EDITORIAL

The Care of HIV-Infected Persons: A Specialty?

The worldwide epidemic of acquired immunode-
ficiency syndrome (AIDS) and the treatment of
human immunodeficiency virus (HIV) infection
has for the past 15 years been the most rapidly
evolving area in medical care. Early in the epi-
demic, when the number of AIDS cases was grow-
ing rapidly, it was proposed that every primary
care clinician would need to manage HIV-infected
persons, and many family physicians stepped into
the forefront of HIV care. Now there are con-
cerns that the care of HIV-infected persons has
grown extremely complex and calls from some
quarters for the development of specialists in HIV
medicine.!-

In this issue of the Fournal, William Brandon*
surveys the impact of the growing complexity of
HIV treatment on the attitudes and practices of
family physicians attending a HIV continuing ed-
ucation workshop at the 1996 American Academy
of Family Physicians Scientific Assembly. He finds
that these family physicians are comfortable car-
ing for HIV-infected persons and expect to con-
tinue to do so. It should be remembered that the
group surveyed was attending a continuing med-
ical education update on HIV infection and prob-
ably does not reflect all family physicians; more
likely this group reflects those family physicians
who provide care to HIV-infected persons. He
also suggests that there might eventually develop
criteria whereby someone is certified as an expert
in HIV care and calls on the professional organi-
zations within family practice to take an active role
in ensuring that family physicians are included
should this occur.

As a family physician whose practice is limited
to persons with HIV infection, I have long been
interested in this issue. It appears to me that, on
the surface, there are two questions: should there
be a specialty in the care of HIV-infected persons,
and if there is a specialty, where will the specialists
come from? I believe that both these questions
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have been answered by physicians and their pa-
dents. It is clear to me there already are HIV spe-
cialists, and they have come from every field of
medicine. The real question now lies in how we
recognize and organize what has already occurred
to ensure optimal care for persons living with HIV
infection.

The specialty of HIV medicine has evolved
from the nature of the HIV epidemic itself. Early
on, the populations affected, the uncertainty about
the cause, the lack of effective therapy, and the
high death rate kept HIV infection from becom-
ing the responsibility of any single existing spe-
cialty. These characteristics attracted those pro-
viders who found in HIV-infected patient care
something that resonated within. It was a disease
that (almost) no provider wanted to care for.
Those providers who were willing and able to do
the work were rapidly sought out by HIV-infected
patients, developed reputations in their communi-
ties, and found their practices becoming primarily
the care of persons living with HIV infection.

I realized I had become this kind of specialist
the day I saw myself on television with the caption
“AIDS Doctor” underneath. Those early years,
before effective antiretroviral therapy, while hor-
rific (I had 76 patients die in 1 year), were also fan-
tastically rewarding. The magnitude of the crisis
dwarfed all other concerns. The health care sys-
tem really did not know how to deal with HIV in-
fection, and thus HIV care providers generally
had freedom to work with their patients and the
social and political organizations that developed
to battle this illness. I still have a cartoon of myself
as a muscle-bound warrior, wielding a battle-ax
and entwined in combat with a fanged serpent, ti-
tled “Dr. Carmichael battles AIDS” drawn by a
patient and given to me on the day he died.

More recently the advent of highly active anti-
retroviral therapy (HAART) has dramatically al-
tered the course of HIV disease. The death rate in
my practice has declined from 14 in 100 patient
years in 1995 to 2 in 100 patient years in 1998.
The complexity of this therapy and its continued
rapid evolution requires a near-daily reassessment
of what constitutes optimal therapy. Despite ex-
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tensive published guidelines, decisions must be
made daily about situations outside these guide-
lines and in the absence of any published data.
This complexity, the realization that inadequate
treatment can promote the development of drug
resistance and drug failure, and a growing recog-
nition of the important toxicities of HAART have
added weight to the argument for specialization.
Additionally, data have accrued to support the no-
tion that experienced providers have better out-
comes when treating opportunistic infections.?
Bruce Soloway,® however, has noted that there are
no data suggesting quality of care or patient out-
come in HIV treatment is dependent on the field
in which the physician received his or her formal
training.

Economic factors too have driven some to call
for the development of a specialty in HIV medi-
cine. HIV infection is a complex and expensive
disease. The bulk of the cost of HIV care is in-
creasingly falling to health maintenance organiza-
tions, Medicaid, and the Ryan White programs.
Successful HAART has resulted in a decrease in
the overall costs of HIV care by decreasing the in-
cidence of opportunistic infection and the amount
of inpatient care. There has been a shift of cost to-
ward outpatient care, with medications and labo-
ratory testing responsible for the largest propor-
tion of these costs. Many HIV care providers are
finding that capitated systems do not recognize or
reward the increased complexity of HIV care.
Some managed care plans discriminate against ex-
perienced HIV care providers to avoid adverse se-
lection of their plans by persons living with HIV.
Some feel that the solution to this problem is to
develop a specialty and thereby force an acknowl-
edgment of and compensation for the added com-
plexity of HIV medicine.

If HIV specialists already exist and have come
from every field of medicine, then how are they to
be recognized and defined? It is perhaps simplest
to define experts by the work they do. HIV spe-
cialists care for persons with HIV infection. HIV
medicine, though perhaps becoming a specialty, is
a quintessential primary care disease. HIV has an
impact on every organ system and every aspect of
the patient’s life. The majority of HIV specialists
practice primary care, that is, they accept responsi-
bility for managing all of the problems the patient
experiences. HIV specialists who have come from
primary care fields such as family practice and gen-

eral internal medicine have had to learn virology,
immunology, and pharmacokinetics among many
other subspecialty areas. HIV specialists who have
come from specialty fields have had to learn how
to address the psychosocial dimensions of HIV,
how to do Papanicolaou smears and skin biopsies,
how to work with case managers and patient advo-
cates, and how to provide primary care.

There are clearly risks to the development of a
specialty in HIV medicine. Specialties are by defi-
nition exclusive and exclusionary. We should view
with suspicion any plan growing out of the most
stigmatized illness of our time that will exclude
physicians from providing care. Some argue there
already exists within HIV care a two-tiered system
largely based on socioeconomic status and fear
that a specialty designation will only solidify this
split. Those who can get access to specialists will
do so, but those who cannot will be left behind as
fewer educational and other resources are devoted
toward nonspecialists. The HIV epidemic contin-
ues to evolve rapidly, shifting toward lower so-
cioeconomic classes and toward rural areas. The
Ryan White programs currently support large
portions of the HIV-specific care delivered to the
uninsured. Will these programs continue if the
political voice of the AIDS epidemic fades, and the
sense of crisis wanes? And will there then be HIV
medicine specialists outside large cities and large
universities?

HIV care has remained remarkably free of turf
battles largely because of the enormous challenge
it presents and because those caring for infected
patients have always used all the help we could
get. Much like the wisdom of the scarecrow, the
courage of the lion, and the compassion of the tin
man in the Wizard of Oz, the development of a
HIV medicine specialty has occurred but remains
to be formally organized. Many HIV caregivers
feel the time has come to develop a professional
home. The Infectious Disease Society of America

“has recently appointed a committee of HIV ex-

perts from internal medicine, pediatrics, obstetrics
and gynecology, and family practice to define the
parameters of HIV medicine and consider the
means by which HIV medicine specialists might
be developed and recognized. Ideally, a profes-
sional home for HIV medicine specialists will rec-
ognize the contributions of all specialties to the
care of HIV-infected persons and will be stronger
and more successful as a result of the variety of tal-
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