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Learning to Care:
Health Care Workers
Respond to AIDS
Molly Cooke, MD

The emergence of AIDS has stimulated enormous amounts
of research since its first description in 1981. The majority of
investigative efforts have been directed toward identifying the
cause, describing the natural history, and managing the clinical
complications of HIV infection. However, AIDS has other
important effects that have been recognized, if not extensively
studied, since the beginning of the epidemic.

Care of people with AIDS elicits in health care professionals
strong responses which affect the experience of both health care
workers and their patients. If current projections of the prev
alence of AIDS in the year 1991 are correct, 1500 physicians
delivering full-time AIDS care will be required to meet the needs
of the patient population in the United States. It seems both
unrealistic and undesirable to expect that this care will be
provided entirely by AIDS specialists and referral centers. To the
extent that people with AIDS are cared for in nonspecialty
centers, correspondillgly larger numbers of physicians, nurses,
and supporting health care workers will be involved. As the
demands on the health care system intensify, it will become
increasingly important that we understand how medical pro
fessionals feel about this challenge.

Early Problems with Provider Response
At the onset of AIDS, patients were few and their unusual

opportunistic infections provoked intellectual curiosity in
physicians. However, as the pattern of the epidemic became
clear and health care professionals became aware that the
opportunistic infections reflected an underlying immunodefi
ciency transmitted as an infectious disease, fear replaced
curiosity. Failure of professional responsibility with significant
clinical consequences was not uncommon. One patient was sent
400 miles by private automobile to a public hospital with a
dangerously low arterial oxygen content because the emer
gency physician in the referring hospital felt the patient was
"unsuitable" for his facility. In one hospital an indicated autopsy
was left undone because the pathologist refused to perform the
examination and explained, "I have four children." Several AIDS
patients missed their meals because meal trays were left outside
the doors of the patients' rooms. These fairly egregious prob
lems and others like them produced hurt and anger as well as
physical discomfort for people with AIDS. This lack of adequate
care also engendered indignation among those health care
workers who were meeting their responsibility. Sometimes
media coverage of these events generated a public outcry.
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Health care workers who refuse to care for patients with
AIDS are not the only ones to experience strong emotional and
psychological responses. People who have worked extensively
with AIDS patients - in research studies and compassionate
clinical care - describe their own strong feelings about their
work. Their responses are likely to be even more important than
the reactions of the occasional providers who find themselves
absolutely unable to confront AIDS.

A Medical Housestaff Study
Recognizing the distress among physicians who were pro

viding substantial amounts of AIDS care, Barbara Koenig of the
Division of Medical Ethics at the University of California San
Francisco (UCSF) and I undertook in late 1983 a study of house
staff attitudes toward AIDS. We surveyed the entire medical
housestaff with a questionnaire which addressed the estimation
of risk of infection to health care workers and the anxiety and

As health care workers prepare to meet the
technical challenges ofAIDS, it is important
to also address the psychological and
emotional responses provoked by AIDS care.

satisfaction elicited in the care of AIDS patients. It is important to
remember that although the AIDS virus had already been
isolated, the etiology of AIDS was still uncertain in the minds of
health care workers and the HIV antibody test was still un
available. Because of this uncertainty and since experience with
HIV-related disease was relatively brief, it was unclear to what
extent the work of health care professionals put them at real risk
of acquiring AIDS.

Sixty-eight percent of the 56 respondents felt that health
care workers were at risk of acquiring AIDS by virtue of their
occupation. Men and women differed significantly in their
estimation of risk; 84% of men compared to 48% of women
who agreed that health care workers were at risk. This sense of
risk affected the degree of precautions felt neceassary for work
with AIDS patients. Men reported significantly more frequent
use of a mask and gloves and admitted to avoiding unnecesary
entry into the patient's room. Anxiety was very common;
respondents estimated that more than 80% of the housestaff
were at least "mildly anxious" and that 20% were "very
anxious." Only two respondents denied ever worrying about
getting AIDS.

The survey revealed several other indications of worry
about AIDS among respondents. Thirty-five percent reported
being preoccupied about giving AIDS to a family member; 20%
reported dreams or nightmares about AIDS; and 18% reported
symptoms which they thought were suspicious of AIDS. Men
were more likely than women to report preoccupation, dreams,
and nightmares. They also rated their anxiety significantly
higher than did the women respondents.

continued on page 2
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As a group, the housestaff expressed neither satisfaction
nor dissatisfaction with AIDS care. Greater safisfaction in AIDS
care was correlated with increased contact with AIDS patients
and increased levels of training. Sixty-eight percent of house
officers who have cared for 10 or fewer AIDS patients reported
disliking AIDS care compared to 35% who have cared for more
than 10 AIDS patients.

We concluded that medical housestaff were responding to
AIDS with expertise and compassion. At the same time care of a
large number of people with AIDS produced consternation
relating to questions of risk, the moral values of the provider,
educational balance and training, and physician satisfaction
with the doctor-patient relationship.

Provider Response - The Current Situation
It might be argued that the reproducible information on the

seronegativity of health care workers involved in AIDS care and
the extremely low risk of seroconversion after needlesticks
would decrease the importance of fear about occupational risk
as a significant early response among providers. However, this
does not appear to be the case. Contact with physicians, nurses,
hospital staff, hospice volunteers, and other groups leads me to
believe that fear remains the overwhelming early response. In
like manner, the earliest expressed worry involves concern about
risk.

Sophistication does not appear to be an antidote to fear.
Recently I was asked by a well-informed member of a medical
audience if the antigenic instability of HIV and the recent
isolation of a second AIDS virus in West Africa did not call into
question our assertions about the low risk of occupational
transmission. In time, however, people who are motivated or
obligated to work with AIDS patients master their anxiety about
their risk as prOViders. At that point, other issues surface which
tend to be formulated as triage concerns. Medical educators and
trainees worry about the impact of a high volume of AIDS care
and educational balance at training institutions. Hospitals and
planners wonder how much medical care is appropriate in the
face of a poor prognosis in the era of cost containment.

Talking to people who are confronting their responses to
AIDS care has made me question whether the articulated
concerns about the work are the real impediments to a satisfying
and caring professional relationship. Recently I listened to a
nurse present for an hour and a half the data on occupational
transmission and needlesticks. She concluded, "I guess I believe
it's safe, but I still don't want to do it." We must address these
underlying issues - as well as the ostensible ones - if AIDS care
is to be gratifying for both the patient and the health care
worker.

AIDS care raises issues of morality, impotence, and mor
tality - all difficult for health care providers. It is clear that health
care providers have strong negative feelings about diseases
which they perceive to be self-inflicted. These feelings are
intensified further if the associated behaviors are stigmatized
(intravenous drug use and sexual activity among men) rather
than accepted or partially accepted <alcohol or cigarette use;
sexual activity between men and women). Despite our societal
preoccupation with all things sexual, a broad Puritanical streak
of shame and embarrassment persists. In addition, many health
care workers are deeply uncomfortable with homosexuality.
This discomfort with homosexuality may account in part for the
differences in the response of men and women medical students
in the UCSF study. On the other hand, AIDS care may have been
more difficult for some of the men in the study due to the
particularly intense empathy that some male physicians feel for
their patients who often are so similar in age and circumstances
to themselves.

The sensitivity of healthcare workers may cause problems in
other ways as well. Health care professionals like to cure
patients, and yet AIDS forces us to confront our own impotence 2

at a time when recent advances in medicine· and science
suggested that disease could be totally mastered. The frustration
and despair we feel are often profound when we confront the
limitations of our own capabilities. Finally, AIDS presents all of us
with images of our own mortality. The skin lesions, the ema
ciation, and the dementia overtaking robust and productive
people in the prime of their lives are truly and deeply horrifying.
Health care workers are, if anything more uncomfortable with
the transience of the flesh than lay people. As a result, we are
particularly horrified by AIDS.

Helping Providers to Care
This study of medical house officers demonstrated that,

although they often found it difficult, the medical house staff
wanted to take good care of people with AIDS. This desire is
expressed by many health care workers: doctors, nurses,
hospital support staff, and volunteers. However, many providers
worry that they will not be able to meet the needs of their
patients. As health care workers prepare to meet the technical
challenges of AIDS, it is important to also address the psy
chological and emotional responses provoked by AIDS care. To
some extent this is an educational issue. Health care workers
must be confident in their clinical abilities to assess and manage
the complications of AIDS. They require accurate and up-to
date information about the risks of occupational transmission.

Experience with providing counseling to health care
workers involved in AIDS work demonstrates that education
alone is not a sufficient intervention. A broad range of
interventions including stress reduction, counseling about
countertransference, information about homophobia and neg
ative reactions to intravenous drug use, grief counseling, and
burnout may alleviate the discomfort and distress experienced
by these medical professionals.

Conclusion
Care of people with AIDS is difficult. There is far too little

that we can do in the face of what often seems a relentless
destruction of mind and body. Despite the difficulties of the
work, many doctors, nurses, technicians, and volunteers are
delivering AIDS care with grace, compassion, and strength. If we
are to meet the needs of our patients, we must understand
better the skills that those providers are using. With this
knowledge we can help increasing numbers of people find
gratification and hope in this work.

Molly Cooke, MD is Assistant Clinical Professor ofMedicine at
the University of California San Francisco and San Francisco
General Hospital. Dr. Cooke presented the findings from this
study at the Third International Conference on AIDS held in
Washington, D. C. earlier this month.

Editor's note: Future issues of FOCUS will address in greater
detail concerns raised in this article; specifically, countertrans
ference, understanding homophobia, and coping with grief

A PERSONAL VIEW: The following reflections are ex
cerpted from a commentary UAMA, December 12, 1986)
written by Steven D. Pearson, a medical resident at San
Francisco General Hospital:

"AIDS, without doubt, will be the most profound teacher in
our emotional education as physicians.... Both the worst
and the best of our experiences in medicine, usually told only
to colleagues in the dark of a late night, are experiences with
AIDS patients. Love, hope, and humanity can be found in
their stories. To keep them in view, however, is not easy - a
goal to which more explicit thought must be applied....
Residents need structural changes in their training to keep
from being inundated with AIDS patients. Residents and
students need more emotional support and guidance to
survive the burden that continues to grow. AIDS is here to
stay. As we continue to care for its victims, it is time we turn to
help the healers as well."



BRIEFS
In Review
WORKING WITH AIDS: A Resource Guide for Mental Health
Professionals, edited by Michael Helquist, UCSF AIDS Health
Project, Box 0884, San Francisco, CA 94143-0884; $30, 1987.

The publication of this volume sets the standard for books
that seek to teach the mental health issues of people with HIV
illness. This guide comes close to being comprehensive both in
outlining the pertinent psychosocial issues and in describing
appropriate interventions.

Each chapter follows a basic format: a theoretical discussion
of a specific topic followed by case presentations. Often these
cases illustrate the complexity of working with people who had
pre-existing psychopathology or chemical dependence prior to
the diagnosis of HIV illness. The cases are the most helpful
aspect of the book. After each case description, contributors
outline key concerns for therapy and discuss the desired
outcomes of the suggested interventions. Discussion questions
following each case help practitioners explore blocks to working
professionally and effectively with these clients. When relevant,
the cases and counseling plans are cross-referenced with one
another. A glossary of AIDS-related terms, lists of national and
state resources, and a selected bibliography for both mental
health professionals and clients complete the valuable resources
presented in this guide.

Working with AIDS will be useful for a diversity of
audiences, especially since what it presents extends beyond
simply working with people affected by HIV illness. Graduate
professional courses in working with people who have various
life-threatening illnesses should include this volume as a
required text. Practitioners about to see their first clients
concerned about HIV illness will find this guide helpful in
alleviating anxieties and in providing immediately practical
insights and suggestions. The newcomer to AIDS work will find
invaluable the chapters on "People with AIDS," "People with
ARC," "AIDS Antibody Testing," "The Worried Well," and
"Family, Partners, and Friends."

The seasoned AIDS worker most likely will find these same
chapters to be like listening to old friends tell familiar stories since
each contribution is written by someone with years of
experience in the field. With great relief I found that feelings and
insecurities about my own work frequently were addressed and
validated. In the chapter on "Group Work with People with
ARC" a brief reference to the value of comic relief as helpful in
reve;sing negative spiralling trends towards despair was partic
ularly welcome and reassuring.

f found to be most helpful the honesty with which the
contributors discussed areas that they found particularly de
manding on themselves as people. For example, a discussion of
countertransference issues shares the contributor's emotional
difficulty felt while dealing with progressive neurological impair
ment of clients. The impact of this aspect of AIDS on the service
provider has not yet been sufficiently explored in the literature.
The last chapter of the guide addresses the critical issues of
burnout and coping with intrapsychic and interpersonal burdens
of this work. This, too, has been a neglected topic.

Special attention to the content of this guide has ensured its
relevance to working with diverse populations. Chapters on
"Women and AIDS," "AIDS and Ethnic Communities," "Hemo
philia and AIDS," and "AIDS and Substance Abuse" are in
cluded to provide a complete picture of the impact AIDS has on
society. The initial chapters on people with AIDS and ARC could
be strengthened with more cases that involved non-gay clients.

In addition to the chapters that discuss populations partic
ularly affected by AIDS, this guide contains five special focus
articles that address areas of particular concern. For example,
the article "Treatment of AIDS/ARC Patients on an Inpatient
Psychiatric Unit" provides insights seldom offered in the litera
ture. 3

One of the strengths of this book is the contributors'
willingness to address controversial areas. Many therapists have
felt the need to confront their patients' denial about HIV illness.
Yet James Dilley, MD discusses and cites evidence that
supporting a patient's denial when it is an adaptive defensive
structure can be crucial for individuals to manage effectively
their lives follOWing diagnosis. The special focus article on
suicide also dealt in a useful manner with some potentially
controversial issues as it explained the legal ramifications for the
mental health worker and the possible feelings a therapist may
have about a person's right to die. Another article highlights the
need to develop specific daycare programs for demented
patients as one treatment option. The need for this visionary
idea has become even more apparent and should be explored
further.

I found to be most helpful the honesty with
which the contributors discussed areas that
they found particularly demanding on
themselves as people.

The special focus article entitled "Psychiatric and Ethical
Issues in the Care of Patients with AIDS" summarizes one of the
messages of this gUide: that mental health workers have a
responsibility to assess accurately the significant others of the
patient and to be available to them as well. An Implied theme
throughout this volume is the absolute need for.mental healt~

professionals to adopt roles that are not tradlt~o~al ~or th~lr

respective individual disciplines. Only by proViding Interdis
ciplinary and creative mental health services can one. intervene
meaningfully in the lives of people affected With HIV 1~ln~ss ..

The shortcomings of this guide are mostly due to limitations
of space. More extensive discussion of how to facilitate discus
sion of intrapsychic conflict and distress would be helpful. In
addition, separate chapters on helping clients find hope,
working with the dying person, and management of the
demented individual on an outpatient basis would enhance
future editions. A discussion about integrating issues of
spirituality into therapy and counseling would also be relevant
and helpful.

The conclusion of the article on "A Conceptual Framework
for Group Work with People with ARC" contains a message
each of us doing AIDS work needs to consider. "In summ.ary, we
find that as facilitators we are sustained by the compassion and
hope demonstrated by people with ARC. We witness the accel
eration and growth that comes from confronting death and
death fears at a time much earlier in an individual's life than
usual. We see clients who, in learning to 'live in the moment,'
experience a spiritual awakening. We experience the treme.n
dous caretaking that occurs between members and the relief
found in learning that one is not alone in experiencing despair
and hope. We learn that in working on the edge - in the space
that is labeled the 'profound uncertainty of having ARC - what
is required is authentic presence and that we get back from
clients more than we give." Let those words inspire all of us to
continue to have the courage to meet the mental health
challenges of HIV illness.

Michael Shernoff, MSW, MFCC is a clinical social worker who is
co-director of Chelsea Psychotherapy Associates in New York
City. He is also a long-time volunteer with Gay Men's Health
Crisis.

VI
::::>
u
o
LL



V\
::J
U
ou..

BRIEFS
Recent Reports
Attitudes Toward AIDS in Dentistry. Attitudes, rather than the
knowledge, of dental health professionals should be empha
sized in education programs designed to improve AIDS patients'
access to dental care, according to a 1986 survey conducted by
researchers at the University of California San Francisco School
of Dentistry. A questionnaire completed by 600 California
dental health professionals revealed that attitudes rather than
knowledge were more closely related to use of infection control.
In addition, practitioners who considered more of their patients
to be at risk had more positive attitudes, were more likely to
practice infection control, and were more Willing to screen
patients for HIV infection by taking a thorough medical and
sexual history. Other findings from the survey include: (a) 80%
of the respondents believed other patients would be reluctant to
continue in their care if people with AIDS/ARC were being
treated in the practice; (b) less than half of the dentists and
hygienists, and only 18% of the assistants, believed they had the
skills needed to treat safely and effectively people with HIV
infection; (c)70% preferred to refer persons at risk for AIDS and
those diagnosed to other practitioners, even though 65%
believed they had a responsibility to treat both groups.

Investigators Barbara Gerbert PhD, Victor Badner DMD,
MPH, and Bryan Maguire BSc concluded that educational
efforts in the health professions should emphasize the size and
nature of the population at risk for HIV infection and the
percentage of infectious people in the general population. Data
from the study appeared in the March 1987 issue of the Journal
of the American Dental Association.

AIDS Education in the United Kingdom. Earlier this year the
British government began an ambitious, $30 million nation
wide campaign to teach the country that AIDS is spreading in
Britain and that it is a fatal disease with no known cure. The
campaign employed advertising on radio and television and
involved sending information leaflets to each ofthe country's 23
million households. Huge billboards in nearly every town
warned passers-by with the message "AIDS: Don't Die of Ignor
ance." The campaign also sponsored a special "AIDS Week" on
national television in which all stations ran AIDS information
programs two hours a night every evening for a week.

As a result of interviews with 1000 individuals, researchers
found that 98 percent of the people believed that HIV could be
spread sexually; similarly high percentages of people under
stood how HIV could be spread through sharing IV needles.
However, 89 percent still believed that HIV could be transmitted
from blood transfusion, and 37 percent believed they could be
exposed to HIV from giving blood.

Fears about casual contact with HIV-infected individuals
dropped as a result of the extensive campaign. Of the 1000
interviewed individuals, fears of kissing dropped from 14% to
7%, fears of sneezing dropped from 9% to 4%, and of sharing
drinking glasses from 13% to 6%. The campaign resulted in a
substantial increase in attitudes that risk can be reduced by not
being promiscuous, to a total of 93%. Researchers also noted a
24% increase in awareness aboutthe effectiveness of condoms.
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SUBSCRIPTIONS/CORRESPONDENCE
The amount of research infonnation now appearing in the medical and lay
press staggers most AIDS health care and service providers. The goal of FOCUS
is to place the data and medical reports in a context that is meaningful and
useful to its readers.

While the changes in knowledge and attitude were signifi
cant, success in prompting behavior change was more limited.
The average number of partners among heterosexual adult
Britons remained the same throughout the education campaign.
Use of condoms for heterosexuals (18% of the survey respon
dents used condoms) also remained the same. Among gay
respondents, 64% said they had reduced the number of sexual
partners, 37% said they used condoms more often, 42% re
duced anal sex, and 60% reported less casual sex. One-third of
the gay men also disclosed that they knew someone who is HIV
antibody positive.

HIV Screening in Low-Incidence Area. Public health officials in
Durham County, North Carolina have reported a high prev
alence of needle sharing among intravenous drug users (IVDA)
who were tested for HIV antibodies at the county's alternative
test site. Of 50 IVDAs who were tested, only two were
seropositive. However, 38 or 76% of these 50 had sought
me~lcal care for acute hepatitis B at the time of their antibody
testing, and 91 % of those IVDAs with Hepatitis B (33) also
reported sharing needles in the community. The North Carolina
health officials suggested UAMA, February 13, 1987) that
although there was a high prevalence of needle sharing, the low
rate of HIV seropositivity indicated that "there may still be an
opportunity in smaller urban areas to limit the number of
infected IVDAs by mounting effective educational efforts aimed
at modifying risk-taking behaviors." Without such efforts, they
concluded, spread of the virus among IVDAs can be expected to
follow the patterns observed in larger urban areas.

Editor's Note: The State of California and the San Francisco
Department of Public Health have provided funding for distribution
of FOCUS at no charge to San Francisco Bay Area health pro
fessionals.through the end of this fiscal year. Beginning with the July
1987 issue of FOCUS, these current recipients will be invited to
subscribe at the national rate of $36 annually. We encourage these
readers to subscribe today to avoid missing the July issue.

Next Month
Surveys of opinion in the United States and in other

countries show that the public remain worried about the
safety of the national blood supply. Recent reports that
most transfusions of HIV-infected blood lead to devel
opment of antibodies to the AIDS virus have caused great
anxiety among blood recipients. In the July issue of
FOCUS, Michael P. Busch, MD, PhD, assistant scientific
director of Irwin Memorial Blood Bank in San Francisco
and Susan Samson, MA, MPH, also of Irwin Memorial, wi';
examine the rates and probability of HIV infection among
clients of the blood bank. In addition, Denice Deitch,
MFCC, former consultant and medical researcher for the
"Look Back" program at Irwin Memorial, will discuss the
special psychological issues faced by HIV antibody posi
tive people who became infected and those at risk of
infection as a result of a blood transfusion.

Subscriptions for 12 monthly issues of FOCUS are $24 for Caiitornia residents
outside the San Francisco Bay Area. $36 for other U.S. residents, and $48 for
individuals and organizations in other countries. Make checks payable to "U.c.
Regents"; address subscription requests and correspondence to FOCUS, UCSF
AIDS Health Project, Box 0884, San Francisco, CA 94143 -0884. Also available
are back issues of FOCUS, for a description of these, contact the office at the
above address or call (415) 476-6430. © 1987 UC Regents.
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