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ABSTRACT
Toward a Theory of Care Partnering: The Role of

Third-Party Carers in the Illness Management
Systems of AIDS Patients

By

Eric George Zook

An examination of the role played by third-party
persons in the context of AIDS was conducted through a focus
on what is termed the "care partner" (CP). Following a
review of the literature which revealed the second class
status of third parties in the relational dynamics
associated with acquiring medical care in the face of
illness, a grounded theory investigation of the CP’s role
for persons with AIDS was undertaken. Using a sample of 22

CPs for persons with HIV infection/AIDS, the core construct

of CP involvement was identified. This was conceptualized
as a multidimensional variable encompassing CP selection
from a range (100) of potential activities: hospital care,
home care, medical appointments, medical regimen compliance,
information search, and emotional support. It was shown
that a extensive variation exists among CPs in terms of both
the nature and degree of involvement with the patient’s
illness. This variation in involvement was linked to
differences in the CP interaction with medical
professionals, and on the degree of perceived uncertainty

about the patient’s illness as reported by CPs. Factors



which influence CP choice among involvement possibilities
were also identified: patient health status, CP 1life
philosophy/personality, CP motivation to care, prior CP
experience, CP-patient relational history, and structural
limitations. CP involvement was examined as a bridge
construct that links individual CP desires with actual
involvement established through “negotiations®™ with the
patient and medical staff. Finally, quantitative analysis
revealed a strong discrepancy between perceived and
objective knowledge about HIV infection and patient
prognosis. Consequently, CPs who perceived themselves as
knowledgeable were less likely to report suffering from
psychological and physical problems than were CPs who
actually had greater objective knowledge. The theoretical
implications of these findings were then applied to work in

illness management, social support and empathy.
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To the Critical Spirit,

upon which alone rests the fate of humanity
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CHAPTER ONE: LITERATURE REVIEW

"The sick are better cared for [in hospitals]
with less waste of energy, their presence in
the home does not interrupt the occupations
and exhaust the means of wage earners...The
day of the general home care of the sick can
never return," (Hurd, 1913).

Eighty years later, this statement appears staggeringly
naive. General home care of the ill is back--with a
vengeance. The increasingly chronic nature of illness in
the United States has rendered inadequate much of our
current medical system with its acute-illness orientation
(Strauss & Corbin, 1988). And as chronic illnesses have
created pressure for new forms of general institutional
care, attempts to control the burgeoning cost of health care
have reduced the allowable institutionalization for even
standard acute ailments. The mixture of chronicity and
health care finance reform has yielded individuals with
recurrent health problems that must be handled primarily via
out-patient treatment and limited hospital stays. Thus, the
nature of illness treated in the home has increased in both
quantity and quality; more hands-on care for a wider variety
of illnesses is being provided in non-institutional settings
than perhaps ever before in our history.

Despite the existence of community agencies (e.g.,

hospice, visiting nurse associations, respite care centers)

the bulk of home health services are provided by the family.
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Estimates of family involvement in home health care range
from 75% to 90% (Brody, 1985; Brody, Poulshock, &
Masciocchi, 1978). Such statistics have led Strauss and

Corbin (1988) to argue that "the home should [now] be at the

very center of care. All other facilities and services
should be oriented toward supplementing and facilitating the
work done at home,” (p. 150, emphasis in original).

Given these societal changes in the locus of health
care, it is important to examine the health partnership of
family care providers and medical personnel. This is the
aim of the current study. The home care partner is viewed
as the primary provider of care; the medical staff is
presented as one element of a support universe available to
assist care partners in illness management. This universe
also includes family and friends, support groups, and
community agencies. While much research has examined
interactions between care partners and other members of the
support universe, little emphasis has been directed to the
medical professional/home care partner relationship.

The theme developed here is that medical professionals
play a crucial role in the care partner’s ability to cope
effectively with stress, provide quality care, and generally
care for their own health. However, the health care system
has traditionally emphasized the physician-patient

relationship to the general exclusion of any third party
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carer. An investigation of the grounds for this tradition
points up its inadequacy for today’s health problems.

Accordingly, the following sections explore the unigque
dimensions of AIDS as a chronic illness and the stresses
experienced by care partners for persons with AIDS (PWAs).
Implications for both the patient and care partner are
discussed. Potential matches between care partner needs and
resources existing in their support universe are presented,
with particular emphasis on the relationships with medical
personnel. A number of specific communication themes are
examined for their impact on care partner well-being and
function. These are: availability of medical staff, clarity
and completeness of information exchanged, expressed empathy
of medical providers. Information sources and stragies of

information seeking are also investigated.

CARE PARTNER VS. CAREGIVER: AN IMPORTANT DISTINCTION
Research on the role of third-party, lay care

assistants (typically family members) has generally referred
to them as "caregivers."™ This term is exchanged in the
current research for the more appropriate referent of "“care
partner." This latter term places greater emphasis on the
shared nature of most illness situations. That is, patient
care is achieved through a sharing of the required tasks.
Caregiving, on the other hand, more adequately describes the

nature of involvement during times when the patient is fully
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unable to participate in his/her care (i.e., through lack of
consciousness or impaired mental function).

The shift toward viewing care as a shared experience
grows out of research on alterations of relational
reciprocity during illness (Brown ). This view argues
that in most relationships, individuals seek to maintain a
balance between giving and receiving. Illness generally
creates an imbalance by simultaneously lowering the
patient’s ability to repay assistance and necessitating
greater dependence on an other or others for various forms
of assistance. However, it is increasingly recognized that
normalizing a strongly imbalanced relationship between care
assistants and patients has potential detrimental effects
for both parties: patients become overly dependent and more
detached from life, and care assistants become burned-out as
a result of trying to do "everything" for the patient in
addition to meeting other daily responsibilities. Thus,
patients are encouraged to be involved and as independent as
possible, while care assistants are urged to restrict their
tendency to continually "do" for the patient.

The emphasis on shared care is also more consonant with
changing perceptions of how care is provided within medical
institutions as well. 1In opposition to the model of a
passive patient recipient, Strauss, Fagerhaugh, Suczek, and

Weiner (1985) have illustrated the various forms of "patient
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work" required to sustain the interdependency between
patients and medical staff.

To greater reflect the changes occuring both in formal
medical care institutions and home care, "care partner" is
used herein to refer to the primary non-medical assistant
utilized by a patient in the care and management of his/her

illness.

AIDS: PAST AND PRESENT

As with most avalanches, it began small. 1In late 1979
and early 1980, young gay men on the coasts of America began
to succumb to a series of inexplicable illnesses. Each was
seemingly immune to the curative efforts of medical
personnel. The diagnoses made in these cases provided
little further explanation: toxoplasmosis (a mild illness
which may cause fever and swollen lymph nodes in healthy
adults), cytomegalovirus (typically mild and unnoticeable),
oral thrush (also known as candida, a generally mild yeast
infection), pnuemocystis carinii pneumonia (found only among
people with marked immunosuppression), and Kaposi’s sarcoma
(a rare form of cancer found primarily in elderly men and
people with lowered immunity). Though clear that all the
patients suffered severe immune suppression, it was far from
Clear as to why.

By 1985, Drs. Luc Montaigner and Robert Gallo had

Supplied the probable answer--a retrovirus which came to be



6
known as HIV (human immunodeficiency virus). It was
transmissible through body fluid exchange, predominantly
sexual intercourse and blood. The growing spread of
infection occurred specifically among those with high risk
exposure to such exchanges: gay males with promiscuous
sexual histories, partners of infected persons, intravenous
(IV) drug users, and those receiving blood product
transfusions, particularly hemophiliacs.

At the close of 1990, 63 percent of the 161,073 cases
of AIDS diagnosed since June 1981, had died (NYT, 1/25/91).
With another 1 to 1.5 million additional Americans predicted
to be infected with HIV, the Centers for Disease Control
predicts that another 215,000 Americans will die from AIDS
in the next three years. One study predicts that over half
of all HIV-infected patients will develop AIDS, and another
25 percent will develop AIDS-related complex within nine
years of infection (Eckholm, 1989). In fact, individuals
may remain asymptomatic for seven to eight years following
infection. Upon diagnosis of full-blown AIDS, the majority
die within two to three years (though 10 percent live at
least five years).

AIDS is a medical designation which refers to the
latter stages of HIV infection. It is typically diagnosed
through the presence of the opportunistic infections which
first alerted researchers to the problem: pnuemocystis,

Kaposi’s sarcoma, cytomegalovirus, chronic lymphadenopathy,
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and diffuse, undifferentiated non-Hodgkin’s lymphoma. Prior
to contracting one or more of these identifying
opportunistic infections, persons with AIDS (PWAs) often
experience what is by now a familiar litany of symptoms:
wasting syndrome, fatigue, night sweats, vomiting, and
diarrhea. This is commonly referred to as ARC, or
AIDS-related complex.

The course of illness is generally slow, progressing
through a continual weakening of the immune system with a
concomitant limitation of function. This corresponds to
what Strauss and Corbin (1988) term a "downward illness
trajectory." That is, the patient experiences a slow,
steady progression toward death. This path usually carries
the PWA through a series of acute crises such as recurrent
pnuemocystis or the development of additional infections.
Each new illness episode further weakens the immune system,
creating the rapid, negative spiral toward death which
typically follows the diagnosis of AIDS.

Though the downward trajectory remains a generally
accurate description of HIV infection, its slope has grown
less steep. This is the result of better treatment
protocols for the opportunistic infections that resulted in
the deaths of many PWAs during the early stages of the
epidemic, the implementation of AZT to treat the depletion

of the immune system, and the more recent extension of AZT
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treatment to all those testing HIV+ (Friedland, 1990:
Volberding, et al., 1990).

Pnuemocystis has long been the primary cause of death
for PWAs. However, the increasing preventative use of
aerosol pentamidine, in combination with AZT and Bactrim,
has proved effective (Altman, 1990). Acting more directly
on the underlying mechanism by which the immune system is
weakened, AZT slows the replication and spread of HIV.
However, the drug has severe side effects which eventually
require abandonment of the drug. Experimental trials of a
treatment protocol whereby patients alternate between AZT
and a second antiviral drug with equally severe but
different side-effects, ddI, shows promise as a method for
overcoming toxicity effects of constant AZT therapy.
Finally, in what is at last a strong incentive for people to
determine their HIV status, a recent study has found that
AZT treatment for asymptomatic HIV+ individuals delays the
onset of AIDS (Volberding, et al., 1990). While such
patients can better handle the toxicity of AZT, the longer
treatment time makes the development of better alternatives
imperative. Whatever the promise of AZT and ddI, neither
drug alone or together, represents a cure. As of yet, the
course of the illness may only be slowed, staving off the
end.

The added years of life afforded PWAs through these

advances, however, are not all pleasant. In fact, this the
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bitter parody of the extension of life expectancies in
industrialized countries during the last century, people now
succumb to a wider range of more chronic ailments. With
AIDS, however, the process has occurred in a mere decade.
As pneumocystis declines, increases are being noted in
cancers such as Kaposi’s sarcoma and a host of other
secondary infections such as wasting syndrome and
cytomegalovirus retinitis (Altman, 1990). Medical regimens
for treating this widening array of viral, fungal and
bacterial infections are increasingly complex and may
somewhat reverse the trend toward shorter hospital stays and
greater outpatient treatment for PWAs. According to Dr.
Merle Sande, chief of medicine at San Francisco General
Hospital, "AIDS is a different disease than it was last

year," (Altman, 1990).

Stigma and Discrimination

One thing which does not appear to have changed,
however, is the stigma and discrimination (Goffman, 1963)
many HIV+ persons and PWAs experience as a result of their
infection. A recent study by the American Civil Liberties
Union found that despite greater knowledge that casual
contact does not put one at risk for AIDS, discrimination
increased from less than 400 reported cases in 1984 to
92,548 in 1988 (Hilts, 1990). This can be partially

attributed to the greater number of infected individuals and
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PWAs, but it also reveals that the abatement of the AIDS
hysteria which gripped the country in the early 80s has not
caused automatic acceptance of affected persons. Employment
discrimination was the most frequently cited, followed by
housing, public accommodations like nursing homes,
insurance, access to government services such as Medicare,
access to health care services, and violence.

From the onset of the epidemic, discrimination was
driven by both the transmissibility of a recognized terminal
illness, and the already stigmatized nature of the main
transmission methods (Siegel, 1986). Very few people
infected with HIV were seen as innocent, a view which likely
holds true still today. Such attitudes exist even among the
medical professionals to whom PWAs must turn for care.

Basically, professional health care providers have been
motivated by the same concerns with personal well-being and
moral approbation as the general population. Blumenfield,
et al. (1987) found that 59 percent of nurses in their
sample believed AIDS could be transmitted despite infection
control precautions and a similar number feared AIDS more
than viral hepatitis which also passes through body fluids.
Kelly, et al. (1987) found that physicians made harsher
judgments of a patient with AIDS when compared with a
leukemia patient, including greater responsibility for
illness, more deserving of the pain and suffering

accompanying the illness, and less deserving of sympathy and
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understanding. There was also lower willingness to
socialize with an AIDS patient. Other reactions include
preoccupations and nightmares about giving AIDS to one’s
family and reporting symptoms of AIDS (Gerbert, Maguire,
Badner, Altman & Stone, 1988).

Pomerance and Shield (1988) present findings which
suggest that greater contact and transmission knowledge can
increase interaction comfort as well as reducing perceptions
of stress and risk. All employees had had some contact with
PWAs. Those with greater patient contact experienced less
discomfort but still reported high stress and greater
perceptions of risk. Employees with more accurate
transmission knowledge experienced greater comfort and
reduced perceptions of stress and risk. Despite these
positive signs, however, doctors reported greater
vulnerability to stress and lower levels of comfort, while
nurses and technicians reported higher perceptions of risk
based on their greater exposure to body fluids.

The consequences of negative medical staff attitudes
regarding care of the HIV+/AIDS patient are illustrated by
Gerbert, et al., (1988). Their review of the literature on
staff attitudes revealed potential reductions in job
performance and enthusiasm, lessened ability to respond to
PWAs’ psychological needs. Such negative attitudinal
outcomes have clear implications for the quality of patient

care (Siegler, 1979). Gerbert, et al. (1988) also report
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that physicians engage in persistent referrals to others for
reasons of a purposely maintained lack of knowledge, as well
as more directly refusing to treat patients with AIDS. Such
care avoidance may be positive to the extent that patients
are encouraged to find more willing, empathic providers.
However, this avoidance is contributing to the critically
shrinking pool of medical personnel available to patients in
two ways. First, as greater numbers of HIV+/AIDS patients
seek treatment from a proportionately small number of
physicians, case loads become unmanageable to the point that
quality of care must be compromised and/or the physicians
become overly stressed and burnout. Second, when
stress-related departures from the pool occur, negative
attitudes in other physicians restrains the influx of
"replacement” personnel. Thus, lack of a critical mass of
providers to shared case demand is creating a potential for
demand to greatly outstrip supply, with the burden falling
once more upon the formally invisible care partner.

In sum, the picture presented of AIDS is far from
uplifting. The future holds an increase in AIDS diagnoses
despite slowing infection rates as those already infected
worsen, a worsening patient/physician ratio, greater
restrictions of funding, a continued lack of appropriate
institutional care options, and longer life spans
characterized by more troubling, complex illnesses. This

stark view and the stigmatized nature of HIV+/AIDS is a
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driving factor behind Tiblier, Walker, & Rolland’s (1989)
emphasis on the importance of family members for AIDS
patient care:

‘Business as usual,’ focusing solely on the

patient and utilizing only the traditional

service model, will not meet the enormous

pressures AIDS puts on the entire family and

health care system. Professionals who work

with persons with AIDS will be unable to

provide adequate care without the help of the

client’s family, friends, and significant

others. (p.82).

THE CASE FOR FORMAL INVULVEMENT OF CARE PARTNERS
The case for more formal recognition and inclusion of

care partners in the system of health care delivery can be
made on a number of points: (1) the large number of de facto
care partners currently assisting an ill partner, (2) the
increasing complexity of care requirements associated with
providing care in the home as well as negotiating the health
care system at the community level, and (3) the known stress
involved in home care provision. As greater numbers of care
partners provide a wider range of assistance to patients,
their efforts cannot be ignored by the medical community.
Rather, by providing formal recognition and creating a role
for the care partner on the patient’s care team, the
expended efforts can be shaped and guided by medical
professionals for the better care of the patient and the
greater well-being of the care partner and medical staff.

By sheer dint of numbers involved, third party carers

are making themselves felt in the American health care



14
system. This system increasingly relies on the patient’s
ability to involve others, typically one primary other, in
the maintenance of function and survival. Several factors
over the past 60 years have intensified the importance of
the willing involvement of care partners: (1) the
increasingly chronic nature of illness in the United States
and other industrial nations which have succeeded in
extending life via technological and medical breakthroughs,
and (2) the efforts of health care finance reform to control
burgeoning expenditures in a time of increasing fiscal
restraint. These forces, which combine to exert tremendous
pressure on our health care institutions, are examined in

the following sections.

Increases in Chronic Illness

The increase in chronic illness is the outcome of two
major social trends. First and foremost, changes in public
health (e.g., public sanitation, improved nutrition) and the
conquest of infectious diseases through the use of vaccines
and antibiotics produced a sharp decrease in common forms of
illness and death (Callahan, 1990). Second, the
improvements in public health and curative means for viral
illness combined with a large birth rate following World War
IT to yield a burgeoning elderly population in the United

States. Each of these developments is explored below.
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Prior to the 1930s, disease and death were the result
of viral causes and poor public health (Strauss & Corbin,
1988; Callahan, 1990). Common virus-induced diseases
were streptococcal infections, epidemic meningitis, whooping
cough, and polio (Strauss, Corbin, Fagerhaugh, Glaser,
Maines, Suczek, & Wiener, 1984). These infectious diseases
spread widely due to inadequate public health standards and
were often deadly due to a lack of knowledge about viral
causes. The development of vaccines to combat viruses and
improvements in public health systems resulted in the
extension of the average human life span, currently placed
at 75.4 years (though that of blacks is at a lower 69.4;
Callahan, 1990). Whatever the benefits, both real and
supposed, of this longer life span, it has yielded, as one
negative result, a significant increase in the development
of chronic illness. Callahan (1990) reports that
comparison of chronic illness figures for the periods of
1969-1970 and 1979-1980, reveals a 21.8 percent increase for
the total United States population. And these chronic
illnesses are increasingly the major causes of death in our
country as seen by the placement of heart disease, cancer,
stroke, and various dementias in the top ten causes of
death (Callahan, 1990).

The second trend producing greater chronicity is the
aging American population. By the end of this century,

persons over 65 are expected to represent 13 percent of the
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population. By the year 2050, this figure is projected to
rise to 20 percent (Stone, 1987). The largest projected
increase is a 53 percent rise among those 75 and older by
this century’s end (Steinmetz, 1981). Clearly, this latter
group is the most vulnerable group to physical and mental
crises that will require the assistance of family and other
societal segments.

Overall statistics on the significance of chronic
illness in the United States are even more staggering
(Cluff, 1981). Eighty percent of resources for health care
in the United States are devoted to chronic illness (Somers,
1971). Over 30 million Americans suffer some chronic
dysfunction and over half are limited in or unable to carry
on major life activities such as work, maintaining a
household, and achievement of other common survival needs
(Rice & Hodgson, 1978). Sixty percent of patient days in
hospitals are for acute episodes derived from chronic
illness. Finally, chronic ailments account for 52 percent
of visits to doctors for diagnosis and treatment.

These two forms of increasing chronicity in American
health care are symbolically represented by AIDS--which has
become the second leading cause of death among men 25 to 40
years of age (NYT, 1/25/91)--and Alzheimer’s, which has
emerged as the fourth leading killer of adults (especially
those over 65), taking more than 100,000 lives annually and

predicted to affect more than 4 million people currently
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(Gelman, Hager & Quade, 1989). Thus, young and old alike
are suffering from chronic/terminal illnesses in greater and
greater numbers.

This greater chronicity has created a host of problems
for traditional health care delivery systems. These
problems derive primarily from the fact that increasing
numbers of people are suffering some form of impairment for
greater amounts of time. This has created a greater demand
for palliative rather than curative care (Corbin & Strauss,
1989; Cluff, 1981), an area traditionally outside the domain
of the physician’s role, and only partially built into that
of the nurse. This shift has also carried illness beyond
the structural design of hospitals which focused heretofore
on short-term medical assistance for acute ailments.

And while the American medical system struggles to
reorient their care toward the chronic patient, it must do
so with fewer fiscal resources. Thus, the crisis in
health-care financing and attempts by private and public
insurers to reduce costs are creating the conditions by
which care partners will bear the brunt of demands presented

by the chronic/terminal patient.

Health Care Finance Reform
In 1989, about $600 billion was spent on American
health care (Egan, 1990). This amounts to an an average of

$2,200 per citizen, and represents a greater portion of the
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gross national product than any other major industrialized
country in the world (Culhane, 1990). Of this total
expenditure, 72 percent is paid by private insurance,
business, philanthropists and the government. Efforts are
under way in each of these sectors to control the burgeoning
cost of American health care. Most notable and
far-reaching, however, is the government adoption of the
reimbursement format of diagnostically related groups (DRGs)
(Fischer & Eustis, 1988).

In 1983, Congress reorganized the reimbursement system
by which care provided for Medicare and Medicaid patients
was compensated. Related diagnoses were grouped into 470
DRG categories, each grouping receiving a specified maximum
reimbursement fee. Because profit can only be garnered by
spending less than the total reimbursement, the system
provides incentives to hospitals and physicians to reduce
reliance on expensive procedures and lengthy hospital stays.
The program appears to have achieved some level of success
on this latter goals. The length of stay for Medicare
patients reveals sharp decreases in both 1984 and 1985
(Fischer & Eustis, 1988). This corresponded with an
increase in the use of nursing homes and health care
agencies. As predicted, patients are released earlier and
thus in need of longer recuperation at home.

A more recent national study of the impact of DRGs on

the quality of medical care for the elderly reports
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conflicting results (Kosecoff, et al., 1990). 1In general,
researchers found little evidence for a decline in care
quality during hospitalization, citing that doctors and
nurses appeared to be providing better physical exams,
diagnostic tests and treatment. Estimates of poor quality
care declined from 25 percent to 12 percent, despite a
reduction in length of hospital stays from 10 days in 1983
to 8.5 days in 1989. Further, the researchers report a 1.1
percent drop in death rates for the five most serious
diseases covered by Medicare during the critical 30-day
period following admission when most deaths occur. However,
the study also found that patients discharged in a medically
unstable condition rose from 10.3 percent to 14.7 percent.
When compared with medically stable discharges, the unstable
patients were 50 percent more likely to die within 180 days
of being discharged. Investigation of nursing home stays
following discharge revealed no significant increase,
suggesting that the majority of patients, both stable and
unstable are returning to their own or their family’s home.

This contention is supported in the statistics on home
health care for the elderly. Of this population, only one
in five reside in nursing homes (Stone, 1987). Three
quarters of the non-institutionalized disabled elderly rely
solely on informal sources for care provision (Stone, 1987).
The main informal care source is families, who provide

approximately 80 percent of all home health care for those
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who need it (National Center for Health Statistics, 1972;
Brody, 1985).

Such numbers are less readily available for AIDS
patients. Due to the cyclical nature of their condition
AIDS patients are more apt to shuttle between hospital and
home, as well as stays in long-term care facilities such as
nursing homes. Calculating the numbers who receive home
care is thus almost impossible. Emotional, illustrative
case examples, however, are provided by Monette (1988) and
Peabody (1986).

It is clear then that developments in the United States
regarding both the nature of illness and methods for funding
medical care have yielded what may realistically be labeled
a crisis in modern medicine. What keeps the medical system
afloat in the face of contradictory demands for greater care
with fewer dollars is the existence of care partners who
have been required to take on greater care responsibilities.
As part of the solution to the crisis in health care,
however, care partners have not typically been included in
formal policy statements, despite increasing documentation
of the difficult role played by such individuals (Stone,
1987; Brody, 1985). And it is more the detrimental quality
of care partner experiences than the sheer number of care
partners that gives weight to calls for greater formal
recognition of and attention to their efforts. Of

particular concern is the stressful nature of care
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assistance which both harms the care partner and impacts the

quality of care they are able to provide the patient.

CARE PARTNERING STRESS
Stress experienced by care partners is determined to a
large degree by the amount of impairment suffered by the
patient (Silliman & Sternberg, 1988). Care partners of PWAs
face are placed in the problematic situation of facing
stressors specific to HIV+/AIDS in addition to those
associated with other terminal, chronic illness (Tiblier,

Walker, & Rolland, 1989).

Patient Impairment and Care Partner Stress
The stress of care partnering for someone with a
terminal, chronic illness like AIDS is based on the direct

relationship between the patient’s level of impairment and

care partner burden (Goldstein, Regnery & Wellin, 1981).
Impairment consists of the degree to which a person can act
independently to meet his or her needs for survival.
Impairment may arise from either physical or mental
dysfunctions, and range from no impairment (e.g., a
typically healthy adult) to full impairment (e.g., paralysis
victims or the severely mentally disabled). Impairment may
be tracked on illness trajectories (Strauss & Corbin, 1988)
which map the length and degree of impairment. In some
instances, the trajectory is primarily stable, punctuated by

acute episodes (e.g., asthma, arthritis, diabetes). 1In
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illnesses such as Alzheimer’s and AIDS, the illness
trajectory is one of steady gradual decline with ever
increasing levels of impairment until death.

Increases in patient impairment are associated with a
concomitant rise in care partner burden, which is defined as
negative perceptions with regard to patient involvement
(Ellis, Miller, & Given, 1989; Given, Stommel, et al, 1988).
Lower levels of burden are associated with situations where
required assistance focuses on instrumental activities of
daily living (IADL). These involve various transportation
issues such as getting to and from appointments (medical,
beauty, etc.), buying groceries and doing yard work.
Impairment is not severe; the patient is able to care for
him or herself, and can usually live independently. Higher
levels of burden occur when assistance is required for
activities of daily living (ADL). These involve more
personal aspects of care such as bathing, dressing, feeding
and toileting. Impairment at this level is quite severe,
often requiring 24-hour contact with a care partner who can
provide assistance necessary for survival.

While the underlying connection between patient
impairment and care partner burden has more recently been
designated as the central phenomenon in home care, the
mental and physical strain of being a care partner has long
been recognized (Goldstein, Regnery, & Wellin, 1981). The

connection to impairment focuses attention on the patient’s
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illness trajectory which may be used to rationalize
treatment and assessment of care partner strain and/or
ability to meet demands of care. As patients move through
the course of chronic illness, the care partner
burden-patient impairment link translates into a variety of

stressors.

General Stressors

A number of stresses involved with care partnering the
person with AIDS are common to other terminal, chronic
illnesses. Initial diagnosis, many times accompanied by an
acute crisis, is inherently stressful. While patients may
experience some relief from the legitimization of symptoms
by the medical community, this is offset by the substantial
ambiguity remaining. The patient and his or her family
typically lack knowledge regarding the illness, its
prognoses and treatment, and the specialized care needs
necessary for maintaining the patient at home (Nichols,
1987; Greif & Porembski, 1988; Speedling, 1982). Particular
difficulty may be experienced in learning to operate medical
equipment in the home (Nichols, 1984; Black, Hersher, &
Steinschneider, 1978).

As the illness advances, the patient often experiences
changes in body image and functioning (Corbin & Strauss,
1988; Teusink & Mahler, 1984). This may lead the patient to
strike out, both verbally and physically, against the care

partner, venting personal frustrations at the illness-
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imposed limitations (Peck, 1983; Turk, 1979). In addition
to coping with such outbursts, care partners must also deal
with their personal grief over the loss of the loved one and
life as it once was. Dreams, hopes, perhaps the very
foundation upon which life was constructed, are altered in
the face of chronic illness. What was once important may
now seem worthless or, more negatively, impossible to
achieve despite strong remaining desires.

The unique demands of the chronically ill individual
compete with the normal requirements of work and family,
creating yet an additional source of stress. The result is
often a curtailment of leisure activities as personal time
gets absorbed by duties involving demanding others (Nichols,
1987, Teusink & Mahler, 1984). Such role conflict is a key
element in care partner fatigue (Goldstein, Regnery &
Wellin, 1981).

Clearly, the development of a successful illness
management system is necessary to help care partners balance
significant role demands. To the extent that this is not
achieved, additional stressors accrue. One of the greatest
is family conflicts over negotiation of care (Teusink &
Mahler, 1984). To the extent that issues of care
responsibility are not satisfactorily resolved, the
potential strength of the family system dissolves into a
deeply frustrating irritant.

The care partner is often assailed by these various

stressors in relative social isolation. Family abandonment



25
can occur in subtle ways once other family members are
confident that someone is providing care (Grieco & Kowalski,
1987). Time to interact with friends is restricted as
impairment worsens and care requirements increase. As
social resources are cut off, the care partner has less
chance for respite and ventilation of frustrations and
grief. Research by Ellis, et. al., (1989) reveal the
importance of perceived social support and available social
resources for helping care partners cope with care provision
stressors.

Several researchers have noted the potential of family
systems to become closer in response to such pressures
(Corbin & Strauss, 1988; Longo & Bond, 1984). However, the
potential for division, strife, hopelessness and collapse

are very real.

AIDS-Specific Stressors

In addition to the "common" stressors associated with
caring for the chronical/terminally il1, care partners for
individuals with AIDS or HIV infection face additional
stressors. First and foremost among these is the leakage of
stigma from patient to care partner. The ACLU study of AIDS
discrimination cited earlier reported that 30 percent of all
reported incidents were directed at people linked to someone
with AIDS (Hilts, 1990). Though noted in other terminal
illnesses such as cancer (Sontag, 1978) the impact of stigma

has been seen most strongly in association with AIDS since
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the nature of the disease and its transmission is still in
many ways unknown (Tiebler, Walker, & Rolland, 1989). Many
people remain unconvinced that the virus is borne only
through blood and semen, thereby creating a scenario in
which infected persons are to be avoided at all costs.

Care partners too may have concerns about transmission,
especially if they do not have much knowledge of or
involvement with AIDS prior to assuming care
responsibilities (Karolynn, 1986). This is most likely to
occur in situations where a life style containing high risk
behaviors has either been hidden or ignored by a family of
natural origin. The diagnosis and increasing impairment of
HIV infection eventually brings the lifestyle to light with
resulting stressors of its own. At minimum, however, the
care partner, as well as other family members, would
typically benefit from a refresher course on transmission
routes and precautions when HIV infects someone close to
them.

The youth of AIDS patients is another unique stress.
Over 90 percent of PWAs are between the ages of 21 and 48
(NYT, 1/25/91). The unfairness of youthful death can elicit
strong negative emotions for both patient and care partner.
When the care partner is a parent, the pain of outliving a
child--an "unnatural” occurrence--exacerbates the situation.

For unrelated care partners, particularly those in gay

relationships, lack of legal recognition may create further
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antagonism. In the worst cases, families of origin who
view the gay lover as the cause of their son’s death
obstruct his involvement in care decisions. Other
frustrations include non-recognition or outright
discrimination by medical professionals.

Finally, as AIDS becomes more chronic in nature, the
complications associated with it have grown, requiring
matching complexity of medical regimens. As such, the
knowledge and abilities required of care partners,
particularly for home care, have increased. Grieco &
Kowalski (1987) note a growing list of care requirements
that can be transferred to the care partner in home care
settings:

"keeping a record of the amount of urine

passed and of bowel movements; obtaining

urine specimens and testing them for

glucose, acetone, or blood; taking oral

or rectal temperature; giving

medications; observing the rate,

regularity, and ease of respiration;

taking the pulse rate, and noting its

rhythm variations; changing wound or

surgical dressings; giving injections;

giving enemas; regulating the rate of

flow of home intravenous fluids; and

taking blood pressure," (p.79).
Additional tasks include providing physical assistance to
the patient, and operating technical equipment (Katoff,
1989). Among patients with AIDS, care partners typically
will need to help administer aerosol pentamidine as a

preventative for pnuemocystis. Given the greater medical

instability of persons being cared for at home and the more
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complex regimens thereby required, failure to adequately

prepare the care partner can create additional stress.

Communication-Related Stressors

While care situations will always be inherently
stressful, emotional stress can be directly linked to
information deficits arising through problematic
communication. Lack of knowledge about the illness in
general, the patient’s status and prognosis, care needs at
home, and the skills necessary to fulfill them all undermine
the care partner’s confidence in his/her ability to meet all
the demands created by the illness (Greif & Porembski, 1988;
Nichols, 1987). Such knowledge deficits operate at both
existential and practical levels.

At the existential level, the advent of a
chronic/terminal illness such as AIDS presents the family
system with a strong shock of ambiguity concerning how long
the patient will live and in what condition. Mishler (1984)
reports that the uncertainty associated with suffering more
serious illnesses is strongly related to patient’s stress,
with clear implications for care partner reactions. Most
troublesome is the uncertainty that remains even after
complete knowledge of the illness is achieved. The course
of a serious illness like AIDS is uncertain and volatile.

No cure seems eminent. Hence, full, up-to-date knowledge

may still prove ineffective for protecting the PWA from
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renewed infections and illnesses. The uncertain course of a
serious illness such as AIDS, combined with the lack of a
cure, creates a highly stressful experience for both the
patient and care partner.

To deal with this stress, care partners attempt to
construct meaning both cognitively and emotionally
(Leventhal, Nerenz & Steele, 1989). At the cognitive level,
there is a gathering of information about the patients
prognosis and treatment, as well as general information
about HIV infection. This produces a more or less accurate
and complete picture of the physiological dysfunction. At
an emotional level, however, care partners and patients seek
to build an illness meaning which retains hope and emphasis
on the quality of remaining life (Kleinman, 1988). Lack of
information at the cognitive level may inhibit the ability
of care partners to work with patients on the task of
reconstructing a personal meaning of life.

More specifically, though not necessarily of greater
importance, deficits of patient-specific information
works to reduce care partners confidence in their
ability to care for their ailing partner. Greif and
Porembski (1988) reported that families of persons with AIDS
(PWAs) expressed difficulty in coping due to lack of
information regarding disease process, dietary restrictions,
and transmission issues. Those involved in home care

believed they were inadequately trained and found themselves
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under tremendous emotional strain. This is consistent with
Nichols’ (1987) finding that even after an intensive
training period, 23 percent of care partners involved in
renal dialysis reported being very tense and worried about
the venipuncture procedure. Thirty-one percent complained
of added stress and frustration associated with inconsistent
and poor training which undermined already low confidence
levels.

Information exchange in the face of chronic/terminal
illness serves thus as an important stressor to the extent
that its potential function as a stress reducer is not met.
That is, appropriate information can ideally serve to help
develop competence in both patient and care partner to meet
the demands of the illness, both at the pragmatic and
existential levels. If it is not forthcoming, as implied in
the findings of the above studies, it serves to embellish
rather than reduce problems of care.

Whether stress derives from general issues associated
with chronic/terminal illness, AIDS-specific issues, or
information deficits, it has clear implications on outcomes
of care partner health. Stress is rarely something which is
perceived without influencing function. Thus, it is
important to consider how the stress faced by care partners
plays out in the course of illness assistance to their

partner.
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Outcomes of Care Partnering Stress

Lazarus (1974) links perceptions of stress to
situations in which personal coping resources are deemed
insufficient to meet environmental demands. It has been
argued above that unresolved uncertainty and rejection or
abandonment by health care professionals will create a
stressful situation. This will express itself through the
care partner’s negative reaction to care assistance (Given,
et al., 1988). Such negative reactions have been shown to
play a central role in creating emotional maladjustment in
illness situations (Ellis, et. al., 1989):

"...the care partner feels the negative
effects of providing care to a large extent
because he or she cannot participate in
outside activities and has had responsibility
for the patient thrust upon him/her by other
family members. This social isolation and
scheduling burden produces a cycle of health
problems, negative reactions, decreased
positive well-being, and depression," (p.
223).

When the perception of family abandonment is combined
with the heavy demands exacted by care partner involvement
in patient ADL, the ability to meet other life
responsibilities is strained. This may ultimately lead to
care partner fatigue, which influences negative reactions to
the care situation.

Sustained negative reactions to care partnering

displays itself in both the physical and psychological well-

being of the care partner. Psychologically, the care
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partner may experience bouts of depression. In Nichols

(1987) study of renal dialysis care partners, 61 percent
felt depressed over spouse changes, 54 percent felt
exhausted, many felt trapped and resentful, and 25 percent
believed their own health to be deteriorating. Thompson and
Haran (1985) conducted a study of 109 "key helpers®" of
amputees, and found 40 percent to be at psychological risk.
Overall, they revealed a pattern of strain, emotional
deterioration, isolation and a life beset with difficulties.
Studies of care partners for dementia patients have
identified depressive symptoms in 45% of the spouses sampled
(Fiore, Becker, & Coppel, 1983; Haley, Levine, Brown, Berry,
& Hughes, 1987). Further support is provided by Tyler,
Harper, Davies, & Newcomb (1983) who studied 92 families of
patients suffering from Huntington’s chorea. Of the primary
care partners in this sample, 82 percent reported being
distressed, 39.5 percent were depressed and 21 percent were
taking sedatives.

In relation to physical outcomes, care partners may
engage in harmful self-medication habits (e.g., increased
reliance on tranquilizers, alcohol, etc.) as they attempt to
cope with stress. Nichols (1987) also found perceptions of
health deterioration among care partners for renal dialysis
patients. In a study of spouses of chronically ill
patients, the highest complaint from the care partners was

of increased fatigue and chronic tiredness (Klein, Dean, and
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Bogdonoff, 1966). Finally, Quist (1989) cites a number of
health problems faced by home care partners: sleep
disturbances, insomnia, anorexia or an increase in appetite
causing weight fluctuations, gastrointestinal problems, and
headaches and backaches severe enough to warrant
prescription pain relievers.

In one of the few published accounts of stress outcomes
associated with AIDS care partners Trice (1988) reports the
existence of "post-traumatic stress syndrome-like symptoms"™ a
group of mothers whose sons had died of AIDS. This rather
awkward but appropriate label refers to existence of both
physical and psychological problems in the sample.
Specifically, mothers who had provided extensive care during
their sons’ illness were twice as likely as mothers who did
not provide care to have experienced divorce/separation, job
turnover, night terrors and episodes of uncharacteristic
violence. Care partner mothers also reported greater
amounts of panic attacks and psychosomatic complaints.

While the mere knowledge that a child has or is dying from
AIDS is stressful, this study makes clear that actual
involvement in caring for an AIDS patient has stronger
deleterious effects.

When care partners are allowed to reach extreme levels
of stress without adequate assistance, it is little wonder
that their physical and psychological stability wears thin.

As front line employees in the battle for health, medical
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professionals can play a significant role in care partner
stress reduction. This can primarily be achieved through
the transfer of requisite skills and information, combined
with acceptance and encouragement (Strauss & Corbin, 1988).

The mandate for such interaction with medical staff is
strongly stated in the advent of negative health outcomes
for care partners. To this concern, Nichols (1987) adds a
moral imperative: "...if the hospital staff simply conscript
family members as ill-prepared, poorly informed, unsupported
medical auxiliaries and abandon them in such a position,
then they are fostering neglect which inevitably risks
secondary illness in the form of psychological disorder,
alcohol or drug problems, stress effects and psychosomatic
illnesses" (p. 77). These are clearly potential harms to
both the care partner and patient arising through
dysfunctional relationships with medical professionals.

For purposes of the present study then, it is important
to examine in what manner care partners’ relationships with
medical professionals influence their ability to
successfully negotiate the demanding tasks of illness
assistance. Specifically, the development of strong,
positive relationships on both informational and emotional
levels should reduce negative reactions by providing the
care partner with a sense of competency and acceptance
(Monette, 1988). Prior to a more explicit examination of

the literature on medical staff interaction with
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third-parties in the illness situation, however, it is
important to contextualize the role of medical personnel in

the care partner’s potential support system.

THE CARE PARTNER’S SUPPORT SYSTEM

A variety of support resources are available to aid the
care partner in coping with the stressors of home care
provision (Evashwick, 1987). These can be categorized into
four general groups: (1) family and friends, (2) community
agencies, (3) support groups and (4) medical professionals
(see Figure 1). The effective provision of home care
requires that care partners construct an illness management
system which capitalizes on the differential expertise of
these sources for dealing with specific problems. Needs and
services can be matched for the mutual care and benefit of
both care partner and patient.

As portrayed in Figure 1, however, stress and support
flow along the same pathways (Thoits, 1986; Hobfoll, 1986).
Social interaction, especially in stressful situations of
need and crisis, is never fully positive and accepting.
One’s support system must therefore possess the capability
of absorbing or deflecting negative interactions. an
individual’s overall level of support then can be
conceptualized as the proportion of positive to negative
interactions with others. Given this more balanced view of
social support, the following section discusses the role of

each general support source in assisting home care partners.
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Family and Friends

As a family member steps into the role of care partner
for an ill person, he or she relies for assistance on the
extended family and friendship network (Kazak & Wilcox,
1984; Kazak & Marvin, 1984). The emotional attachment and
relational history associated with such relationships
warrants their primacy in helping the care partner establish
a system of illness management (Brody, Poulshock, &
Masciocchi, 1978). These relationships provide a number of
essential supports for the care partner.

Family and friends provide a great repository of
emotional sustenance for the caretaker. They provide a
basis of acceptance, respect and love which can form a
strong line of defense against the many stresses of care
provision which assail one’s self-esteem (Tiblier, Walker &
Rolland, 1989; DiMatteo & Hays, 1981).

Family members and friends may also help the care
partner secure assistance from formal institutions (Brody,
Poulshock, & Masciocchi, 1978; Litman, 1974). This support
may range from information on where to locate specific forms
of help to instrumental assistance such as transporting the
patient to appointments or pursuing Medicare coverage
problems (Torrens, 1987).

Family and friends can also provide much needed respite
from care partnering duties. Zarit, Reever, and

Bach-Peterson (1980) report a study in which the greatest
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impact on care partner perceptions of burden was the extent
to which other relatives visited the impaired individual.
This is consistent with more recent findings by Ellis, et.
al., (1989) who found negative health consequences
associated with perceptions of family abandonment.

Perceptions of abandonment can be tied to the real
social isolation patients and care partners experience.
Over time, chronic illness is associated with shrunken
networks. Changes are particularly acute at the friendship
level, and networks typically stabilize as smaller, denser,
family-oriented entities (Kazak & Wilcox, 1984; Kazak &
Marvin, 1984). As an early response, smaller, denser
networks are functional for acquiring direct care assistance
from friends and family (Kazak & Marvin, 1984), However, as
the illness wears on, impairment grows, and the remaining
friends and family are called upon to provide greater and
greater levels of assistance (Orford, O’Reilly, & Goonatil,
1987). While this might suggest an increased reliance on
assistance from outside agencies, smaller networks may
decrease the care partner’s knowledge of available services.
Due to the restricted number of contacts, the information
pool whereby care partners may hear of and access various
community services is more shallow (Finlayson, 1976;

Granovetter, 1975).
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Community Agencies

Community agencies (e.g., Visiting Nurse Association,
hospice, mental health facilities, government agencies) can
also provide much needed assistance to care partners. This
may consist of referrals to or provision of
self-help/support groups, formal respite care services,
individual or family counseling, and financial assistance
(Linsk, Osterbusch, Simon-Rusinowitz, & Keigher, 1988;
Crossman, London, & Barry, 1981). Unfortunately, the array
of available services is often complex or uncertain; hence
these health care services are typically underutilized
(Strauss & Corbin, 1988). 1In an effort to bring diverse
elements of assistance together, many communities have begun
moving toward case management in which a social worker or
hospital discharge planner coordinate needs and services for
clients (Loomis, 1988).
Support Groups

Though support groups are often seen as part of the
community services network, the nature and function of such
groups is unique enough to warrant special concern.
Gottlieb (1981) emphasizes that a support group "brings to
bear a new set of ties that supplements the natural
network’s resources or compensates for deficiencies in its
psychosocial provisions, offering participants a specialized
person community composed of people with common problems,

life experiences or misfortunes," (p.28).
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Of all the functions served by support groups, perhaps
none is so valuable as normalizing the care partner’s
experience (Arntson & Droge, 1987; Crossman, London, &
Barry, 1981). The ability to share one’s fears,
frustrations, problems and depressions with others in
similar situations can be a great boon to care partners.
Many care partners experience feelings of restriction on
personal freedom which may result in anger and resentment of
the patient and/or the illness (Thompson & Doll, 1982). To
learn this is not uncommon and to work through it with
others experiencing the same struggle may be an important
coping mechanism.

Support groups also serve as continuing education
sources. This function may take the form of visiting
speakers, or more informal sharing of problems and concerns
based on member experience. Information is primarily of two
types: (1) that aimed at helping caretakers better
understand their loved one’s ailment, current research and
expected course of development (Arntson & Droge, 1987; Dzau
& Boehme, 1978), and (2) advice on solving specific problems
(Arntson & Droge, 1987). The information value of support
groups is particularly useful as a method for counteracting
care partners’ shrinking informal support networks (Kazak &
Wilcox, 1984).

Support groups often go beyond the provision of

information to help members develop new skills as well.
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For example, Schilling, Gilchrist, & Schinke (1984) describe
a program used in teaching members of a support group for
disabled children how to build and tap necessary social

resrouces during times of need.

Medical Professionals

Family, friends, community agencies and support groups
offer a great deal of assistance to the home care partner.
Though these support sources possess functional redundancy,
variations exist in the formality, cost, and nature of the
aid. This allows care partners to construct a system which
conforms to their specific wants and needs. Successful
illness management systems will likely draw resources from
each category.

No illness management system can be complete however,
without the involvement of medical personnel. It might be
argued that physicians and nurses are charged with the
physical care of the patient. This would place many care
partner stressors beyond the domain of medical expertise
(Dzau & Boehme, 1978). Such an approach is an outgrowth of
the acute-care philosophy underlying American health care
(Corbin & Strauss, 1988). However, when an illness is
chronic, both patient and family must acquire a strong
working knowledge of the illness, its prognosis, treatment
and care requirements (Strauss & Corbin, 1988; Strauss, et

al., 1975). Such assistance is clearly within the realm of
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the health care professional. Health care professionals
have expertise regarding the patient’s diagnosis, treatment
and prognosis. They also possess knowledge regarding the
patient’s care needs at home, especially pertaining to
medical regimens and technical equipment.

If patient health is to be maintained at home, clear
and open lines of communication between the care partner and
medical professionals are mandated. Some would argue that
the care partner actually be incorporated as a full member
of the medical team responsible for care (Nichols, 1984;
Rew, Fields, LeVee, Russell, & Leake, 1987; Mechanic, 1977).
Physicians as well are beginning to argue for family systems
perspectives in providing patient care (Glen, 1987; Sawa,
1985; Hofling & Lewis, 1980). Collaborative models of
nursing have also been more recently emphasized (Rew, et.
al., 1987; Monsen, 1986). However, it remains to be seen
whether relationships between medical professionals and the
growing numbers of home care partners are any better today
than those discussed by Mechanic (1977): "The fact is that
many family members feel excluded from the care process,
have difficulty obtaining needed information, and rarely
receive adequate instruction as to what they might do and
how to do it" (p. 83).

To understand the development of such problems, it is
necessary to examine the traditional model of medical care

provision, with its emphasis on the patient-physician dyad.
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The Jjustification of this model and the manner in which it
downplays the involvement of a care partner is detailed in
the following section. Following this, an investigation of
more recent research on the state of third-party interaction
with medical professionals concerning patient care is

presented.

THE INTERACTION ARENA

This section examines the traditional model of health
care interaction which gives precedence to--indeed is
constructed around--the doctor-patient relationship. The
implications of this model for current health care delivery
are examined, with emphasis on its growing inadequacy in
light of greater illness chronicity. A new model of health
care is then posited which argues for a widening of
legitimized interaction to include care partners on a
wider, more formal scale of involvement. Given the
increasing level of involvement among lay persons (typically
family members), there must be a commensurate rise in care
partner consideration, knowledge and abilities to offset the

burden of care involvement.

The Traditional Care Model
Whatever the size of institutions, communities, or
nations, work is fundamentally accomplished through

interlocked dyads with varying degrees of centrality, power,
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influence, structure and scope. This principle is clearly
prevalent in the traditional health care model which focuses
primary attention on the physician-patient relationship,
despite the existence of a variety of allied health
professionals (nurses, lab techs, orderlies) and the
patient’s friends and families (Cassell & Siegel, 1979).
This primacy is based on several factors: (1) the expertise
of patient and physician regarding the illness, and (2) the
confidentiality requirement derived from the stigma attached

to illness.

Expertise. Regarding the illness, arguments for the
possession of expertise can be made for both patient and
physician, albeit in different forms (Siegel, 1979). The
patient’s role is clear. He or she carries the illness and
is thus naturally the focus of curative measures.
Furthermore, the patient possesses the most intimate
knowledge concerning changing symptoms and developments, and
is therefore viewed as the most reliable source of
diagnostic information. The physician, on the other hand,
has the formal training and expertise to gather symptom
information, make a diagnosis and generate a plan of
treatment.

Due to this "expert" status, patient and physician are
primary players, an alliance founded for resolution of the

illness and a return to a state of health. To be sure,



45
neither is typically divorced from the social systems in
which they are embedded. Rather, these diverse systems are
stimulated at the behest of the patient-physician dyad for
appropriate and necessary help in achieving treatment goals.
The physician requires results of diagnostic tests from lab
technicians, careful monitoring and maintenance of patient
status by trained nursing staff, drugs from pharmacists,
structures for accessing all these in convenient manner
(i.e., hospitals), to name but a few. The patient also
relies on the immediate family and friends for various forms
of assistance ranging from transportation to and from
medical facilities to broader forms of emotional and

physical support and care during illness.

Confidentiality. Illness has long been seen as
unnatural. In its extreme, it was viewed as the result of a
moral failing on the part of the patient, God’s retribution
for a hidden sin (Sontag, 1978). Even with the advent of a
biological understanding of illness, disease maintains its
associations with personal character defects: unclean,
slovenly, impure, immoral. A moral taint thus remains,
particularly for sexually transmitted diseases such as AIDS
which are seen as avoidable (Brandt, 1986). In this
context, flagrant irresponsibility replaces sin as the

construct on which condemnation is based, and conceptions of
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guilt and innocence are maintained within the biological
model of health.

The religious imagery which yet informs our conceptions
of illness extends to the patient-physician relationship as
well, the physician playing father confessor to the wayward,
penitent patient. The situation is less morally charged
only in the case of the innocent patient who must simply
seek competent, professional "exorcism" of the disease which
has possessed him or her; perceptions of irresponsibility
may be avoided through seeking legitimized forms of help
(i.e., modern medical practice). Patients deemed
responsible for their illness connect most strongly with the
confessional metaphor. Such a patient must admit the error
of past behavior and forswear its continuance.

The physician’s role in the "confession" of illness is
to receive intimate information from the penitent and
absolve him from the illness. To promote the exchange of
private information necessary for absolution, the physician
is bound by an oath of confidentiality that carries legal
backing. In short, information about the illness, and
thereby its diagnosis, prognosis and treatment, are deemed
proprietary and thus carefully guarded. This is especially
true for an illness like AIDS where stigma and
discrimination may result from breaches of confidentiality
(Katoff, 1989). Unlike the priestly confessor, however, the

physician cannot so easily absolve the patient
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independently, and must often involve others. Still,
patient and physician retain control over who should receive
information about medical findings, passing it through their
respective networks on a need-to-know basis.

Information control is not exactly equal, however; the
patient has greater liberty since the illness is a personal
possession. The physician is typically not allowed to
communicate information directly to the patient’s network
without the latter’s express consent. This extends in large
part even into the difficult area of infectious or
contagious illness; the physician must generally be
satisfied with patient assurances that either appropriate
precautions will be taken or that others will be informed of
his/her illness status. The patient has no such
restrictions. He/she can communicate information about the
disease to whomever he/she wants, within the doctor’s, as
well as his/her own, network.

As a result of the illness expertise of patient and
physician, and the potential stigma associated with the
illness, primacy of the physician-patient relationship is
justifiable. Patient deficiencies in mental functioning is
the only exception which specifically mandates the inclusion
of some third party to serve as a patient surrogate.

The lack of recognition of accorded care partners in
the traditional model of health care is clear. As such, the

patient’s network accesses the illness through more
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indirect, bystander perspectives. At best, a patient’s
family is deemed important as the environment to which the
patient will return when well. At worst, the patient’s
family and wider network is seen as thwarting medical
curative efforts, particularly in the hospital. Hence, the
restriction on number of visitors at any one time, limited
visiting hours, limited activity when with the patient. 1In
contrast, involvement of the physician’s broader support
system (nurses, technicians and other allied health
professionals) is deemed necessary and normal.

It can be said of this model that the rights of all are
generally protected. The primacy of patient control over
information concerning his or her health is necessary to
prevent undue public censure and discrimination. And in
most situations, the patient will be a viable conduit of
information to his social network. After all, he/she needs
the help and assistance of those close to him/her. Even in
instances of asymptomatic infection where lack of outward
manifestations make it easier to hide the illness, the
emotional support of loved ones is invaluable.

However, a situation in which the patient serves as the
lone conduit of information is far from ideal.
Specifically, a number of problems can and do occur if care
partners are excluded from communicating directly with the
physician. First, the patient presents second-hand

information to the care partner. If the patient and care
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partner have different concerns, the latter’s may not be
addressed to the physician and adequate information thus
gathered. Or the patient may merely attend less to such
information and thus relate it insufficiently. Patient
filtering may also result in information loss. The
patient’s interpretation of the information given him/her by
the medical staff necessarily rearranges and condenses it.
At best then, the patient’s report is a rough summary of the
actual content. This may or may not provide adequate
information that keeps the care partner apprised of the
situation.

Such winnowing of information, however, is not always
so unconscious. That is, the patient in such a situation
may knowingly withhold information from the care partner.
This is likely with patient’s in denial or those who don’t
wish to burden the care partner with knowledge of worsening
health or approaching death.

At minimum, the care partner benefits from direct
communication then because he or she gets the information
first hand. There is also opportunity for physician and
care partner to evaluate the extent to which the patient is
accurately relating information regarding illness
developments; care partners may compare the physician’s
information with that given by the patient, while physicians
can inquire about symptoms and behavior exhibited at home

which the patient may not be relating to the medical staff.
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Direct contact with medical staff in itself may be an
emotional support to the care partner as he or she interacts
with the patient’s medical care providers.

Widened care partner involvement contains far greater
potential than that offered under the traditional medical
model. The latter does nothing more than create a
substitute patient, foregoing any assistance prior to the
near complete incapacitation of the patient. Though clearly
necessary during end-stage illness, this approach fails to
capitalize on the advantages of care partner involvement
earlier in the illness. Such advantages include the ability
the development of stronger relationships between the care
partner and medical personnel which can aid in the difficult
decisions that may be required as patient health worsens.
Also, the patient is able to have a formal ally from his
social network involved in the care process, something which
may be both emotionally and instrumentally valuable.
Finally, and likely most important, more adequate treatment
and better quality care is afforded by making sure more
information is forthcoming which yields a clearer picture of
illness developments for all concerned.

The value of greater care partner involvement has been
demonstrated at this point. However, its ability to
overcome the traditional medical model is uncertain. To
determine its level of usage in current medical practice, it

is necessary to examine more closely the existing research
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on relationships between medical professionals and care

partners.

AN INVESTIGATION OF CARE PARTNER INVOLVEMENT

Third party surrogates have traditionally interacted
with medical staff insofar as children (Barbarin & Chesler,
1984), the mentally and/or physically disabled (Longo &
Bond, 1984), the mentally ill (Grad & Sainsbury, 1968), and
patients near death are concerned. Increasingly, they are
also involved in the chronic illnesses which reflect the
difficulties inherent in the traditional model of health
care delivery, particularly with the elderly suffering a
variety of disabling illnesses (Stone, 1987) and persons
with AIDS (Tiblier, Walker & Rolland, 1989). From these
situations, it is possible to construct an understanding of
the nature of care partner interaction with an eye toward
functions served and/or underserved. The following section
is organized around the three identified stages of illness
(Corbin & Strauss, 1988). The medical staff interaction
needs of care partners within each stage are presented,
followed by an examination of the possible role
communication problems play in the failure to meet those

needs.
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COMMUNICATION BETWEEN HEALTH PROFESSIONALS
AND CARE PARTNERS

Most of the research focusing on the relationship
between health professionals and families does not identify
a primary care partner. Research that does consider a
primary care partner typically identifies the care partner
as the patient’s spouse. The following review concentrates
on these studies.

To fully excavate the domain of medical professional-
care partner communication, it is necessary to understand
the contexts in which such exchanges are grounded. Contexts
may be differentiated on the basis of illness stage and
treatment location (Corbin & Strauss, 1988). Since
treatment location is dependent on illness stage, the
following section focuses on issues related to three basic
phases: (1) diagnosis/acute phases, (2) stable phases, and

(3) deterioration and death phases.

Diagnosis Phase

Illness diagnosis is both a welcome and painful event.
If one has been suffering recurrent symptoms and impaired
function without explanation, diagnosis represents a
legitimization of experience, an affirmation that a real
physical problem exists. This relief is offset when the
diagnosis is a chronic illness and thus describes a future
which is uncertain and perhaps radically altered to

incorporate the impairments brought about by the disease.
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At the point of diagnosis, the uncertainty of unknown
symptoms is exchanged for the uncertainty of illness
ramifications. Patients and their family members require
information regarding the specific illness: cause,
prognosis, and treatment. This information must be
integrated with the specifics of the patient’s case. If the
diagnosis is for long-term impairment, the early and direct
involvement of family members is crucial.

To identify specific family needs in hospital settings,
Hampe (1973) conducted a series of focus group interviews
with the spouses of terminally ill patients. This process
yielded a list of eight needs. Five of these were needs
related to the terminally ill partner: (1) to be with the
dying/sick person, (2) to be helpful to the dying/sick
person, (3) to be assured of the comfort of the dying/sick
person, (4) to be informed of the physical condition,
medical plan, and expected course of events, and (5) to be
informed of the impending death of the partner. Three
additional needs related to self: (1) the need to discharge
emotion with other people, (2) the need for comfort and
support by family/friends, and (3) the need for acceptance,
support and comfort by health care professionals. Medical
professionals are implicated in all but the first two
self-related needs. Thus, interaction with a recalcitrant
staff could result in a great deal of frustrated need

fulfillment for care partners.
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To examine how well these needs were met, Hampe (1975)
interviewed the spouses of 27 terminally ill patients. The
findings revealed a number of major deficits. Fifty-five
percent of the spouses reported unmet needs for acceptance,
support and comfort from health professionals. An
additional 26 percent had this only partially met.
Information regarding their partner’s prognosis as well as
daily physical condition was also lacking. Eighty-eight
percent were unsatisfied with explanations regarding
prognosis whereas 45 percent mentioned dissatisfactory
information on daily physical condition. Regarding
assurance of partner’s physical comfort, 67 percent reported
unmet need. Finally, while 74 percent were informed about
impending death, 81 percent of these complained of the lack
of privacy available for this discussion; most often these
talks took place in the hallway.

Many of the problems Hampe (1975, 1973) addresses in
her research are placed within a long-term hospital stay.
However, evidence exists as well emphasizing the importance
of early family involvement. Krant and Johnston’s (1978)
study of the relatives of terminal patients found that
members who did not interact with the physician during early
diagnosis felt inhibited about interacting at later stages
in the illness. Bunn and Clarke (1979) also report on the
value of brief counseling sessions to reduce anxiety among

family members of patients admitted to the hospital for a
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serious injury or illness. Sessions fécused on information
about the problem and its prognosis, as well as discussion
of emotional reactions, and took place as soon as the
patient was admitted. Family members who received no
counseling actually experienced increased cognitive anxiety
over time. This can be expected to impair information
processing at the point when patient diagnosis is finally
shared with them.

Despite the potential value, diagnostic contexts often
mitigate against immediate care partner involvement. If a
patient is diagnosed during an acute crisis, immediate
concern focuses on stabilizing the patient’s condition.
Distraught family members who might interfere with
life-saving medical treatment are thus separated. However,
as Bunn and Clarke (1979) illustrated, abandoning care
partners in a waiting room with no information is not the
only option.

Family information deficits are problematic for later
stages of illness as well. That is, the longer family
members are excluded from patient-relevant information, the
more likely their illness meanings are to diverge from those
of patients and medical personnel. As discussed above,
illness meanings refer to the psychological adaptation to
and understanding of the life impact associated with a
particular illness (Kleinman, 1988; Nerenz & Leventhal,

1983). Without open dialogue, each party in the care
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relationship can nurture discrepant meanings, leading to
family conflict in later stages of illness.

Speedling (1982) provides important insights into this
process in his investigation of eight families’ experience
with heart attack. The near total focus on the patient, the
seclusion of the patient in the intensive care unit,
severely limited visiting rights for family, and the lack of
communication between the medical staff and family all led
to sharp discrepancies between family members’ and patients’
perceptions of illness severity and meaning. These
discrepancies then resulted in family attempts to interfere
with the medical regimen assigned to the patient by medical

personnel.

Stable Phase

As the patient enters a stable phase, he or she is able
to return home. Adjustment and coping will depend on the
extent to which family care partners are prepared for this
transition through information regarding home care provision
and their ability to contact appropriate medical
professionals as needed. The increasing chronicity of
illness produces large numbers of people who will traverse
the road between home and hospital a number of times prior
to death. The success with which these transitions are

negotiated can play a large role in the reduction of care
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partner stress and patient relapse. However, such
transitions are not easily accomplished.

Speedling (1982) records a deeply troubling lack of
preparation for hospital departure among families of heart
attack victims. Patients and their families were not
prepared for the changes required by the illness, and
specifically were inadequately informed about the regimen to
be followed due to vague instructions as well as lack of a
formal conference to discuss such issues. Particularly,
Speedling (1982) illustrates how discrepant illness meanings
continue to frustrate interactions family members have with
both patient and medical staff. In relation to skills
training, Nichols (1984) study of home dialysis, care
partners who received training on dialysis procedures rated
the training as poor and insufficient for the early days in
the home environment. Spouses still felt incapable and
frightened by the new responsibilities of providing care.
Thus, the information poor state of care partners developed
during hospitalization may prove inadequate for carrying the
full burden of care.

The move home also brings about changes in the health
professionals providing one’s care. Visiting nurses and
primary care physicians take over for hospital-based
specialists. An increasing reliance on family practitioners
as a gatekeepers to the more knowledgeable specialist is

seen in the insistence of patients and their family on
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continuing to work with the specialist in continuing stages
of the illness (Speedling, 1982). There is a resistance to
turning the illness over to the control and discretion of
the family physician who was not in charge of the acute
phase of the illness. This problem is associated with AIDS
as well, such that following HIV+ diagnosis, patients and
their loved ones want to deal only with infectious disease
specialists for any and all ailments, regardless of the
specific 1link to AIDS (Gulick, 1990, personal communication;
Bernstein, 1987).

This lack of smooth passage from hospital care to home
care calls to mind the metaphor used to explain the
traditional manufacturing process: the route from research
and development to actual production and sale of a product
consists of a series of high-walled boxes. Each area’s role
is clearly defined and internal quality may be very high.
However, integration is near zero with each department
performing their role and then throwing it over the wall to
the next function. Such is the acute care experience of

many with chronic illness.

Deterioration and Death

In the final stages of illness, family members’ primary
needs are acceptance and support of the medical staff, and
knowledge of when the patient will die. Since many people

return to the hospital at this stage or receive care from
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hospice, other needs discussed by Hampe (1975) are
applicable as well (e.g., need to be with the patient, to be
involved with patient care).

Since little can be done at this point beyond strictly
palliative care, the care partner and other family need to
work through grief over the approaching death. Medical
staff, particularly those who have had a close working
relationship with the care partner, can be a great boon in
this process. Much of the literature, however, suggests
that emotional closeness to dying patients and family is
very stressful for medical professionals (Nichols, 1984,
Lief & Fox, 1969). As noted earlier, medical professionals’
expertise lies more in the physical than emotional realm:;
psychologists, counselors and support groups are more
appropriate for in-depth work on issues of grieving and
loss. Still, medical professionals can set the tone for
acceptance on the part of the care partner. Research on how
the medical staff communicates during the terminal phase of
illness suggests that their role is less than exemplary.

The tendency for medical staff to withdraw emotionally
as the patient approaches death has been noted in several
studies (Field & Howells, 1986; Redding, 1980). Dying
patients are often placed at the end of hallways away from
the nursing station (Watson, 1973), their calls are answered
more slowly (LeShan, Bowers & Jackson, 1969), and less time

is spent in the room with them. These tendencies are likely
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to result in the abandonment of family members as well,
exacerbating relationships that may have already become
strained over the course of illness. Availability of
medical staff may be desired at this stage primarily from an
emotional standpoint. However, information about the
patient’s status, particularly assurances that suffering is
minimal and knowledge of when he or she will die, is still
desired. Since the content of such communication is less
complex, emphasis is on the manner in which information is
communicated. Thus, empathic concern may eclipse issues of
clarity and completeness.

In summarizing the findings of the limited research on
care partner/family interactions with medical staff across
the three contexts of acute crises, stable phases, and death
and deterioration, specific needs of the care partner can be
identified. Additionally, a number of specific
communication variables appear relevant. These are the
degree to which the medical staff is available for
discussion, provides clear and complete information, and is
able to communicate empathically with care partners. These

issues are explored more fully below.

KEY COMMUNICATION ISSUES FOR CARE PARTNERS
Research has established fairly clearly the importance
of social support received by care partners for ill persons

from three major resources: family and friends, support
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groups, community agencies. The present study, however,
seeks to redress the lack of knowledge about the role of
medical professionals in supporting the care partner. The
importance of accessing medical professionals is apparent
given the importance of social and communicative support
specifically during times of uncertainty and stress. As
Albrecht & Adelman (1987) noted:

The experience of uncertainty and ambiguity

is ... an impetus for communication as a way

through the helplessness and hopelessness.

Individuals who need to communicate during

these situations are subject to influence by

those who offer messages of clarity and

explanation, affecting not only how those

individuals assign meaning to their

stressors, but also how they see themselves

and interpret similar or pertinent future

events. (p.26)

The potential for uncertainty of the home health care
situation is clear in the lack of preparation for the new
role (Getzel, 1981) and the lack of information and training
to develop necessary care partnering skills (Silverman &
Brahce, 1979). Furthermore, all illnesses carry some degree
of uncertainty with regard to impact on future life,
prognosis for survival, and treatment efficacy. The
relevant expertise for coping with the uncertainty lies most
directly in the realm of medical professionals, whose
communication with care partners and other family members

should be explored to understand how care partner stress and

strain might be alleviated.
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Nichols (1984) suggests a number of variables which may
explain why care partner information deficits, uncertainty
and doubt are left intact by medical professionals. These
are: (1) unavailability of health care professionals, (2)

lack of clear communication, (3) lack of complete

communication, and (4) lack of empathic concern from medical

staff.

First, medical personnel are often unavailable for
gquestioning. Physicians often make rounds prior to
visiting hours, thereby assuring their absence when family
members are present (Nichols, 1984; Speedling, 1982).

Hawker (1983) noted this among nurses as well. When on the
floor, other forms of "non-availability" are evidenced:
family attempts to gain attention are ignored, or an air of
being too busy to stop and talk is presented (Hawker, 1983).
However, the extent to which families initiate communication
with the medical staff is itself questionable (Brey &
Dracup, 1978). A number of researchers have called for a
more proactive stance whereby health professionals strive to
anticipate and fulfill the likely information needs of care
partners (Rew, et al., 1988; Nichols, 1984). Otherwise, it
is all too likely that a conspiracy of silence may arise
wherein each side of the medical professional-care partner
dyad assigns responsibility for communication to the other
party (Speedling, 1982). Care partners assume that the

physician will tell them anything important, that "no news
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is good news." Physicians and nurses, however, may assume
that if the patient or family has any questions they will
ask them (Wright & Dyck, 1984; Breu & Dracup, 1978). The
situation thus becomes one where both parties are willing to
dance but are waiting for the other to lead.

Lack of medical staff availability restricts care
partner information in a direct manner with influence on
both constructed illness meanings and objective
understanding of the disease. This lack of availability
plays a strong role in the creation of information deficits
in family care partners.

The problems of clarity and completeness of
communication assumes contact with the medical staff, and
turns attention toward interaction dynamics which may
interfere with the education and training of care partners
(Thompson, 1990; Speedling, 1982). Common complaints
regarding discussions with medical professionals include the
heavy use of technical jargon (Nichols, 1984; Strauss &
Corbin, 1988), and vague responses to questions about
treatment and/or regimens (Speedling, 1982).

Problems of clarity derive from the need for specific,
"complex" terminology in the scientific approach to
medicine. The precision afforded through finer distinctions
in a mutually-shared, specialized language paves the way for
advancement as well as increasing communication efficiency,

producing in effect medical shorthand which conveys a wealth
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of information, but only if one possesses sound medical
training. It is the inability to set aside this language
when interacting with lay populations which creates
confusion and misunderstanding (Thompson, 1990). Ley (1982)
reports findings in which approximately 50 percent of people
interviewed after receiving medical information did not
understand what was said about diagnosis, aetiology, or
prognosis of the symptoms involved. It is a logical
conclusion then that the degree of medical professionals’
communication clarity will strongly influence care partners’
knowledge both about the illness in general and about their
patient’s current status and care requirements.

A somewhat opposing complaint centers around the vague
or incomplete information given to patients and care
partners by medical personnel (Mechanic, 1977). Family
members may be told of the importance of maintaining the
patient on a low sodium diet without an explanation of what
such a diet entails or why it is important (Speedling,
1982). Additionally, family members may not be adequately
prepared for specific side effects of the illness or
treatment.

If health care professionals do not offer information
in a preemptive manner, care partners will have to acquire
it through questioning. Given a lack of care partner
knowledge, however, it is unlikely that he or she can

extract all relevant information. Care partners may thus
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maintain ignorance in specific aspects of the illness
without being conscious of that very ignorance. Even for
the knowledgeable care partner, however, medical staff
responses to questions may still suffer from incompleteness
(Wright & Dyck, 1984).

A final issue relating to medical professional
interaction with family members has to do with the
acceptance and respect. As was noted in Hampe’s (1975)
research, spouses desire to be accepted and valued by the
medical staff. The feeling that he/she is part of the
medical team providing care for the patient can go a long
way toward soothing the family care partner’s anxiety. Such
involvement can also provide a useful context for medical
professionals to educate the care partner (Rosenthal,
Marshall, MacPherson, & French, 1980).

However, research reveals consistently low levels of
empathic concern among physicians in relation to families
(Greif & Porembski, 1988; Speedling, 1982; Hampe, 1975).
Nichols (1984) argues that this is an extension of the
detached concern (Lief & Fox, 1963) health professionals
practice to avoid overexposure to the extreme emotional
stress of their work. The lack of this detachment in family
members or other loved ones is, in fact, one reason Parsons
and Fox (1952) argue that family members should not provide
care. However, family members are providing care today and

expansion of concern with burnout must be widened to care
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partners. To fail in this regard is to abandon the care
partner and thus, indirectly, the patient, thereby failing
to fulfill the medical mandate for patient care (Nichols,

1984; Cluff, 1981).

SUMMARY

While much of the literature reviewed above does not
focus specifically on care partners as defined in this
study, it does suggest that the role of care partners in
illness management systems is ill-defined, non-legitimized,
and therefore, problematic. Such an interpretation is
consistent with findings that reveal potential shortcomings
in the communication between medical staff and family
members. Specifically, these would appear to include
problems of availability, completeness and clarity of
information exchange, and empathic concern. When linked to
research on caregiving stress and strain, it seems probable
that such difficulties in information exchange run the risk
of restricting the resources (cognitive, affective, and
behavioral) care partners can bring to bear on the
potentially stressful experience of involvement in patient
care. Under such circumstances, care partners may be left
with a number of inadequacies which hinder effective
intervention in patient illness trajectories: inadequate
understanding of the patient’s illness, lack of necessary

skills for adequate care involvement at home, and a lack of
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confidence in personal ability to meet the varying demands
of patient care. 1In short, communication difficulties
undermine the potential value of information and support to
ameliorate the effects of stress (Sutton & Kahn, 1987).

While the review of literature is thus suggestive of
hypotheses about the nature of medical staff-care partner
communication, and its impact on care partner stress and
strain, a number of factors intimate that formal statement
and testing of these relationships may be premature. First,
as noted above, much of the literature focuses on "family"
responses to situations of illness. While family may be
operationalized in a manner consistent with the current
study’s focus on "care partners," previous research cannot
be said to represent a direct examination of the experiences
of individuals who possess primary responsibility for
patient care. We have generated extensive knowledge in the
area of caregiving stress and strain, but we have yet to
specifically examine the relationships between care partners
and medical staff.

Second, by "“family," much of the caregiving literature
has focused on the patient’s spouse or other biological
family members. In the context of AIDS, the "family of
birth" concept must be exchanged for a focus on the "family
of choice."™ Given the lack of research on the role of care
partners in non-traditional couples (i.e., homosexual

relationships), ambivalence in applying past research is
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warranted. This is especially true since the inability of
homosexual couples to establish legal ties may inhibit the
homosexual care partner
from establishing legitimacy in the eyes of the medical
staff, thereby further hindering the quality of interaction.

Finally, while care partners are playing an increasing
role in the care of patients in the United States, the role
is still in its infancy. It has emerged only in recent
years in the face of increased chronic illness and national
attempts (however minimal at the moment) to limit our
dependence on centralized care in high-technology
institutions.

Given these conditions, it would thus be both naive and
counter-productive to approach the phenomenon of care
partnering with a preconceived framework of expectations and
hypotheses. If we are to develop a true understanding of
the role care partners are playing in American health care
today, and the effects involvement has on their own persocnal
health and well-being, it is necessary to investigate the
phenomenon from an inductive stance. This dces not mean a
complete rejection of implications entailed in the review of
literature; rather, such an approach seeks to place primacy
on the data of actual care partner experience. While the
study is structured to allow for testing of the implications

tentatively outlined above, it is designed to resist the
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temptation to prematurely define the central constructs in a
theory of care partnering.

In sum, the goal is to construct a theory firmly
grounded (Glaser & Strauss, 1965) in the present experiences
of care partners for patients with AIDS. Accordingly, the
following general questions are explored: (1) To what extent
is the care partner accepted by the medical staff? (2) What
is the nature of communication between medical staff and
care partner? (3) How does communication help or hinder the
care partner’s provision of assistance to the patient? (4)
What is the impact of medical staff communication on care
partners’ understanding of the illness situation, and in

turn, on care partner’s physical and mental health.



CHAPTER TWO: METHODS

Data for this project were gathered with the assistance
of a case management system located in a large Midwestern
city. Created in 1988, the agency employs a staff of 13 and
services approximately 450 clients. The client population
is predominantly black (64%) or white (33%), between the
ages of 20-49 (93%), male (77%), and at moderate (49%) to
severe (44%) levels of difficulty in dealing with their
infection (from asymptomatic HIV+ to full-blown AIDS, in the
traditional nomenclature).

Funded primarily by state and local government, the
agency is designed to assess client needs, develop care
plans, and provide or arrange for services through referral
to appropriate community resources. Focusing on economic,
medical and social work models of case management, the
agency seeks to establish a continuum of care to include
tertiary, primary, extended nursing, home-based and hospice
care integrated with psychosocial and volunteer support
services available for the person with HIV through
appropriate financing and payment systems. The majority of
agency services are provided by four case management teans,

each consisting of a registered nurse and a social worker.
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SAMPLE DEVELOPMENT

Given the sensitive nature of the research, extreme
care was exercised to protect the anonymity and
confidentiality of all study participants. A two-step
procedure for sample development was used to insure
protection from the possible repercussions of being
identified as an AIDS patient or a provider of care for
someone with AIDS. Throughout the entire sample development
process, the purely voluntary nature of participation was
stressed.

In the first phase of sample development, the case
management agency publicizing the research aim. Using
existing client records, a mailing list was compiled of
individuals listed as primary care partners by an agency
client. This process yielded a total of 195 care partners.
However, these ranged from being an emergency contact only
to being a full partner in care. People in the former group
were typically unaware of the client’s HIV+ diagnosis, a
situation the clients spelled out specifically and wished to
maintain. As such, the mailing list was pared to exclude 49
care partners who were unaware of the client’s HIV+ status,
yielding a total of 146 who received the initial letter.

This letter, written by the agency’s supervisor in
consultation with the primary investigator, was then mailed
to each care partner. The letter (see appendix A) briefly

explained the nature of the research, encouraging all
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willing care partners to apply, regardless of their current
level of involvement with the patient’s medical care and
regimen. At this stage in the research, concern focused on
generating the largest sample possible so a strong effort
was made to avoid any unwarranted self-selection on the part
of care partners. Furthermore, inclusion of care partners
for patients at various stages of HIV infection allowed
investigation of the full range of issues involved in care
for those suffering an illness with a downward trajectory.
The letter closed by asking recipients to return an enclosed
release form if they wished to receive further information
from the primary investigator. These release forms were
returned directly to the primary investigator in a
pre-addressed, stamped envelope which accompanied the
letter.

Two weeks following the initial mailing by the agency,
18 responses were received for a response rate of 12
percent. Given this low rate, the agency agreed to have a
volunteer place follow-up phone calls to those care partners
who had not responded. This was deemed a worthwhile step to
counteract the possibility of illiteracy within the overall
sample.

An additional 34 verbal agreements to receive the
second follow-up letter were garnered in this fashion. 1In
all, 41 persons could not be reached during the two week

phone follow-up; 27 because of inadequate information in the
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agency’s records, and 14 who did not answer the phone.
Another 26 who were contacted declined to receive further
contact for a variety of reasons: nonspecific reason (11),
too busy (6), moving or recently moved (3), care partner
sick (2), patient deceased (2), too hard on care partner
(1), and “disgusted" by the nature of the research (1).

Thus, a mailing list of 52 care partners (36% of the
initial mailing) was compiled for a second letter generated
by the primary investigator. This letter explained the
specifics of the study, with special emphasis on what would
be required from participants. All care partners wishing to
participate at this point were asked to return an enclosed
form, noting the participation option they desired (see
below). If respondents selected the interview option, they
were asked to select times and days appropriate for

arranging the interview.

PARTICIPATION OPTIONS
Care partners for persons with AIDS all exist in a
stressful situation. For some, the life-threatening disease
itself is the sole (albeit great) source of stress. For
others, stress is the outcome of years of poverty,
powerlessness and addictive habits. These social, economic
and political gulfs create a situation in which AIDS is yet

another burden.
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The cautious sample development process described above
was used to avoid imposing further hardships on care
partners. Anyone uncomfortable with being contacted or
having their name released to outside investigators was able
to opt out during the first mailing. If further information
was requested, care partners were still not committed in any
way. Only those who returned the second release form were
contacted regarding actual research participation. Finally,
after selecting themselves into the final sample, several
options were developed to allow care partners to tailor
their participation according to individual levels of
comfort.

The study contained both an interview and a survey.
constructed to provide full information as a combined unit.
However, partial information seemed better than no
information at all. As such, participants were offered the
following choices: (1) survey only, (2) interview only, (3)
both survey and interview -- personal interview (4) both
survey and interview -- written responses through mail.

The survey portion required approximately 30 minutes to
complete. Due to its non-interactive nature, it could be
conducted through the mail, and was thus only moderately
invasive (see full description below). The interview
portion required approximately two hours (see full
description below). Clearly, the interview option was much

more invasive. If participants wished to participate in the
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interview portion of the research but were unwilling to meet
personally with an interviewer, the protocol was offered for
written responses.

Six months after the interview phase of the study, a
second m<ns1:XMLFault xmlns:ns1="http://cxf.apache.org/bindings/xformat"><ns1:faultstring xmlns:ns1="http://cxf.apache.org/bindings/xformat">java.lang.OutOfMemoryError: Java heap space</ns1:faultstring></ns1:XMLFault>