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Since the late 1980s, evidence has
been accumulating that persons
with serious mental illness con-

stitute a group at higher risk for in-
fection with human immunodeficien-
cy virus (HIV) than the general popu-
lation (1,2). Although infection rates

for the general population are about
.3 percent (3), they are much higher
among persons with serious mental
illness— as high as 23 percent in pro-
grams in the Northeast for special
populations, such as homeless and
dually diagnosed persons (4–15) (see
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tal health and physical health care providers about key treatment issues,
and develop effective linkages between mental and physical health care
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Table 1). Clearly, concerted efforts
will be necessary to reduce the spread
of HIV among persons with serious
mental illness and to effectively treat
those who are already infected. Pub-
lic mental health systems can play a
key role in such efforts.

This paper highlights current issues
related to reducing HIV risk and effec-
tively treating HIV infection in the se-
riously mentally ill population. We will
discuss barriers to providing adequate
care for this population and suggest
ways in which public mental health sys-
tems can address these issues.

Methods
MEDLINE was searched for litera-
ture on HIV infection among persons
with serious mental illness. All perti-
nent references published between
1980 and 1988 were obtained and re-
viewed.

HIV risk factors
Serious mental illness typically has its
onset when patients are in their later
teens or early twenties. In most cases
of co-occurring serious mental illness
and HIV, the mental illness preceded
the HIV infection. However, provi-
ders are more frequently seeing pa-
tients whose serious mental illness
appears to have begun after they con-
tracted HIV (16). Although many
persons with HIV experience psychi-
atric problems, such as anxiety and
depression, a smaller number devel-

Dr. Sullivan, Dr. Koegel, Dr. Kanouse, Dr. Young, and Ms. Bean are affiliated with
Rand in Santa Monica. Dr. Sullivan is also with the Mental Illness Research Education
and Clinical Center of Veterans Integrated Service Network 16, 2200 Fort Roots Drive,
Building 58 (16M/NLR), North Little Rock, Arkansas 72114-1709 (e-mail, sullivan-
greer@exchange.uams.edu). Dr. Cournos and Ms. McKinnon are with the College of
Physicians and Surgeons of Columbia University in New York City. Dr. Young and Ms.
Bean are also with the department of psychiatry at the University of California, Los An-

brought to you by COREView metadata, citation and similar papers at core.ac.uk

provided by Columbia University Academic Commons

https://core.ac.uk/display/161457577?utm_source=pdf&utm_medium=banner&utm_campaign=pdf-decoration-v1


PSYCHIATRIC SERVICES ♦ May 1999   Vol.  50   No.  5 649

op psychotic symptoms, usually in
late-stage HIV disease. It is some-
times unclear whether the psychotic
illness has occurred secondary to HIV
central nervous system involvement
or has developed independently (17).

Regardless of etiology, persons with
serious mental illness share certain
characteristics that affect their risk of
acquiring or transmitting HIV. Al-
though a smaller portion of persons
with serious mental illness are sexual-
ly active compared with the general
population, those who are active en-
gage in sexual behaviors that involve
higher risk for HIV infection (18–21).
This high-risk activity may partly de-
rive from poor interpersonal function-
ing, especially as the onset of serious
mental illness often interferes with
normative psychosocial development.
Further, chronic mental illness itself is
often associated with poor judgment,
affective instability, and impulsive-
ness. The use of drugs and alcohol,
endemic in many segments of the se-
rious mentally ill population, may fur-
ther impair individuals’ ability to re-
spond safely in high-risk situations.

The sexual activity of seriously
mentally ill persons tends to occur
within casual rather than long-term
relationships or with others who are
also socially marginalized, and it is of-

ten characterized by naiveté, abuse,
and exploitation (22,23). Researchers
in a variety of clinical settings across
the U.S., not only in high-risk HIV
“epicenters,” have documented very
high rates of unprotected sex with
multiple casual and high-risk partners
among persons with serious mental
illness (24). Among certain seriously
ill populations, including homeless
persons, the practice of trading drugs
for sex is common (12,21).

Little is known about seriously
mentally ill persons’ risk for HIV
through injection drug use. Although
lifetime rates of injection drug use ap-
pear to be quite high in this popula-
tion— ranging from 6 percent in Mil-
waukee (18) to 15 percent in New Or-
leans (20), 17 percent in Tampa (21),
and 20 percent in New York City
(25)— relatively little information
about how these drugs are used is
available. We know little about how
persons with serious mental illness
learn to inject themselves or the ex-
tent of their knowledge about or par-
ticipation in safe injection practices,
such as the use of bleach to clean nee-
dles or needle exchange programs.

Although knowledge about HIV
transmission and HIV-related illness
among persons with serious mental
illness varies by study site— perhaps

reflecting regional rates of AIDS cas-
es— overall it is comparable to knowl-
edge about AIDS in the general pop-
ulation (26). A diagnosis of schizo-
phrenia has been associated with vari-
ation in knowledge about HIV in
some, but not all, studies. The pres-
ence of symptoms, such as delusions
or hallucinations, may be a more im-
portant predictor of risk than diagno-
sis or knowledge about AIDS (26).

Many public mental health systems
have been responsive to the educa-
tional needs of clients with serious
mental illness (27,28), but knowledge
alone is unlikely to result in effective
prevention (21). Cognitive-behavioral
interventions designed to lower HIV
risk have been successfully tested, but
reductions in risk behaviors appear to
be time limited and to require “boost-
er” interventions to maintain behav-
ioral gains (29). Such interventions,
which are costly and labor intensive,
are not widely used in public mental
health systems.

Even before the HIV epidemic,
about 50 percent of serious physical
disorders among seriously mentally
ill persons who were receiving psy-
chiatric treatment went undetected
(30,31) and mortality rates, excluding
deaths from suicide, far exceeded
those of the general population (32,

Table 1

Selected studies of HIV seroprevalence among populations of persons with serious mental illness in the United States

Data Subjects % sero-
collection preva-

Study period Site Group N N with HIV lence

Sacks et al., 1992 (4) 1989–90 New York City Inpatients 350 25 7.1
Cournos et al., 1991 (5) 1989–91 New York City Inpatients 451 25 5.5
Meyer et al., 1993 (6) 1989–91 New York City Inpatients, homeless 87 5 5.8

persons
Lee et al., 1992 (7) nr1 New York City Inpatients 125 22 16.3
Empfield et al., 1991 1989–91 New York City Inpatients, homeless 203 13 6.4

(8) persons
Volavka et al., 1991 (9) 1990–91 New York City Inpatients, indigent 515 46 8.9

persons
Meyer et al., 1993 (10) 1990 New York City Long-stay inpatients 199 8 4.0
Lyketsos et al., 1993 (11) 1992 Baltimore Inpatients 534 36 6.8
Susser et al., 1993 (12) nr New York City Outpatients in a home- 62 12 19.4

less shelter
Silberstein et al., 1994 1991 New York City Dually diagnosed out- 118 27 23.0

(13) patients
Stewart et al., 1994 (14) nr Baltimore Inpatients, outpatients 533 31 5.8
Schwartz-Watts et al., 1993–94 South Carolina Forensic inpatients 223 12 5.4

1995 (15)

1 nr=not reported
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33). Obtaining treatment for an ill-
ness that has been detected requires
locating an appropriate health care
provider, making an appointment,
obtaining transportation to the site,
and paying for the services or arrang-
ing reimbursement— a daunting set
of activities for many seriously men-
tally ill persons. Some in this popula-
tion, especially those who are chron-
ically homeless, avoid formal service
delivery systems altogether, ignoring
health problems until they become
unmanageable (34).

In the case of HIV, treatments with
newer antiretroviral regimens require
dosing on a rigid schedule, often with
several different agents. Some ob-
servers have suggested that seriously
mentally ill persons may not be appro-
priate candidates for treatment with
these complex regimens (35). Howev-
er, we know very little about whether
they are able to manage such regi-
mens or to benefit from methods that
have improved adherence for others.

Persons with serious mental illness
also tend to be unemployed and poor.
They are overrepresented among or
live in close proximity to other disad-
vantaged groups at very high risk for
HIV, such as homeless persons, those
who are incarcerated, and impover-
ished ethnic minorities (36–38). Like
these groups, seriously mentally ill
persons lack political power and may
lack strong advocates for better HIV-
related care. They are stigmatized by
both their mental and their HIV-relat-
ed illnesses. Physical health providers
may be less inclined to do a careful
workup of a person with serious men-
tal illness who presents with early
symptoms of HIV infection or AIDS,
while mental health providers may be
reluctant to treat clients who are HIV
positive. Clients lack resources to pur-
chase materials essential in preventing
HIV infection, such as condoms (21),
or to buy expensive antiretroviral
medications out-of-pocket.

Barriers to care
Barriers to detection and effective
treatment exist at the individual level of
client and provider and within service
delivery systems, such as clinics, hospi-
tals, and mental and physical health
systems. Persons with serious mental
illness, particularly those whose mental

illness preceded their HIV diagnosis,
most commonly enter formal treat-
ment through public mental health sys-
tems. These systems are thus posi-
tioned to play a critical role in the de-
tection and treatment of HIV-positive
clients. However, many public-sector
mental health systems appear reluctant
to address issues of HIV, perhaps be-
cause of concerns about confidentiality,
clients’ mental competency, and public
responsibility associated with treating
HIV-positive persons with serious
mental illness (11).

In 1995 we surveyed nine large
metropolitan public mental health
systems in the U.S. and found striking
variation in HIV risk and detection
policies for seriously mentally ill pop-
ulations. The policies ranged from ag-
gressive risk screening and HIV test-
ing to strong discouragement of staff’s
even inquiring about or documenting
clients’ HIV status (Sullivan G, un-
published data, 1995).

Public mental health systems that
have distanced themselves from ad-
dressing HIV risk among their clients
have done so ostensibly because of
fears that confidentiality could not be
assured. However, failing to detect
HIV or to assess risk for HIV also re-
lieves these already underfunded,
overburdened systems from having to
take responsibility for a problem that is
potentially very costly. In several sero-
prevalence studies conducted in New
York City, where risk screening is man-
dated, as many as three-quarters of
HIV-positive clients were not known
by providers to be infected with HIV
(5,9,39). In other systems of care, rates
of detection are likely to be even lower.

Even before the HIV epidemic,
public mental health systems had
long faced problems in helping their
clients receive adequate physical
health care. These systems have used
a variety of methods of delivering
physical health care, including direct
service provision, contracting out for
services, and coordinating services
across a range of agencies. Although
some newer managed care wrap-
around plans in public mental health
systems have included physical health
care, it is not considered a specific re-
sponsibility of these systems. Many
seriously mentally ill persons have
Medicaid, but access to care, particu-

larly high-quality physical health care,
is often problematic (40).

To obtain needed treatment, per-
sons with serious mental illness are
usually required to navigate between
several publicly funded “systems” of
care, including the public mental
health system, the public physical
health care system, and the sectors
that manage entitlements, such as
publicly funded health insurance. In
the best of scenarios, case managers
help with this task. However, many
persons with serious mental illness
lack case managers; for others, the size
of the managers’ caseloads prevents
meaningful assistance (41). The needs
of seriously mentally ill persons can
easily fall through the cracks. Provi-
ders, especially HIV experts who are
inexperienced in treating persons with
serious mental illness, often find them
difficult to manage. Coordination be-
tween public mental health and physi-
cal health care providers may be a
challenge, as neither group may be
willing or able to assume ultimate re-
sponsibility for the patient (42).

One recent development is the cre-
ation of integrated mental health–
HIV programs, many of which have
been funded through the Ryan White
CARE Act. Yet informal surveys of
these integrated programs find that
those enrolled are often not the tradi-
tional “seriously mentally ill” clients,
but are HIV-positive individuals who
are depressed or anxious, who are dif-
ficult to treat, or who do not “fit in” in
other treatment settings, such as sub-
stance abuse treatment programs.

In a recent pilot study conducted
by our group in an integrated mental
health–HIV program in the North-
west, most clients labeled “seriously
mentally ill” actually had histories of
intravenous drug use and carried di-
agnoses of psychotic disorder not oth-
erwise specified (Sullivan G, Perlman
J, Koegel P, et al, unpublished report,
1998). Most were not currently taking
antipsychotic medication and were
much higher functioning than typical
persons with schizophrenia. Thus
even though efforts have been made
to create programs that better inte-
grate mental and physical health care,
such programs are relatively rare, and
they may not engage “typical” seri-
ously mentally ill populations.
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Providers’ concerns about interac-
tions between antiretroviral medica-
tions and psychiatric medications
pose other problems. Some anti-
retroviral medications, especially the
protease inhibitor saquinavir, have
package inserts that warn about the
concurrent use of specific psycho-
tropic medications based on the the-
oretical potential for elevating the
blood levels of these drugs. While we
await published clinical data, clini-
cians can nonetheless find successful
regimens by either choosing alterna-
tive psychotropic agents or using
lower doses and carefully monitoring
the patient (43).

Little is known about the optimal
management of seriously mentally ill
persons in the later stages of HIV ill-
ness, when HIV-related neuropsychi-
atric symptoms may appear in combi-
nation with increased sensitivity to
side effects of antipsychotic medica-
tions. Additional research on drug in-
teractions should be a high priority. 

At least one report has found that
psychosis decreases survival time
among persons who are HIV positive,
even after adjusting for race, age, op-
portunistic infections, and cluster of
differentiation (CD-4) cell count
(44). Such findings may not be sur-
prising given what we know about the
barriers to treatment, the difficulties
involved in integrating mental and
physical health care, and the chal-
lenges involved in detecting illness
and managing treatment of seriously
mentally ill persons with serious phys-
ical comorbidities of any type. Yet the
findings surely represent a challenge
to public mental health systems, con-
sumer advocacy groups, and re-
searchers to increase efforts to im-
prove the quality of HIV treatment
for persons with serious mental ill-
ness and to address the many issues
that remain unstudied.

Role of public mental
health systems
A variety of interventions exist that
could decrease risk and improve de-
tection of HIV for seriously mentally
ill persons and ensure better care for
those who are HIV positive. To im-
prove detection, public mental health
systems should routinely obtain HIV-
related risk histories that can classify

clients into high-, medium-, or low-
risk groups; the systems should then
offer and strongly encourage HIV
testing and counseling, especially for
those whose histories suggest any risk
and for all pregnant women.

To decrease risk for infection and
prevent further transmission of HIV,
public mental health systems should:

♦ Implement programs to increase
all clients’ awareness of HIV-related
issues.

♦ Make condoms available free of
charge. This measure is far less ex-
pensive that treating HIV-related ill-
ness.

♦ Provide information about and
facilitate access to needle exchange
programs and use of bleach to clean
injection equipment.

♦ Offer selected groups of high-
risk clients intensive behavioral risk-
reduction interventions to reduce
their risk of acquiring and transmit-
ting HIV and other sexually transmit-
ted infections.

To improve treatment effective-
ness, public mental health systems
should:

♦ Educate mental health providers,
especially those who work with HIV-
positive clients, about what consti-
tutes appropriate treatment for HIV-
related illnesses so that they can pro-
vide at least rudimentary monitoring
of treatment. For example, clients
who are HIV-positive but are asymp-
tomatic should have an assessment of
immune status (viral load, CD-4 cell
count) at regular intervals.

♦ Educate mental health providers
about common medical complica-
tions of HIV and the typical medica-
tions used to treat HIV-related condi-
tions.

♦ Educate physical health care
providers who treat HIV-positive
clients with serious mental illness
about the concurrent use of psy-
chotropic and HIV medications and
provide consultation when psychi-
atric symptoms interfere with med-
ical management.

♦ Offer education and support to
family members of HIV-positive cli-
ents as appropriate.

♦ Require programs that offer in-
tegrated mental health–HIV treat-
ment to target “traditional” seriously
mentally ill persons.

♦ Create formal or informal ar-
rangements with local public health
providers to ensure coordinated
treatment of HIV-positive clients.

♦ Provide every seriously mentally
ill person who is HIV positive with ef-
fective case management, either
through the public mental health sys-
tem or the public physical health care
system.

♦ Create forums to examine the
reluctance of public mental health
systems to address HIV-related is-
sues in seriously mentally ill popula-
tions.

♦ Ensure through appropriate lo-
cal mechanisms that expensive anti-
retroviral medications will be avail-
able to appropriate seriously mentally
ill clients.

♦ Advocate for the inclusion of se-
riously mentally ill persons or their
family members in local political
processes involving HIV treatment
services.

Conclusions
The HIV epidemic has posed com-
plex challenges for health care sys-
tems and providers across the U.S.
The particular challenges at each
point in the epidemic’s history have
varied for different high-risk popula-
tions, such as gay and bisexual men
and intravenous drug users, reflecting
differences in their formal and infor-
mal support networks and in the or-
ganization and financing of health
care systems that typically serve these
populations.

Even before the HIV epidemic,
the provision of adequate physical
health care to persons with serious
mental illness was often problematic.
Nevertheless, now that efficacious
treatments for HIV-related illnesses
exist, it is critical that public mental
health systems take a proactive ap-
proach to detecting and treating
HIV-related illnesses among their
clients. Additional research is needed
to address several important issues
for this population, including im-
proving adherence to antiretroviral
treatment regimens, improving man-
agement of concurrent provision of
antipsychotic and HIV-related med-
ications, and integrating mental and
physical health care. Meanwhile, a
number of interventions outlined in
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this paper are possible. To be opti-
mally effective, public mental health
systems will need to tailor these poli-
cies and practices to best suit local
circumstances. ♦
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