Abstract

Recent trends in health care

have placed increaseq bur:
den on family Caregivers, |n
résponse, Psychoedyca-
tional Program for Cancer
Caregivers hag been imple-
Mented. Thijs 6-hour pro-
gram addresses Symptom
management, Psychosocja)
Support, and resource iden-
tification, Between 1994
and 1997, 529 caregivers
have Participateq. The
majority have been married
Women that were in the
Caregiving role for at least
3 months, Despite Multiple
demands réported by care-
givers, Psychosocial issues,
such as Watching the
patient become more ||
and not knowing what to
do, are reported as the
most difficult aspects of the
caregiving role. The sup-
portive group setting is an
ideal forum to address
these issues.
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awarded by the Commonweajth of Pennsylvania to four
contractors across the State. This paper describes the
nature and Success of the program and emphasizes the
need for similar Programs nationwide, A case study js
presented to clarify important aspects of the FCCEp and

their impact on quality of life Issues. Because family care.-
givers are assunting increasing responsibility for the care

identified by a panel of 20 mulﬁdisciplina.ry €xperts in oncgl-
08y, who met over the course of severa) sessions to pro-
vide consultation regarding curriculum development to the
FCCEP investigators. Important jssyeg identifieq included
such diverse areas as talking to g loved one’s physician anq
dealing with other aspects of the health care System, han-
dling role ang relationship changes in the family, taking
Care of medica] equipment, managing uncomfortahje Symp-

With appropriate resources (psychotherapists and insur
ance consultants are two common examples),
Caregivers are invited to participate in the FCCEP dur-.

tion of treatment, shifts in treatment goals from Curative
to palliative treatment). The clinical course of cancer fo-
lows one of several trajectories that present Specific chg]-
lenges for patients ang their familjeg. A number of
Patients respond to the Curative attempt with no recur-
reénce of disease anq are, after a periog of time, consjq-

tators. Following training, they meet twpo to four times
yearly as a group and have regular telephone contact
Wwith the program investigators.

Between April 1994 ang March 1997, 520 caregivers




health care delivery and financing that are occurring across
the country. Two major consequences of the changes in
health care to the FCCEP are the increased burden imposed

& on family caregivers because of accelerating trends of early

. hospital discharge and the increased burden placed on
. FCCEP instructor teams. Facilitators report having to
assume greater responsibility and exposure to increasingly
complex patient and family problems in their caseloads.
- As a result of these issues, the absolute importance of the

. FCCEP has been highlighted. It is also clear that pro-

-~ grammatic support for facilitators is an essential and esca-
. lating need as trends in health care continue to dictate the
* realities of the workplace.
* Contemporary Issues Facing Family Caregivers:
~ A Case Study
© At a recent FCCEP session, a group of men and women
" satin a circle and talked about the struggles they faced at
home caring for loved ones with cancer. One woman’s
- story was particularly poignant. John and Mary Smith, a
- middle-aged couple, were in their prime. The last of their
- four children had just moved out of the house, John had
Just retired, and the couple was ready to enjoy some travel
and long-awaited time alone together. To their dismay,
- John developed acute leukemia, and, seemingly overnight,
_ their lives turned into a maze filled with unfamiliar med-
“cal personnel, frightening and uncomfortable procedures
“and treatments, unbelievable medical bills, and emotion-
fllled days and nights. Following a 2-week hospitalization,
John was sent home and was largely under Mary’s care.
John suffered from mood swings, mouth sores, and unend-
Ing fatigue and also had an indwelling venous catheter
that required regular maintenance. In addition to man-
aging the burden of his physical and emotional care, Mary
was forced to retain her secretarial job for the income and
Supplemental insurance it provided. The Smiths’ four chil-
dren were in college or managing families of their own
and, although supportive, were unavailable to provide
direct care or respite for Mary. After 2 weeks of minis-
'ering to his needs and juggling her other responsibilities,
Mary felt overwhelmed and depressed. The help she
‘eceived from family and friends was not enough. She felt
Ingry, isolated, and alone and did not know where to turn.
Itis clear in this case that the cancer experience can
dversely affect the quality of life of the patient and fam-
Y Caregivers, who may lack adequate resources or who
1‘9. insuﬂiciently prepared for this new, complex role. On
Visit to the oncology clinic for a follow-up appointment,
lary noticed a flyer announcing an upcoming FCCEP ses-
on. Although she was reluctant to go at first, the social
orker in charge of John’s case convinced her that it
Juld be 5 worthwhile experience. At the social worker’s
'8gestion, Mary wag able to ask one of her children to
*available to John while she attended the course so that

she could devote her full attention to the program. The
course was extremely helpful. Mary received concrete
information about Symptom management but, most
important, was put in touch with a group of people who
Wwere experiencing problems similar to hers. Her feelings
of anger and helplessness were validated, and she was
finally given permission to ask for help and provided with
specific resources to turn to.

The FCCEP has provided major assistance to care-
givers like Mary Smith. Symptom management is taught
to increase caregivers’ proficiency and sense of compe-
tence in caring for the patient. Communication skills are
taught to help caregivers get what they need from friends,
other family members, and health care professionals. In
addition, community resources are explicitly detailed,
and caregivers are directed toward specific resources
that pertain to their particular situations. Mobilizing care-
givers’ ability to ask for help and identify resources isa
key component of the FCCEP and is precipitated by dimin-
ishing inpatient care and increasing home- and commu-
nity-based care that are inherent in modern health care.

Changes in Health Care Delivery

The period Spanning the middle of the 20th century, dur-
ing which patients were routinely cared for in acute care
hospitals, may turn out to be only a brief period in med-
ical history. Before this time, patients were cared for pri-
marily at home by their families. Today, social and
economic forces are interacting to remove patients from
the hospital and return them home.12 Although at face
value this change seems positive, simultaneous changes
among American health care consumers have highlighted
large gaps and deficiencies in the health care delivery sys-
tem. Dramatic advances in technology have allowed us to
keep patients alive increasingly long despite complex and
chronic health problems. The burden of their care usually
falls on patients and families who are often not adequately
prepared to handle the physically and emo ionally demand-
ing needs inherent in chronic health problems. Additionally,
the need for members to work outside the home and alter
work schedules when faced with a sick relative has cre-
ated an as yet immeasurable strain on physical, emotional,
and financial resources. Full appreciation regarding the
impact of these issues on the quality of life of patients and
caregivers remains to be seen.

Paradoxically, institutional changes are occurring at
a time when the needs of caregivers are becoming more
complex and burdensome to their own families, to the
professionals that treat them, and to society at large. The
experience of overseeing the implementation of the FCCEP
has been valuable. The need for the education and sup-
port that the program offers to caregivers is clear and
growing. In light of dramatic changes in health care deliy-
ery that are occurring throughout the country, however,
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innovative strategies for disseminating information and
support to caregivers and the professionals that assist
them are critically needed so that the caregiver educa-
tion can ultimately become a routine standard of care.

Improving Access to the FCCEP

During the course of the development and implementa-
tion of the FCCEP, the contractors experimented with a
variety of innovative ways to disseminate the informa-
tion, support, and resources inherent in the program and
promote its essence as a standard of care. Some of these
attempts are described below.

Establishing a Presence on the Internet

An Internet site devoted to the contents of the FCCEP has
been placed in OncoLink, a cancer information and edu-
cation service on the World Wide Web. OncoLink, which
can be accessed at htth/www.oncolink.upenn.edu, has
developed into a major source of cancer information for
patients, the public, and health care providers. This ser-
vice, which began March 7, 1994, has the ability to track
usage and reports over 1 million accesses each month. The
FCCEP site (http’//wvvvv.oncoh‘nk.upenn.edu/upcc/fam_
caregiver.html) was visited 727 times in 1 month alone.
The strength of this mode of dissemination includes reach-
ing a large number of caregivers as well as individuals
who are averse to a group setting. Obviously, one must
have access to a computer, modem, and software, which
eliminates a number of needy caregivers, but, nonethe-
less, response to this high-technology format has been
noteworthy and is growing rapidly.

Offering the Program to Adolescents

The FCCEP curriculum has recently been adapted to the
needs and development of young adolescents, and it is
soon to be offered at a pilot middle school. The adapted
curriculum will be presented by a specially trained team
of FCCEP instructors. Ultimately, this program may serve
as a prototype for other schools, and the experience can
Serve as a testament of the program’s benefits and poten-
tial for this age group. Personnel at the pilot school have
commented on how prevalent cancer is among parents
of many of the students and how helpful they think the
FCCEP course will be. In cancer education programs at
the school, students have expressed concerns and posed
questions about their parents’ cancer as well as their own
personal risk.

Publicizing the Program to Corporations

Contractors meet regularly with area corporations to
inform them of the FCCEP, particularly of program meet-
ings and schedules and/or to design special programs for
specific work sites. The American Cancer Society’s home-
maker program has been used as a vehicle to promote

awareness of the program where the incidence of car
giving in the home is high.

Using Community Outreach Workers

Based on some of the recruitment problems that th
FCCEP experienced during its first year, a community ou
reach component was added to reach caregivers on thei
own ground. Community outreach workers promot
access through churches and community centers. In addi
tion, they market courses directly within specific and well
defined communities. The community outreach worke:
Serves as a direct link between the FCCEP contractors
and the community. They work as a team to promote com-
munity awareness and participation in the FCCEP.
Outreach workers travel to health care institutions, com-
munity organizations, and meetings to perform case-find-
ing duties and to provide information and referral for
community resources for people with cancer and their
families. They also assist project staff with data collec-
tion, marketing, and program development. In essence,
they perform many functions that local instructors no
longer have the time to perform and thus are responsi-
ble for the ongoing and successful implementation of the
program during rapidly changing times.

Offering Respite Care

One problem that was clearly a barrier to successful
recruitment was the inability and/or unwillingness of
caregivers to leave patients alone while they attended
the FCCEP. We have successfully enlisted the support of
home health agencies in providing free respite care to
families so that they can attend. This source of support
has proved extremely valuable. In return for this sup-
port, the agencies in essence gain exposure to a broad
community of professionals and caregivers and lend sup-
port to a worthwhile, well-respected program. The use
of respite services has also increased awareness of a
group of homebound caregivers, who, for a variety of rea-
Sons, are unable to leave the home to attend groups in
the community. Based on the needs of this group, FCCEP
contractors are examining the feasibility of conducting
telephone groups so that resources can be made avail-
able to homebound caregivers.

Holding Regular Meetings With Local Instructors

At our first annual meeting, local instructors verbalized
the importance of formal meetings with project staff.
Instructors felt a need to obtain feedback about programs
and to network with other FCCEP local instructors.
Meetings are held biannually and are a great morale
booster as well as a suitable forum for troubleshooting
problems and brainstorming regarding key issues such
as recruitment. At each meeting, data are presented
regarding caregiver characteristics and updated findings
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related to the FCCEP. A noted researcher and/or advo-
cate in the area of caregiving is invited to speak to offer
his or her perspective and advice regarding aspects of
the program.

Conclusions ‘

Reports from caregivers at FCCEP meetings substanti-
ate the profound impact of the cancer experience on the
quality of life of patients and their family caregivers.
Data collection before and after FCCEP attendance
describes and quantifies these issues. Caregivers report
that they experience extraordinary burden largely
because there are inadequate resources to assist them.
Current trends in health care reform focus on cutting
costs in acute care settings, resulting in a drastic shift
of care from the hospital to the home. Despite what seem
to be societal cost savings and enhanced efficiency of
the health care system, the locus of financial, physi-
cal, and emotional burden is shifting to families, who
must often leave jobs, lose benefits, and imperil their
own health. Ultimately these issues will strain our econ-
omy in new, presently undocumented ways. More ini-
tiatives that advocate for caregivers in these changing
times are paramount. The importance of documenting
caregiver responses to their situations and the impact
of psychoeducational interventions, such as the FCCEP,

are also critical for such initiatives to have an impact on
public policy.
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