Data in this table reveals that over seventy-five percent of the

participants received support from other membérs. In all except Cycle II
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all the participants expressed having received support from other mem-
bers. It should be noted that the size of Cycle II did not provide for
much interaction among members which explains why some of the members
did not find others supportive.

Evidently peer support was one of the most important aspects of
the group development in all cycles.

Through the group experience the participants gained practical
knowledge that helped them understand the aging process, understand their
aged relatives' needs as well as their own feelings and actions toward
these needs. In addition, the group program provided an opportunity for
the participants to express their shared concerns, to look for alterna-
tives in dealing with those concerns and to Tearn of community resources
available to them.

As the group program ended, the participants were encouraged to
continue meeting as a group and were introduced to existing caregiver
groups in the community. A1l the participants expressed that they would

recommend the program to other people.

SUMMARY.
The focus of this chapter has been to discuss the initiation,

implementation and evaluation of the program. Some impiementation pro-
blems emerged as the program was initiated which influenced the develop-
ment of the cycles at different sites. These problems had to do with not
having enough participants to develop the program in one agency as ori-
ginally conceived. The implementation of the program in different
agencies presented problems in identification and recruitment of partici-
pants, identification and selection of sites as well as scheduling the

sessions (place and time). As the program was organized in different
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agencies, its implementation proved to be different in each cycle. The
identification and recruitment of participants proved to be more diffi-
cult in a more bureaucratized organization (Home Attendant Program) as
opposed to a community-based group (Church). The development of the
program in a community-based group facilitated recruitment qnd partici-
pation but at the same time attracted more participants who were not
caregivers which brought a different focus to the program.

Fifty-eight persons participated in the program at the four
different cycles. The participants consisted of children, spouses,
grandchiidren, siblings, in-laws, friends and neighbors of the elderly
(58%), and some elderly people (42%). Some of the participants were
involved in providing care to an elderly person (58%) while others were
gither anticipating a caregiving role in the future or elderly people
who out of self-interest wanted to Tearn about their aging process. Over
fifty percent of the participants (57%) were 51 years old with a concen-
tration in the ages 61 to 70 (29%). Close to three-fourths (72%j of the
participants were females. Sixty-four percent of them were born in
Puerto Rico. The educational level of the participants was in general
Tow, (only 30% had completed high school) and their annual income was
also low (about 55% had incomes below $10,000).

Group participants throughout the cycies were expressive in their
accounts of the caregiving experience, relationship with the elderly and
personal problems. Group interaction and cohesion facilitated expression
of feelings and sharing of problems among group members. Major common
issues evolved in all cycles: relationship to the homeland, guilt, insti-
tutionalization, family responsibilities, communication problems, coping

with their aging process, self-help and mutual-aid development and need
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for individual services.

Final evaluation of the groub experience by the participants
demonstrated that the program was valuable in various aspects: infor-
mation obtained on specific topics, understanding their own feelings
and those of the elderly person, getting ready for their own aging,
sharing and discussing problems with other group members and learning
how to mediate with service agencies on behalf of the elderly person.

The next chapter will present conclusions, implications and

recommendations for the development of caregiver groups.



CHAPTER VI

SUMMARY, CONCLUSIONS, RECOMMENDATIQMS AND IMPLICATIONS

The project reported here has focused on strengthening the
informal support system of the Hispanic elderily through a group program
for caregivers and potential caregivers. Uevelopment of four cycles of
the program with the participation of fifty-eight relatives, friends,
and neighbors of the Hispanic elderiy has produced important data on
what is becoming an area of interest in gerontology: the need to support
and enhance the informal support system of the é]derly. This project
has represented an attempt to better understand the caregiving situation
of the Hispanic population: what is fnvolved, what are the common issues
of these caregivers, and how to design and develop programs to serve
them better. Although 1imited in scope, its goal has been to contribute
to the knowiedge base needed for service providers and poiicy makers if
they are to intervene appropriately in their attempts to support Hispanic
families caring for an elderly relative.

The "Strengthening the Informal Support System of the Hispanic
Elderly" can be considered a successful program in many respects. Al-
though there were some implementation problems which affected the project,
its outcome, based on the participants' evaluation was-positive. The
project provided valuable information about the informal support system
of the Hispanic elderly and about the elderly served by the project.

One simple objective has been, namely, a service of benefit to

191
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Hispanic relatives, friends and'neighbors caring for an elderly person
proved operationally feasible. Through this project a model of service
to support and enhance the fnforma] support system has been produced
which may be useful for expansion and replication of caregiver groups
with the Hispanic popuiation. While the abiiity to generalize from the
data is limited, the exploratory nature of the project does, however,
make it possibie to generate some conclusions and recommendations use-
fui for practitioners in the field of aging.

The premises documented by the project are:

1. That a group approach is useful in strengthening the capabi-
1ity of Hispanic individuals to care for an elderly person;

2. That group development among individuals of Hispanic back-
ground, withemphasis on the mutual-aid/seif-help concept, can be promoted;

3. That such a project can involve an underserved target popula-
tion of low-socioeconomic and Hispanic background;

4. That non - agency caregivers can be given training and they
do assume a significant role, along with agencies, to improve the care
provided to elderly Hispanic individuals.

From ratings of the program participants, it was determined that
the following objectives were met:

A. To increase the caregivers' understanding and knowledge of
the aging process; |

B. To increase the caregivers' understanding of the emotional
reactions and needs of the older person;

C. To develop a greater awareness and sensitivity in the care-
givers' responses to the aging process of their elderly relatives or

friends;
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D. To expand their knowledge of penefits and entitlements and
improve access to community supports;
E. To improve dialogue and discussion of aiternatives avaiiabie
to themselves and the aged person;
F. To increase their effectiveness in addressing the needs of
the eiderly by facilitating the development of support systems within

the group.

SUMMARY OF MAJOR FINDINGS

1. Data indicate rather clearly the exﬁstente of an informal
support system among the Hispanic elderiy. This system is composed of
re]ativeé, friends and neighbors. The project gives further support to
the‘growing body of evidence regarding the salience of family support to
the elderiy. Daughters, in-laws, sisters, grandchilidren, spouses,
friends and neighbors of the Hispanic elderly take primary responsibility
in the caregiving role. Children represented over fifty percent of the
caregiving population that participated in the project. Daughters repre-
sented 46 percent and sons represented 15 percent. Most of the partici-
pants were female (72%), married (57%), fifty-one years oid and over (57%).

2. The study population comes from a predominantly Tow-income,
near-poverty level population. For the most part, caregivers earned
less than $10,000 per year (65%),.with thirty-two percent earning less
than $5,000. Only forty-four percent of the carggivers were working
(full or part-time). The rest (56%) were unemployed, retired or students.

3. The typical aged person receiving care .is likely to be over’
70 years old (64%), living with the caregiver (47%), widow (38%), and
receiving income from Social Security (39%) or Supplemental Security -

Income (39%).
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4. Caregiving activities involve a variety of services ranging
from emotional support, instrumental activitiés and financial assistance
to linkage services. Emotional support emerges as the most frequent
activity performed by the caregivers (91%). Instrumental activities
were performed by the Majority of the caregivers: shopping (65%}, meal
preparation (65%), light housecieaning (56%), laundry (44%), and personal
hygiene (47%). Financial assistance does not émerge as a frequent help
provided to the elderly. Over fifty percent (53%) of the caregivers
were involved in negotiating with the formal system on behaif of the
elderly.

5. Providing emotional support (25%) and pfoviding personal
care (25%) emerged as the most frequent problems mentioned by the care-
givers in their caregiving role. It is significant, however, to note
that more caregivers expressed lack of conflict in their caregiving
situation than those who reported having any conflict. It is interesting,
but not surprising among Hispanics, not to talk openly about their con-
flicts unless an atmosphere of trust is developed. This was the case at
the beginning of the program, where only a few caregivers admitted in
the initial interview that there were problems while taking care of the
elderly person. As the group developed a sense of cohesiveness, the
caregivers were more'open to talk about their conflicts.

6. It is noteworthy that the use of formal services by the
elderly population of the project is low. The services that the elderly
person is receiving are: home attendant (44%), transportation services
(47%), and visiting nurse (50%). No in-depth analysis was done to
explore this underutilization of services. However, it is important to

mention that the involvement of the informal system remains high; even
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when the elderly are receiving these services from the formal organiza-
tions. For example, the presence of a home attendant does not exclude
the caregivers involvement. The service most frequently mentioned as
needed by the caregivers were home attendant services. It is clear
that these caregivers are important resources for the Hispanic elderly,
especially when lack of services from the formal system predominates.
Through the caregivers a considerable number of 1inking and mediating
functions are carried out.

7. The project was found effective in meeting the needs of the
caregivers in two basic areas: educational and emotional support. The
educational aspect was met through education oh community resources and
benefits and entitlements, problems and conditions related to the aging
process, common and chronic illnesses in old age, sensory losses and
communication problems, ways to improve skills in providing care to an
elderly person, and skills in mediating with the formal system. The
information provided to the group members regarding these specific topics
was an important component of the group process. Through the information
received, the apprenension and concern about the éged person were over-
come by the caregivers. Such information provéd necessary to facilitate
decision-making regarding the availability and choices of service provi-
ders. Participants acknowledged their lack of information about services
available, while some were hesitant to apply for services for fear of not
qualifying. The mutual-aid/peer-support aspect was met through the
sharing of problems, experiences and.solutions, socialization, problems
ventilation and support from others.

8. The project demonstrated that caregivers are more Tikely to

be attracted to the group sessions and remain in them if provided with
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concrete information from the outset. Une basic characteristic of the
group participants was their jnvo1vement in the program for educationai
reasons. The most frequently mentioned reason for participating was to
learn about chronic illnesses and disabilities in old age (53%), followed
by Tearning about community resources and benefits and entitlements (48%).
The motivation to iisten to other people who are providing care to an
elderly person was mentioned by 41% of the participants.

9. Analysis of expressed satisfaction by participants reveals
that at the end of the program the‘participants became aware of different
community resources and furthermore, that the information about the aging
process helped them a lot. Sixty-three percent of the participants con-
sidered the program helpful in these areas. Over seventy-five percent of
" the group participants {77%) mentioned that they had the opportunity to
share and discuss their probiems with other group members and that group
interaction and sharing was an important aspect of the group'program.
Seventy-five percent of the members stated that they received support
from other members. Evidently peer support was an important aspect of
the group program. Through the group experience, the participants gained
practical knowledge that helped them understand the aging process, under-
stand their éging relatives' needs as well as their own feelings and
actions toward these needs. In addition, the group provided an opportu-
nity for the participants to express their shared concerns, to look for
alternatives in dealing with these concerns, and to learn of community
resources available to them.

10. From the record of participation and enrollment of those
involved in the program, it was demonstrated that the assumed need for

developing a group program to strengthen the informal support system of
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the Hispanic elderly was correct. The finding that seventy-three per-
cent of those who registered to participate in the program attended at

ieast four of the sessions, sustains this point.

POLICY, ORGANIZATIONAL AND DIRECT PRACTICE CONSIDERATIONS

The project's findings suggest considerations in the areas of
public policy, organization and direct practice.

Policy Considerations:

1. Filial Responsibility: The continued adherence to the value

of filial responsibility is documented by the project. This finding is
consistent with those of Adams (1968), Brody (1979) and Horowitz (1982),
where obligation, love and reciprocity represent major components of the
retationship between children and their eiderly parents.. One serious
result of this is that in the situation of the Hispanic caregiving popu-
lation, an excess of filial responsibility can sometimes block the per-
ceived need for services, as for.example, the need for institutional
.care. The adherence to the value of filial responsibility remains strong
even where there is a geographic distance between children and parents.
The project documents the cases of several daughters who left homes, jobs
and family to be next to their elderly parent. Moreover, these women
expressed no negative feelings about what they were doing. This is per- -
haps the purest example of "famiiism", the pelyef that the interests of
the indiviadua! are supordinate to those of the family, that children

have an obligation to be with their i1l parents and that tnis responsi-
pili1ty 1s equal to that of a parent toward his/her sick chiid. Finally,
this notion of “familism" places a greater emphasis on the instrumental

ana emotiona! aspects ot caregiving than on financial obligations.
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2. Disincentive Issue: Project findings sustain the notion

that tamilies do not diminish or give up tneir responsibilities when
formal services exist. This was shown most clearly by those cases
where tamilies had obtained a home attendant or visiting nurse for
their elderly relative and stiil maintained their former level of
caregiving. The disincentive issue may become more significant however,
when and if the rate of utilization of services by the Hispanic elderly
and their families 1ncreéses.

3. Ethnicity and Social Services: Although, in comparison to

the general population, the Hispanic eiderly are more likely to have
functional children with whom they interact and from whom they receive

a great and varied amount of help, it is clear that tnis ethnical attri-
bute is on the wane. The project findings document the impact of the
dominant culture on the Hispanic elderly who are affected by the strains
of bridging the two cultures. And given that physical condition of the
parents, and socio-economic status are the basic and long range deter-
minants of aid from children to their parents, ethnicity overaltl will
diminish in importance as an independent significant predictor of infor-
mal supports.

Yet while it remains significant, ethnicity can be a double-
edged sword. Superficial assumptions about Hispanic ethnicity have re-
sulted in built-in failures in the system. For example, the notion that
the Hispanic family takes care of its own has impeded service providers
from disseminating information concerning institutionalization. As a
result, the needs of the Hispanic elderly are not being met. On the
other hand, ignorance and/or disregard for Hispanic ethnicity have also

resulted in flawed policy development. For example, the exclusion of
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Puerto Rico from SSI and Medicaid payments has forced many Puerto Rican
elderly to migrate from the island in order to receive these benefits.
Similarly, the policy of paying lower SSI benefits to those who live in
shared households, penalizes Hispanics.

4, Prevention Issue: One of the most significant aspects of

the project was its documentation of the strong communitarian primary
group tradition among Hispanics, especially as it relates to the care of
the elderly. Public policy developers focusing on preventive caregiving
should make churches and similar community oriented and informal insti-

tutions the target of their programs.

Organizational Considerations:

1. The project findings demonstrate that intermediary structures
are useful vehicles for developing mutual-aid/self-help groups. Such l
structures take advantage of the latent strengths of the Hispanic family.
For example, the effectiveness of Hispanic community churches in reaching
primary groups is due to the reliance of the elderly on friends and
neighbors to provide care, which in turn is a result of the belief that
such care is a community responsibility. The use of intermediary struc-
tures as vehicles for developing mutual-aid/selif-help groups is an
approach that varies considerably from those which 1imit the use of these
structures to the recruitment of volunteers and/or the assistance of
natural supports.

2. Balance of Shared Functions: The theory of Shared Functions

(Litwak:1965) provides a useful theoretical approach for Tooking at the
relationship between the family and the formal service network in the
care of the Hispanic aged. Explicit in this conception is the proposi-

tion that both primary groups and formal organizations are partners in
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the care of the elderly. The project documents families performing
tasks which were indicative of shared functions. Structurally, these
families represent the extended family type and research has shown
that families of this type are more able to share in the care of their
aged members.

The theory of shared functions does not obscure the fact that
formal organizations differ from primary groups in important functions
and structural attributes. Moreover, it is these attributes which make
the formal organization more efficient in the performance of somé tasks,
and the primary groups a more congenial environment for others. The
project findings provide strong evidence in support of the assignment
to the primary group (family, church) of tasks which are personally
valued and sanctioned and which are designed to provide for the old
person at a level above that which meets the socially sanctioned minimal
and uniform level.

The analysis of the attributes of primary groups and formal orga-
nizations yields an assessment of their comparative capacities to perform
certain tasks in maximal fashion. Logically, allocation of tasks required
for the provision of care to the dependent old person should be a reason-
ably straight forward exercise. The formal organization has no substan-
tial advantage over the primary group when expertise and professional
knowiedge are not required or of lTimited value. In the case of Hispanic
families, the project demonstrates that families do need bureaucracies
for services, that they are not really isolated, but that they are not
being approached by bureaucracies in the right way (for example, the
proper language--Spanish). In addition, the fact that these families

receive a lot of support from the churches, predisposes Hispanics to rely
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more on these types of primary groups and to minimize their use of
formal resources.

Acceptance of the assumption of shared functions required that
ways be developed which facilitate the coordination of the efforts of
the primary groups and forma'l organizations in the fulfillment of the
functions for which they share responsibility. The findings of the
project indicate that an increase in the sharing of functions can be

achieved through the education of primary caregivers.

Direct Practice Considerations:

~

1. Programming Considerations: In addition to demonstrating the

effectiveness of group service, the project points out the need for sup-
portive individual services to supplement group programs. The specific
areas to be addressed through the individual assistance are benefits,
entitlements, counseling and mediation with the formal support system.

As a result of the diversity within caregiving situations, it is
necessary to identify a specific target population for outreach purposes
and program development. Factors to be taken into consideration for
group composition are: factors related to the older person receiving
care, e.g., physical and mental deterioration, residence in the homé of
the caregiver or albne; factors related to the caregiver, e.g., relation-
ship to the older person, demographic characteristics and size of the
caring network; inclusion of one or several members of the caring network;
and inclusion of the older person(s) of concern to the group.

Personalized outreach and clarity of outreach materials are im-
portant as there is a tendency to misinterpret the program as being for
the aged rather than for the relatives of the aged. An effective out-

reach technique is the use of the older person of concern as the recruiter.
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And finally, because among Hispanics, care of the aged is perceived as
a community concern, outreach needs to focus not only on relatives, but
on friends, neighbors and others in the community.

2. Learning Principles: The educational-learning component of

the project demonstrates that care should be taken to insure that the
atmosphere of freedom, stimulus, self-confidence and self-discipline
necessary for learning, is present throughout the program. In order to
do this, the following proved essential foundations for the learning-
teaching component of the project:

-~Relevancy: The adult caregiver attends a group program
because the subject is part of his/her 1ife. Since there.
is relevance, there is engagement.

- =--Relationship: The adult caregiver relates the learning
to his/her experience.

--Responsibility: Once the adult caregiver enters the
learning situation, he/she assumes an obligation to the
subject of study, either at an intellectual or practical
level or both.

~--Andragogy: The project's findings sustain the relevancy
of this theory of adult education to caregiver programs.
Its relevancy consists, first, in that it recognizes the
self-concept of an adult learner as a mature person, whose
self-concept becomes less that of a dependent person and
more that of a self-directed individual. Second, it consi-
ders the adult learner's 1ife experience as hugh, varied
and valuable to the learning process (e.g., case illustra-

tions, role-playing and simulation exercises are relied on
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heavily). Third, it views the adult learner as having
a reciprocal relationship with the instructor and other
learners and thus, takes into consideration the learner's
feelings regarding the content and process of learning.

3. Hispanic Issues: Several programmatic considerations regar-

ding Hispanics are raised by the project.
a) Language use is critical to the design and implementation of caregi-
ver programs for Hispanics. The use of Spanish as the main language is
demonstfated by the finding that second and third generation Puerto Ricans
who participated in the project, expressed a preference for Spanish in
verbal and written communic;tion. At the same time, the inability of
many participants to read and/or speak English hampered the dissemination
of information about social services.
b) The development of the program evidences the existence of certain com-
mon issues in family caregiving by Hispanics which have impiications for
the development and content of similar programs:
- The significant role that the relationship with the homeland
plays for both the elderly and the family;
. = Expressions and feelings of guilt and hopelessness amplified
by the stress of the caregiving roie;
- Communication problems between members of different generations
in the caregiving unit;
- Increased fear of the individual aging process as a result
of the caregiving experience;
- lack of trust for the formal service provider, particularly
fear that the elderly re]ati?e will not be understood or

that services will not be provided properly;
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- Unfavorable attitudes toward institutionalization of
elderly members of the family;
- Need for individual services to supplement the group
program.
c) The incorporation of education and training materials for Hispanic
caregiver groups should focus on helping the families in their roles
as caregivers and mediators of services. Specific topics should in-
clude chronic illnesses, the aging process, community resources, bene-
fits and entitlements, communication problems, and emotional reactions

to the caregiving role.

CONCLUSIONS

As the project evolved and the need to develop the program in
different settings was demonstrated, it broadened its emphasis beyond
the natural supports approach to include much more intensive work on
mutual-aid and self-help with the Hispanic elderly themselves. Some
observations on the project's reéu]ts are presented:

First, it is difficult to organize groups through formal agen-
cies because of their bureaucratic bottienecks. Working through formal
agencies means working with staff members ahd through written records,
as was done with two of the project sites. Churches and more community-
oriented organizations have proved very effective as vehicles for reach-
ing primary groups in the.Hispanic community, since the elderly rely
more on neighbors or friends and are accustomed to primary groups and
community-based organizations. The Hispanic community tends to use the
Church and to prefer one-to-one help, rooted in the family and in the
importance of visiting. On the other hand, it has proved necessary to

use certain formal agencies--for example, home attendant agencies--in
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order to reach the most sick elderly. This does not necessarily mean
that a large number of caregivers will be found through this means,
since usually the elderly Hispanic uses a home attendant as a last
resort, when there is lack of family support.

Second, the self-help model utilized in the project represents
an important use of mediating structures as a matrix for the organiza-
tion of self-help efforts--a different thrust from using such structures
for recruiting volunteers or for assisting natural support groups. The
self-help approach represents an attempt to take special advantage of
the latent strengths of the Hispanic family. The project also proved
the neéd to develop self-help groups with seniors since they can also
benefit from the information provided to the caregivers.

Other conclusions derived from the project are:

1. The findings that a range of relatives, friends and neighbors
of various age groups are involved in providing care to an elderly His-
panic suggest the need for the inclusion of younger kin and friends in
caregiver programs to enable them to share the caregiving Tinks with
more understanding. The range of ages and diversity of relationships
also suggests that such diversity should be anticipated in planning
caregiver programs for Hispanics.

2. Future programs should also be planned taking into consider-
ation the needs of a large female caregiver cohort. The findings that
females are the predominant caregiver figure in the Hispanic community
supports this.

3. Because the role of caregiving is stressful and emotionally
demanding in many phases, this project demonstrated the need for educating

and training this population to sustain and enhance their capabilities.
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Traininag in this context refers to providing information and support
to the caregiver, assisting them in their natural familiar environment
and reducing anxieties through a peer-support approach.

4. The group experience with relatives, friends and neighbors
of the Hispanic elderly supports the view that this population does
share similar experiences in the caregiving raole and that they need
support in doing it. The group process acted as a means of supporting
and strengthening their activities. Based on the experience, some
major needs of informal support networks were identified and services
that can strengthen them:

a. knowledge and access to community resources, benefits and
entitlements;

b. information about specific conditions in old age and skills
related to their management;

c. emotional support to cope with the stress created by the
caregiving situation; and,

d. homé care and respite care.

5. Another major conclusion derived from the findings is the
natural progression of ‘the caregiver from the initial engagement in the
program to obtain concrete information about services and specific con-
ditions, to the use of peer support and engagement in self-help activi-
ties. During the process of obtaining the information, participants
shared information concerning their own caregiving experiences, their
problems and feelings. This resulted in the development of peer support
and mutual aid.

6. The group proaram also filled an important mental health
preventive function. The information provided concerning the aging pro-
cess led to greater understanding of the emotional and physical aspects

of aging and allowed the participants to examine their own attitudes
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towards aging, not only of their aging relatives or friends, but of
themselves.

7. Probably one of the most important outcomes of the exper-
ience was that members appeared to function better and that they
reported that they had a better understanding of their situation and
had found some relief in sharing with others. The group approach
provided an opportunity for the participants to share their concerns,
their needs and Eome to terms with some of their unresolved conflicts.
This process is enhanced through a mutual sharing and bond of trust
between members who are "in the same boat". The peer support gained
through group participation is of value and self-help grodps of care-
givers. can be formed to allow this source of mutual-aid to continue as

needed.

RECOMMENDATIONS

Through the project, some recommendations have been produced
that can be useful for expansion and implementation of similar projects.
1. The group experience must be designed to accommodate the specia:
needs of each different group. For example, scheduling should take into
account the availability of the participants, i.e., those who work,
those who cannot leave the elderly person alone, or those who live in
a high crime area. For these particular situations, scheduling the
sessions on weekends, at daytime and providing some respite care or
transportation should all be considered.

2. Several options exist for leadershin of such groups. They can be
facilitated by a professional group leader, by a staff person of the

agency, or by co-leaders including resource persons. A proféessional
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from outside of the agency often has a fresh perspective when dealing
with group members. Such person is generally trained in group process
and offers participants an opportunity to interact with outsiders.
Although time consuming, a team approach between a professional and a
staff person can combine the benefits of both and is usually recommended.
The program should be conducted in Spanish.
3. The project experience suggests that group programs should be ini-
tiated by local community agencies, voluntary associations like churches,
in areas with large concentrations of Hispanics. The rationale behind
this is that such organizations would be better able to know who would
benefit from the program. They know the clientele and their input wou]d
be more likely to lead to success in implementation, particularly in
attracting group participants.
4. A secondary problem in outreach occurs when it becomes evident that
the wrong agency has been selected as the center to develop the program.
It proves difficult to recruit and select the participants. This points
to the issue that an assessment of the agency should be made before
imnlementing the program. People are more likely to participate or
attend group programs if they are located or sponsored by local community
groups, which already enjoy a high degree of visibility and respect and
are recognized as an agency serving the Hispanic.
5. Highly publicized meetings do not usually assure good attendance
especially with Hispanic populations. A more personalistic and indivi-
dualized approach seems to bhe needed to attract Hispanics. Outreach
efforts should include phone calls as well as letters and personal

contacts whenever possible.
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6. In designing a program for caregivers, attracting hiah numbers of

participants seems to be a problem. Various reasons can be mentioned,

in addition to the one previously cited regardina Hispanics. First,

caregivers of the elderly generally do not recognize themselves as a

distinct constituency. In general, they do not see themselves as a

- group in need of services. This suggests that flyers or outreach

material should concentrate not on the term “caregivers" but should

point more to "helping the older nerson". In addition, individuals who

happened to be caregivers but not the primary user of a service of the

agency, may have attitudes and values against asking or accepting social

service help.

Another issue that became clear in this project is that

those who were providing care were not interested initially in peer

support but wanted concrete 1nformétion and specific help. The focus on

education tends to attract greater numbers of people at the outset.

7. There seem to be certain conditions which appear to be more condu-

cive to effective learning and training of caregivers:

a. The number of sessions should be predetermined, allowing
for one or two extra sessions if requested by participants.
Six sessions seems an appropriate number for many partici-
pants who might otherwise have difficulties in committing
themselves to a longer period of time.

b. Eiaht to twelve group members is an dptimum size for pro-
viding mutual-aid and support for members.

c. Numerous topics can be incorporated into this type of
program, and those included in the project provide a
framework from which adaptations can be made. Some exam-
ples of topics that have proven of interest are:

physical and emotional aspects of the aging process

common and chronic illnesses in old age

sensory losses and communication problems

emotional reactions to the elderly's and caregivers'

aging process

community resources, benefits and entitlements for the aged

- rum
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The project has potential for replication and expansion incor-
porating some of these recommendations. The support group which has
proven valuable for the participants can be replicated in many settings.
The need is there, the material is available and there are prganizations

that can be counted upon to be responsive.

IMPLICATIONS

When we look at the situation of i1l and impaired older people in
the community, and at what they need in order to remain in their familiar
surroundings, it is clear that they need an array of supports and services--
financial help, clothing, shelter, personal assistance, emotional support
and activities that at least occupy their days and more ideally, make
lives worth living. If we look at this list, it is obvious that families,
friends and neighbors are best able to do certain things while the respon-
sibility for other tasks is best assigned to the formal organizations.

For example, most older peoplie rely on Social Security or Supplemental
Security Income for their basic income, but famiiies often provide extra
money. Both contrihute to the older person's standard of 1iving and at
the same time serve to articulate family devotion and responsibility.

In generat, there is a division of labor between family and organ-
jzations. A corollary to this is that in general, the i11 and impaired
elderly does better if she/he has available to him/her botn family and
formal organizations. Families, particulariy children, as demonstrated
in the project, are extensively involved in the care of their elderly
relatives and are carrying a major burden of support. It is important,
however, not to view the family support system as one best left alone by
the formal system. Clearly, the caregiving population needs the collabor-

ation of the formal system. Especially in the case of the Hispanic, where

- v
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a strong familiar system still exists, and in these times of fiscal
constraints, there is the danger of viewing the family support as a
"cost effective" approach to the care of the elderly.

It is imperative, therefore, to use knowledge gained from this
project in order to identify the most appropriate means to address the
needs of the Hispanic elderly and their families. Caregivers in the
project stated the need for more services and more coordination with
the formal organizations. The need for the partnership to guarantee
coordination is clear.

Experience obtained in the project points to the interrelation-
ship -of the service needs of the older person and of their relatives or
friends and neighbors who form the informal support network. This sug-
gests the desirability of an integration and coordination of the informal
system and the formal network. Senior centers, home-care agencies and
other service organizations should broaden their client focus to offer
servicés targetted at the older person and his/her caregiver.

If we accept that the elderly impaired do better if there is
coordination of effort between the formal and informal systems, then
priority must be given to training of professionals for this coliaborative
reiationship.

binile the concept of the informal caregiving network is not new,
there is little general knowledge of the specific roles, stresses, needs,
and problems that caregivers face. There is a need for educating and
training of health and social professionals. Current social work practice
among the elderly does not, in general, focus on the family but rather on
the adult child seeking guidance or the older person with functional limi-

tations. Work with kin and other people involved in the informal helping
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network of the elderly should become a primary element of the framework
of social work practice in the field of aging. Lack of knowledge about
the valuable role performed by informal support networks often means
that professionals do not use the family and friends as a resource.
Caregiver groups have proven to he effective in developing this commit-
ment. However, education and training for these practitioners is needed
and should include the following areas:

- assessment of the level of support which family, friends
and neighbors provide to the elderly individual;

- how to mobilize self-help groups for service delivery;

- how to identify supporting people in the neighborhood
and how to expand their functions (i.e., community churches).

Closely related to the need for education and training is the
need to broaden the understanding of the term "caregiver" to include not
only the children of the frail elderly, but the friends, neighbors,
spouses, siblings, and other kin. Any service proaram designed for care-
givers should include the older person's caregiver and the non-relative
caregiver and should seek to provide services that will accommodate the
needs of these groups.

There are implications for service derived from this project.

The first point to emphasize is that we are dealing with two distinct
target populations: the elderly and the caregiver. The elderly, due to
their vulnerability to disabilities, have a set of needs and their care-
givers, in the process of assisting them, have needs specific to the
supportive role they have undertaken. This is not to say that services
to support the aged (i.e., home attendant) do not relieve the burden of
care for the caregiver. On the contrary, they do. However, the primary
target of these services is the elderly, and more important, the eligibi-

lity criteria is based on the elderly aside from the resources of the
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family. To this extent, it is imperative to realize that the older
person will be in need of a number of supportive services, regardless
of the availability of family supports (Monk: 1979). If the elderly
are to remain in the community, there are a range of supportive services
necessary such as home attendants, senior centers, visiting nurse, etc.
By the same token, these supportive services are of help to the family,
which is the first source of help to the elderly. fhe two most frequently
cited needed services for the elderly are homemakers and transportation
services.

The second target population--the caregivers--have unique service
needs derived from the caregivina responsibilities they have undertaken.
Occasional periods of relaxation and time to attend to personal interests
are crucial in alleviating the stress involved in caring for an elderly
person. Although specific mention of this matter was not made at the
initial interview with the project participants, the importance of some
respite care was mentioned during the group meetings. Restrictions on
time and freedom appears as one of the most common problems mentioned in
providing care to an elderly person, and respite services., emerges as the
most common service identified as needed to help the caregivers in their
role. Respite services should be available to families at least on a
monthly basis at minimal or no cost.

Caregivers also seek information, advocacy, peer support, and
help in coping with their caregiving role. Even with the presence of
supportive social services to thé elderly, the physical and emotional
burden remains with the caregiver. Emotional support emerges as the
most frequent service provided by the caregiver to the elderly, but is

also mentioned as the most difficult task. It is, in addition, an
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assignment that cannot be easily undertaken by the formal service.
Group programs are an effective means of helping the caregivers in ful-
filling this task, via education and support to cope in general with
the emotional strain of providing care to an elderly relative. Mutual
support from other caregivers is of great value in this respect.
Horowitz' findings (1982) suggest that development of self-help groups
and training programs for caregivers should be encouraged and supported.
Many of the respondents in her study felt isolated and believed that
they were faced with problems unique to their particular situations, yet
their efforts were going unrecognized. There was willingness on the part
of the caregivers to spend time talking about their concerns and fears.

Consideration must be given to developing services to aid care-
givers through the formal system in addition to using the resources of
local communities through the mediating structures. Close work needs to
be done with religious organizations to develop and assist projects to
help caregivers. The church provides a base of support for individuals
and an array of services to families and their communities. These organ-
izations should be used as training or sponsor sites for caregiver pro-
grams. As policy-makers and agency workers devote increasing attention
to informal and community supports for the elderly, the role of the local
community church should not be forgotten. Built on a set of shared
values, ongoing éontacts between members, and an exchange of help among
the congregation, churches fulfill important functions of service delivery,
emotional support, and opportunity for individuals to gain a sense of
belonging. This intra-community approach is viable in dealing with
Hispanic populations based on cultural acceptability.

Finally, inherent strengths exist in the Hispanic informal support

be s i
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system. For this reason, human service providers should not undermine
a system of service delivery that has always existed. At the same time,
however, human service providers should not use the existence of a
natural support system as a pretext not to provide services. The natural
gupport systems should be supported and should be the focus of study and
research. There is a lot to learn about how Hispanic culture has managed
to support its elderly and frail members amid all the constraints they
encounter.

To summarize, the necessity for a group program to strengthen the
informal support system of the Hispanic elderly has been made evident.
The program content and design fit the needs of the participants and can
be utilized for future programs.

The development of the program according to its goals resulted in
a challenging and at the same time, rewarding task professionally as well
as personally. Personally, it was a means to serve the Hispanic community,
particularly Puerto Ricans, and offer it a service which indirectly bene-
fits the elderly. Professionally, the knowledge gained regarding the
needs of the Hispanic elderly and their relatives has served as a stimulus

to continue working for the well-being of this community.
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Appendix A
SAMPLE OF A GROUP SESSION
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Natural Supports Program for Hispanic Caregivers: Cycle I

Group Program at CABS Nursing Home
Fourth Session: May 2, 1982 3:00 P.M.

Topic: Special Reactions to Aging
Dealing With Our Feelings

Participants: Maria, Evelio, Luz, Ana, Georgina
(Ana is new, Luz was absent in the previous session
Irma and Lissette are absent today)

Evelio and Maria were the first ones to arrived at the meeting. They
were followed by Luz. Georgina came with Ana and introduced her as a
member of the church she goes to and a personal friend. Ana explains
that she is not taking care of an elderly person but has many friends
and relatives who are old and would like to know about aging. A brief
summary of the previous sessions as well as material handed out were
given to Ana. The topic of discussion for the session was introduced
and in order to get a feeling of the member's opinions about being old,
they were asked to describe what it meant to them to be old. Their
answers were later given value in terms of positive and negative
aspects. The first one to answer was Maria and sfe said that for her
being old was a punishment. She said that: "You are punished because
you have a lot of problems when you are old and you also give problems
to the people near you". Evelio responded by saying: " That is not so,
it varies from person to person, and 1ife is not a punishment" Maria
went on saying that her personal view of aging was that and that one
should die before getting to bBe frail and not healthy. "One should
only live to certain age, although if you have money things are
different. If you can pay for services you do not become a burden
on your family."

Evelio said that there are differences in how people aged as was
mentioned in previous sessions. "There are some persons that the more
they live the more attached they become to life." Ana mentioned that
she is getting old and she does think of old age as a bad stage in life.
She have many aged people around her whom she 1ike to talk to and help.
Evelio described the aging process as a natural thing, it happens to
every one. He mentioned that his mother is not depressed because she
is old. She enjoys watching T.V., listening to music, talking to people,
and reading. "She is old because she reached certain age, but she does
not feel she is finished." Evelio went on to describe that how we feel
about being old depended on our experiences and many factors influence
or perception.

Ana said that there were some old people that were always crying and
had become very sentimental over time, "some act 1ike children ."
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Evelio mentioned that health is one of the most 1mportant factors
in old age.."being healthy makes a difference."

Georgina replied that some people just did not accept getting old while
there were others who felt proud of their age and accepted it as natural.
"I know many persons in their 70s who are very active in the community,
they get together with their friends to socialize and they do not sit
around to wait for the end."

The discussion led to analize their description of old age in terms
of positive and negative characteristics. It was mentioned that the
aging process involved different aspects and how everyone viewed aging
influenced their own aging process because of the individual differences.

Evelio mentioned that although his mother had some physical problems
that 1imited her in many ways, she loved being alive. "She never
misses a medical appointment, and she goes to the doctor because she
wants to live longer."

Luz described the person she takes care of as very attached to life,

."she 1ikes to feel independent, likes to dress up, make up and go out
if possible." But on the other hand she has a sister who is only 50
years old and is always home, and feels and act as if she were 90 years
old.

Each member presented material which described their perception of old
age and description of how they view other people reacting to being old.
The discussion moved to the topic of feelings towards their caregiving
role. The project director briefly mentioned some of the feelings that
-come into play when we are taking care of an elderly person and asked mem-
bers to comment on their own experiences.

Maria touched immediately an one universal theme when she described
the round-o-clock nature of the careqiving situation. She mentioned
that " although she is not taking care of an elderly relative, she knows
of personal friends and relatives who are involved in this role and this
is one of the reasons why she condidered being old as a punishment not
only to the old person but to the relatives who have to take care of them.
Everyone experienced the time consuming or restricting demands of the
frail elderly relative to a greater or lesser extent.

Evelio felt particularly burdened by his mother's constant demands
for attention. He described that sometimes she would find everything
he does for her wrong. He mentioned a situation that happened during
the week in which his suggestion in dealing with a situation was not
accepted and at the end his mother admitted she was wrong. His mother
"would not agree with what I say, but whatever my brother does is right."
Evelio explains that his brother who is younger than him, "has been
my mother's favorite always." His brother is very sick at the present
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time , but when he was younger they had problems because of the mother
being more attached to Evelio's brother than to him. Evelio has always
lived with his mother or close to her.

Maria mentioned that in her family she had the same situation where
the mother always demonstrated more affection "to my siblings which pushed
me out of my house at a young age" She left her country (Colombia) when
she was 17 years old and came to the United States with some relatives.
Maria blames her mother for that decision and she shows anger while
talking. Some group members were very supportive of her while she was
talking and commented" It must have been a hard decisian to leave your

country at such age and come to a different country!

- Evelio mentioned that he has lived with his mother or close to her
in Cuba (25 years ago) and since they have been in the United States.
He was married for a short time before marrying Maria five years ago.He
moved : with Maria but has always managed to live close to his mother.
He visits her everyday or calls her if unable to visit. He has not
worked for the past seven years because of physical problems. But he
receives Social Security. Evelio stated that he feels responsible for
his mother because she does not have other relatives in the United States
except him and his brother (who is in an institution). He commented
that his mother is very demanding of his time and would call him over
the phone for everything, eventhough she has a 24 hour home attendant.
Sometimes Evelio feels annoyed when he has to leave whatever he is doing
to attend the so called "emergencies" of his mother. He mentioned that
he can never make plans to go outside of the city because he is afraid
something might happen to his mother while he is away. This situation has
created conflict in his relationship with Maria who wishes that they could
go away on a trip.

Georgina identified with the situation described by Evelio. She described
her mother-in-Tlaw as very demanding but at the same time refusing to be
helped. She described her mother-in-law as a person who was very independent
and active and had not been aboe to accept her present illness. Georgina's
husband (only child) is very attached to his mother and worries a lot about
her to the extent that he does not sleep well at nights. His father, who
is much younger than his mother has a history of mental illness. Manuel
is very concern that his father might neglect taking care of his mother.

This discusion brought into higher resolution the emotional conflicts
which are part of the caregiving role. Sympathy for the person whom
they were taking care of seemed to increased the guilt they felt when they
become frustrated and angered by the demands of the elderly person.

Georygina also admitted to the anxieties that one's one aging process
creates in connection with seeing other people grow old and frail.

One of the things shared by the group members was how hard the caregiving
role was made by the fact that whole responsibility for the caring seemed
to fall on one person's shoulders. Both Evelio and Georgina mentioned
the fact that they were the main person providing care to their relatives,
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in part because they were only child (as in the case of Georgina's husband)
or had always been in that role (as in Evelio's case).

Georgina also mentioned the frustration she feels when she would like
to do more for her mother-in-law and feels her hands tied.

Another source of anger and frustration mentioned by the group members
was the fact thact decision-making as it related to the elderly rested
mainly on the caregiver while other family members might critizise the
decision. Evelio mentioned that when his mother began having physical
problems, his brother suggested a nursing home and Evelio becam very
upset refusing to consider that option. He said he would do whatever
was necessary to keep his mother at home.

Luz mentioned that some childeen are very attached to their parents
and get overwhelmed by the caregiving role but there were also many
children who just forget that their parents exist. She used the case
of the person she takes care of as an example. Evelio commented that
no matter how upset he might Become he would never neglect his mother.

Fear wWas mentioned as arother common feeling among members. Georgina
talked about her husband checking on his mother every day because.of fear
that something might go wrong. He does not trust his father as is afraid
that when he goes out shopping his mother might fall. Georgina added
that this is unfair to Manuel's father because he needs to go out and is
also overwhelmed by the demands of his wife.

The members shared differant concerns with the difficult feelings
involved in the caregiving role. They also shared their different
experiences and emotions involved toward their other family members.

Some members found extremely helpful to have shared the feelings
with other members. Evelio commented that he had been helped while
sharing his feelings and problems with the other members and felt he
was not alone. He also mentioned that he rarely mentioned how he feit
to others.

The project director emphazised that beyond sharing experiences and
feelings which was itself important, the exploration and development of
posibilities of constructive changes in the situations of them as care-
givers was an essential capacity of the group. Evelio commented that
he shares the information received in the meetings with other people.

The meeting ended with a reminder of the next meeting's topic: community
resources, social services and alternatives in dealing with the formal
system in behalf of the elderly.
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Appendix B
CERTIFICATE OF PARTICIPATION
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Brookdale Ce:flter on Aging
o
Hunter College

CERTIFICADO DE PARTICIPACION

es otorgado a

en reconocimiento por haber completado satisfactoriamente el
TALLER PARA FAMILIARES, AMIGOS Y VECINOS

DEL ENVEJECIENTE HISPANO
auspiciado por Brookdale Center on Aging of Hunter College

Dado este dia del mes de del

Carmen Sanchez
Project Director
Brookdale Center on Aging

Rose Dobrof, DSW
Executive Director
Brookdaie Canter on Aging
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Appendix C
HANDOUTS FOR GROUP SESSIONS
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HANOQUT FOR GROUP MEETINGS

[tem

Ur oy —

(

. Program content (Spanish)

. Role playing situations (Spanish)

. Minorities and how they age (Spanish-Englisn)
. You and your aging parents {Spanish-English)
. Physical and psychological changes in old age

Spanish -English)

. Physical and emotional aspects of aging (Spanish)
Common and chronic illnesses in old age (Spanish-English)

What do we know about aging (Spanish-English)
Senility: Myth or Madness(Spanish~English)

. Organic Brain Syndromes {Spanish-English)

. Behavioral changes in 0.8.S. (Spanisfi-gnglish)
. High 8lood Pressure {Spanish-English)

. Arthritis (Spanish-English)

. Diabetes (Spanish-English)

. Cold-Heat,and Aging (Spanish)

. The accidents and the aged (Spanish-English)

. Finding good medical care for the aged (Spanish-Englisn)

. Safe use of medications (Spanish-English)
. On medications (Spanish-English)
. How tc help the elderly in communicating with the

dactor (Spanish-English)

. Vision (Spanish-English)
. Hearing (Spanish-Engliish)
. Memory Aids (Spanish- Engiish)

. Communication: Have your tried listening? (Spanish-

(

English)
Ways to improve cur communication with the elderly
Spanish)

. Therapeutic elements in listening {Spanish)
. The value of reminiscence (Spanish=-English)
. Dealing with our feelings {Spanish)

. Taking care of other people (Spanish)

. Where should our elderiy live {Spanish)

. Tips in applying for helo. (Spanish)

. Whre to look for help (Spanish-English)

. Food Stamps (Spanish)

. Madicare (Spanish)

. Medicaid (Spanish)

. Supplemental Security Income (Spanish)

. Con Edison Flyers (Spanish)

. Department for the AGing services (English)
. Home Energy Assistance Program (Spanish)

. Puerto Rican Institute for Older People (Spanish)
. laregivers Netwcrk

. Certificate of participation

Session

— et s

[NSIOSEACEISEAN R AV N I A0 I AN IS I S O A I IS I

(TSR PSS AN )
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Appendik D
QUESTIONNAIRE FOR PARTICIPANTS (SPANISH)
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PROGRLVIA DE GRUPN PARA PERSONAS HISPANAS CON ENVEJECIENTES

Exnlicacién del cuestionario:

£1 nprondsito de este cuestionario es conocer sobre la experiencia

suva bregando o cuidando de un anciano. Nos proveeri informacién

que utilizaremos nara evaluar el »rograma v nara entender meior cuales
son sus necesidades y preocupaciones. VNos avudari a desarrollar

una imdgen de como Usted brega con sus familiares v amigos ancianos,
:3mo se siente v qué cree de los problemas del enveieciente.

También nos avudari nara adaptar el pnrograma a sus necesidades.

Toda la informacién de este cuestionario serd utilizada soiamente
sara “ines del programa v 1las contestaciones serin confidenciales,
sin usar nombre. Consideramos sus respuestas muy valiosas v le
1sradecemos que conteste todas las nregnntas aque se anliocuen a su
case. 91 necesita ayuda, puede esperar hasta aue comienze el

arograma - cterndré mucho gusto en avudarle.

'IUCHAS GRACIAS
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Comenzaremos la entrevista con alguna informacidén zeneral sobre Usted
v su familiar enveieciente.

1. (Cuida Usted de alguna persona anciana? s1 \o

{Si contesta no a asta pregunta favor pasar 1 la pdgina 5%

2. :Qué parentezco tiene Usted con el ancisncra)”

3. .Qué adad tiene el ancianora)

4. :Cudl es el status civil del ancianofal?:

Casado(a) Separado(a)
Viudo(a) Divorciadoial
Soltero(a)

5. .De dbonde recibe ingresos el ancianoia:”:
Securo locial

S.5.I. SEguro de Ingreso Suplementario:

Pensidn "Veteranos, (obierno,

o]
e
Inversiones {Rentas)
Audz de familiares

Ctro tipo de avuda :Especifique!

5. (Con quién vive el anciano?:
Con el entrevistado
Con esposofa)  TMargue ambos 51 2ntrevistade @S 25TOsSC 1

50lo ra;

Con otros fumiliares ‘Si es asi, (Con quiédn’

Otro tipo de arreglo

", .3e considera Usted el principal Jreveedor le suidades il incianora.?

31 Ne

iSi no es asi, .Cuién es el que mAs cuidados provee’




Jué cosas hace Usted por su familiar o amigoe anciane” {Tavor
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con una marca el.tipo v Irecuencia de la acrividad)

tividad

ict

h

Ir de compras para
articulos gersonales
v comida

Preparar Comidas

Hacer limpieza liviana
‘3arrer, fregar, sacar
basura, etc.)

Hacer limpieza pesada
‘tavar pisos, ventanas)

SuministrTar o supervi-
sar medicinas

Avudar en lavado v
slanchado Je roma

Avudar 2 supervisar en
21 cuidado personal
‘vestirse, bdararse)

Contripuir dinero 13
los gzastos del hogar

Avudar en manejo e
cuentas 'Pagar cuentas,
sambiar cheques)

“roveer ayuda =n la
<Tansportacidn . Llevar
1 21tas, agencias. etc.;

Yisitar, hablar por
celdfono, darle comeaila
‘Apoyo emocional)

Mediar con las agencias

Traer 31 (3 <asa por
Zines Jje semana

2tro tiro de avuda
“Describa:

Nunca

Diariamenrs

Ina_ver
semanal

de indicar

na vez
mensual
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3. .Cudl de las cosas que Usted hace encuentra mis dificil”

3. .Cuiles han sido algmos de los problemas mis serios a que se ha enfrentado
al ayudar a su familiar o amigo anciano?

10. Leeré ahora una lista de situacicnes aue mucha zente se enrrenta cuando

suidan e una persona de -2yer edad. Para cada una Je 2ilas, iigame ror
Juvor si Usted la ha ex.erimentado !UCHEQ. POCT o NADA:

oo orce RIS

1. EL tiempo que le dedico a mi
familiar 2 amigo me quita del
tiempo que debo dedicar a otros ——
miembros Jde mi familia.

3. Yo Jisfruto de actividades en
mi tiempo libre por el tiemro
que le dedico a mi familiar o
amigo.

2. Z1 tiermo que dedico a mi Sami-
liar o mmigo inter<iere con mi
trabajo.

d. La preocupacidn por mi familiar
o amigo me afecta la salud.

2, El tiempo que paso ayudando a
=i Zamiliar o amigo no me permi-
te hacer las tareas de la casa.

£. No puedo comprar todas las cosas
que quiero por el dinerc que
gasto en mi familiar o amigo.

3. Me preccupa envejecer.
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1l. (Cudl dir{d Usted que es el problema mds seric a que se eafrenta su
su familiar o amigo en este momento”

12, .Qué-servicios de agencias recibe su Jamiliar o amigo 2n la actualidad?

n

i X0
a. Consejeria

3. Servicios de escorta

<. Transmortacidn

i. Reparaciones en el hogar

a. Visitas mmistcsas

£. Apovo teleffnico

Z. Servicios legales

1. Servicios de Cuidado Personal

i. Avuda para ir Je cocmoras

i. Limpieza 2n el hogar de tipo liviano
X. Avuda 2n 2l lavado  nlanchado de ropa
l. Avuda 2condmica

7. Avuda en el hogar con asuntos de salud
2. Ama de llaves

2. Infermera Visitante

. Ccmida sobre rTuedas

. Centro de Ancianos

r. Jtro servicio (Describaj
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t3. (Qué otros servicios podria Usted utilizar para ayudar al ancianofa)?

T4, (Hay otra persona ayudando al ancianolal ademis de Usted”  Cuién” . CQué

cosas hace por ellla? (Refiérase a otros familiares)

15. (Esti algin vecino o amigo avudando al ancianosai? ;De sué manera?

Las contestaciones a las préximas preguntas aos avudarin a describir las

Jersonas que se preocupan o estin emvuelras cuidando ancianos. e refiere
Jersonas ccmo Usted.
T, 3EX0 ?

16. .Qué 2dad tiene Usted?

13. .Cuil as su status civil?

Casadora) Solteroral

iudotal Jiverciadotal
Senaradoral

19. Dfnde nacis?
3i naci§ fuera de Estados Unidos,

;Cuinto tiempo lleva agui”
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20.  Hasta qué grado fué a la escuela?

Ninguno Graduado de Zscuela Superior
Sscuela Elemental o Cursos de Colegio

Intermedia
Cursos de Escueia Sunerior Graduado de Colegio o

Jiplcma Profesional
21. (Trabaja Usted?

Tiempo completo Retirado
Tiempo parcial Jesermleado
otro

22, iCuil es su ocupacidn?

23. _Cuil 2s el ingreso anual de su familia? /Opcicnal)

Yencs de 53,000 . $10,200 a 15,200
$3,900 a 53,300 $15,200 a 520,300

$3,000 a 310,200 Sobre 320,000

shera n0s gustaria obtener alguna informacidn sobre el programa gue vamos 2

desarrollar:
21, .Cfmo se enterd <del programa’

Recibi anuncio por corTeO

Me refizid ei nersonal de la 2gencia
‘e enteré por un familiar o mmigo
Stra forma

23, (Qué razones tiene gara querer participar 2n el programa’

a. Aprender sobre las enfermedades :T@nicas v las incapacidades
de 13 vejez.

0. Aprender sobre derechos v Jeneficios del anciano.

<. Jprender sobre las reaccicnes s necesicdades amocionales
de las personas ancianas.

d. Comparctir mis experiencias con otras nersonas

[N

. Aprender sobre recursos ¥ programas 2n la commidad
. 0ir de otras personas que cuidan ancianos.

n



6. .CSmo cree Usted que este programa puede ayudarle a Usted o su familiar”

27, (Qué cosas le gustaria que se discutieran en las reuniones?

Nos gustaria saber qu dfa r hora es mis :onvenientepara Usted asistir 1 las
reuniones. Favor de indicarlo en orden le prererencia.

2ia dora

MICHAS  GRACIAS  POR 35U CCOPERACICN

£
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Appendix E
QUESTIONNAIRE FOR PARTICIPANTS (ENGLISH)
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GRCUP PROGRAM FOR HISPANIC CAREGIVERS: QUESTIONNAIRE
STATEMENT OF EXPLANATIONM:

The purpose of this interview is to Tearn about your experience
as a caregiver. [t will provide us information which will be used
to evaluate the program and to better understand your needs and concerns
regarding it. It will help us to develop a picture of how you are
dealing with your aged friend or relative, what some of your feelings
and heliefs are about related issues and adaot the program to your
needs .

All information given in this interview will be only utilizea
for the purpose of the program and all your responses will be treated
confifentially, no names will 5e used at any time. e consider your

raspanses to be of great value and are greatful for your cooperation.

Jo you have any auestions before we begin?

Seowan L i meeme - . e
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We will begin the interview with some gene?al background questions about

you and your older relative.

1. Are you taking care of an elderly relative or friend? Yes No
[1f the answer is NO, go on to page 5)

. What is your retationship to the older person?

"~

3. How old is your ? ' years old.
4, What is the marital status of your - ?
Married - Separated
Widowed - D1vorced.
____Single ____ Other { )

wn

. Does your __ receive income from:
____ Social Security ?
S51 (Supplemental Security Income)?
Pension?

Investments?

Financial help from relatives?

Other? { )

. Who does your live with?

[¢)]

Lives with respondent

Lives with spouse (Check both if respondent is spouse)

Lives alone

\

Lives with other family members (If so: Who? }

————————

R

Other arrangement

consider yourself to be the principal caregiver for your

-~
o
o

<
[+]
[

Yes No

{If N0: Who is the principal caregiver?
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8. What type of things do you do for your ? (Please check type
and frequency)

Activity At least At least Less than
daily weekly weekly

o

. Shopping for perscnal
items and food .

b. Meal preparation

¢. Lignt housecleaning
(dishes, dust, etc)

d. Heavy housecleaning
(windows, floors, etc)

e. Administer or supervise
medication

f. Laundry

3. Personal hygiene
fbathing, clothing,etc)

n. Financial assistance

i. Help manage finances
(cash checks, pay bills)

j. Assist in tranportation

k.,gmotional support
{visit, phone,etc.)

1. Mediate with agencies

m. Bring home for weekends

n. Other (Describe)

9, Which of the things you do, do you find most difficult?
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12.
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What have been some of the major problems you have faced in helping
your ?

! will read you now a 1ist of situations which many people say they
face whive helping an older relative. For each of these statements
please tell me whether you experience the situation A LOT, A LITTLE,
or NOT AT ALL.

A lot A little Not at all

a. The time I am devoting to my
relative is depriving other
family members of time which
should be spend with them

5. I am unable to enjoy enough
leisure time activities because
of the time I devote to my
older relative

c. The time [ devote to my older
relative is interfering with
my job

d. Worry about my relative is
interfering with my health

e. Time spend helping my older
relative is keeping me from
doing my own housewark

-

. I am unable to buy all |
would want for myself or my
family because of the expenses
1 incur in behalf of my relative

g. [ worry about my own aging

which is in your opinion your 's major problem at the
present time?
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13, What services from agencies is your relative or friend receiving
at the present time? (Please check)

Services Yes NO
a. Counseling

2. Bscort services

c. Transportation

d. Home repajrs

e. Friendly visiting

f. Telepnone reassuyrance
g. Legal services

h. Personal care services
*i. Shopping assistance

j. Light houseclieaning

k. Laundry

1. Financial assistance
m. Home health aid

n. Home attendant

0. Yisiting Nurse .

9. Meals-on-wneels

3. Senior Center

r. Other (Specify)

14. What other services could you use to help your ?

.
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13, Does anyone else besides you, help your ? What other
relatives are involved in his/her care and what do they do?

16. Are there are any neighbors or friends involved in caring for your
How do they help?

Answers to the following auestions will help us describe those who are
concerned apboyt or providing some care to an elderiy person. They refer
%6 persons like you.

17. How old were you in your last birthday? SEX: F
years old.

18. What is your marital status?
Married Singie

Widowed Divorced/Separated

19. Where were you born?

If born outside of the U.S., How long have you been in the U.S.?
years

20. What is the highest level of education completed?

No school High School Graduate
Junior or Grade School Some College
Some High School College Graduate or

Professional Oiploma
21. Are you employed?
Full Time —_ Retired
Part Time —— Unemployed

QOther

F— - R
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22. What is your occupation?

23. What is your family annual income?

Less than $3,000 $10,000 to $15,000
$3,000 to $5,000 $15,000 to $20,000
$5,000 to $10,Q00 More than $20,000

Now we would like to know some infermation concerning the group program.
24. How did you learn about the program?

Received announcement through the mail

Referred by agency's staff

Informed by a friend or relative

Other

25. What are your reasons for attending the program?

To learn about chronic illnesses and
disabilities in old age

To learn about benefits and entitiements
for older people

To learn about emotional reactions and
needs of older people

To share my experiences with others

To learn about community resources
and services for older people

To hear from other people who are
caring for an alder person

Other
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26. How do you think this program can help you or your older relative?

27. What things would you be interested in discussing in the group meetings?

We would like to know what is the most convenient time and day for you %o
attend the meetings. Please give three options in order of preference.

_oaY TINE
1.
2.
3.

THANK YOU VERY MUCH FOR YOUR COOPERATION.
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Appendix F
GROUP OBSERVATION
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GROUP__ OBSERVATION

Jate: Plzace:

- : ati :
Session Number: Hour: Duration
Participants: Indicate number in each category.

Teotal present: Male: Female:

Total Absent:

New Members (if anv)

Topic of session:

Was the topic covered?

Actual number of partigipants:

“Indicate Participation of members in discussion, contributions, Etc!.

Process: Describe what happened, who participated, how, services request
now handled, emotional responses, involvement, communication
among members, attitude towards ending session or limitation of
time. To what extent are thev critical, to what extente thev
begin to network after intervention, individual requests after
session,etc.
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Appendix G
PROGRAM EVALUATION BY PARTICIPANTS (SPANISH)
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Svaltacién el crocrama de crunc por particirantes

Para poder planificar Yy meiorar programas futuros, nos gustariz
ccnocer su reaccidén al programa en que participé. Favor de indicar
de indicar el nGmero de sesiones a que asistié v evaluar en base a
eso. Sus respuestas se mantendrin confidenciales v anénimas.
Muchas gracias por su gooneraciérn.

. ..\ cudntas sesiones asistid?
sesiones

asistir a las reuniones fue problemiticc o le causé inconve-
encias?

- E1
-. (EY
"3

i

Nineln problema un nroblema moderade

.

Un poco de problema tn gran prehlema

i fue nrotlemdtics, (Qué le causé preblemas?

5. JConsidera listed que el programa le avudd de alguna rorma en
su vida personal, o sea en algunas areas de su vida?

S No

-

Si fue de avuda, podria indicar en qué aspectos le avudé?

Si no le ayudd, favor de indicar en aué forma nc fue de su
agraGéo el proarama, o en aaé forma se sintié defraudado, para
mejorar el programa:
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"or faver

enumérelos en orden de rreferencia:

Informacidén sotre enfermedades de la veiez, enfermedades
crdnicas e incaracidades. )

n

Conocer sobre teneficics v derechos de los ancianes (337,
liedicaic. etc'.

Conocer sobre recurscs disnonitles en la comunidad

Compartir » discutir los rrokblemas de cuidar de un anciane
con ctras personas cu¢ se encuentran en la misra situacién.

b—

Z1 raterial aue se Tenartid en las rcouniores.

Ahora me fustaria cue rme dijera si la exneriencia &
de mucha avude. alcune avuda 9 nincunz avuda con las siculen

Anrender c6me obtener servicios de las agencias.

le ~rurc fue
T0F

rcas. ravor de indicar unz en cada area:

(2 1)

ticha avudo.  Moca avida  linmuna avuds

Aprender como otras personas Lregan

lon

Hej

sus familiares ancianos

orar mi comunicacién con mi

familiar anciano.

Ent

ender mis las queias cde mi fami-

liar anciano .

st
ner
Sac
nTO

Ent
env

ablecer contacto ccn otras
sonas que cuidan ancianos.

ar cosas nara afuers (Ventilar
blemas ¢ preocupaciones; .

ender mi propio procesc de
ejecer.

Conocer donde empezar a buscar

avuda para mi familiar anciano

op

Coni
ve?

ara mi.

ocer sobre enfermedades de la
ez v ¢dmo bregar con ellas

fntender las pérdidas que ocurren

en

-
oo
Loy

er
cui

la vejez.

resar sentimientos v erociones
relacién a mi exreriencia de
dar un anciano —_— —_— ———
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Paca avuca

Uincunc avuda

tuche avuca

Aprender sobre asilos de

K.
ancianos. _
1. Aprender a bregar con
conflictos Szmiliares. _ .
T. Srreader z Jdar atencidn 2
mis necesidades » las de mi
farmilia.  —— —
n. Arrender soire ia comrusidn en ics
~ersonas de mavor edad. _
¢c. Omortunidad de hatlar sobre mis
frustraciones. — e

Tree Uzted cue
nrotLigemas conme
iel rrurnc’

.Incontré aue los
formal

tuvo ia oportunidad de
~roveedor Je

lomra

arvuda al

rti ox
inciane, Zon ot

del crupo fueron de¢ aneve en alifund

,ia mantenido con
reuniones”

tacto con otros miembros del

cruro ‘fuera de

las

Si Mo
.Cree que seruiri viendo a otros miembros?
st ‘o
. iLe interesaria pnarticipar en otTes £Tuncs de familiares cue
rroveen avuda a ancianes”
<f hYe]
JPorqué?
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1l. .Recomendaria Usted este programa a otras personas?

Si No

12, .Tiene Usted aliguna recomendacidn de c6émo mejorar este
orograma’

Jtros comentarios que quiera hacer en relacidn a la experiencis
v el programa en general: .

MUCHAS GRACIAS POR SU PARTICIPACION EN EL PROGRAMA. FUE UN DPLACER
CONTAR CON SU PARTICIPACION:

P—
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Appendix H
PROGRAM EVALUATION BY PARTICIPANTS (ENGLISH)
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Orogram's evaluation bv participants

In order to plan and improve future programs, we would 1ike to know

vour reaction to the program in which you nave participated. Please
indicate the number of sessions you attended and evaluate based on them.
Your responses will remain confidential and anonimous. Thank you for
Jour cooperation.

w

. How many sessions did you attend?

sessions

. Was attending the meetings problematic or incanvenient?

No problem 4 moderate problem
A little problem A great probiem

I[f it was problematic, can you explain how?

. Do you think that the program helped you in any way in your personal

life?
YES NO

I¥ it nelped you, zan you indicate how?

If it did not helip you, please indicate what aspects of the program
were not helpful, or in which way vou were nat helped.
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4. Whicn aspects of the program did you find most helpful? (Please
enumerate them in order of preference):

Information on illnesses and disabilities in old age

Information on benefits and entitlemenst for the aged

Information on community resources for the aged

Sharing and discussing problems of the caregiving role with
other people who are in the same situation

Learn how to ohtain and mediate for service with the forma!
organizations

The material that was given at the sessions

Now we would like to know if the group exper{ence Helped a lot,
Hdeloed a Little, or 0id not Help in the following areas:

w

Helped a lot Helped MNo Heip
. a Little

. Learn how other people deal
with their aging relatives

[+%]

(=3

Improve my communication with
the elderiy

. Understand the complaints
of my older relative

(8]

«a

. Establish contact with other
caregivers

. Yentilate problems and
concerns regarding the
care provided to the aged

L]

-

Understand my own aging

process —_— —_— —

Know where to begin to look
for help

wy

h. Know about illnesses and
disabilities in old age

i. Understand sensory losses
in old age
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Helped a lot Helped Mo Heln
a Little

j. Express my feelings and
emotions in my caregiving
role

k. Learn about nursing homes

1. Learn how to dewl with
family conflicts .

m. Learn to pay attention

to my needs and my family

needs

n. Learn about confusion in
0ld age

0. Opportunity to talk about

my frustrations

. Do you think that you had the opportunity to share your caregiving
experience or problems with other group members?

[« 1)

YES NO

7. Were other members supportive?

YES - NO

How? -

Have you kept contact with other members?

[<]

YES NO

§. Do you think you would continue seeing other members?

YES NO

10. Would you be interested in participating in other caregiver groups?

YES NO

em—r———
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Why?

11. Would you recommend this program to other people?
YES NO

12. Co you have any recommendations tc improve the program?

Any other comments that you would like to make regarding the experience?

THANK YQU VERY MUCH FOR YOUR PARTICIPATION IN THE PROGRAM.
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