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MarcyFraserand DianeJones

The Role of Nurses in the HIV Epidemic

W
e bring to the writing of this chapter the premise that nursing and
nurses are an integral and indispensable part of the health care
delivery system, in particular of the HIV / AIDS care system.

Critical issues facing nurses in this epidemic are the political challenges in
maintaining quality of care, access to health care, and treatment and safety
for providers.

We are not academicians nor are we researchers. We are two nurses, each
with 10 years of experience in the HIV epidemic. We have noted the
resounding absence of nurses' voices in chronicling the epidemic, yet we
know that nurses have had a profound effect on the system within which we
work. On a personal level, AIDS has changed nursing and each of us who has
experienced its ravages in fundamental ways .

Our work experience has been in the San Francisco Bay Area, where the
epidemic has predominantly affected gay men . We have worked primarily
within the public and nonprofit health care system, and our patients have
often been poor, homeless, and with few or no resources . We met in 1983
working on the AIDS ward at San Francisco General Hospital, the first
inpatient AIDS ward in the United States.

When we undertook the writing of this chapter , we called a gathering of
our peers to get feedback on the issues. Since we are both women and
lesbians, and therefore prone to such egalitarian activities, we chose to throw
a dinner and invite about 25 of our colleagues from various backgrounds to
brainstorm with us . The group was representative of the variety of roles
nurses play in the full spectrum of HIV care . It was inspiring to be in a room
full of nurses who choose to work with people with AIDS.

Nurses work in all areas of the health care delivery system : in hospitals,
home care, hospices, clinics, street outreach, public health nursing, educa
tion , administration , and management. Nurses work as program directors
for community-based HIV programs and as managers in private organiza
tions. Nurses' educational levels and job descriptions range from certified
nursing attendants or aides to nurse practitioners or clinical nurse specialists ,
licensed vocational nurses and registered nurses . However, there are only
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The Role of Nurses in the HIV Epidemic 287

two overarching categories: nurses who do "hands-on care" and nurses who
"don't do that any more but did."

The distinction between these two categories parallels that in other fields
between direct service providers and administrators; for example, the
differences between teachers and school administrators who were at one
time classroom teachers themselves . For nurses, this is the distinction
between the bedside nurse and other nurses classified as supervisors,
managers, or administrators. It is a complex and frustrating relationship , one
often focused on the allocation of scarce resources.

The bedside nurse is directly involved with meeting the needs of and
advocating for very sick people. Nurses who aren 't at the bedside are
responsible for supporting the systems that support the patient care environ
ment: personnel management, quality assurance , fund raising, safety , budg
eting , and responding to the myriad state and federal regulatory agencies
that define our health care system.

The consensus of the dinner group was that, overall , nurses have had a
positive impact on the health care system' s abilit y to care for people with
HIV/ AIDS. Although nurses have been among the many health care
providers who have responded with fear and paranoia to this epidemic , and
have been guilty of refusing to care for patients with HIV disease , we have
also been among its most invisible and unrecognized champions. Man y of
the caregiving systems and units that evolved to meet the needs of people
with AIDS were created by nurses and to this day are "nur se-driven." As a
result, the entire structure of health care delivery has been transformed.

Nurses have always known that this is not work for the "lone ranger "
practitioner. This is work best done with a multidisciplinary team . The
physical and emotional demands are such that nurses working together with
other professionals (physicians, social workers , counselors, psychiatrists,
rehab therapists , nutritionists) will serve patients most effectively.

Our focus in this chapter is on the nursing experience of hands-on care.
The physical, emotional, and spiritual aspects of that experience form a
strong bond among all nurses in HIV care . The memories of those experi
ences remain fresh .

Nurses who work directly with patients represent the greater number of
us in the profession. For a very long time , 80 percent were working in
hospitals . That figure has changed as the health care system has changed , so
that now the majority of us work outside of hospitals : in clinics, hospices,
and home health care . We do hands-on care outside of the hospital setting .

Nurses' unique perspective has grown from our constant and historical
presence in all the different places within the health care system . We are at
the sides of patients who benefit from the most sophisticated technology
available, as well as those individuals who are the most alienated and
compromised by the system's inefficiencies and inequities.
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288 Wome n Org ani ze A IDS Care and Fo ster Soci al Cha nge

As a disease, AIDS has cha llenge d our health care system to expand the
definition of wha t it mean s to meet the needs of sick peopl e. Nurse s have
been a critical voice in red efinin g those needs . Not only hospit al and medical
care, but housing, meal s, tran sport ation , legal assistanc e, and help with the
activi ties of da ily living mu st be includ ed. The need for the full continuum of
care has been dramat ically revea led as the epidemic moves int o comm uni ties
of color and other popul ations where access to health care has been marginal
at best. Nurses have serve d as imp ort ant link s in that continuum , pro viding
serv ices in nonh ospital settings within comm unities.

Despite all of this pr esence, we ha ve been traditi onally and historicall y
invis ible. Nur sing is a profession that is over whe lmingly female, greater
than 90 percent. In the shadow of male ph ysician s, female nur ses have been
portr ayed as handmaid ens. Women in our dinner group could recall being
instruct ed to give up the ir chairs at the hospital nur sing station when a
doctor appro ached .

The challeng e to nur sing reflects the challenges faced by women in a sexist
society. In the field of AIDS, there are now man y male nurses, primarily
gay men , wo rking along sid e female coworkers, both heterosexual and les
bian . Sometime s our motivation for being in this field , as wo men, ha s been
called into questi on by our gay colleag ues. They ha ve been suspicious of our
ability to trul y care , since they perceive that we have not been trul y af
fected by AIDS. Lesbians have been "grandm oth ered " in to the " tru ly
caring" circle becau se, they feel, we probabl y know wha t hom ophob ia is
about. However, the motivations of heterosexual wo me n car ing for gay men
are often suspect.

Althoug h man y female nur ses, heterosexual and lesbian , have com
ment ed on the relief they experience wor king in an environ me nt where their
gay male patients don't come on to them, garden-variety sexism remains alive
and well. As recently as a few years ago, a male patient asked one of us as we
arrived in his room, "Are you my waitress for toda y?" An d one of the nur se
practitioners in our grou p was asked in 1993, "Can lad ies be doctors here?"

We have been put in our place by other health car e professionals who see
us as second class provid ers, charged with caring for bod ily functi ons. The
irony is that we are tru sted with the most intimat e and complex procedur es,
but not with long-term stra tegic plann ing or budget ary decisions.

Nurses can muster great influ ence in man y settings, but we have little real
authority. Despite the inher ent sexism built into our sta tus as professionals ,
the AIDS epidemic has attracted many nur ses moti vated by longstanding
trad itions of fightin g for social justice and equality. These nur ses stepped
forwa rd just as man y in our pr ofession we re refusing to care for people with
AIDS and embraced two socia lly disenfranchised popul ations: gay men and
injection dru g user s. This combina tion has fueled an intense ly political
env ironme nt which in itself is attractive to man y who wa nt to grapple with
the relationship between science and politics.
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The Role of Nurs es in the HIV Epidemic 289

THE POLITICS OF HIV NURSING

As health care providers, we have a sorrowful legacy to overcome: that of
working in an industry that has historically failed to serve gay men, lesbians,
women, addicts, poor people, and people of color. Because of the demo
graphics of the AIDS epidemic in the United States, these forces are played
out in daily dramas at the bedside, in clinic waiting rooms, and in manage
ment meetings.

As health care workers, we have to cope with how we have internalized
this legacy. In the play Miss Evers' Boys,by David Feldshuh, the public health
nurse employed by the infamous Tuskegee syphilis experiment vividly
epitomizes the catch-22 in which nurses have found themselves for years .
This government-funded study was designed to follow the course of un
treated syphilis among African-American men in the South. It began in 1932
and continued long after the discovery of penicillin in the 1940s. The play
focuses on an African-American public health nurse who was the ultimate
foot soldier in this despicable experiment. The play portrays the nurse's
agony as she listens to her patients, their hopes for treatment and cure,
knowing all the while that her efforts to advocate on their behalf are futile .
Her physician supervisors, determined to sacrifice the patients in the interest
of "scientific knowledge," withheld treatment in order to study the natural
course of the disease to its end point-death . Without her complicity, the
experiment would have failed. She was the crucial link between the physi
cian-researchers and the "research subjects ."

In the struggle to find effective treatment for HIV infection, clinical trials
for experimental drugs were initially available only to a select group of
participants. Women and people of color were not included in these studies
for many years. Nurses, patients, and AIDS activists publicly pressured the
pharmaceutical companies and research institutes . The deeply conservative
traditions of research were debated, challenged, and changed by this public
examination. Because of these efforts, drug studies are now more open,
access to treatment has increased, and activists and patients are invited to
give input to the actual study designs .

Nurses have been increasingly affected by the poverty connected with this
disease . Last year, a nurse who had been working on the AIDS ward at San
Francisco General Hospital for over eight years expressed this vividly when
he commented, "We used to be seen as little angels of mercy. What
happened? Our patients all seem to hate us ." An adversarial or frustrating
relationship is what we often experience. Patients frequently come into the
health care system with distrust bred by years of neglect and abuse.
Accustomed to being treated with condescension and disrespect, they
respond with hostility to mask the fear and apprehension that once again
they will not be cared for. They come with no feeling of empowerment, no
training in advocacy or experience to negotiate their way through the health
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290 Wo m en Organi ze A IDS Care and Fo st er Soci al ch ange

care morass. They run into nur ses (and other health care pro vider s) who
themselves lack the trainin g, skills, and under standin g to overc ome these
historical legacies. As one nur se crud ely put it, "It' s not as fun anym ore ."

The problems patient s are facing often go far beyond HN disease. When
a patient is homele ss, no am ount of tender loving care on the part of a
committed and dedicat ed nur se will be able to chan ge that fact. Instead, the
nur se is seen as an accomplice to an unju st system that allows people with
terminal diseases to be discharged to hom eless shelters and addict s to go
untreated for their add iction while receiving the latest and most expensive
AIDS dru gs. Nur ses mu st learn to cope wi th these contradictions and not
simply internalize the frustr ation and ange r the y feel.

As other fields began shrinking as the result of massive health care and
social service cutbacks of the 1980s, the "AIDS indu strial comple x" was
spaw ning new jobs and program s with fund s that were wrestled from the
federal gove rnme nt to combat the grow ing epid emi c.

The field of AIDS has generated many high-p ayin g jobs and career
opportunities. A few years ago , whil e attending a national AIDS conference,
reflecting on the careerism and grands tanding we encountered (and after
one too many cups of coffee), we nam ed the ph enomenon we observed APES
(AIDS provider ego syndrome). We were not immun e to what happ ened in
other fields of medicine. We witnesse d the rap id pr ofessionalization of
AIDS. The agencies spaw ned by early responses of comm unity -based
agencies were being replaced with trad itional medi cal mod el ap pr oaches to
care. Sadly, and somew hat cynically, we noted the changes .

The grass roo ts movement of the early 1980s was becomin g part of the
medical indus trial machine. There was money to be mad e on the HIV
epidemic, and the health care and research industri es were gearing up. The
traditi onal roles of doctor, nur se, and patient were revive d and ren ewed .
Many wo men wo nder, if similar job oppor tu ni ties existed in the field of
women's health (if there were a better-financed response to the epide mic of
breast cancer), how many of us wo uld be there instead?

Lesbian s and gay men eme rged at the forefront of nur ses Willing to take
on the assignme nts of caring for people with AIDS. By "seizing the mo
ment ," these nur ses provid ed necessary role modeli ng an d risk takin g (long
before much of what we know today about HN ) for health care wo rkers in
general. To this day, the proportion of lesbian s and gay me n in AIDS nur sing
is high . For many people, the epide mic has provid ed their first oppo rtunity
to be "out " on the job. In fact, bein g lesbian or gay sometimes added value
and credib ility to our professional status . Nur ses wi th a personal back
gro und and exper ience with the challenge of recovery from dru g and alcohol
addic tion were being sought out. How ironic that to be gay , lesbian , or an
ex-junkie could actua lly make you more mar ketable in the AIDS workfo rce!
However, lest we become delu sional, the glass ceiling is as thick and strong
in AIDS as elsewhere . Very few of the AIDS health care lead ers on the
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The Rol e of Nurses in the HIV Epidemic 291

national scene are other than white, heterosexual men, primarily physicians.
In 1993 Kristine Gebbie, a nurse, was appointed by President Clinton to be
the "AIDS czar, " but she had no real power and no budget.

Beginning in the late 1980s, political battles were being waged on the
streets . ACT-UP and other AIDS activists demonstrated before the giant
pharmaceutical companies and outside the CDC and the FDA (later , they
would move inside) . Quieter and more personal battles were taking place in
the corridors of clinics and hospital wards. Nurses were often the central
characters in these dramas . At stake was a revolutionary redefinition of the
role that patients (otherwise known as clients and consumers) were to play in
the course of their illness . "ACT UP, FIGHT BACK!" became the battle cry.
From treatment choices , to how aggressively they wanted to be treated, to
opting for stopping treatment altogether and choosing the time and place of
their death, gay male patients were negotiating a new relationship with their
physicians and nurses . These men helped create a new standard and
awareness among all consumers of health care . Their contributions will
forever change the way victims become activists.

The impact on nurses ' roles has been profound . Schooled in their role as
"patients' advocates ," nurse s had to be willing to suspend judgment and
their own opinions and feelings to become partner s with their patients, and
with their patients' lovers and families, in battling not only HIV disease but
also unresponsive and archaic institutions . New concepts, such as "patient
centered care ," were piloted on hospital AIDS ward s.

The AIDS epidemic changed a lot of definitions and assumption s. In more
progressi ve health care settings, old policie s that restricted access to hospital
ized patients were thrown out. The patient became the ultimate definer of his
or her reality : Who constitutes the "family "? Who is the next of kin ? Who
will participate in decisions about the course of the illness? Who gets to
spend the night with a dying pati ent ? And , for man y nurses , the newest
challenge (as members of tran ssexual and transgender communities are
becoming ill): Who gets to define the gender identity of the patient ?

For every nurse in this epidemic willing to listen to her or his patient , be
the voice that couldn't be heard , or argue with a team of doctors with long
white coats, we can see a health care system that becomes more patient
focused rather than physician dominated . Policies can become responsive to
human needs; new standards can emerge to help change performance; and
ultimately, the patient receives better care . Nurses celebrated these innova
tions and enjoyed some credit for their creation .

THE RISKS OF OCCUPATIONAL EXPOSURE

While we were basking in the excitement of our new sense of empowerment
and accomplishment , we lived and worked in denial about any possible risk
to ourselves .
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292 Women Organize AIDS Care and Foster Social change

In 1987, a nurse at San Francisco General Hospital became HIV-positive
following a needlestick she had sustained six weeks earlier. The news sent
shockwaves through the hospital staff and the entire community . For four
years, the focused energy had been on convincing the world that working in
this field was safe and the risk of exposure minimal. Nurses compared their
record of needles ticks almost as trophies, and each new exposure became
proof that concerns and fears among health care workers were mere AIDS
hysteria .

The nurse, known as Jane Doe, waged a lonely and difficult battle with the
San Francisco city bureaucracy to retain anonymity and collect workers'
compensation for her medical expenses. Protecting her privacy and future
employment proved to be an exhausting and lengthy struggle. It wasn't until
nearly two years later, after a nurses ' union intervened, that the city relented
and agreed to set up procedures that would allow her to maintain confidenti
ality.

The risks to nursing personnel were not taken seriously. Action was not
swift. To protect the workers meant acknowledging it was real. It would take
three years before the hospital moved dirty needle disposal boxes out of the
patients ' bathrooms to the bedside , thereby reducing the risks that nurses
and others would have of sustaining a needlestick like Jane Doe's .

Jane Doe led us to break with denial. We lacked any conscious realization
of the relative risk involved in occupational exposure to HIV. The fact was
that little was being done at the national level to assist health care workers
with occupational risk. We expected our health institutions to take care of us.
Through informal networks we heard about nurses in other parts of the
country who had become HIV-positive through the actions or negligence of
others . We felt frightened , outraged, and appalled-after all, we were only
doing our jobs.

Many of our colleagues believe that there is underreporting of occupation
ally acquired HIV infection . In the San Francisco Bay Area alone , we have
heard of no less than 10 nurses becoming HIV infected on the job. However,
if a nurse belongs to any of the recognized "risk groups" for HIV and is
infected on the job, the chances of being recognized and compensated for an
occupational exposure are practically nil. The case reporting and definitions
are rigid and limited.

In the United States, there are 100,000reported needlesticks per year . If we
use the current seroprevalence data of 2 percent HIV-positivity in the patient
population, that means that 2,000 of the needlesticks are from HIV-positive
sources . At the current rate of seroconversion of 0.03 percent, the result
would be 8 health care workers becoming HIV-positive each year .

The CDC has reported 12 nurses with "documented on-the-job transmis
sion" in 10 years. Another 14 nurses are classified as "pos sible " on the job
transmission. The criteria set by the CDC to be classified as a "documented
exposure" is so rigorous that few pass the test. In addition , there is
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The Role of Nurses in the HIV Epidemic 293

considerable nonreporting due to a realistic fear that confidentiality and
privacy will not be maintained. The experience of our patients demonstrated
all too clearly the unfortunate results when health benefits or employment
are endangered.

Many in our profession are critical of the poor response and lack of
leadership from our federal health agencies with regard to occupational
exposure . Nurse Jane Doe expressed outrage when she compared the CDC's
handling of health care worker occupational exposure risk to their handling
of the possible HIV transmission from a dentist to six patients in Florida.

In 1990, Kimberly Bergalis became nationally known as an "innocent
victim ." She advocated for mandatory testing of health care workers and
mandatory reporting of HIV-infected health care workers. The CDC did little
to lead the public out of its mass hysteria and counter the ravings of a few
men on the congressional floor . Longstanding advocates of mandatory
testing and reporting (under the predictable leadership of Senator Jesse
Helms of North Carolina) were in charge of the Senate hearings on this
subject. The CDC's willingness to release information and speculate as to
how transmission took place in the Bergalis case (which to this day is still in
dispute) came as an insult to all of us in the profession who believe the CDC
consistently underreports the number of health care worker s infected on the
job. An added concern may be that many health care worker s would be
unwilling to work with patients with AIDS if honest informati on about rates
of on-the-job transmis sion were regularl y released .

The final straw came in the sum mer of 1991 when the Senat e voted 99 to 1
to force states to adopt CDC recommendations that includ ed a policy of
"voluntary" disclosure of HIV statu s by health care worker s to their
patient s. The impact on nur ses wa s profound : when had the Senate voted 99
to 1 at any time and for an ything in the history of this epidemic? Where wa s
the leadership to inform the public of where the real risks were ? In fact, once
all the po sturing was done and both Dr. Acer (the Florida denti st) and
Kimberl y Bergalis (his pati ent) were buried , after the news media had long
lost intere st in the stor y, the CDC changed its position and began to reassert
that the risk posed by HIV-positive health care workers to their patients was
minimal. No other case such as Dr . Acers has ever been reported .

Jane Doe is struck by the irony that, in pregnancy, the risk to women over
35 of having a Down 's syndrome baby is 1 in 1,000. As a result , the
community standard is to recommend amniocentesis to all pr egnant women
over 35. Occupational exposure via needlesticks , resulting in seroconversion,
is three times greater a risk (3 in 1,000). Why is there not a national standard
mandating that all steps be tak en to protect health care workers and
accurately track the incidence and circumstances of seroconversion ? Other
threats to health care workers exist: hepatitis Band C, cytomegalo virus , and
repeated exposure to toxic chemotherapeutic agents , to name a few .

Given the longstanding tradition in health care of discouraging workers
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from lobbying for a safer workplace, and the economics involved in invest
ing in new, safer technologies, there is little material incentive for the health
industry to make an honest reckoning with what is happening to its
providers .

New and safer equipment ("needleless" syringes and IV access, better
masks and improved gloves) is often priced at many times the cost of the
traditional low-bid equipment in general use. As profits have begun to
shrink throughout the health care industry, purchasing newer, safer, more
expensive equipment seems less likely.

"NOTHING HAS GIVEN ME THE SATISFACTION
THAT AIDS NURSING HAS"

Despite the risks of occupational exposure, we know of few nurses who have
left this field of work once they start. So what is it that keeps so many of us
working with people with HIV / AIDS?

In our caregiving to HIV / AIDS patients, we have experienced the most
extreme highs and lows our profession has to offer. The compelling,
exhausting, fulfilling emotional nature of the work has kept us here. The
exposure to gay men's sensibilities and humor, the richness of how all the
many cultures approach illness and death, the incredible grace and intimacy
we have shared with our patients have kept us here. Our nearness to the
mysteries of life and transitions to death has kept us here. We put up with
low status, long hours, physically demanding work, and oceans of diarrhea
in exchange for those moments we experience as packed with meaning.

On a day-to-day basis, we are not dealing with the overwhelming nature
of an epidemic. It is the individual who is sick. In the face of tremendous loss
and grief, we believe we can alleviate some of the suffering of those who are
ill, by what we have to offer in the simplest way : by touching them. Nurses
spend time touching people, bathing, drying, massaging, shampooing,
combing, dressing, and feeding. We also spend time poking and prodding
patients, preparing them for procedures in which perhaps neither the patient
nor the nurse has any faith.

Outside of hospitals, nurses spend time arranging and coordinating care
for patients. We lobby insurance carriers to pay for needed care that may
technically be outside of a patient's benefit, but is clearly cost-effective.
Coordinating volunteers and others to provide rides, meals , and assistance
are tasks that offer tremendous satisfaction to the nurse and relief for a client
whom science has little to offer in the way of medicine.

Often , nurses find themselves in the traditional female role of being in the
middle. We are the bridges between physicians and patients , explaining to
each what the other is trying to communicate. We facilitate interactions
between patients and family members, between parents and lovers, between
administrators and their peers . In nursing schools , we are trained to
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advocate for our patients, sticking up for them when they are unable to do it
for themselves. We try to represent them, encourage and empower them to
make decisions that are informed. Frequently, we find ourselves at odds
with physicians who see us as underlings, meddling in their "orders."

We are also the keepers of secrets; secrets from family members, from
physicians, and even from county coroners. When confronted by a patient
determined to end a life that has become severely limited and painful, many
physicians simply will not intervene . More often than not, it is the nurse who
finds the patient dead, or who becomes the confidant of the patient's suicide
plan. A nurse's license to practice, not to mention her personal ethics, can be
jeopardized.

Nursing people with AIDS is about mortality. The nearness to dying and
loss, the mystery of the last heartbeat between life and death attracts us . We
prepare patients as best we can for the transition, and we wait. Bearing
witness to the very powerful moment of death and sharing those mysteries
keeps many of us working in this field . It is an honor and a privilege not lost
on AIDS nurses.

This work has brought about exponential personal growth . We have been
challenged by patients who ask, "Am I dying now?" or by mothers taking
their sons or daughters home to die who want to know "What will it be like?
What will happen?" and "Will it hurt?" We have tried to answer these
questions to soothe loved ones and comfort our patients, and to deal with the
inevitable questions of our own living and dying. Some of us have felt a new
appreciation for life. Some of us have started doing things we were always
afraid to do-taking risks in case we, too, run out of time.

Many nurses identify with patients who have been oppressed and,
conversely, have difficulties with patients with whom they do not identify.
Patients with long histories of psychiatric illness or addictions or who have
been otherwise marginalized or abused since childhood challenge us to care
and to learn different ways of giving. One must trust in order to feel cared
about. Learning to approach someone who has not had a single positive
experience with social institutions works our hearts and our nerves . We were
humbled by one of our patients who said it so well: "Remember , anger is
really fear in drag."

As intimate caregivers, we develop intense relationships with our patients
and with each other . We enjoy the feeling of these relationships; they are
described by words like primal. We are attracted to the passion, the drama,
the humor, and the opportunity of human experience. We are present for the
transactions in abusive family and partner relationships , as well as complete
unconditional love between people. We have seen our patients' loved ones
rise to the occasion and provide exhaustive care, and we have seen them sink
to abandonment and regret. It is a rich environment of human experience,
behavior, lifestyle, and culture.

AIDS brings a certain continuity between providers and patients. Many of
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us have known our patients over a period of years, from diagnosis to death.
Patients confide in us, bring us to their most essential private places, and talk
about the deeply felt issues of the human soul. We value these long-term
relationships and know that they are therapeutic for both patient and
caregiver .

The relationships that nurses develop with each other can be equally
profound. It is necessary to bond and to trust in order to accomplish our jobs
and support one another to go through these experiences. For most of us, the
only people in our lives who understand or relate to what we do are other
nurses . Our families can tolerate only a little of the story, but get a group of
nurses together and the storytelling can go on late into the night . .. with
great detail and considerable delight.

We are frequently asked how we live with burnout and continue doing
this work for many years. Supportive work environments and individuals
who are self-aware and know how to take care of themselves are key. We
don't find the work inherently depressing. It is sad and stressful, challenging
both personally and politically, but we agree that we get more out of it than
we could ever put into it.

Last year, 1993, marked the ten-year anniversary of the opening of the
HIV/ AIDS program at San Francisco General Hospital. For many, it was also
a personal tenth anniversary working with people with AIDS. It gives us
pause to consider this fact. Early in the epidemic, some nurses were
convinced (even hopeful) that they would be out of work in a few years, that
a cure would be found . Passing this ten-year mark, and the ten thousandth
death in San Francisco (which has a total population of less than 700,000) is
an event with significant implications for our well-being as health care
workers. We, too, have lost lovers, friends, and coworkers . HIV / AIDS
crosses all the traditional protective boundaries of professional caregivers, as
the professional distance gives way .

CONCLUSION

Looking into the future, it's impossible to imagine the historic global impact
that the AIDS epidemic will have had when it runs its course . Already it has
had a transforming effect on the health care system and on the role of nurses
in particular . When we try to project what this next decade will look like, we
have to take into account the context and impact of health care reform . We
are in the beginning stages of massive changes whose outcomes are unpre
dictable . How responsive will health care institutions be to the needs of
patients/ consumers under "managed competition "? How would nursing as
a profession fare under a system of universal access ? Over the past ten years ,
the payers of medical bills (insurance companies , HMOs , and the govern
ment) have increasingly determined standards of care . They are making
health care decisions together with their physician-consultants . Nurses ,
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pati ent s, and in man y cases prim ary care pr ovid ers, are not at the decision
makin g tabl e. The rea lities of the bed sid e ar e thu s absent w hen critical
decision s are being made .

If nu rses' depth of knowled ge and expe rtise are to be counted , we need to
becom e literat e in the econo mics of health and claim a place in the nat ional
debate for health care reform. Arme d wi th a growi ng sense of empow er
ment , having pr oven ourse lves agai n in the AIDS epidemi c (and in every
other field of health care), we have a far-reaching perspe ctive that , in its
bett er mom ent s, can ad vocate, articu late, pr essur e, and pr oduc e the qu ali ty
health care that is the right of every ind ividu al in society.

Our expe rience on the front lines gives us the ability to di scern wha t the
point s of effective ness and efficiency are. In the absence of a cur e for AIDS,
effective and efficient car e mean s acceptance of and respec t for the indi vidual
regardl ess of transmi ssion category or health insura nce covera ge. It mean s
commitm ent to providin g comfort and care , to relie ve pain and su ffering,
and to ass ist the dying.

So what is our mes sage? It is simpl y that we value our wo rk, our pati ents,
and our contribution. The sp iritua l aspect s of our job, the social activis m, the
conn ection s with hum an sou ls in need , and the opp ortuni ty to practic e
exquisi te caring are all part of the payback we receive.

It is an hon or to sha re thi s strugg le with th e thou sand s of peopl e with
HIV/ AIDS we have kn own .

NOTE

lSee Jam es H . Jones, Bad Blood: The Tuskegee Syphilis Experiment. New York: The Free
Press, 1993.
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