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A.s the HIV/AIDS epidemic enters its second decade
and persons with HIV/AIDS are living longer, it is becom-
ing increasingly evident that quality of life issues — in-
cluding sexuality — have been inadequately addressed.
One's sexuality is not lost, nor necessarily diminished,
due to illness. Yet, to date, most HIV studies have focused
on drug therapy, viral transmission, epidemiology, atti-
tudes, and prevention. Only one study, HIV-Positive Gay
Men: Sexual Dysfunctions, has examined at sexual func-
tioning.” This study found multiple sexual problems among
asymptomatic men with HIV: diminished sexual satisfac-
tion, negative feelings during sexual activity, sexual aver-
sion, erectile failure, and retarded or premature orgasm.

Healthy sexuality signals life energy and well-being.
This contrasts with the apathy and weakness many
pevple feel when they or their partners learn they are
HIV-positive. People with HIV often fail to ask their
heaith care provider about ditninished libide and often
the health care provider fails to inquire about possible is-
sues surrounding sexual health. Early identification and
treatment of sexual problems may help to improve moaod,
energy, life satisfaction, and partner relationships as well
as decrease overall suffering. Human sexuality, as an inte-
gral part of one’s health and well-being, is a vital area of
future study in the HIV-positive population.

Issues for the Person with HIV

John* has been HIV-positive for six months and he has
no physical manifestations of the virus. His weight is nor
mal and he continues to work as a computer program-
mer. His lover is HIV-positive. John has experienced erec-
tile dysfunction since learning his HIV status. He is terri-
fied that he has infected, or could infect, his partner. He
fears becoming a burden and has considered leaving his
partner in order to avoid this. His father, who John has
not seen in 20 years, is his only living relative. John is not
well-connected in the gay community and avoids what he
calls “those depressing AIDS groups.” He has been de-
pressed since learning his HIV status,

Ann is a 40-year-old HIV-positive woman married to
an HIV-positive man. Her husband, who was formerly an

injection drug user, infected her. He refuses to use
condoms because, as he says, “We're hoth infected any-
way,” and Ann has been unable to convince him other
wise. She feels angry with him for re-exposing her to the
virus, but she is currently unable to assert herself and is
unwilling to leave him. She feels exhausted and experi-
ences frequent vaginal yeast infections, which cause inter-
course to be painful

In the asymptomatic person with HIV, sexual apathy
may be related to anxiety about cne’s ability to transmit
the virus to one’s partner, as well as one’s own anxiety
regarding harboring the virus. Multiple fears, which may
dampen sexual interest, include: fear of conception duc
to contraceptive failure, fears of the future, fear of death,
fear of stigma, and fear of loss of friends or family.? These
fears compound anxiety for the newly diagnosed person
in particular and contribute to sexual malaise. Myths
abound regarding viral transmission ~— one person
thought others had to wear gloves if they touched him so
they would not get the virus! This person was fearful of
being involved intimately again. Another person believed
that because he had not been diagnosed as having AIDS,
he could not really infect others. Education remains an in-
valuable and integral part of encouraging responsible
sexual activity.

Depression, a common indtial reaction upon learning
that one is HIV-positive, alse contributes to diminished
sexual desire, A hopeless and negative view may contrib-
ute not only to loss of desire but also to loss of satisfac-
tion and pleasure from sexual activity.’ Feelings of guilt,
regret, loss, and anger may become overwhelming for
some people. Counseling should be considered an impor-
tant option fo assist in working through these feelings
and allowing positive feelings to emerge,

Symptomatic persons with HIV may experience fa-
tigue, swollen and tender lymph glands, intermittent fe-
vers, headache, severe and sudden mood changes, and
weight loss. Such somatic experiences coupled with the
psychological impact may contribute to sexual apathy and

Al names used in case examples are fictional.




sexuat performance problems.? The person may feel less
desirable and less lovable as well as less loving. Body im-
age changes affect one’s total self-image — the alteration
in one's body disturbs one’s integrity and forces that per-
son to acknowledge the reality of the illness and the loss
of one’s usual state of health and vigor. This psychic
stress naturally impairs sexual interest.

Social stresses also can contribute to alterations in
one’s self-image. Such stresses include: lifestyle changes
with respect to recreational activities, finances, and job
and family roles.? Certain recreational activities might be
either too expensive to continue — such as travel, or too
physically demanding — such as contact sports. Recre-
ational use of drugs and alcohol needs to he addressed
among necessary lifestyle changes in order to improve
one’s physical health and not further debilitate the im-
mune system. Although this is a positive sicp, it can also
be very stressful and anxiety provoking, and thus likely to
interfere with sexual functioning. Loss of one’s job creates
major financial upheaval as well as changes in role func-
tion. Onc's career is an integral part of one's identity and
persona, and Joss of the ability to work often contributes
to feelings of guilt. Many people speak of feeling that
they are a burden to their loved ones and to socicety.
These feelings all impact on sexual desire and interest —
there may even be feelings of being unworthy of sexual
pleasure if one is no longer able to contribute financially
within a relationship.

Self-concept is partially derived from the acceptability
of one's physical appearance — both to the individual
and to others.? Feeling less attractive on a basic physical
level is a powerful inhibitor of sexual interest. Weight loss
contributes to one’s self-concept, because weight is
viewed by many people as an indicator of one's health
and “normalcy.” Weight loss usually ignites a person's fear
of disease progression. For the HIV-positive person,
weight loss usually ignites a fear of imminent disease pro-
gression, and also may be accompanied by weakness and
fatigue. These all contribute to sexual apathy.

Bob is a 36-year-old gay male with AIDS. He has
known his HIV status for four years and he has Kaposi's
sarcoma, lymphadenopathy, and oral candidiasis. The
Kaposi's sarcoma lesions have spared his face, but are vis-
ibly scattered over his trunk and legs. His orai thrush is
well controlled with medication. Bob is an injection drug
user in recovery and is supported by public assistance. He
is actively involved in several AIDS community support
groups. Bob is worried that he can transmit the virus or
thrush by kissing. Three vears ago, his lover died and
Bob has not been sexually involved with anyone since
then. Recently, he met someone he feels he could be in-
terested in, however, he says he feels like a “leper,” and
that the lesions makes him feel “like a marked man —
like the ‘A’ in the Scarlet Letter.” He has little sexual desire, but
does masturbate (o insure that “everything still works.”

When one is diagnosed with AIDS, many more physi-
cal changes may occur. Patients often cite hair Joss due to
various medications as a concern. Insertion of a central
catheter to allow permanent venous access can be devas-
waling to one’s seif-image — it becomes a permanent, vis-
ible mark of one’s illness. Disfiguring lesions of Kaposi's
sarcoma can be a formidable obstacle to retaining one’s

self-image as desirable — both for the person and for
their partner. For women, the loss of menses, which com-
monly occurs in advanced HIV discasc, may be accompa-
nied by feelings of regret, loss, and being less feminine.
In addition, women may experience vaginal dryness
that persists during sexual arousal. Little is known regard-
ing the effect of the HIV virus in women and the repro-
ductive system. For men with neuropathy, erectile diffi-
culty — either related to neuropathy or to.the ticyclic

medications used to treat the neuropathy — is common,
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Far tbe Heaftb Care F féssicmal

1. Take an acmmte qemlal h}story — mciudmg previous sexatal
patrems, desires, partners, and ofientation, ‘An open, mn;udg
mental, and sensitive attitudé is eritical.

as genital/rectal infections or hormonal imbalance.

such as anxiety ant depmss:(m .
" 4, Review the medications the person is takmg that may
interfere with hb1d0 or: ﬁmchomng a,ncl make changes Where
-needed. -
5: Refet the pmon for ommseling fneoessary
6. Provide mformauon about absuncnoe and safer sex
pmd}ces

For the Person'witb HIV/AIDS Wbo Is Semmﬂy Acﬁve

sexual behavior. Always use Tatex coridoms. 1ubrlcated w1th

momnings may be better thari late.r in the day when fanguc may bc
greater, For othets, aftemcons may be best.. General}y he:avy :
meals should be’ avmclecl befoxe sexual actmty S .

Guidelines for Sexual Funcﬁomng for Persons with HIV/AIDS

2. Be sure there is o physical cause for sexual problems such - half hour before séxual activity' may also be necessary, Using - -
3, Investigate and treat any underhnng psychologmzl pnoblems

- for women — avold use ‘of petroleurn. produdts such, as Vaseline,

1. Feeling good about your qexuahty mdudes responmble safer

3 Paoescxualactmtykmﬁowfdrchmgesmmna Rest '
petiods may be:necessary before and after sexual activity, -
4. Avoid sexuzl activity if you fe€l rushed, angry o fatigued. .

3. 1f pain and mobility are 4 problem, try 1aking a warm bath
and doing some geiitle stretching exercises, Pain medication one

piliows for suppott and nymg dﬂ’fexent posiuom are Optlons for

enhancing physical commfort.
6. Use a water soluble: lubncant 1f vagmal drynesq isa pmblem

- mitcosa and cause cotidom breakage.

7. Engage in sexi CHivity. in pleasant comfortable sisround:

* ings. If you are not relaxed, energy demands will be greater.

. 8. Join an HIV/AIDS support group or find someone with. -
whom you can talk Gvér congemns and arixieties — this can hclp to"
improve self-esteeim and decredse your-sense of isclation.

- 9. Use of reaeanonal drugs and/or alcohol may Iead uo

dled? Whal: does. your.ijarmer want? It is
rtant EO feel loved zmd z{ccepted tharl to

nécessanly mvokﬂ: $exual. ufse Rcmcmbcr itis okay Q"
change the forit sexirlity takesin you life — oné's sexuality isnot
a ﬁxcd part of one's: lrfe ra!her 1I is ﬂuld and ever—chzngmg

In persons with pulmonary processes, coughing and
breathing difficulties can interfere with enjoyment of or-
gasm. In addition, pain related to AIDS will generally
eliminate interest in sexual activity. Weakness, stiffness,
and lack of mobility are all compelling reasons for dimin-
ished sexual activity. Nausea, vamiting or diarrhea may
also interfere with the ability to fully express one’s sexual-
ity for obvious reasons.

Many medications taken by people with HIV/AIDS can
inhibit sexual functioning. These medications include:
ketoconazole, a medication taken to control thrush;
wicyclics, medications for the treatment of depressions
and/or neuropathy; opiates, used to control pain;
cimetidine, used to manage peptic vlcer disease;
such as antihistamines used to control al-
lergic reactions or itching; and antthypertensive drugs,
used to control blood pressure.® It is not known if
antiretrovirals, such as AZT and ddI, affect sexual func-
ticning.

Partners of people with HIV/AIDS often encounter ad-
ditional issues. They often fear aggravating the pain or
causing discomfort and may withdraw physically; they
may be disturbed by the changes they are witnessing and
withdraw emotionally. Or, partners may feel over-
whelmed and drained of any physical desires. Partniers
who themselves are HIV-positive struggle to cope with
similar physical, social, medical, and psychic issues. For
some the struggle to simply survive requires immense
amounts of energy, so that sexual functioning falls low on
their priority list. Frequent medical appointments, recur-
rent hospitalizations, keeping track of multiple medica-
tions combined with possibly devastating physical
sequelae may amount to leaving little room and interest in
their sexual self. When asked, some say “that part of my
life is over, now I just want to stay alive.” This response

may signal depression or it may simply refiect the reality
of living with HIV/AIDS.

Conclusion

For people with HIV, the goal is not just survival, but
optimal quality of life in coping with both diagnosis and
reatment. Quality of life -— a vital aspect of which is sexu-
ality — needs to be recognized as an important part of the
approach to HIV disease. The human need and desire for
sexual warmth and expression is not negated by illness or
pain, however, changes in sexual patterns of expression
may occur, Health care providers need to assess scxual
health as they do physical health — with sensitivity and
willingness to help. Sexual problems need to be fully evalu-
ated and appropriately treated. Counseling about sexuality
should not be limited to discussion of safer sex practices.
Rather, it should be provided within the context of an on-
going, educationally otiented counseling program in which
a vatiety of issues can be discussed, such as those concerns
and feelings addressed above. Because the nature of sexual
dysfunction remains poorly understood in persons with HIV/
AIDS, much research is needed to answer the unknowns
and provide direction for successful interventions. First,
howevet, the sexuality of the HIV-positive individual needs
to be recognized as positive, healthy, and life-affirming.
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SEXUAL ISSUES IN PSYCHOTHERAPY
FOR PEOPLE WITH HIV/AIDS

Michael C. Quadland, PhD, MPH

Psychotherapist in private practice, New York, New York

HIV is sexually ransmitied. That fact has deter-
mined in large part society's view of the illness, the slow
public health response to it, and the stigmatized experi-
ence of HIV-infected people. The AIDS epidemic has in
turn had a profound effect on sexual attitudes in this
country, More liberal attitudes of the 1960s and 70s have
faded. AIDS has been seen as punishment for sexual be-
havior that is outside of conventional norms, and sexual-
ity has become associated with illness and death, some-
thing to be feared and curtailed, This complex relation-
ship between AIDS and sexuality affects the sexual lives
of all at risk of HIV infection. Some people with HTV
seem to adjust well sexually, i.e. sexuality continues to
be an important and positive aspect of their lives, and
they avoid risk to themseives and others by practicing
safer sex. Others are conflicted about sexuality, and tend
to withdraw, and blame sexual activity for their illness.
My clinical experience suggests that a major determinant
of an individual’s sexual adjustrent to HIV disease, or
the threat of it, is the extent to which one has accepted
and integrated one’s own sexuality as a positive aspect
of life, prior to exposure to HIV. For some, HIV disease
seems to exacerbate unresolved sexual conflict and guilt,
while others can accept their HIV-positive status and
maintain a satisfying sexual life.

This article will address the effects of HIV disease on
sexual attitudes, feelings, and behavior, based upon my
experience in the clinical practice of psychotherapy in
New York City. My HIV-positive patients are primarily
white, middle class gay men. Some were diagnosed as
HiV-positive during the course of general psychotherapy.
OCthers sought psychotherapy for adjustment to being
HEV-positive. I will present extensive clinical material in
support of observations based on my practice, which may
be relevant to others with HIV infection.

Four Stages of HIV Progression

For purpases of discussion of the sexual and psycho-
logical issues of Hiv-infected people, I have found it use-
ful to divide the course of HIV progression into four
stages. This is 4 nonmedical model, useful only in the as-
sessment and treatment of psychosexual issues.

The first stage refers to the petiod of time, prdor to test-
ing, when one is at risk of HIV infection due to current or
past sexual behavior or injection drug use, or that of one's
sexual partners, Stage Two refers t0 the period of time
following HIV testing in which individuals know they are
HIV-positive but have minimal or no symptoms of dis-
ease, As testing becomes more common, the number of
pecple at this stage increases greatly. Stage Three is the
time when an HIV-positive person is living with a series
of opportunistic illnesses. Finally, Stage Four refers to the
end stage of illness when the person is seriously debili-
tated and death is imminent.

Stage One: At Risk

with the recent revelations of Magic Johnson and
Arthur Ashe, and with all the controversy about condom
availability programs in the public schools, it is difficult
these days to be unaware of HIV/AIDS, The question is
whether one sees HIV as a threat 1o oneself, and whether
one js willing to adopt behaviors necessary to protect
oneself from infection. Some who see themselves at risk
of HIV infection are anxious. These tend to be people at
particular risk such as men who have sex with men and
who are informed about HIV, but have naot always ad-
hered to safer sex guidelines. They are often vigilant
about their health, anxious at the first sign of a physical
problem. Others are in denial. A person who only en-
gages in unprotected sexual activities with those s/he
loves is denying the risk of infection.

No Symptoms

Minimal or

. - .:_:'.End"f.Stz.t'ge_.of._.I]Jne'ss '
Opportunistic . Physical Deterioration
linesses -~ -~ .
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In my practice, 1 have found that a primary issue for
people at risk of HIV disease is how to protect them-
selves from infection. Abstinence from sexual activity as
a means of preventing HIV infection has not been con-
sidered a viable option by my clients. Rather, they have
altered their behavior to comply with safer sex guide-
lines, and the extent to which many of my clients have
changed their behavior to protect themselves from infec-
tion has been very impressive. It is important to note,
however, that for them sexual behavior is neither safe
nor unsafe, but occurs along a continuum of risk from
low to high, and the level of risk of different sexual ac-
tivities is not always clear. For example, oral sex is con-
sidered to be relatively low risk by many, although
transmission is possible in oral sex, Clearly, decisions
about safer sexual behavior are complex with several
determinants, including knowledge of relative risk of
various sexual activities, the importance of that activity
to the individual, and the nature of the relationship in
which sexual activity occurs. My counseling about safer
sexual behavior has involved helping individuals decide
for themselves what is an acceptable level of risk, given
their own unique values and beliefs.

Once individuals have established their own personal
guidelines for safer sexual behavior, they must have the
confidence, assertiveness, and sobriety to bring up the
subject of safer sex and to set limits on the sexual interac-
tion. Many people at risk find it awkward to bring up the
subject, Talking about sexuality is difficult for most
people, and here it must happen early on in the relation-
ship, before sexual activity occurs. Some of my patients
fear that they will be rejected if their limits are different
from their partner’s. Perhaps the most challenging aspect
of safer sex counseling is helping individuals develop the
confidence and skills to implement their own dedisions.

Tim

Tim is a bright, attractive, precocious, and sincere high
school student who lives at home with his parents and
two siblings in Manhattan. He does very well academi-
cally and is active in extracurricular activities, especially
art, in which he is quite talented and successful. Tim in
under a great deal of pressure from family and peers to
excel, particularly in anticipation of admittance to the Ivy
League college of his choice, his father’s alma mater. He
was rcferred to me by another therapist to whom the par-
ents had turned for counsel after their maid had found
gay-oriented sexually explicit materals in Tim's room. On
acvice from the therapist, the parents confronted Tim
who revealed that he was confused about his sexuality,
and hoped he was not gay.

Tim revealed to me that he was not se much confused
about his sexual feelings (he was quite sure that his pref-
erence was for men,) but that he was very anxious about
what the implications might be of his being gay. He be-
lieved that it would mean social ostracism, disappoint-
ment to his family, and a life of failure and unhappiness.
The only homosexual men he had ever known were his
parents’ decorator and the decorator’s lover, whom his
parents entertained socially on occasion, yet were derisive
of in private. Tim feared the disdain of his family and
friends,

Tim had been very enterprising in finding information
about homosexuality in the library and in finding other
similarly inclined young people of high school age through
an underground gay newsletter. In fact he had been sexu-
ally active with some of these young men and with some
“older men” (in their carly 20s!). Tim was already sexually
active and chose to continue to be. For him, sexual absti-
nence was not an option. Before dealing with his sexual
identity as it was evolving, 1 wanted to be certain that Tim
was aware of HIV, how the virus is transmitted, and how
he could protect himself from infection. Tim actually was
quite informed about HIV/AIDS and safer sex guidelines,
however, he lacked the assertiveness and in some cases the
selfcontrol to implement his better judgment. Much of the
initiaf hours of treatment were devoted to developing the
skills necessary to bring up the subject of safer sex and to
negotiate limits on his sexual interactions. This was quite
successful with Tim, since he was a very confident and ar-
ticulate young man. He simply was incxperienced sexually
and shy about discussing sexual issues, therefore likely to
let his partner set the agenda. He recognized the impor-
tance of safer sex, and responded well to counseling,

Maintaining safer sexual hehavior is an ongoing pro-
cess of reassessing risk based on the latest information,
and reaffirming one’s own commitment to avoid risk. In
an insightful discussion of factors which contribute to
lapses in safer sexual behavior, DeMayo lists several: a
partner's HIV antibody status, being too turned on to
stop, being in love, stress, depression, embarrassment, a
partner's request, low self-esteem or an inability to formu-
late a positive gay identity. Fuither, he points out that in-
dividual decisions to maintain safer sexual practices are
facilitated by a supportive community in which such prac-
tices are accepted and respected. “The challenge is thus
to generate a culture which accepts and encourages safer
sexual behaviors for all people, regardless of sexual orien-
tation, socioeconomic status, age, ethnic otigin, religion,
or any other social or political descriptor.™

Another important issue for people at risk is testing for
HIV antibody status. In my practice, I encourage individu-
als who are at risk and who are concerned about their
HIV status to be tested. Knowing easly that one is HIV-
posilive aflords greater opportunity to prevent major it-
fections and to prolong life. Testing is extremely anxiety
provoking and needs to accompanied by counseling,
which is mandated by law in New York State. Pretest
counseling should include discussion of the meaning of
the antibody test, the benefits of knowing, what the indi-
vidual expecis the test to show, and what effects the re-
sult may have, If the result is positive, posttest counseling
should deal with the emotional impact of the test result,
discussion of further testing and monitoring of the im-
mune system, the issue of disclosure to family and
friends, notification of sexual partners, the issues of safer
sex, and the impact of HIV status on relationships. As a
therapist, I am actively involved in the support and coun-
sel of oy patients during this emotionally traumatic and
confusing time, I find the adjustment to being HIV-posi-
tive and all the implications this has for a client is an on-
going process that can affect the overall emotional adjusi-
ment to HIV.
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Testing for couples can be particularly tricky. Ofien
one member of the couple is more ready for testing than
the other. The couple must decide whether to proceed
with testing together or individually, each course of action
having implications for the relationship.

Ben and Sam

Ben and Sam are a couple who have been living to-
gether for about two years. Ben was a long term psycho-
therapy patient of mine whom I had seen in therapy for
perhaps two years prior to his meeting Sam. Though
there were problems in communication and control, this
seemed a very positive relationship for both partners. Ben
had been hoping for a long time that he would meet
someone, and Sam seemed to him ideal in many ways.

Neijther Ben nor Sam had been tested for HIV anti-
bodies. I had encouraged Ben to be tested, but he had
avoided it as it caused him a great deal of anxiety. Ben
and Sam had discussed the issue of testing and how
they might go about it, in particular whether they would
be tested together. One evening Sam 100k Ben out 1o
dinner, ordered an expensive bottle of wine, and an-
nounced to Ben that he was HIV negative. Ben was
shocked, pleased that his lover was not infected, but
hurt that Sam had gone ahead without him. Sam claimed
that he had been tested “by mistake”, that his physician
had run the test without his knowledge and then in-
formed him of the good news. Ben doubted this, since
informed consent is required in New York City for HIV
testing. He felt deceived and betrayed, and pressured
now to be tested and forced to encounter the test alone
with the added fear of what a positive result for himself
might do to the relationship. Sam was angry at Ben’s re-
sponse, that he didn't take more pleasure in his own
good news, and that he made such an ongoing issue of
the way the test was done.

It was indeed an ongoing issue for the couple for sev-
eral months. Anger and hurt feelings persisted on both
sides, and their sexual refationship suffered as a result. At
one point Ben reported that Sam had jumped away from
him, to avoid contact with Ben’s ejaculate on Sam’s skin.
Ben withdrew sexually. The couple sought therapy to-
gether for this and other conflicting issues in the relation-
ship. In the meantime, Ben dealt privately with me about
testing and how he wanted to go about it. He considered
not telling Sam and just finding out for himself. Finally
there seemed no real reason to avoid testing any longer.
He told Sam and proceeded with the test, which to
everyone’s relief, was negative,

L

Testing for HiV-antibody status often creates a great
deal of anxiety for individuals being tested and those
close to them, and this anziety can sometimes cause
people to behave erratically. The period of time leading
to the decision to be tested, the drawing of the blood,
waiting for the resulis and receiving the news, are all
stressful and are best negotiated with counsel. Often
counseling is available from the testing center if the indi-
vidual is not in some ongoing therapy. The experience of
testing, and certainly the results, can have a lasting effect
on the lives of the people involved. Counseling around
testing should be handled with great care.

A true story, which I have recounted many times to pro-
fessionals who deal with clients around HIV testing, is of a
client of mine who for months had discussed testing with
his best friend who also had not yet been tested, They
were not lovers, but for 11 years theirs had been the dos-
est long term relationship that each had had. Finally they
decided to go for testing together. Bloods were drawn and
they were told to return in two weeks for their results.
Upon return, they were tokd by their counselor at the lab
that there was a “mix up” regarding their tests. All she
knew was that one was positive and the other negative,
but they didn’t know which was which. More bloods were
drawn, and the friends were told to return in another two
weeks. Of course they were devastated, with two weeks of
wondering “what if.” They became afraid of one another
and of themselves. Each wanted to be negative, and
wanted his partner to be negative too. Finally, they re-
turned together, and the results were known. The relation-
ship was never the same after that. The friend who was
positive withdrew, and sought greater intimacy with a mu-
tual friend of theirs who was also positive. The negative
partner felt hurt and abandoned. Irrevocable damage had
been done with one moment of professional carelessness.
Testing must be handled with sensitivity to the anxiety in-
volved in the process, and the implications the results have
for peoples’ lives.

Believing that one is at risk of HIV raises anxiety about
dating and forming relationships. I have observed sexual
withdrawal among patients at risk of HIV infection, some-
times with complete abstinence for several years. One pa-
tient would not undress completely with his ongoing part-
ner. He was generally obsessive with unresolved issues
around control, exacerbated by the risk of exposure to
HIV, In dating, when do you inquire about IV status,
and when do you bring up the subject of safer sex? How
do you negotiate a safer sexual experience, set limits, and
risk conflict and rejection? In ongoing relationships,
couples may not agree on monogamy, citing the low risk
of safer sex. Individuals feel that they are putting their
own lives in the hands of their partners, which raises the
issue of trust eurly on in the relationship.

Bisexuality raises anxiety for persons who have not
thought of themselves as being at risk. Men who have in-
cidental sexual experience with other men, while married
ot primarily involved sexually with women put them-
selves and their pariners at risk if they are not practicing
safer sex. There are no reliable figures citing the extent to
which men who define themselves as heterosexual also
have sex with other men, but from clinical experience it
appears to be substantial. Gay men may also have more
sexual contact with women than was previously thought.
In the 800 Men Study (see sidebar), participants were seif-
defined as gay men. It was remarkable to learn, however,
that 15 percent had been sexually involved with one or
more female partners in the previous five years, a total of
210 different women.?

Chris
Chris is a 36-year-old matried man with two children,
who lives in a suburb of New York City where he has his
own business. Chris was referred to me in 2 major de-
pressive episode with suicidal ideation. He was hospital-
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ized for four weeks and stabilized on antidepressive
medication, Chris has a very disturbed childhood and
adolescent history with alcoholism and physical and emo-
tional abuse, He had shown great promise in his abitity to
get himself out of that environment, put himself through
college and develop a successful business, and have a
family free of alcoholism and abuse.

Sexually, Chris had a satisfying relationship with his
wife. Sexual activity is frequent and both partners seem to
derive enjoyment from it, despite restrictive religious pro-
hibitions on both sides, and his wife’s childhood sexual
abuse experience. Chris has images of sexual abuse him-
self, including fondling and penetration by an adult male
neighbor, but these images — vague and very upsetting
to Chris — cause him to inhibit exploration in psycho-
therapy.

Chyis is very threatened by men, but craves their ac-
ceptance and approval. He fears their judgments and re-
jection. He does not feel masculine himself, he has few
male friends, and he avoids social inferactions with men.
Chris has sexual encounters with men, the salient aspect
of which is his desire for their approval. Chris is aware of
HIV/AIDS and of the risk of infection, for his wife as well
as himself. Although he knows how to protect himself, he
occasionally does engage in behavior that he does not
consider safe, because he is afraid to say no. Afterward he
is overwhelmed with guilt and anxiety about HIV, which
can last for weeks foliowing the sexual encounter. He will
then avoid sexual activity with men for weeks or months,
and then finally give in to the desire, starting another
cycle of guilt and remorse. With Cheis, there are many is-
sues to be addressed in therapy around his sexuality, but
perhaps the most pressing, because it is life-threatening, is
the issue of protection from infection. Hete the issue is
not information, but the confidence and assertiveness to
negotiate a safer sexual encounter.

Stage Two: Minimat Or No Symptoms

As long as one remains HIV-negative or unaware of
one’s HIV status, one will remain in Stage One. Stages
Two through Four occur only in those who know they
are HIV-infected.

A positive test result, the beginning of Stage Two of
my delineation, is a crisis. Even if not seen as a death sen-
tence, it is frightening and dreadful news. The threat of ill-
ness begins at this time. 1 encourage my patients to de-
velop an ongoing relationship with a specialist in infec-
tious diseases for regular moenitoring of the immune sys-
temn. Some patients develop a sense of the body as a
probiem, something to be feared. In more extreme cases,
the person may see the body as contaminated, threaten-
ing, and unlovable. They are vigilant about their health —
a cold is no longer just a cold, fatigue just fatigue, diar-
rthea just diarrhea. A positive test result can precipitate a
major depressive episode, particulatly when there is a his-
tory of depression. There may be a sense of hopelessness
and shame. One must decide whom one is going to tell,
family, friends, associates at work. Some persons remain
quiet, telling almost no one, and becoming isolated with
their worry and dread, while others quickly inform per-
sons close to them and avail themselves of the many sup-
port programs for HIV-positive persons. The latter scem
to fare better emotionally, and can often proceed with
their lives normally for several years.

HIV-positive people, who are often young and dsing
in their careers, must face the question of whether they
can make job moves because of the difficulty of obtaining
insurance, Their desire for financial and health care secu-
rity is pitted agzinst their sense of limited time in which to
realize their career goals. As a therapist, I try to facilitate a
process of values clarification in which individuals ques-
tion how they want to spend their time, if that time is 10
be foreshortened. Relationships are questioned for their
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importance, some dropped and others cuitivated for
greater intimacy and intensity. This can be a time of great
personal growth and intensity of living, a desire to make
every minute count.

A positive test for antibodies to HIV raises many sexual
issues in psychotherapy. My patients universally feel re-
sponsible for protecting their sexual partners from infec-
tion. But how one goes about this varies from one person
to another. It also varies with the nature of the relationship.
Sero-discordant couples usually decide together how they
want 1o protect one another, and what level of risk they are
willing to assume in their relationship. Interestingly I find
that it is often the HIV-positive partner who is most con-
cerned about protection, dreading the possibility of infect-
ing the HIV negative partner. I have often observed that my
paiients, following an HIV-positive test resuli, lose interest
in sexual desire. This news is frightening and depressing.
There tends to be confusion about sexuality. Is sexual ac-
tivity bad? Did I bring this upon myself by being sexual?
Sexual desire usually returns, but how rapidly and how
completely seems related to the level of unresolved sexual
conflict present before learning one is HIV-positive,

Sally and Wil

Sally and Wil, each in their late forties, met through an
ad in New York Magazine in 1987. They liked one an-
other immediately and found that they had much in com-
mon. They were strongly attracted to one anocther and the
sexual interaction was very satisfying to both. Each had
been married once hefore and had been divorced some
years eatlier, Each had been dating and sexually active
prior to their meeting. After dating for more than a year,
they decided to marry. In anticipation of their marriage,
they were tested and learned that Sally was HIV-positive,
while Will was negative. Will was very supportive of Sally
who was shocked by the news. They decided to go
ahead with the marriage. They did not tell their friends or
Sally’s grown children about her HIV status.

Sally and Will were referred to me for couple counsel-
ing focused on a sexual problem. Since learning that she
was HIV-positive, Sally had completely lost interest in
sexual activity; in fact, she would not allow intercourse at
all. Will desired sexual intimacy and was frustrated. It was
obvicus that Sally blamed sex for her HIV infection and
that she wanted no part of it. Her history revealed a re-
pressive sexual environment throughout much of her life,
first in a strict Jewish home where she was warned about
the “evils of sex,” and later in a marriage where an active
sexual Jife was avoided and problematic. It was only
when Sally was divorced, in her 40s, that she began to
enjoy a sexual life. She was exposed to the virus during
this more liberated time. One could hardly miss her sense
of punishment for what she had been warned about years
before.

In therapy, we mitially focused on the sexual issue,
with nongenital attempts at physical closeness. The
couple enjoyed this, but attempts to move further to geni-
tal activity were rebuffed by Sally. Will became increas-
ingly frustrated and angry. Sally became angry with Will,
finding him awkward and insensitive. Conflict spread to
other areas of the relationship, and the focus of the
therapy switched to general communication and conflict

resolution. As communication improved, the sexual rela-
tionship did also, with occasional sexual intercourse using
condoms which both enjoyed. Tlowever, this remained in-
frequent, and their sexual relationship never returned to
what it had been prior to her positive test result. Wikl
never lost his sexual desire; he still found Sally attractive
and desirable. Gradually he accepted much reduced fre-
quency and limited activity, but there was a strong sense
of loss and sadness for him.

Most people who are HIV-positive decide for them-
selves what is an acceptable level of risk to them since
they, as well as their partners. are vulnerable to infection,
They must decide when and how to disclose their HIV
status, and these questions are often addressed in psycho-
therapy. Is it necessary if I am only going to have safer
sex? Do 1 reveal before any sexual activily, or some time
later in the relationship if it develops? Is it up to me to
bring it up, or wait for my partner to ask? Will I be re-
jected? Some people, particularly HIV-negative persons at
risk, feel strongly that partners should decide together
how to proceed, with all the relevant information on the
table. Other people believe that as long as they practice
safer sex, disclosure is not required.

As a therapist, I try to help individuals arrive at behav-
ior that is emotionally and morally acceptable to them.
Some HIV-positive people avoid sex and relationships al-
together, fearing disclosure and the risk of rejection. They
experience the stigma of being HIV-positive, with a loss
of sell-esteetn. They feel less appealing and desirable. As
symptoms develop, there may be a loss of muscle tone,
eruptions of the skin, and weight changes, which causc a
reluctance to be seen or touched. Sexual guilt is common.
Positive 11V status may exacerbate long term, underlying
shame and conflict about one's sexuality. People may be-
lieve that they brought the illness on themselves, that they
deserve it, that they are being punished. Psychotherapy to
relieve such guilt and shame can be difficult and some-
times only marginally effective,

Mike

Mike is a 36-year-old gay man. He is a physician who
studied medicine in Germany where he met his lover,
whom he sees two or three times a year on vacations.
Mike is not open about his homosexuality at work; his
family knows that he is gay, although it has never been
discussed. His relationships with roen have always been
kepl separate from his work and family life, His sexual ac-
tivity had consisted primarily of encounters in bath
houses. This activity, which was not always safe, contin-
ued to 1985, despite the fact that Mike was well informed
about HIV. Mike believes he knows the actual experience
in which he was infected. (This is not unusual among the
HIV-positive people I have seen in my practice.) He has a
great deal of regret and self blame about his exposure. He
feels guilty about the pain his illness will cause his family,
particularly his sister, his only sibling, and her two chil-
dren, with whom he is dose. Family members had not
been told of his HIV status, though he did tell his sister
and brother-in-law during the course of psychotherapy,
however, there is no dialogue with his sister about his
HIV status and its effect on his life. Mike avoids talking
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about his condition in part because of his discomfort with
his homosexuality. Discussing HIV is avoided as it brings
up the shame associated with being gay.

For iwo yeass, Mike had been extremely anxious about
being tested, believing that he would test positive. He had
ongoing somatic symptoms of anxiety, including pain in
his arms and shoulders and difficulty swallowing, causing
him to avoid certain solid foods and public dining. After
testing, his anxiety was unabated. (Sometimes individuals
experience relief with confirmation that they are positive.
They no longer have to wonder about it, and can begin
the active pursuit of maintaining their health.) Now it took
the form of vigilance and obsessive monitoring of his
body. Periodic testing of immune function created ex-
treme anxiety.

Mike does not feel sexuaily attracted to his lover and
does not initiate sexual activity, which occurs only ocea-
sionally. Mike’s sexual life consists primarily of safer
sexual encounters with other men, which are most satisfy-
ing when they include hugging and holding as well as
genital contact. They are inevitably followed by guilt
about the nature of the encounter, which he considers de-
praved and pathetic.

Group therapy seemed to have a positive effect ini-
tially. The group of seven gay men was approximately
equally split in serostatus. Mike revealed his positive HIV
status during his first session in the group. It was the fo-
cus of his concern throughout his two year tenure in
group therapy. Mike was compelled to confront his
sexual and social withdrawal, his homophobia, and his
resistance to making changes. He saw first hand from two
other group members that life with HIV could still be full
emotionally and sexually. His anger was mobilized and at
times he seemed more hopeful. However, for the most
part, he was unable to take positive steps for himself,
such as attending social gatherings for HIV-positive
people, talking more openly with loved ones about his
condition, or being roore assettive at work. He has termi-
nated therapy, hoth individual and group, and as far as 1
know, remains physically well to date.

With Mike, self blame and recrimination never abated.
He obsessed about his HIV infection, and was unable to
experience any real pleasure in his life. His sclf punishment
was a recurring theme related te his lack of acceptance of
his homosexuality and 2 general sense of inadequacy and
failure. He believed he was a disappointment to his family,
and he certainly was a disappointment to himself. Being
HIV-positive seemed to confirm his shame and guilt which
the treatment was unable to alleviate, Psychotherapy
helped Mike identify issues raised by his HIV infection, and
increased his insight into underlying conflicts about sexual-
ity and intimacy. However, his anxiety and depression con-
tinued, with occasional periods of abatement and he re-
mained socially and emotionally isolated.

Some individuals make a good adjustment and are
able 1o continue an active and satisfying sexual life fol-
lowing a positive HIV test result. For them, there is an ab-
sence of blaming and self-recrimination; rather the atti-
tude is more that one was unlucky, in the wrong place at
the wrong time. Sexuality is not secen as something evil,

responsible for illness or death. For my clients, this posi-
tive sexual adjustment to HIV seems to be associated with
a pre-existing positive attitude about their sexuality. These
are people who have been comfortable with being gay,
are generally open about it, have been sexually active,
and have found satisfaction in their sexual lives.

Rick

Rick came to me for general psychotherapy in 1987. A
27-vear-old gay man, he is a very talented designer who
has already risen ta a very high level of responsibility and
respect in his profession. Rick had been involved with a
lover for six years, also successful in a related profession.
Despite his success, Rick lacked confidence in himself so-
cially and lived much in the shadow of his more gregari-
ous anxd socially ambitious lover. Over the course of the
relationship, Rick became increasingly dissatisfied, lost in-
terest in sexual activity with his partner and became sexu-
ally active outside the refationship. This activity consisted
of safer sexual encounters.

It was not long into psychotherapy that Rick gained
the emotional strength to end the relationship and live on
his own for the first time in his life. Things went very
well. He made friends readily, and had a series of short-
term romantic involvements. Success at wotk continued
and Rick’s life was taking off in every way.

An infection unrelated to HIV caused Rick to sec a
physician. Both his physician and I encouraged Rick to be
tested for HIV antibodies, since it was important to know
and to monitor the immune system if the result was posi-
tive. Rick was anxious, so the decision was made to test T
cells, an accurate measure of immune function, without
actually revealing HIV status. His T cell count was high,
but with a ratio that suggested abnormality. His physician
was concerned and pushed for an HIV antibody test, Af-
ter some weeks of preparation, Rick agreed. The test re-
sult was positive.

Initially Rick denied the significance of the finding. He
had thought he would be positive, nothing was changed,
his health was fine, no big deal! Gradually, however, he
began to think that he would not likely live to age 40, or
pethaps even 35. He was alternately panicked and sad.
Initially he was reluctant to tell anyone, but soon he told
his family and close friends, and he sought a support
group for HIV-positive persons. He adjusted well to his
HIV status. Now it is somcthing that is always in the back
of his mind, but he does not allow it to overwhelm him,
or keep him from going on with his life. He has had a
new lover for the last year, and he is currently contem-
plating a job change. His current lover is HIV-negative but
knowledgeable ahout HIV due to experience with friends.
He is a very supportive and loving partner, and the sexual
relationship with Rick is safe, stimularing, and satisfying to
both.

Stage 3: A Serles of Opportunistic llnesses

Stage Three begins with the long awaited and dreaded
arrival of serfous opportunistic ilinesses. This can mean
hospitalization for treatment, greater awareness among
friends and coworkers of one’s illness, and an ongoing
feeling of greater vulnerability. With a series of illnesses
due to a decline in immune function one gradually be-
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comes weaker and less energetic. A depressed moaod is
common as one recognizes the loss of mobility and op-
tions, as well as the hopelessness of the situation. This
gradual decline in physical health and mood may be
accompanied by a loss of interest in sex. When and how
this occurs depends on the extent of body changes as
they contribute to one's sense of self as a sexually ap-
pealing partner, physical energy and strength, depres-
sion, attitude about sexuality, and in particular, whether
sexual activity is blamed for illness, The availability of a
partner is particularly important. If there has been an
ongoing sexual relationship, it is likely to continue
throughout Stage Three, though the type of sexual activ-
ity may become less vigorous physically.

Ken

Ken is a 48-year-old gay man who has taught in the
New York City School system for nearly 25 years. He is a
good teacher, very well-regarded by his students and col-
leagues. Ken's life was completely changed by the ATDS
epidemic. From 1981 to 1987 when I met him, he had lost
over a hundred acquaintances, close friends, ex-lovers,
colleagues, even a cousin and a nephew, to AIDS. He had
been closely involved in establishing some of the early
programs in New York to care for people with AIDS. As
soon as the test for HIV antibodies was available, Ken
took it, and learned, as he expected, that he was positive.
In 1987 he sought therapy for depression related to his
many losses, and in particular for the loss of a very close
friend whom he had cared for daily throughout the end
stages of his illness, and to look at the meaning for him of
his own HIV infection.

Ken had had a full and satisfying sexual life. He was
comfortable being gay, and was open about his lifestyle
with his family and at work. He had had three long term
significant relationships during his adult life, but when T
met him his sexual life consisted primarily of occasional
encounters. He practiced safer sex and was always aware
of the need to protect himself as well as his partners from
infection. Sometimes he disclosed his HIV status; some-
times he did not. He was not eager to become involved
in an engoing romantic relationship. His occasional
sexual experiences seemed satisfying and enough for him
as he attempted to deal with all of the iilness around him,
and with his own HIV infection.

In 1991, Ken began to cxperience major opportunistic
illnesses, He developed Kaposi's sarcoma, persistent diar-
thea, occasional high fevers. He had 2 variety of skin
problems related to HIV. He had bouts of weakness and
fatigue, when it was all he could do to make it back to
his apartment after school and get into bed. Gradually, as
his energy level decreased markedly and maintaining his
health became almost a second full-time job, Ken no
longer experienced sexual desire. He masturbated very
rarely, as he said, “occasionally just to see if it still works!”
Ken had always taken a great deal of pride in his appear-
ance. He associated his loss of interest in sex with not
wanting his body to be seen. The Kaposi's sarcoma le-
sions and the loss of weight and muscle tone made him
feel unattractive as a sexuval partner. He feared that he
would be repulsive, and the fear of rejection seemed to
overcome what sexual desire he did experience.

Ken is a good example of someone who was comfort-
able with his sexuality prior to HIV illness, and who
maintained an active and safer sexual life for several years
of being HIV-positive, Ken believes that the physical
changes in his body caused him to lose interest in sex. He
simply does not feel well much of the time. I believe that
Ken might have continued to be sexually active longer, if
he had an ongoing partner involved with him sexually
during the course of the iliness. Such a pariner would be
able to accommodate gradually to the changes in Ken's
body and would likely want to continue to express love
and affection sexually. '

Stage Four: End Stage of Tllness; Physical
Deterioration

Stage Four, the end stage of HIV disease, is character-
ized by nearly complete loss of immune function, constant
serious illness, loss of weight and muscle tone, loss of body
functions such as sight, mentat faculties or ability 1o move
around independently. Much time is spent in hospital or
hospice. For some this is a time of preparing emotionally
for death and accepting its inevitability, for others it is a
fight to stay alive. For long term {over relationships, this
can be a time of extraordinary closeness and intensity.

As a therapist, I continue 0 see patients in their homes
or during hospitalization, as along as they want, T also see
family members at this time, if requested. In some cases I
have lost contact with patients during Stage Four, due to
their moving away or to a decline in mental function,
which eventually makes psychotherapy impossible. Visits
then consist of simple conversation, holding a hand, or
just being there in silence.

Sexual expression changes with the physical condi-
tion of the individual. While genital sexual interest can
continue right to the time of death, often sexual activity
takes the form of holding and caressing more than geni-
tal stimulation. Touching can be very reassuring to both
partners of the other’s presence and love, Massage can
ease the pain and discomfort of being bedridden. Just
holding hands or running fingers through hair is very
comforting. It seems that couples who have been physi-
cal and sexual throughout their relationship tend to con-
tinue this physical closeness up to the time of death. It is
a natural evolution.

Robert and Jobn

Robert was referred to me by his physician for anxiety
regarding an AIDS diagnosis, a very common referral situ-
ation for me over the last ten years. His first awareness of
his HIV disease resulted from a case of oral candidiasis.
He had avoided testing, suspecting that he was positive,
Confirmation precipitated increased anxiety, but also a
sense of relief. He went to work, in his obsessive style, on
maintaining his health. Throughout the course of his ill-
ness, which lasted about three years, he was compulsive
about his medical care, which increased the quality and
extended the length of his life,

Robert had a lover, John, with whom he had lived for
approximately three years prior to dizagnosis. John was
extremely devoted to Robert and very dependent upon
him. Robert had always provided the primary financial
support in the relationship, as well as being the more so-
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cially comfortable and gregarious partner. He tended o
take control and responsibility for most of the couple’s
life together. Their sexual life was monogamous, active
and generally satisfying to both pariners. Both were open
with family and friends about their sexuality and their re-
lationship. They were quite inseparable. Where you saw
Robert, you would see john.

During the course of his illness, Robert was very con-
cerned about whether John would have the emotional
strength to care for him, and what would happen to him
after John died. John too was anxious about what would
happen to him after Robert's death. I referred John to a
colleague for psychotherapy, and over the course of
Robert’s illness, John became stronger and more indepen-
dent. He was an excellent care partner, providing emo-
tional as well as physical care for Robert.

Robert and John’s sexual life continued throughout the
course of Robert’s illness, although the activity and the
significance of their sexual relationship changed. John
tested negative for HIV antibodies. Both partners were
very concerned about the issue of transmission, and prac-
ticed safer sex consistently. As Robert’s illness progressed
in duration and severity, he lost a great deal of weight, he
developed Kaposi's sarcoma lesions, his sight was se-
verely diminished, and he became very weak. Their
sexual life gradually changed from a physically active and
arousing experience to a more affectionate, supportive
and reassuring experience of touching and holding. For
the last vear or so of Robert’s life, John no longer found
his body appeaiing, but both enjoyed physical closeness.
A sexual relationship that had always been active contin-
ued throughout the course of illness, changing and adjust-
ing as the needs of the individuals changed, but remain-
ing satisfying and important to both partners.

Conclusion

The fact that HIV is sexually transmitted has a pro-
found effect on the sexuality of those infected and those
at risk, In my clinical practice with HIV-positive gay men
in New York City, sexuality has been an important con-
cern in psychotherapy. For those at risk of HIV infection,
there is the issue of how to protect oneself from expo-
sure. My role here has been to see that my patients are in-
formed about safer sex and to help them develop the
assertiveness and self confidence to negotiate safer sexual
mteractions. Maintaining safer sex over the long term is
an ongoing process of updating information, values clari-
fication in terms of the level of risk an individual is willing
to assume, and openness in commanication about sexual-
ity. These issues are addressed repeatedly in psycho-
therapy. Also as a therapist, I have been very involved
with my patients’ decision of whether and when to be
tested for HIV antibodies, a process which involves
weighing the advantages of knowing one’s status, the
meaning of a positive finding, and dealing with the in-
tense anxiety commoniy found to exist around testing.

For people in Stage Two through Four of HIV infec-
tion, sexuality is an ongoing issue in psychotherapy. Atti-
tudes about sexuality, guilt, and blame are important ele-
ments. While some tend to see HIV infection as a stroke
of bad luck, others tend to blame themselves and their
sexuality. Often there are underlying, unresolved conflicts

about sexuality and homosexuality that become manifest
in feelings about HIV. Clinically, I have observed that
these people adjust less welt and tend to have more emo-
tional and sexual problems throughout the course of their
iliness. Psychotherapy to resolve underlying conflict can
sometimes be helpful, though in some cases, as with Mike
above, therapy did not produce significant behavioral or
mood change regarding HIV.

A number of other factors affect the sexual adjustment
of people with HIV: bodily changes, a decrease in
strength and energy, and depression. Availability of a
partner is a very important factor, particularly during
stages Three and Four. If there is an ongoing sexual rela-
tionship, it is likely to continue in the latter stages of HIV,
with the focus of sexual expression becoming more affec-
tionate and supportive.

When I recall my first experience in 1981 with a per-
son with AIDS (it was called GRID then, Gay-Related Im-
murne Deficiency), T remember how frightened 1 was, and
how pressured I felt to do something for this man. He
was too scared. He knew he was going to die, and that
there was little that could be done. The situation is very
different now. More has been learned about HIV in the
last ten years than any other disease in history. Physicians
can do a great deal now to prolong life and improve the
quality of life for those infected with HIV. Mental health
professionals know much more about the emotional and
psychological aspects of HIV. And yet there are many of
us who are still uncomfortable with ALDS, not sufficiently
informed, and uneasy about how to treat someone with
1TV infection in psychotherapy.

The best antidote is information and experience. As
psychotherapists, we need to be informed about the emo-
tional and sexual issues that arise for HIV-infected people.
We need to know about safer sex, and the problems
peeple encounter when they atternpt to implement their
own efforts to protect themselves from infection. We need
to know about testing for HIV antibodies, how to help a
patient prepare for testing and interpret the meaning of
test results. We need insight into the issues underlying
guilt and shame about sexuality in relation to HIV. Most
important of all, perhaps, is that we as psychotherapists
have to keep an open mind about HIV disease and each
person’s individual response to it. We cannot assume
that we know how HIV affects them. We cannot project
our attitudes and fears onto them. HIV and AIDS raise
strong feelings in all of us, and it is up to us to be aware
of these feelings and not allow them to interfere with
our effective and compassionate treatment of people
with HIV/AIDS.
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THE IMPACT OF HIV ON WOMEN
Gynecology, Pregnancy, and
Family Planning Considerations

Hene Tannenbaum, NP
HIV Clinical Scholar, SUNY Health Science Center, Brooklyn, New York

v-:ry little is kaown about Human Immunodefi-
ciency Virus (HIV) in women. Studies of women with
HIV have primarily been focused on their role in trans-
mission of the virus to sexual pariners or to offspring,
not on the course of illness or response to therapies
for the women themselves.

What we do know about HIV disease is largely
based upon the experiences of gay men, the first
population identified with this syndrome of immune
system disorders. In addition to gender differences be-
tween males and females, race and socioeconomic sta-
tus also create differences. It would seem unlikely that
we can merely extrapolate what we know from onec
population to understand another.

As of April 1992, more than 22,000 wotnen have
been reported with AIDS.! The majority of HIV-infected
women are found in inner city areas on the East Coast,
Although HIV infection occurs amoeng all races and
classes, urban women of color are disproportionately
affected by HIV discasc. Black women have 13 times,
and Latinas six times higher rates of HIV infection than
white women ?

In spite of the alarming statistics of HIV among
women, there is still a misperception among health
care praviders and policymakers that women are not
affected by this disease. Symptoms reported by women
are more likely than those of men to be overlooked or
attributed to other causes. Women with HIV/AIDS be-
come sicker and die sooner than men. Delayed diag-
nosis leads to increased mortality, but there may bhe
additional social or biological factors influencing this
trend. The societal role of women has always been as
caregivers. HIV affects women as mothers, lovers, sis-
ters, and daughters. Priority is often given to others
while one’s own needs are neglected.

Infectious discase specialists and other providers of
HIV care do not generally perform pelvic examina-
tions, let alone provide women’s health care services.
OB/GYN health practitioners, on the other hand, are
not typically versed in HIV detection or management.
Despite this, LIV appcars to have an effect on gyneco-
logical conditions, such as genital infections and cervi-
cal disease. It may impact on sexual relationships,
pregnancy, and contraceptive choices.

Gynecological Manifestations

Recent studics and many anecdotal reports by pa-
tients and health care providers indicate that HIV infec-
tion may alter the course of certain gynecological con-
ditions. Genital ulcers, abnormal cervical cytology, pel-
vic inflammatory disease (PID), refractory vaginal
candidiasis, and menstrual cycle changes all may indi-
cate signs of HIV disease in women.

* Genital ulcers caused by herpes, chancroid and syphi-
lis have all been implicated as a transmission mode for
HIV infection. The course of these diseases in an indi-
vidual with HIV are frequently more fulminant, taking
longer to resolve, Often, they require greater doses or
alternative therapeutic regimens than the standard
treatments effective in immunocompetent patients ?

Several studies have shown an association between
HIV, Human Papillomavirus (HPV), and cervical dis-
ease. Different strains of HPV are thought to be re-
sponsible for most genital warts and for cervical can-
cer. The more immunosuppressed a woman is, the
greater the susceptibility to HPV and neoplasia. There
is an five- to eight-fold increased incidence of abnor-
mal Papanicolacu (Pap) test results among women
with HIV when compared to other women within the
same community.* These findings may actually be an
undetestimation of the problem: infected women may
have a higher incidence of “false negative” Pap smears
than uninfected women, Cervical cancer progresses
morte rapidly in HIV-infected women, with a median
time to death of less than half that for HIV-negative
women.® It is advised that women with HIV receive
Pap smear screening every six months. Colposcopy
and aggressive treatment is warranted in the presence
of any abnormality.?

PID has been associated with HIV infection. At King’s
County Hospital in Brooklyn, New York the rate of
HIV infection among women treated for acute PID was
found to be neatly 14%, compared with a 2%
seroprevalence rate among women delivering babies at
the same hospital during the same time period ® P11 is
more fulminant in the HIV-infected woman, more fre-
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quently requiring hospitalization and surgery. At this
time, treatment regimens are not based upon HIV
serostatus, although some authoritics recommend that
infected women with PID are hospitalized during their
initial course of treatment.

Immunocompromise predisposes one to candidiasis —
thrush in the mouth and so-called “yeast” infections of
the vagina. Although vaginal candidiasis is a common
affliction among all women at some point in their lives,
an immunosuppressed woman may suffer from
chronic, recurrent or resistant candida vaginitis. She
may need longer courses of the standard topical rem-
edies, or may need treatment with oral, systemic medi-
cations.?

Many women with HIV have reported menstrual cycle
changes. The use of medications, such as AZT, are an-
ecdotally reported to influence the interval and dura-
tion of menstrual periods.” These changes may impact
on contraceptive options and confound pregnancy de-
tection.

Safer Sex and Birth Control

Pawer imbalances in relationships between women
and men can lead to sexual risk-taking in an effort to
preserve social and financial status. Women may be
unable to negotiate condom use for fear of rejection,
abandonment or even abuse by their partners. Absti-
nence and safer sex practices, such as non-penetrative
sexual activities, are often considered unacceptable op-
tions. This is patticularly true for those for whom
sexual intimacy is defined as vaginal penetration result-
ing in male orgasm. For others, loss of sexual freedom
and spontancity may cause a reaction of grief and an
inahility to experience pleasure. Empowering women
to have fulfilling and safer sexual encounters cannot
be achieved without equal efforts to encourage men to
take responsibility for engaging in safer sex practices.

It is irrational to solely place the burden on women to
get their partners to use condoms.

HIV-positive women who wish to avoid childbear-
ing need to be offered safe, retiable, and acceptable
contraceptive methods. Barrier methods such as latex
condoms and spermicide with nonoxynol-9 that com-
bine birth control with disease prevention are only ef-
fective if used properly, however, method failures are
known to occur. There is no clear contraindication
against the use of hormonal contraception such as
birth control pills, Depo Provera or Norplant. How-
ever, it is not known if estrogen and progesterone ef-
fect the immune system or impact on other medica-
tions taken by the infected woman. Intrauterine de-
vices may increase susceptibility to pelvic infections
and should therefore be avoided. Abortion and steril-
ization procedures are options that should neither be
mandated nor prohibited for women with HIV infec-
tion.3®

Pregnancy

The HiV-infected pregnant woman may be in a
state of emotional crisis, particularly if she only first
leamns about her serostatus as a result of prenatal-
based HIV testing services. Many are faced with diffi-
cult choices, such as whether to continue or terminate
the pregnancy. Reproductive choices are influenced
by a host of factors. The perinatal transmission rate of
one-third or one-quarter may seem an acceptable risk
to some women for whom other life experiences offer
worse odds. Religious beliefs, psychological and cul-
tural factors, and previous experience with loss of
children to illness or the foster care system may ad-
ditionalily influence reproductive decisionmaking.”
Society often inappropriately views the infected
woman’s medical and social problems in moral, or
even criminal terms. Information should be provided
in a non-directive fashion and individual decisions
supported fully.

. Sandy busﬂy spends her dayv. be{w:,en medlcal ap—
. pointments for her. twe. HiV-infected chﬂdrcn and carmg
_ fot the rest of her famil :;Although ber'own’ preqcnpuons. :
have needed 10 be. reﬁlled for sone. tunc sh(. has nay e

pharmacy. No pravision for,child care is offered at the
clinic, and as Sandy cannot. afford to hire a babysitter; she
“must take along her preschool children. The medical visit
itself is perfunctory: blood work is ordered and prescrip-
tions renewed: Tn.spité of Sandy’s recurrent complaints of
vaginal imitation, she is told, “Youw'll have to go to the
GYN dlinic for that.”

Marie has been on medlcaUOns for HIV (lﬁease since
she was first diagnosed with pneumocystis carinii pneu-
monia (PCP) three years ago. The diagnosis of her preg-

. -ITwo Women s Expenence

ﬁvc hnur mne om "'trnent for- denca} proccs<ung, awaﬂ- -
ing evaluation by, the physician, and:going to the lab.and

pre*;';ure :-.he felt by her health care prowder o have an
abort;on Mane deade_ he wanted to- have the baby.

' mate.care for the duratton of pregnancy However she =

was referrect-to another clini¢ for prenatal services within
the same facility. Al medications were to he discontin-

_ ued until she received obstetric evaluation. The follow-

ing month at the first prenatal clinic appointment, Marie

“was advised to fnd a huspilal that was hetter equipped

to provide health inanagement for her high-risk preg-
nancy, now at &ix months’ gestation. No medications
were prescribed and no followup appointment was ar-
ranged. Marie, like many other IV infected pregnant
women, could find no place to receive marginal, let
alone comprehensive, medical care,
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Pregnant women commonly desire information
about the effect of HIV on the pregnancy, and the ef-
fect of pregnancy on their disease. Perinatal transmis-
sion accounts for 85% of the pediatric AIDS cases na-
tionwide. Although special blood tests are being re-
searched which could aid diagnosis of HIV disease in
chiidren as young as three or six months of age, stan-
dard HIV antibody testing on children will reflect the
positive antibody status of their mothers for as long as
18 months.’® There has been some speculation that the
degree of the mother’s disease may correlate to the
risk of transmission to her baby. Unfortunately, it can-
not be predicted whether a particular pregnancy will
result in an infected or healthy child. The mothers are
frequently stricken with feelings of guilt and gricf
about having a child who may develop AIDS or be-
come orphaned.

Ideally, women who elect childbearing should re-
ceive combined HIV management with prenatal care.
Although there is no evidence that pregnancy acceler-
ates HIV disease progression, T cell counts tend to
decrease during pregnancy among HIV-positive as
well as HIV-negative women. Health management re-
quires greater vigilance by the woman and her care
provider to assess complaints such as fatigue and
headaches, which may be attributed to typical signs
of pregnancy, or may indicate underlying HIV-related
problems.*

It is often difficult to find willing and experienced
ob/gyn providers to care for infected women. More-
over, HIV clinics typically discharge pregnant women
from their care for the duration of the pregnancy, out
of concern that medications may adversely affect the
fetus.

Experience with the use of many medications in
pregnancy is limited, and not without theoretical or
unknown risks.? However, an illness suffered by the
mother may be more damaging to the fetus than
medications taken to prevent or ireat disease. For ex-
ample, if a woman should develop PCP during the
course of her pregnancy, both she and the fetus are
deprived of adequate oxygenation. But PCF can be
prevented with certain medications, such as Bactrim,
which is considered generally safe for pregnant
women, or Aerosolized Pentamidine, a less effective
medication that also appears to be safe in pregnancy,
but has not been adequately studied. Care shouid be
taken to assist a woman in making informed deci-
sions about the use or avoidance of any therapies
while pregnant.

Clinical trials of experimental treatments have be-
gun to recognize the need to include pregnant women
or those “at risk” for pregnancy, defined as any woman
who has not been sterilized. Injection drug users may
he excluded from most clinical trials because research-
ers are concerned that they will be unreliable partici-
pants or that there may be chemical interactions be-
tween the experimental medications and the drugs
used. Substance abuse treatment services are woefully
inadequate. A survey in New York City found that 87%
of all drug treatment facilities refuse Medicaid patients
who are pregnant and addicted to “crack” cocaine.

Although there is evidence that perinatal transmmis-
sion frequently occurs during the birth process, labor
and delivery management differs only in that obstetric
staff are advised to practice universal precautions and
to avoid procedures which theoretically could increase
risk of transmission to the fetus from the mother. For
example, the use of an instrument such as an internal
monitor should not be used since the skin barrier of
the fetal scalp is broken permitting exposure to its
mother's infected vaginal secretions with the placement
of this device. Cesarean section deliveries do not pre-
vent HIV infection in the newborn, and should only be
performed when medically indicated.®

Breast feeding is generally not recommended where
safe alternatives to breast milk exist. Although a com-
parison study of HIV-infected children has shown that
those who were breast fed fared better than those
given formula, breast feeding has been implicated as a
mode for HIV transmission.’

Conclusion

The incidence of HIV among women continues to
rise at an ominous rate. Further research on the bio-
logical, psychological, social, and sexual affects of
HIV on women's lives would help us to better under-
stand the scope of this disease. If we are to meet the
many nceds of women and their families, we must
develop community-based facilities to offer primary
care, including gynecological services. In addition,
education, counseling, drug treaunent, and social ser-
vices as well as child care, transportation, and food
are essential components of an enhanced and com-
prehensive care system.
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HIV/AIDS
RECOMMENDED RESOURCES

AMERICA RESPONDS TO AIDS (ARTA) PUBLIC SERVICE
ANNOUNCEMENT MATERIALS (/2" VHS videocassette,
magazine and newspaper ad packet, poster packet/individuci
posters, brochures, 1992} are part of the public information
campaign created by the 11.8. Department of 1lealth and Hu-
man Services, Public Health Service, Centers for Disease
Control (CDC), and directed by CDC's National AIDS Infor-
mation and Education Program (NAIEP). The 1992 phase of
the ARTA campaign is entitled, “Americans Working To-
gether to Prevent HIV and AIDS.” The television public ser-
vice announcements (PSAs) feature individuals in large cities
and small towns, at home and in the workplace, coming to
grips with HIV/AIDS for the first time, correcting misconcep-
tions about HIV transmission, and learning that education
about HIV/ATIDS is crucial for everyone. The presentation
tape contains new ARTA television and radio PSAs, in 60-
and 30-second formats (with a 30-second segment of each in
Spanish). The radic PSAs include four live announcer scripts
that provide the CDC AIDS Hotline number 1-800/342-ATDS,
which also appears on each television PSA. Although the
PSAs never use the term safer sex, in one television
voiceover 4 woman with HIV states: “What's bad is that most
women still don't protect themselves. .and I don't want any-
one ¢lse getting AIDS." CDC National AIDS Clearingbouse,
PO Box 6003, Rockville, MD 20849-6003, 1-800/458-5231.
Prices: single copies of the videocassette, ad packels, and
posier packet are available free of charge. Muitipie copies of
individual posters and brochuires are available for postage
and bandling charges: 2-10 copies’$ 5, 11-2536, 51-100/
$7.25. Cataivg available free of charge.

CONDOM EDUCATOR’S GUIDE (8'/2'x7" booklet, 1991,
40pp.) written by David Bao & Beowulf Thorne, is an enter-
taining and fact-filked resource about condoms with power-
ful graphics and sidebars that communicate both the fun
side and the serious nature of condom awareness. The
hooklet begins with an outline of five areas of education
needed to create intellectual and behavioral change: aware-
ness, persenalization, nitty gritty, personal and social factors,
and continuation, and charts the madel with goals and ques-
tions to answer in order to reach them. The topics covered
address a wide range of issues, including peer education as
a state of mind, explicitness vs. accuracy in educating about
condoms, prophylaxis vs. contraception, and negotiating
safer sex. A sidebar on condom anxiety advises, “Condom
anxiety can be a serious problem with many people. It's
eritical for you, as a condom educator, to be completely
comfortable with educating and using condoms. If you are
the slightest bit nervous, you will communicate this nervous-
ness to your audience.” Although this excellent resource is
geared toward educatars, it is useful for anyone interested in
gaining further knowledge about condoms and their use.
The Concom Resource Center (CRC) is a project of the
Men’s Support Center and coordinates Neational Condom
ST Ll | Week, held annually in February since its inception by Ber-
- Sandfa megABethea oo =70+, keley University students in 1978, CRC provides up-to-date

Hoopa, California

Outreach Worker, Bridgeport Women's Pro;ect - information, educational materials, and referrals about
Bndgepon Conpecticut . . condoms and offers resources and ideas to support commu-
ﬁrﬂlmg Alekander White nity based programs on all aspects of condom information.

The Men’s Support Center, CRC, PO Box 30564, Oakland, CA
04694, 510/891-0455. Price: $10.

Continved on page 17

Founder STARR (Street Team AIDS Risk Reductlon)
Atlanta, Georgia
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A View from the Field

MANY VOICES, ONE WORLD

Carolyn Paticrno

Director, National ATDS Initiative

I am writing this on the third anniversary of the death
of onie of the most important people in my life, my friend
Joseph. joseph's lover, my best friend, lamented that he
cotld not quite remember Joseph s voice anymore. Yot I're-
member bis voice so clearly, I hope that bis particular voice
will be beard in this article as well.

Call me a cock-eyed (albeit rather cynical) optimist,
but every time 1 have a discussion on sociopolitical issues
affecting the AIDS crisis that sounds eerily enough like
ones 1 had four or five years ago, I ask myself “Why are
we still having these discussions?” And I wonder why we
stilk debate whether or not discussions on homophobia
belong within an HIV/AIDS education program, why the
case definition docs not include symptoms affecting only
women, and why we are still having to convince people
that racism is one of the causes of the relentless growth of
this epidemic.

And then something changed.

When the Rodney King verdict was announced, my
partner said, “L.A. is going to burn to the ground.” The in-
justice was incomprehensible, At the same time, I sensed
intuitively that something had changed irmrevocably in
terms of HIV/AIDS education and prevention work. This
stemmed partly from my conviction that everything is
connected — all oppressions, all injustices. Several years
ago during an HIV/AIDS training, an Afican-American
woman spoke about cultural issues that affect sexuality
and HIV/AIDS education. She began talking about pov-
erty and racism, and then launched into a lengthy and
challenging discussion about teenage pregnancy. Vaving
coordinated many trainings and read hundreds of evalua-
tions, [ braced myself for what 1 thought would be the in-
evitable audience response. “I didn’t come here to hear
opinions, I came to learn about HIV/AIDS,” “T didn't
come here to hear about teenage pregnancy, I came to
learn about HIV/AIDS,” “I didn't come here to hear about
racism and poverty in the black community, I came here
to learn about HIV/AIDS.” This woman had done a lot of
training herself and probably began to anticipate the same
response, because suddenly she stopped and said, “In
case you're worndering what teenage pregnancy has to do
with AIDS, I'il tell you — everything — everything has to
do with AIDS.”

And so it does. What I so strongly sensed was that
the events in Los Angeles and the subsequent response
throughout the entire country, would change the
framework in which BIV/AIDS education must be
done. My next experience out in the field proved this
theory to be true.

Qur first two-day sexuality and HIV/AIDS training
since the Rodney King verdict and subsequent tiots in-

cluded a session on culture and the different messages.
we receive from particular cultures on various sexuality-
related issues. Fisst, we asked participants to identify all of
the cultures that inform the person they are. For example,
one might identify as a Jewish, gay Southerner — these
being three very distinet culhures that influence who this
individual is in the world. There was a heavy feeling as
we began, T emphasized that in light of the national cli-
mate, and certainly the climate at a gathering of people
working in HIV/AIDS, these discussions would surely
take on a different level of intensity. Anger arising was
certainly possible, however, as the facilitaror of this dis-
cussion, I chose to embrace anger as a means of creating
change. Discussions ensued regarding the assimilation of
both newly immigrated peoples and those who have
been in this country for generations. One participant
questioned at what price individuals sacrifice their original
culture in order to assimilate into the predominant cul-
ture. Several participants were adamant in feeling that as-
similation was essential in order for a commumity to
progress economically. Others still believed that many
non-Anglo citizens had the desire to, in fact, acculturate,
but do not know how to begin that process. With barriers
that include differences in language and communication,
resentment and racismy, it is an overwhelming task. An Af-
rican-American, Christian woman from upstate New York
proclaimed that we as a nation must be patient and that
individual peoples must state their needs clearly to their
neighbors at the ground level. She went on to emphasize
that change takes time. Listening to her comments, this
Italian, leshian New Yorker thought, “But how long? How
long must we wait?” Until how many are dead from AIDS-
related illnesses, violence, neglect, and morcover injustice,
unemployment, poverty, and despair?

There were uncomfortable moments but they were not
passed aver. As a group we focused on each of those mo-
ments and questioned what they were all about. It was
important, and difficult...and exciting. 1 felt like something
was being accomplished.

The training moved into a session on heterosexism
and homophobia. As I always do, I presented an often
used formula to demonstrate the making of heterosexism,
The formula states that as power + prejuclice = racism, so
power + prejudice = heterosexism. What followed was an
emotionally charged discussion segarding what [ later
heard Suzanne Pharr call the “hierarchy of oppression.”
There were some impassioned exchanges. One African-
American man recalled his grandfather being lynched by
the KKK, and then stated that gay men and lesbians are
not lynched. A white woman responded by sharing a
story about her uncle, beaten within inches of his lifc
with “faggot” spray painted on the outside of his store-
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front. Finally, one participant, a woman, African-American
and leshian, stated that she felt that if she believed that
any one oppression was mote unjust that any other, then
she would somehow be perpetrating all of them. I believe
that this is the crux of the matter.

Upon returning to New York City, I attended a lecture
given by Pharr at the Lesbian and Gay Community Ser-
vices Center. Her book, Homophobia: Weapon of Sexism,
should be required reading for individuals working within
ajl liberation movements. She connected these oppres-
sions in a brilliant speech, “Divisions that Kill: The Enemy
without and Within,” in which she succinctly outlined
how the those on the far right have successfully and me-
thodically undermined and divided oppressed communi-
ties, She shared her personal experiences as a white, les-
bian, Southerner, and describes growing up in the south
in the 1930s as an excruciatingly isclating experience.
While still a very young woman, she heard about an Afri-
can-American woman in Arkansas who, with other Afri-
can-American students, hegan to demand equal and qual-
ity education. This act of courage, and ultimately, revolu-
tion, gave hope to Pharr and connected her with the
world. She joined the civil rights movement and began to
develop the means 1o become the gay and leshian rights
activist she is today. All liberation movements are united.

The AIDS crisis has forced us to consider oppression
like no other health issue has. And communities with histo-
ties of oppression — women, people of color, lesbians and
gay men, the poor — are beginning to dialogue with each
other. It is imperative that this dialogue continue to grow in
scope, despite difficulties that will certainly arise. Those of
us working within the HIV/AIDS movement are continually
made aware that to be successful, we must be inclusive
and competent around these issues. In fact, we can always
be sure that there will always be someone in the wings
(read: “right in our faces™) reminding us of the importance
of speaking with all communities. It is important — now
more than ever — that we pull together and challenge
those who oppose equality and justice for all. Qur opposi-
tion is formidable and works insidiously on many fronts to
strip away democracy while attempting to distract attention
from their true intention. They insist on focusing on what
they believe is the “demise of traclitional family values.”

The point is that we must all focus our collective en-
ergy to work against both alienation from each other and
alienation from others who face disctrimination. Carter
Heyward is a leshian Episcopal priest. In her book,
Touching Our Strength: The Erotic as Power and the Love
of God, she writes, “Those of us emerging from the un-
derside of history today also may fail to see that our prob-
lems — be they AIDS, loneliness, gay-bashing, rape, racist
violence, or intolerance — are not simply ours, but be-
long to the whole society, in which the dynamics of alien-
ation set the terms and construct the conditions for who's
to live, who's to die, and how....The fear in which this
alienation is fastened, however, is remarkably personal.
We feel it and often we know that we do. But we have
learned to feel it toward the wrong enemy. Rather than
fearing our alienation from one another, we have learned
to fear one another.”

The images that bombarded us of a terrifying beating
on a dark Los Angcles sireet must impel us to move for-

ward, to heal ourselves, and to make peace with each
other. There are too many unsecn and unexposed occur-
rences of oppression and violence that happen every day.
We must go forward together — without fear, without a
hierarchy of oppression, and without alienation,

Continued from page 15

DEGRASSI HEALTH EDUCATION CURRICULUM
(11/2"x10'/2" looseleaf binder, 1992, 72pp., with six video-
cassettes) developed by Robin ). Kirsch and The Educa-
tional Print and Qutreach Department of the WGBEH Ecluca-
tion Foundation, is based on the popular public television
shows Degrassi High and Degrassi Junior IFigh. The cur-
riculum is composed of six stand alone units, each of
which uses an episode from the series that focuses on a
patticular adolescent health issue. ‘The topics covered,
marked with tabs for easy refercnce, are; Alccholism, Rela-
tivnships, HIV/AIDS, Date Abuse, Sexual Orientation, and
Teen Pregnancy. Each unit contains background informa-
tion on the topic, three to four lesson plans, reproducible
handouts, and suggested Readings and Resources. The first
lesson of each unit focuses on the television episode that
covers the topic and requires viewing of the video, how-
ever the following lessons of each unit can be taught on
their own. The episodes and their corresponding topics
are: “Great Expeotations” (Relationships), “It's Late” (Teen
Pregnancy), “One Last Dance,” (HIV/AIDS), “Nobody’s Per-
fect” (Date Abuse), “He Ain’t Heavy,” (Sexual Orientation),
and “Bottled Up,” (Alcholism). Fealth Curriculum, Box
2222, South Faston, MA 02375, 617/492-2777, ext. 4299.
Prices: Curriculum, §5; videocassettes, $50 per program or
300 for all six programs.

HIV/AIDS: FACTS TO CONSIDER, FEBRUARY 1992 UP-
DATE (8Y/2"x11" report, 1992, 12 pps.) compiled by Tracey
Hooker & Lucinda Dryant, FIVZAIDS: Facts to Consider, is an
important compilation of current factual information and sta-
tistics ©on HIV/AILS in the United States. The update, pub-
lished by the National Conference of State Legislatures (NCSL)
with the CDC, is part of the HIV/AIDS Information and Fduca-
tion Project for State Legislators, which provides legislators
and thetr staffs with information resources and a forum to
communicate with legislative colleagues, experts, and govermn-
ment officials around the country. Services offered at no cost
through the HiV/AIDS Project include an information clearing-
house, publications, technical assistance, and meetings and
wotkshops. The update begins with a valuable background
description of HLV and ALDS, and includes the following sec-
tions: Caseload 1rends, Transmission, Women, Infants and
Children, Adolescents and Young Adults, Costs, HIV Drug
Treatment, Medicaid/Medicare, Testing, Reporting, Confidenti-
ality, Partner Notification, Health Care Wotkers and Patients,
Blood Supply, Criminal Penalties, Sex Offenders, Discrimina-
tion, Education and Awareness, Needle Exchange and Inject-
ing Drug Use, and Worker Notification. A chart outlines mis-
leading vs. more accurate phrascology about HIV/AIDS, such
as AIDS virus (misleading) vs. HIV (more accurate), HIV virus
vs. HIV, AIDS test vs, HIV antibody test, and AIDS victim vs.
PLWA {persan living with AIDS). An cvaluation cuestionnaire
is also induded. For further information about the project,
conlact: Tracey Hooker, Policy Specialist, National Conference
of State Legisiatres, 1560 Broadway, Suite 700, Denver, CO
80202, 303/830-2200, fax 303/863-8003. Price: Copies of the
updare are available free of charge.
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AMONG FRIENDS: Hospice Care for
the Person with AIDS

Robert W. Buckingham, DiPH

Buffalo, New York: Promethens Books,
1992, 191 pp., $19.95.

In Among Friends: Hospice Care for
the Person With AIDS, Dr. Robert W,
Buckingham incites the reader's con-
science by identifying hospice as a
“moral notion...addressing the issues of
quality of life and how people ought to
die.” Intrinsic to this moral notion is the
congcept of choive; choice only exists
when there are options. The contempo-
rary AIDS movernent has struggled for a
decade now to create care and treat-
ment options for le living with
AIDS,OBPuCkinghampeggtailsvtifnhg;lt the hos-
pice option offers for people with AIDS
who are approaching the final stage of
their illness, although it is a care alterna-
tive that seems to be reaching fewer
than o of the peopie wha die
of AIDS. While presenting a wide tange
of information about hospice and ATDS,
Buckingham’s book is diminished by
failing to adequately embrace impor-
tant elements of the struggle to live
with AIDS, through topics he has failed
to emphasize and Janguage he has

OSeIL,

The book draws upon Buckingham’s
work with more than 1,700 terminal
cancer and AIDS patients, beginning
with his participation in founding the
first hospice in the United States. The
book is intended as a resource patticu-
larly “for caregivers, for people with
AIDS, and for health professionals.” The
diverse topics covered include the his-
tory of hospice, why haspice is needed,
its philosophy of care and advantages,
the hospice approach to medical treat-
ment, emotional and social issues, the
cost of care, and how to develop dl]lﬂos—

ice programs. Special focus on chil-
l31'6{1 (2,789 cases of AIDS in chifdren
under 13 were recorded through 1990)
and on suicide (the rate for men be-
tween the zges of 20 and 59 is 36 dmes
greater when AIDS is involved than
when it is not) provides vahiable infor-
mation about two increasingly impor-
tant concerns in AIDS care.

The trearment of these topics ranges
from intimate, life-affirming lessons
gleaned from the author’s “paticnt-
teachers,” numerous insightful case
studies and first-hand acoounts, to tech-
nical discussions of oppottunistic infec-
tions and their treatment. He succinaly
describes what hospice has to offer and
the barriers that need to be overcome

-— both by hospices and the larger
community — in order to best meet the
needs of people with AIDS.

Buckingham identifies the most
unique and compelling elemerts of
OF ot 2. progrs oy th ermpialy
of care and a program €
ill. It is not necessarily a fadility.” Mis-
conceptions of hospice as a place 1o die
when everyone has given up can lead
1o its preemptory rejection by people
with ATDS and their caregivers. As he
points out, it is a “flexible concept” of
care that can be brought into any set-
ting, i.c. at home, in a residential facility,
Or in a nursing home.

Hospice uniquely offers the strategy
of using a multidisciplinary team that
brings the insights and resources of
medicine, nursing, social work, physical
therapy, pharacology, and ral
care to focus on the needs of not only
the person who is ill but also the larger
family unit, whether hiological or cho-
sen. Hospice is patient-oriented, not dis-
ease focused. Undetscoring the impor-
tance of choice, hospice empowers the
Eatient who “must be considered the

ey meraber of the team,” even if the
patient is a child. There is an emphasis
on bereavement care for family mem-
bers, which with AIDS can mean on-
going support services, such as those
for orphaned children. Hospice is a
cost effective alternative to acute hospi-
talization, which, as Buckingham
peints out, is 10,5 times more expen-
sive. The value of hospice is that at a
particular moment it offers a humane
alternative to costly, unneeded and/or
undesired acute hospitalization. Hos-
pice is a form of weatment that empha-
sizes comfort, symptom and pain con-
trol, and the goal of maintaining the
quality of life until it ends.

Budkingham explores why many of
the 1,800 hospice programs in the
United States and people with ATDS are
not a comfortable match. In their short
history, hospices have developed tradi-
tions and protocols that are obstadles to
serving people with ATDS well, and the
nature of AIDS brings demands for ser-
vice changes and expansions.
Buckingham confirms that *hospices
now serve only a small percentage of
terminally ill patients” and refers to ob-
staces that particularly affect the partici-
pation of people with AIDS, These in-
clude the expectation of a primary
caregiver in the home, the limited num-
ber of hospices that are Medicare certi-
fied, the need for certification that the
patient only has a six-month life expect-
ancy — 4 prognosis extremely difficult

to make about AIDS, concerns about re-
imbursement for the high cost of medi-
cations, and the lack of awareness
about hospice in the iarger community
as weil as among medical practitioners.

Buckingham gives special attention to
the problem of inadecuate reimburse-
ment rates from Medicaid, an increas-
ingly important issue as more people
with AIDS come under its coverage due
o limited or no private insurance. De-
fining palliative care — hospice’s medi-
cal approach — is particularty problem-
atic in light of the range of aggressive
treatments that would normally be pro-
hibited in hospice but are avaiirable o)
people with AIDS. He stresses the right
of patients to make decisions about
their medical treatment and provides a
phitosophical base for a flexible hospice
approach, affirming that “even the most
aggressive medical treatments are
merely palliative,” however, he does not
fully address the administrator’s fears
about how to pay for such trearments.

Simnilarly, on most of these issues
Buckingham leaves the reader
uninspired. He cites few examples of
those hospice programs that have suc-
cessfully overcome these barriers and
does not suggest or detail a strategy for
change, instcad he limply offers, “we can
only hope for competent and caring pro-
fessionals who can enable the dying to
leave this world with dignity and who
can lend support to those of us left be-
hind,” or discouragingly observes that
“the obstacles inherent in developing a
hospice program..loom large.” Moreover,
his claim that “hospice centers prowide
the best alternative for the care of people
with AIDS,” seems to negate the devel
oping continuum of care in which hos-
pice can play an importarit role.

The important message contained in
this book suffers from language that can
be insensitive and stigmarizing.
Throughout the book, Buckingham
uses fatalistic phrases such as, “The ma-
jority of people with AIDS..must resign
themselves to the fact that...they will die
of this illness at a very early age,” and
“AIDS is a miserable disease; those af-
flicted with it know they are going to
die” They belie nal and commu-
nity efforts to live with AIDS, to demand
social and political commitment to seek
solutions, and to affirm life while facing

death, In addition, the author
does not explore the painful and con-
flicing process of choosing haspice by
padents who are young and struggling
with the hope for curative reatments.

In ene instance the author's language
borders on the hysterical: “...caring for
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the AIDS patient can be very deadly...”
In the chapter on children with AIDS he
makes reference to “attitudes that nor-
mai children have about AIDS” (em-
phasis added). He writes that “due to its
relationship to intravenous drug use, pe-
diatric HIV infection is most often a dis-
ease of poverty” a staternent that
equates injection drug use with poverty
and stigmatizes the poor as an agent of
AIDS — as has been done to homo-

Buckingham has given surprisingly
linle attention to the impact of AIDS on
people and communities of color and
the challenge that this ts to hos-
pice, which largely is staffed by white
professionals serving white middleclass
patients. National hospice leaders call at-
tention to the failure of hospice to ad-
equately reach outside this population,
a situation that is exacerbated by AIDS.
Buckingham fails to address the need
for the development of socially and cul-
turally sensitive services and the chal-
lenge 10 increase peaple of color on
hospice boards and staff. Similarly, he
fails to pussue the implications and chal-
lenges for hospice by the significant in-
cidence of people with AIDS who are
who are current or former injection
drug users, a reality that challenges
medical treatment, social support, and
case management efforts.

His advice about dealing with lifestyle
issues recommends “putting aside one’s
personal feelings or prejudices about
the patient’s lifestyle or background” in-
stead of promoting education programs
that help hospice siaff confront their
feelings and prejudices so that they can
truthfully ana meaningfully deal with
them. Who would want to receive per-
sonal and pastoral care in death by
someone who has just “put aside” his or
her prejudices about them?

Buckingham chose o devote a full
chapter to first-person accounts from a
hemophiliac family dealing with AIDS
rather than the family of someone who
is gay, a family of color, or the family of
a drug user. The account in the book is
intimate and revealing, however, a
broader choice might have provided a
more relevant example of the growing
reality facing all AIDS service providers.

Overall, Buckingham covers his su
ject matter with depth and insight; an
exception is the chapter on developing
hospice programs. The topics presented
— planning, organizational structure,
forming committees, developing pro-
grams, and effective staffing — are dis-
cussed too briefly to be either practical
or inspirational, and fail to underscore
the critical role that talented and dedi-
cated personal leadership has played in
seeding the hospice movement and the

founding of individual programs. The
author also fails to expl%re the possibil-
ity of hospice programs working in con-
jundtion with the many AIDS service or-
ganizations that are proliferating
throughout the country. His develop-
ment model is professional and aca-
demic while program development is
often idiosyncratic, spontaneous, and in-
cremental, at least in the founding
stages. It exemplifies the difference be-
tween teaching what should be done
and explaining how things actually hap-
pen. This chapter would be better
served with a description of how hos-
pices actually began and how they be-
gan o serve people with AIDS,

Buckingham's book informs, but it
also disappoints. There is a substantial
AIDS care community whose struggle
would be strengthened by the fuller
participation of hospice and the book
conveys an implicit challenge for hos-
pice to respond. However, hospice
needs to acknowledge and connect
more explicitly with the “AIDS rage”
that runs like 2 tremor throughout the
AIDS commwnity and in the lives of
people with AIDS, confronting what
most would consider “the inevitable”
with a defiance caplured by the words
of Dylan Thomas: Do not go gentle tnfo
that good night. Rage, rage against the
dying of the lght, Would that this book
had connected with that rage and pro-
jected the force and call to action im-
plicit in this important “moral notion”
that is hospice.

Reuviewed by fim Metzinger, MSW,
consultant io the AIDS and Hospice
Project of the Peter L. Butteruteser Fund
of the Tides Foundation, San Francisco,
California.

IF A PARTNER HAS AIDS: A Guide to
Clinical Interventions for
Relationships in Crisis

R. Dennis Shelby, PhD

Binghamton, New York: Harrington
Park Press, 1992, 267 pp. + Index,
$14.95 pb.

If A Pariner Has ATDS by R. Dennis
Shelby is an excellent description of
the process through which a gay male
couple proceeds when one or both
partners is diagnosed with HIV/AIDS,
This book is ptimarily a clinical work
that grew out of the author's private
psychotherapy practice and doctoral
research in Chicago and San Francisco.
As such, it provides a unique, thor-
ough, and pradical account of the
mourning process of gay male couples
affected by AIDS.

The book is written in a classic aca-
demic format: inroduction, a review of

clinical literanare on HIV/AIDS specifi-
cally related to mourning and grief and
gay/lesbian relationships and a review
of Self Psychology literature, research
methodology, results, and clinical impli-
cations and applications. Howevet, this
is by no means a dry presentation of
data. Shelby has written a bxxok which
is 4 captivating example of clinical re-
search at jts best and most applicable.

Shelby employs the conceptual
framewaork of Self Psychology, an ana-
Iytic approach that utilizes the theory of
the development of the ‘self as that
which is “the embodiment of self
esteem...and develops through interac-
tions with self-objects...in the direction
of an entity that is able to internally
regulate self esteem, calm and soothe
the self and set appropriate but chal-
lenging goats.” His explanations of Self
Psychology ofien seem tedicus, espe-
cially when juxtaposed against the capti-
vating case presentations. Granted, this
book grew out of the author's doctoral
research and as an academic work ne-
cessitates such desariptions. However, to
the degree included in this publication it
seems somewhat overstated. Clinicians
working with this population and others
who may use this g(c))ok to assist them in
living with a partner with AIDS, would
benefit perhaps from more expansion
of intervention strategics as opposed to
theoretical exposition.

The substance of Shelby's work is
contained in his presentation of findings
from the perspective of the gay male
partners of men diagnosed with ATDS.
He presents the experiences of these
men as they progress through nine “cat-
egories of experienoe” which span the
client’s entrance into the stages of his
partner becoming ill, from his adapta-
tions to the progression of the illness
and the death of the partner, to the sin-
gular journey of the surviving partner
and, uliimately, his transition 'Back Into
‘The World.

By utilizing contemporary under-
standings of theory as a natural result
of research, Shelby details the catego-
ries of experience by relating actual
events of his clients’/subjects’ lives.
Thus, he presents his research by tell-
ing the stories of the people with
whom he worked. This is not an over-
sitnplified, step-by-step approach to
the loss of a partner to AIDS. Readers
are led through the complex web of a
partner accompanying his spouse
through the course of initial diagnosis,
physical decline and death, while si-
multaneously experiencing their own
process of potentially, if not actually
becoming HIV positive or contracting
ATDS. Through these accounts, the cat-
egories of experience continuaily de-
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velop and re-emerge more as descrip-
tions of the experience rather than a
strict format or process. Shelby contin-
ues this style ofp presentation through a
reconsideration of mourning theory as
well as specific intervention strafegies
which are practical as well as timely.

Ulimately however, this is & book
about relationships itrevocably changed
by a chronic, fatal illness. Shelby has
fully captured this “immense joumney”
with a striking dlarity of respect for his
clients. Perhaps the most appealing as-
pect of this book is that it never falls
into easy explanations or overly gener-
alized assumptions about partness of
people with AIDS. Many clinicians
working with this client population
have found that most attention is fo-
cused on the partner who has the il-
ness at the expense of then having any
effective way to address the needs of
the surviving partner. This book pro-
vides effective strategies for the clinician
to; be more fully prepared to handle this
crisis withir a broader context of the
many dimensions of a relationship that
continues to develop and change, espe-
cialty while the partner is still living, and
not just focusing on what occurs after a
partner has died.

Finally, it is profoundly significant that
Shelby has presented his work from the
perspective of gay male couples. He re-
mains clear to his intent to simply
present the observations of an incisively
accurate observer, And in so doing, he
accomplishes something that many pro-
fessionals dealing with this sifuation
have missed - i.e., in being the first
distinct group of people to be affected
by AIDS in the United States, gay men
have provided the entire health care
community with a model for dealing
with this disease. Much of the current
education and non-gay media seemn
only 1o be able to approach AIDS by
saying that it affects “all people.” In-
deed, everyone is vulnerable to AIDS,
But the broader health care community
seems only to recognize AIDS as impor-
tant because non-gay people and non-
injection drug users are also getting sick
from this disease. Thus, those of us who
have done most of the initial work in
this field in the United States, gay men
especially, become disenfranchised and
ignored in attempts to make the issue of
HIV/AIDS palatable 1o the general
population. Through his talents as a cli-
nician and researcher, Shelby has held
high the experiences of his subjects and
clients as hathingers not of doom, but
of dignity and dedication. These gay
men provide, through their tenacity and
dedication to their partners, an example
that can stand with integrity as an ex-
ample truly for ali people.

Reviewed by Chuch jones, MA, thera-
pist in privaie practice and with Seattle
Counseling Services for Sexticl Minori-
Hes, Seattle, Washington.

AIDS: The Drug and Aloohol
Connextion

Larry Siegel, MD & Milan Korcok
Center City, MN: Hazelden, 1989, 105
pp-, $10 pb.

THE CAREGIVER’S JOURNEY:; When
You Love Someone with AIDS

Mel Pohl, MD, Denniston Kay, Ph &
Doug Toft

Certter City, MN: Hazelden, 1990, 237
pp-, $10 pb.

CIRCLE OF HOPE: Qur Stories of
AIDS, Addiction and Recovery
Perry Tilleraas

Center City, MN: Hazelden, 1990, 364
pp., $10.95.

THE COLOR OF LIGHT: Daily
Meditations for All of Us Living with
AIDS

Perry Tilleraas

Center City, MN: Hazelden, 1988, 400
pp., $9 pb.

LIVING IN HOPE: A 12Step Approach
for Persons at Risk or Infected with
HIv

Cindy Mikluscak-Cooper, RN & Emmett
E. Miller, PhD

Berkeley, CA: Celestial Arts, 1991, 319
pp-, $12.95 pb.

PREVENTING AIDS in Drug Users
and Thelr Sexual Partners

James L. Sorensen, et al

New York: Guilford Press, 1991, 220
Pp- $22.50 he,

Books about HIV and AIDS invatiably
betray political and philosophical
stances about life, death, disease, iden-
tity, and sexuality. Literature about sub-
stance use and abuse consistently in-
cludes subtexts on many of the same
topics, though sometimes less visibly so.
These six bocoks are among a growing
bady of literature that explores the inter-
section of HIV infection and substance
use and abuse. This territory is comnplex
and subject to considerable theoretical
confusion and even more murkiness in
practice. A critical set of evaluative ques-
tions ought to be asked about each:

* How does the book frame the na-
ture of addiction, and by extension, the
identity of the addict? To what ideology
of addiction does the book subscribe?

s To what degree does the book ef-
fectively address specific complexities

that lie at the intersection of HIV and
chemicals? For example, a significant
mumber of people with HTV disease,
wha are also recovering from sub-
stance abuse, have had to confront
pain, which required some pharma-
ceutical intervention. For example,
how does one take morphine for pain,
when it is the very drug one used to
be addicted to? :

» To what end does the book con-
sign people with HIV or AIDS? To what
end does it consign addicts? '

*» To what degree does the book rec-
ognize and respect, inasmuch as it is
due, cultures of addiction?

= To what degree does the book
champion recovery as a human right,
not merely as a strategy to return pro-
ductive laborers to the wotkforee?

AIDS: The Drug and Alcobol Connec-
tion is perhaps the least satisfying of the
six books on most counts. Marred by
ohsolete references (e.g., “ARC”) and an
overabundance of military metaphors
describing the operations of HIV, the
book feels like a hastily assembled cot-
lection of atticles. Some of the informa-
tion is unnecessarily timid, for example,
Siegal notes that denying treatment to
people with HIV is discriminatory, but
fails to note that it also violates a host of
state and federal laws and could subject
the practitioner to litigation. He suggests
that addicts ought to clean their wotks,
yet fails to provide any detailed infor-
mation — admittedly, a sticky topic for
substance abuse counselors and
addictionologists, but nevertheless es-
sential,

Siegal’s perspective on addiction is
middle-of+he-road, a reflection of the
so~called Minnesota Model. That in itself
is not objectionable, however, because
he fails to address the realities of
women, people of color, and gay/les-
bian/bisexual people, he reflects the
limitation of that model. The people he
addresses are white, probably male,
and most likely heterosexual.

Nevertheless, there are some redeetn-
ing aspects to Siegel's book. He consis-
tently refuses to treat HIV and AIDS as
synonymous, and he contends that
AIDS docs not equal death. He includes
an inferesting and important discussion
about differentiating between
neurocognitive impairment due to AIDS
and similar impairment caused by long-
term drug use. His discussion of HIV
antibody testing is particularly well-bal-
anced, avoiding simple and thoughtless
recommendations {0 test or not to test.

The Color of Light and Circle of Hope
were written by Penry Tilleraas, a Min-
nesota AIDS activist and recovering al-
coholic who recently died of AIDS.
Both books seem to emanate from the
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inside out and convey a consistently op-
timistic message. The Color of Light is a
book of daily meditations, of which
many variations are popular in the re-
covery literature, writien for “all of us
living with AIDS.” Throughout the
course of a year's reading, the daily
meditations address alimost every aspect
of HIV or AIDS the reader might be fac-
ing. I have met recovering addicts with
IV or AIDS around the country who
read Tilleraas' daily readings for ongo-
ing support and encouragement — a
better recommendation could not be
made.

Circle of Fope, the followup to The
Color of Light, is patterned after the so-
called Big Book of Alcoholics Anony-
mous: several short, introductory chap-
ters that illuminate main issues and
themes, followed by a much longer sec-
tion of first-person stories of peaple in
recovery with HIV or AIDS. It is a beau-
tiful book, sometimes dark and painful
as individuals recount the horrors of ad-
diction, childhood abuse, sexism, ho-
mophobia, and racism, but atways, in
the end, bright with wisdom and light.
Neither The Color of Light nor Circle of

cgiare meant to be linear expositions
they are forums for stories, tales
of lives.

Especially important in C¥rele of Hope
is Tilleraas’ discussion of “sober addic-
tion” — the idea that recovering people
can take medications for pain manage-
ment without signifying “relapse.” He
offers some strategies for successtul pain
management without relapse, but the
topic deserves more, and more intricate,
treatment,

I have only two reservations about
Tilleraas’ wotk. First, his style is some-
times too “new-agey” for me {an admit-
tedly personal bias). Although I realize
that new age philosophies certainly
have something significant to contribute
to the expericnee of people living with
HIV or AIDS, the assertion that the indi-
vidual is responsible for her or his own
disease, or that disease is merely a
manifestation of internal spiritual imbal-
ance, is dangerously punitive in its ef-
feat. Perry never quite crosses that bor-
der, but he straddles it frequently.

Second, all of the stories in Tilleraas’
books presume that the reader or sub-
ject is alreacly in recovery, and more

sriapeaﬁcally, in a program of recovery

t revolves around the Twelve Step
program model. Problems and issues of
people with HIV or AIDS who, at least
for the moment, have no interest in dis-
continuing chemicals are not addressed.
Harm reduction models, for example,
do not measure success by the presence
or absence of chemicals in one’s body;
they rather look at measurable inctica-

tors of quality of life, and whether they
improve over time.

Despite those caveats, Tilleraas’ books
are remarkable and beneficial — and if
a friend in recovery is diagnosed with
HIV antibody, they arc the books 1
would be most likely to offer as a
source of practical wisdom and support.

Hving tn Hope grows out of the same
philosophical ground as Tilleraas' work,
with minor variations. Springing
from the experience of the growing “HIV
Anonymous” movement, which is based
on the Twelve Steps of Alooholics
Anonymous rendered in the language of
HIV/ATDS, the book has much to recorr
mend it as a manual for emotional and
spititual healing. Like Tilleraas, the au-
thors believe that “We must go beyond
the Hollywood-inspired, simplistic view
that healing means suddenly
away your autches and walking off into
the sunset.”

Not unlike the classic AA work,
Tivelve Steps and Twelve Traditions, -
ing in Hope is laid out one step at a
time, and attempts to explore the mean-
ing, implications, and practical benefits
of each. Thus, the First Step becomes
“Admitted that we were powetless over
being at risk of or infected with the
AIDS vitus, and that our lives have be-
come unmanageable,” and so on.

It is essential to view this book as
what it is, and what it is #0f— which is
sometimes problematic because of the
terms the authors too casually employ.
For those familiar with the sense and
syntax of Twelve Step programs, and
who view the experience of HIV infec-
tion as an opportunity to “take care of
emotional and spititual baggage” that
may be preventing movement toward a
higher ground of health, Living in Hope
will probably prove an indispensable
guidebook. For others, it may be alien-
ating, since like so many Twelve-Step
programs, it relics on traditional, and
culture-bound, notions of spirituality
(c. g the inclusion of a number of Chris-

tian prayers presented as aids to heal-
ing). Still, it is affirming, encouraging,
and sometimes even liberating, and, un-
like many “self-help” books, offers a
wealth of practical strategies for con-
fronting emotional traumas.

T admit to being somewhat uncorm-
fortable with the authors' fundamental
assumption that atcoholism and HIV in-
fection are much the same, and that
therefore, the twelve steps are the ap-
propriate response to each. (Even fur-
ther, the authors are occasionally fervent
about the steps, e.g., “we believe every-
one on the planet could be helped in
they lived their lives by the principles of
the twelve steps.”) Even as an advocate
of the twelve step philosophy, I am un-

about admissions of “powetless-
(refgg and “unmanageability,” especially
as applied to HIV. And for many people
— women, people of color, gay men
and lesbians — powerlessness is a con-
dition to be rej in the necessary
reclamation of power and identity.

[ have some linguistic quibbles with
the book as well. HIV is not “the AIDS
virus,” and only fosters the belief the au-
thors claim to abhor: that HIV = AIDS =
Death.

1 predict that the “HIV anonymous™
movement will grow rapidly in the com-
ing years, especially as the proposition
that “HIV is & chronic, but manageable
illness” begins to replace current canons
of inevitable famlity. As it does, this book
will be an essential volume, and others,
yet forthcoming, may surpass its short-
comings.

A fifth book, The Caregiver’s Journey,
may nat be an obvious candidate to re-
view in a subset of volumes on HIV and
substance abuse. Tt is not spedifically
concerned with the subject, but ends up
being significantly so, if for no other rea-
son that the principal author, Mel Pohl,
was the former Medical Director at the
Pride Institute in Minnesota, a substance
abuse treatment program for gay, les-
bian, and bisexual people whose dient
population is, on the average, 50% HIV-
infected,

Pohi, Kay, and Toft propose that
caregivers of people with HIV or AIDS,
whether they are acting in a professional
or non-professional capacity, typically
pass through a series of “stages” in the

Aduping, Consing, and Coliding Fach

Al Co Ea
stage demands that the careglverg travel
through four phases: Learning, Working
with Feelings, Taking Action, and Accep-
tance. If this topography of human ex-
perience alreacdy seems confusing, then
one has already encourntered the central
deficiency of The Caregiver’s Jotirriey—
its mapping of stages and phases, while
sometimes iluminating in the particular,
is far too overwhelming and simplistic in
the general. The catalogs of reality are
neat and linear; fife is more often messy
and circular.

Many of the topical ditemmas outlined
in the book mvgﬁe substance abuse. In
those cases, The Caregiter’s fourney is
often helpful. It is in their discussions of
the role of codependency and its affect
on the caregiving relationship that Pohl,
Kay, and Toft have the most insightful
contributions to make. They offer broad
cautions as well as concrete strategies to
assist caregivers.

However, the remaining discourses
are forced into constructions of stages
and phases that cannot support the
weight of the argument, or the form of
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the: feeling, There is a notable lack of
specifics about the four stages. And this
book will only be useful when but-
tressed with a number of other works:
Tilleraas’, for example, and the Los An-
geles AIDS Project’s ATDS: A Self-Care
Manual.

Preventing AIDS in Drug Users and
1heir Sexual Partners is an invaluable
resource for HIV service and education
professionals, substance abuse counsel-
ors, and policy makers, Tts tone overali
is respectful of addicts and people with
HIV (espedally in undedining addics’
ability to adopt health-enhancing behav-
iors and to support those behaviors in
other addicts), and is based on solid, re-
liable research and data. Preventing
AIDS also displays considerable culture-
and gender-sensitivity throughout
(rather than merely treating women and
people of color separately, apart from
main themes), a characieristic that is still,
unfortunately, uncommon in social sci-
ence research.

Preventing AIDS is constructed in
three main sections. The first outlines
and summatizes background informa-
tion on HIV, needle use, and sexuality.
The authors make cogent cases for ex-
panded drug treatment access, cultural
sensitivity in the design and implemen-
tativn of HIV/AIDS prevention pro-
grams, widespread condom and bleach
distribution, and needle exchange
(though they recognize the controversy
surrounding it). The second section sur-
veys intervention strategies, induding
primary substance abuse treatment,
group counseling, and individual coun-
seling. There is an impressive chapter
about reaching women who are sexual
partners of male injection dnug users; it
reflects a great deal of sensitivity to
women’s realities and conditions. The
third section discusses social and policy
implications derived from the presenta-
tions in part one and two.

The volume is targeted toward pro-
fessionals, and as such, occasionally suf-
fers from the absence of fist-person
viewpoints. It does not address some of
the particular difficuliies faced by recov-
ering addicts with HIV disease (such as
pain management); it concerns itself
more with internapting HIV transmis-
sion. Within those limitations, however,
it is a balanced and progressive digest
of cutrent knowledge and research, and
a call for essential change in social and
political policy and practice.

Reviewed by Farl Pike, AIDS Guideltnes
pecialist, Chemical Dependency Pro-
gram Division, Minnesota Depariment of
Human Services, St. Paul, Minnesola.

Election Year
1992

If you are not
currently
registered in
your local
election district,
SIECUS urges
you to

REGISTER
TO
VOTE!

Reproductive

) e -\N N Ideal for

AIDS Education

Condom & Foam
Demonstrations

SOFT = DURABLE « SIMPLE
EXPLICIT * PORTABLE
REALISTIC

jim jacksen and company
33 richdale avenue
cambridge, massachusetts 02140

(617) 864-9063 free brochure

sl
| ous ‘groiips:” This issue of the
? _:SIFCUSRepoﬁhasbeenap- : _
proved by the Program Review

A Nate Fram tbe

Executive Director

The articles in this HIV/AIDS is-
sue of the SIECUS Report address
sexudl-issues for persoris with
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with federal funds “emphasize
the ways by which. individuals

i can fully protect themselves: from
" acquiring the virus. These meth-.
. ods include abstinence.. from

- _sexual intercourse exceptina -
. mutaally monogamous relation-

. -ship with an uninfected partner.
- For those-individuals who do not

nnot cease risky behaviors,

- ‘methiods of reducing their risk- of

acqumng or spreading the. virus
must alse be commumcated

- Such messages can-be controver- -
- sial. These principles arein-

- tended. to provide. guld:mce for
" the development and'use of edu-

cational miaterials, and to require -
the establishment of Program Re-

- view Panels to consider the ap-.

ypriateness of messages de-.
ed to communicate with vari--

port-wis funded under the U.S.
. “Centers for Diséase Control Co-.
' “operative Agreement #(J62 CCU
2011 28-04. SIECUS is gratefu]. o

the’ Program Review Panel for

- their comments and suggestions:
:’Ronnie Billini, associate director -
© of Client '%crwces Minority AIDS'

Task: Force; Maureen Corry, dep-
uty director of Community Ser-

“vices, March of Dimes Birth De-

fects Foundation; James M.
Holmes, MPH, coordinator of.
training, Department of Educa-
tion, Gay Men's Health Crisis;
Ron Moglia, EdD, director of the
Human Sexuality Program
(SEHNAP), New York University;
Inca Mohamed, Adolescent Pro-
gram specialist, YWCA; and John
Vogelsang, PhD, consultant, Na-
tional Council of Churches,
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- .aspects of HIV, i

" Reichard, Officé

- residential frainiri]
| sexuality, HIV/A |
- will be offered twice in

Conference and Sem1nar Calendar

NATIONAL MENTAI. I-IEALTH ASSOCIATION’S 1992

SCIENTIFIC SYMPOSIUM NEW CONCEPTS IN

- MENTAL HEALTH TREATMENT AND RESEARCH
OVER THE LIFESPAN,” Augusr 9-11, 1992, Cospon—

- sored by the MHA-South Garolina, the MHA-Lowcoun-

" try, and the Medical University of South Carolina’s -

Institute of Psychiatry: Charleston, Notth Carolina, -

Contact: National Mental Health Association, 102 Prince

Street, Alexandna VA 22314 2971, 803/ 792 4012

VI INTERNATIONAL CON'FERENCE ON A]DS
EDUCATION, “THE SECOND DECADE OF HIV:
PATHS TO PURSUE,” Aigisi 16-19; 1992 Sponsored
by The International Society for AIDS Education and”

- The George Washington University Medical Center. _
Will focus on improving the effectiveness and inclu-
~ siveness of HIV/AIDS education through skills building
- workshops, presentations, and petspectives on HIV

. ~workshops wilk. be: _eonducted an introdction to-.
irding biology and transrmssxon _
. history, effects, and therapies; and a training institute:

PI.ANNED PARENTHOOD FEDERATION OF
AMERICA’S (FPFA) 1992 ANNUAL CONFERENCE,

“FACES OF PRO- CHOICE AMERXCA October 21-25, . .

1992. Professionals in-health care and human riglits -
will meet to’exchange ideds and to preserve and
improve reproductive’ ‘health care services for alt-

women and en; Hyatt Regcncy Chlcago Chlcago,

Illinois. Contact: PPFA; 810 Seventh Avenue, New. YOfk
NY 10019, 212/261 4603 fax 212/’?65 4711

NATIONAL COUNCIL OF FAMILY RELA’I'IONS’

* (NCFR) 54TH ANNUAL CONFERENCE, “FAMILIES .

gnther 5-10, 1992, W“lll feature. f0cus

" groups werkﬁuhmps speakers posters Symposia,

exhibits, and a video festival. 'Will offet an online E

: pubhcanom database; Inventory of Marriage and

. for HIV prevention educators on dealing with issues of

" sexuality as they-relaté to risk recuction, Ritz Carlton”

- Pentagon City, Arlington Virginia: Contact: Daniel E. EL
f Continuing. Medical Education, The S

- George’ Washmg niU ity Medical Ceriter, 2300 K
Street NW, Washmgton DC 20037 202/994 4285 -

ANNUAL NOR’I’HWEST msrmmz FOR'

- COMMUNITY HEALTH EDUCATORS, “NICHE '92,7

" August 17-21 & Notember. 2.6, 1992. At ‘intensive,
verit, for professmnals working in
mily planning education
92, Contact: The Center for. -
' 00 “Towe ‘Building, 1809 Seventh

- 16 _06/447 9538

. Health Training,

T BAY AREA PHYSICIANS FOR HUMAN RIGHTS’
" (BAPHR) & AMERICAN ASSOCIATION OF -
' _PHYSICIANS FOR HUMAN RIGHTS' (AAPHR)

+ SYMPOSIUM 1992, “IN'THE AGE. OF AIDS: ISSUES -

- AND DISCUSSIONS; HEAL'ITICARE PROVIDERS
. TRETCHING TI'IEIR LIM[TS,‘” August 20, 21, 22,
. ' ‘an Annual AIDS Update: “Strategzc
Plarmmg for the Sccond Decdde,” a day devoted to the
“issues of healthcare. workers with- HIV, panels wo
student workshops, and workshops covering ongoing:
as 'well as subjects new 1o the Symposium such a5 TB
-and homelessness. Wiil prowde an update on current
lesbian and gay health care issues in order to increase
participants’ knowledge base and to enhance their
practices. In addition to its annual meeting, AAPHR
will celebrate its 10th anniversary with 2 dinner and
awards banquet on August 22nd. Cathedral Hill Hotel,
San Francisco, California. Contact: BAPHR/AAPHR
Symposium 1992, AAPHR, 2940 16th Street, #105, San
Francisco, CA 94102, 415/255-4547.

Family Literafure: IMF L}; with topics. that. include:

' : REPTUdUCUVG 195118 Marrlage/ Famﬂy Counselmg aﬁd
- from people. living with. AIDS. Two’ preconference o _ :

' "'3-.“Sexual Orieni;atlo 5 g
. '_ Chent ? and'f

" CLINICAL PRA'_' -CE ;anumy 28 30, 1993 COSPOT"

“sored by the: Assocmtion of Reproductive Health.
“Professionals. (ARHP). and the Natiohal Association- of
-Nurse Practitioners in Reproducnve Health (NANPRI—I)

For physicians in obstetrics/ gynecology, family: prac-

“tice, pediatrics, and: other specialties, nurse practitio- -

ners, educators, and other caregivers and professionals. . -

t0 gain new perspectives -and practical applications
through a multidisciplinary approach. to diverse
reproductive health issues. Will feature a multi- media
room, a syllabus book summarizing all presentations,
and a 30th Anniversary event sponsored by ARHP,
Disney's Yacht Club Resort, Orlando, Florida. Contact:
Martha Pidal or Wayne Shlelds ARHP/NANPRH Annual
Meeting, 2401 Pennsylvania Avenue NW, Suite 350,
Washington, DC 20037-1718, 202/466 3825, fax 202/
466-3826.
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