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Introduction
Depression has been associated with
human immunodeficiency virus (HIV) infec-
tion from the very beginning of the epidemic.
To some, depression must still seem the only
possible response to an illness that can dev-
astate psychological and social—as well as
physical—integrity. Who would not
be depressed by the loss of bodily
» miee’  control and by being marked by a
/ | disease of almost mythic propor-
¥ tions? Yet the responses of individ-
| ‘. " uals to the enormous challenges of
I living with HIV are disparate: while
. |1 some people collapse in resigna-
| tion and despair or become eerily
i indifferent, others seem to come
alive, manifesting an inner strength
1} and resolve. Nor are these states

W/

T
—

'U! f- " fixed: HIV infection initiates a long
iﬂ“ and complicated emotional pro-
nr.lq,ﬂ cess during which there are often

moments of despair, of denial, but
also of strength, even heroism.
This unfolding process necessarily
includes moments of sadness and
personal loss. But when does such a depres-
sive response become significant enough
to warrant mental health intervention?

One cannot work with people with
HIV and be insensitive to the inevitabil-
ity of profound loss. But this sensitiv-
ity cannot blind providers to the possi-
bility of intervention. This monograph
provides practical guidelines to the pro-
cess of diagnosing and treating depres-
sion in people with HIV, without diminish-
ing the complexity of these challenges.

The Historical Context of HIV

To understand depression in the con-
text of HIV, it is useful to understand HIV
in the context of its history. In the early
1980s, the first years of the epidemic in the

United States, science could offer very little
in the way of treatment or even social sup-
port. At the outset, the disease did not have
a name, its agent and the mode of transmis-
sion were unknown, and it was invariably
fatal. In urban epicenters, gay and bisex-
ual men fell seriously ill, were diagnosed,
and died, often within a year after present-
ing for medical care. Some were diagnosed
with AIDS only after watching their closest
friends sicken and die. Many in the so-called
high-risk groups (primarily gay and bisexual
men and injection drug users) felt a sense of
inevitability, guilt, fear, and hopelessness,
and ultimately a state of sustained bereave-
ment fed by the repeated trauma of loss.
Such accumulated loss could easily result
in depression, demoralization, and numb-
ness. It was not uncommon to find “burn out”
among informal and professional caregivers,
as wave upon wave of casualties exhausted
psychological reserves. Hopelessness, exac-
erbated by a lack of information, character-
ized that confusing and anxiety-ridden time.
The U.S. Food and Drug Administration
(FDA) approved the HIV antibody test in
1985, it was not until the late 1980s that it
approved zidovudine (ZDV; AZT), the first HIV
antiviral treatment. Up to that point, treat-
ment for opportunistic conditions offered
little more than a temporary postponement
of illness. By 1990, early hopes about the
promise of ZDV met with disappointment.
By the mid-1980s, reports began to indi-
cate elevated levels of psychopathology, par-
ticularly clinical depression, among people
with HIV disease. Suicide rates among people
with AIDS were alarmingly high: in one New
York City study, 66 times higher than the
general population; in a California study, 21
times higher. These early reports may have
established an expectation among caregiv-
ers that depression was correlated with HIV
disease, but closer examination shows that

DEPRESSION AND HIV: CONTEXT AND CARE

AIDS HEALTH PROJECT 1



these early studies were often conducted on
individuals with advanced illness and at a
time when there was little hope. These his-
torical artifacts may continue to color per-
ceptions about the relationship between
HIV and depression. While studies have
become more sophisticated, the published
data on the prevalence of clinical depression
and the nature of its relationship to HIV is
inconclusive and widely divergent: depres-
sion prevalence rates range from 0 percent
to 80 percent in HIV-positive populations.
Fortunately, the social and clinical back-
ground of the HIV epidemic has changed
dramatically since the 1980s. Providers now
diagnose HIV infection much closer to the
time of seroconversion rather than late in the
course of HIV disease, allowing both clients
and clinicians to adjust to the illness over
time and plan for the eventualities of dis-
ease progression. Researchers have slowly
developed new and improved treatment
options, resulting in greater control both of
opportunistic conditions and HIV infection
itself. With the advent of multidrug antivi-
ral treatment in the mid-1990s, the psycho-
logical landscape of the epidemic changed
radically: these new regimens introduced
the possibility of managing illness and sus-
taining quality of life, rather than simply
surviving HIV disease. Moribund fatalism
has been transformed into nervous hope.
In fact, when triple combination treatments
were first introduced, some rashly declared
the end of the epidemic, a prediction that
has lamentably not come to pass. But
advances in the late 1990s did end the epi-
demic as it had been known to that point: the
future has brightened, although it remains
fraught with anxiety and new burdens.
Over the past two decades, HIV-related
services have also become more sophisti-
cated and more readily available. AIDS ser-
vice organizations have developed special-
ized programs based on the specific needs
of the subpopulations most affected by
the epidemic: self-identified gay and bisex-
ual men; men who engage in homosexual
activity but do not identify as gay; women,;
transgendered people; people of color; sex
workers; injection drug users; and home-
less people. (Of course, these subpopula-
tions overlap within themselves.) In a truly

unprecedented project of coordination, medi-

cal services have been more closely linked
with social outreach and mental health pro-
grams. Activists who challenged the medi-

cal and pharmacological establishments

in the 1980s forced dramatic changes in
the structure and delivery of services, the
development of medication and access to
clinical trials, and the setting of state and
national policy. If the early 1980s were a
time of shock and despair, the late 1980s
and early 1990s were a time of response and
action, arguably leading to improved men-
tal health conditions. While the statistics
are not beyond methodological reproach,
by 1992 a national assessment of people
with AIDS reported a significant decline in
the rate of suicide among men from 10.5
times higher than men in the general popu-
lation in 1987 to 6.0 times higher in 1989.

Making the Darkness Visible

Suicide rates are at best the grossest mark-
ers of depression. While these rates have
declined, depression nonetheless remains
a common problem in HIV-related practice,
probably ranging between 15 percent and
20 percent among people with HIV. Even
when it is not life-threatening, severe depres-
sion causes a significant loss of function and
a marked diminishment in quality of life.
Close relationships become extremely dif-
ficult, straining social networks. Produc-
tive work is significantly impaired or made
impossible by the mind’s sluggishness and
its reluctance to focus or attend. Individu-
als suffering from depression often describe
it as a bleak prison, a deadening and painful
heaviness that entraps by infiltrating every
moment and aspect of their lives. A per-
son’s very relationship to the sense of self
becomes distorted, so that rather than feel-
ing compassion or pity for one’s predicament,
a person suffering from clinical depression
often feels a pervasive attitude of self-casti-
gation and disgust. To make matters worse,
the usual avenues an individual might use
to help him or herself feel better—contact
with others, pleasurable distractions, nurtur-
ing indulgence—become closed off by iso-
lation, a lack of motivation, and an absence
of pleasure. The experience of depression is
indeed a deeply painful one, a “darkness vis-
ible,” as writer William Styron has called it.

Beyond these damaging psychologi-
cal effects, depression can also influ-
ence physical well-being. Whether there
is a direct link between HIV disease pro-
gression and clinical levels of depression
remains unclear. For example, while con-
trolling for immune status and markers of
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HIV disease progression, one study found
that depression, but not other accompany-
ing health conditions, led to a higher risk
of progression to an AIDS diagnosisThe
reasons why depression might contribute
to progression are many and unproven.

It is conceivable, however, that depressed
individuals might be less likely to seek med-
ical attention or to follow self-care recom-
mendations. Self-care is a critical component
of maintaining health in HIV disease, and
depression typically erodes the nurturing
relationship to oneself. A Pittsburgh Veter-
ans Administration Medical Center study sig-
nificantly correlated high rates of adherence
to HIV medication regimens (defined as tak-
ing 80 percent or more of prescribed medica-
tions) with lower levels of depression, better
adaptive coping, and diminished psychologi-
cal disturbance. In a general medical study
(not specific to HIV), researchers found that
depressed patients were three times as likely
as non-depressed patients to be nonadher-
ent to medical treatment recommendations.

Yet, despite the high rates of depres-
sion and its clinical significance, many pro-
viders and clients fail to recognize depres-
sion when it occurs. In a survey of 475 HIV-
infected men without AIDS, for example,
researchers found that clinical depression
was seriously undertreated: of the 176 men
(37 percent of the entire sample) who dem-
onstrated significant symptoms of depres-
sion, only 40 percent had seen a mental
health clinician in the previous year, and
only about 6 percent were taking antide-
pressant medications. Why, in an age when
depression is the subject of talk shows and
national bestsellers, should this be the case?

The answer may have to do with the com-
plex and confusing relationship between
depression and HIV disease, in part a result
of the epidemic’s history of uncertainty and
despair and the distorting shadow it casts on
current clinical situations. Consider the fol-
lowing questions. Isn’t it normal for some-
one who has a life-threatening illness to
feel depressed? Rather than calling atten-
tion to depressive feelings, isn’t it better to
put them aside and get on with living? Aren’t
complaints of fatigue and decreased motiva-
tion more properly attributable to the mal-
aise and other physical symptoms of HIV dis-
ease rather than to a “mental condition”?

There are also other, perhaps more aca-
demic or scientific, questions that confuse
this issue. Does HIV progression predispose

an individual to depressive disorders? Con-
versely, does depression promote immune
system malfunction and illness progression?
What is the relationship between the stress
and trauma of HIV-related events such as ini-
tial diagnosis or the development of symp-
toms and other life traumas? Does depression
significantly contribute to high-risk sexual
activity? Do different groups at risk for HIV
have different rates or kinds of depression?
Finally, for medical providers car-
ing for HIV-positive patients, there are a
host of other concerns. How do I recog-
nize clinical depression and differenti-
ate it from other symptoms of HIV disease?
What can I do to help an individual who is
depressed? What are the best ways to treat
depression in HIV-positive clients? When
should I refer a client to a mental health
provider for treatment of depression?

Monograph Overview:
Clarifying Confusion

The purpose of this monograph is to clar-
ify the confusion that often surrounds the
assessment and treatment of depressive
symptoms in the context of HIV disease—
without becoming formulaic or oversim-
plistic. Specifically, the monograph seeks to
focus on depression within a human context,
a context that does not sacrifice social and
cultural understanding for reductionist med-
icalization. To accomplish this, the mono-
graph defines the assessment and treatment
of depression in terms of the contexts in
which they occur: the context of normal sad-
ness versus clinical depression; the context
of cultural factors that play out in the thera-
peutic relationship; and the context of the
care venues in which depression may arise.

Depression is a protean, multifaceted phe-
nomenon resulting from complex and often
interacting causes. Indeed, the generic rubric
of “depression” actually includes several dif-
ferent formal psychiatric diagnoses as well as
a range of normal responses. Because of this
complexity, this monograph strives to focus
on clinical realities, recognizing that indi-
vidual clients present with complaints, not
with neat diagnostic categories. These com-
plaints are often characterized by a confus-
ing amalgam of fuzzy symptoms and unre-
lated signs. The monograph conceptualizes
depression as a spectrum with a broad range,
its endpoints located in everyday transient
sadness at one end and suicidal crisis at the
other. Providers must locate a client’s condi-

DEPRESSION AND HIV: CONTEXT AND CARE

AIDS HEALTH PROJECT 3



tion along this spectrum by analyzing clini-
cal phenomena—the client’s symptoms and
his or her interactions with the clinical con-
text—a process that allows a more complete
understanding of depression than one that
routinely medicalizes depressive symptoms.
There are times when depressive feelings are
both natural and necessary and need to be
given room to resolve themselves, and other
times when they are malignant and erod-
ing, and should be aggressively rooted out.

Depression manifests in various ways
ranging from the client’s subjective narrative
of “what’s wrong” to more objective physi-
cal dysfunctions such as changes in appetite
or in the quickness of routine movements. In
whatever way a client expresses depressive
symptoms, however, it is always in the con-
text of a relationship with a provider. Both
individuals in this pairing—the client and
the provider—are embedded in an intersec-
tion of rich cultural matrices: the culture of
an institution or clinic or discipline; an eth-
nic, religious, racial, or immigrant culture;

a culture of sexuality and gender; or a cul-
ture of drugs or the street. A principle the-
sis of the monograph is that cultural fac-
tors play an essential role in the particular
manifestations of depression and so should
constitute a determining force for provid-
ers in assessment and treatment planning.

Finally, psychiatric disorders and psy-
chological symptoms do not occur in a vac-
uum, any more so than do viral load levels
or CD4+ cell counts. If anything, it has long
been apparent that issues as disparate as
housing, social support, financial resources,
and psychological resiliency are as criti-
cal to the successful outcome of a medical
treatment plan as are state-of-the-art anti-
viral treatments and good nutrition. These
days, HIV disease management is often car-
ried out by a team of providers who attend to
these various needs. Recognition and treat-
ment of clinical depression constitutes a crit-
ical intervention in this spectrum of care.

As such, this monograph is aimed at a wide
variety of HIV providers, including men-
tal health practitioners, HIV primary care
clinicians, and social service providers.

The monograph designates specific psy-
chiatric diagnoses of depression following
standard nomenclature as defined by the
Diagnostic and Statistical Manual of Mental
Disorders, Fourth Edition (DSM-1V), for exam-
ple, major depressive disorder, dysthymia,

and so forth. By grouping detailed symp-
tom clusters, DSM-IV diagnoses offer clini-
cians efficient ways to think and communi-
cate about complicated information. These
diagnoses are indispensable tools for assess-
ment, treatment, and research. When refer-
ring to depressive symptoms that are severe
enough to warrant diagnosis along the lines
of DSM-IV criteria, the monograph uses the
generic term “clinical depression.” As out-
lined above, not all depressive symptomatol-
ogy attains the level of clinical depression.
The monograph is divided into four chap-
ters. Chapter One presents the concept of
depression as a spectrum of symptoms that
range from normal to those constituting a
clinical disorder. This chapter reinforces
the biopsychosocial model of understand-
ing psychiatric disturbance and applies it
in the context of HIV. It also examines gen-
eral methodological difficulties involved in
determining the prevalence of HIV-related
clinical depression. Chapter Two outlines
important variables in the assessment of
depression, including sociocultural, psy-
chological, and medical confounds that
complicate an understanding of HIV-related
depression. It returns to the prevalence lit-
erature on clinical depression to examine
studies pertaining to various subpopula-
tions affected by the epidemic—gay men,
injection drug users, people of color, and
women. This chapter emphasizes the criti-
cal importance of understanding the con-
text of depressive phenomena. Chapter
Three defines an approach for the assess-
ment of depression, including a review of
the DSM criteria for a major depressive
episode and the differential diagnosis of
clinical depressions. Chapter Four pres-
ents treatment interventions and strat-
egies, including the use of antidepres-
sant medications and a review of impor-
tant psychotherapeutic approaches. Each
chapter draws from the scientific litera-
ture as appropriate and provides illustra-
tive clinical case material and vignettes.
Over time, the HIV epidemic has unques-
tionably inflicted a trauma concentrated in
particular communities. It is natural and
healthy to express distress in the face of
such devastation, but providers and their cli-
ents are by no means helpless in the face of
depression. This monograph seeks to pro-
vide some direction for those struggling
against the tide of loss imposed by HIV.
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