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The Impact of AIDS
on Women
Nancy Padian, MS, MPH

After several yea~ of surveillance and study of the AIDS
epidemic, scientists still ask many of the same questions about
heterosexual transmission and AIDS in women that they had
asked in the earlier days of the epidemic. Although there have
been confirmed reports of pe~ons infected with the AIDS virus
as a result of heterosexual transmission, the epidemic in the
United States still remains largely confined to gay and bisexual
men and intravenous drug use~1. This situation contrasts starkly
to the epidemiology of AIDS in central Africa, where AIDS is
considered a heterosexual disease2

Untested hypotheses abound to explain this inconsistency
in distribution. One set of hypotheses suggests that distribution
and transmission will remain distinct across continents 3. These
hypotheses cite the importance of certain risk facto~ such as
concomitant infections 2 unusual sexual practices4

, undocu
mented parenteral exposures 3.5, or virus sub-type variations
that make African heterosexuals more vulnerable to infection
than American heterosexuals.

Other observers suggest that heterosexual transmission is
likely here6 and that the spread of AIDS in central Africa diffe~

only because the disease has had a longer history there. Thus,
the African experience reveals what could happen in Westem
nations.

Seroprevalence Studies
Current knowledge and assumptions about the epide

miology of AIDS in women in Westem countries come from
surveillance data and from two types of studies. One includes
seroprevalence studies of large numbe~ of women who may be
at risk for acquiring AIDS infection. Other studies look at the
partners of infected or high-risk individuals. The seroprevalence
studies include examinations of samples of prostitutes. Infec
tivity rates vary in these studies from no infection in prostitute
samples from london and France 7

.8 to rates of 88% among
prostitutes in Rwanda9 .

Seroprevalence studies of intravenous (IV) drug use~ pro
vide information about heterosexual transmission as well. IV
dnug use has often been cited as the most likely means for the
spread of AIDS among heterosexuals. IV use~ not only risk
exposure through sharing needles but also from their sexual
contacts. Fifty-four percent of all women who have AIDS report
a history of IV dnug use. Furthermore, researchers attribute
AIDS in infants to perinatal transmission from women believed
to be infected through their dnug use.
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A partner study is the second type to focus on women and
AIDS. These studies are pattemed after sexually transmitted
disease control programs. The primary goal is to identify, test,
and "index case" individuals using serologic or diagnostic
criteria. Then researche~ examine viral transmission in the
partne~ of this index case. Medical, serologic, and epide
miologic data are then available for both men and women. Most
partner studies have examined the female partne~ of infected or
high-risk men. This group includes the female partne~ of IV
drug use~, hemophiliacs, and bisexual men. Infection rates vary
among these study groups, but most of them report at least a
10% rate.

Perhaps the most important information learned from all
these studies is that women can become infected through
vaginal intercou~e. Yet, researche~ have been unable to find
significant associations between serologic status and duration of
relationship, number of sexual contacts, or particular sexual
behavio~ 10. In part, this may result from small sample sizes that
do not provide enough statistical power to evaluate observed
associations.

"One gap in our knowledge ofAIDS
concerns the natural history of the
disease in women. All ofourassumptions
about the courses and spectrum ofAIDS
in women are based on assumptions
derived from longitudinal studies of
AIDS in men. "

Since both membe~ of a couple must agree to be enrolled,
partner studies are difficult to conduct. Nevertheless,
recruitment efforts should pe~ist so that risk factor analysis may
be refined. Special virologic studies should also be conducted to
examine issues such as the association between risk of infection
and the viral titer in the infected partner.

Unanswered Questions
The studies described above clearly show that AIDS can be

transmitted through heterosexual contact. Whether the
prevalence of infection among heterosexuals in this country will
ever approach that found in central Africa remains unknown.

Since the beginning of the epidemic. the proportion of
cases among women in the United States has remained constant
at 6.5 to 7%. To date, CDC reports less than 1% (44) of all AIDS
cases to be among men whose only known (and verified) source
of risk has been contact with an infected or high-risk woman.
This contrasts markedly with the 17% (222) of all AIDS cases
among women that has been linked to sexual contact with an
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men physically without exposure to or transmission of the AIDS
virus.

In this instance, denial may lend some saving grace. Among
the men in this small sample, those who denied causality be
tween their lovers' illness and their own susceptibility to AIDS
adapted more quickly. They were more likely to become en
gaged in new relationships and less likely to have fears about
contamination, even while being cautious about transmission.

In this population, research results that link bereavement
and depression to suppression of immune function are particu
larly relevant1.2 For the therapist, the question arises of how
much depression and dysphoria should be encouraged as cUents
work through feelings about their lovers' death. This is a dynam
ic question that usually must be related to each individual's
coping style and personality factors. Fortunately, it is most often
answered by the clients themselves as they move naturally
between the constituent phases of denial and acceptance.

Those who were primarily responsible for the day to day
care of their lovers had a much more difficult time emotionally
afterwards, particularfy.if they had had conflicts with their lovers'
families about the care. These men were caught in a stance of
protective vigilance at the moment of their lovers' deaths, a
tension-filled position which made relaxation very difficult.

A rigid idealization of the dead lover can occur, making new
boyfnends unwelcome. At the same time that our bereaved
patients longed for the closeness and support they gave to their
dying partners, they also compared anyone who approaches to
the idealized image of their partners. This tendency only served
to heighten their loneliness. In the last stages of his life, the
person with AIDS and his lover retum to a stage where romance
is extremely high and ego boundaries are loose. Problems arise
when the lover dies during this stage and leaves behind a fiercely
devoted widower.

As most relationships progress, aworking balance of auton
omy and dependence is negotiated and maintained. Because of
the inordinate dependency of those suffering from terminal
AIDS, th~ you~fu.lness of the men it attacks, and the untimely
Interruption to Intimacy that a lover's death brings, those who
are left behind have sacrificed their autonomy but later need to
regain it. Unlike a relationship which ends because of incompati
bility. here it is difficult to mobilize anger at the departed partner
as a means of resecuring one's sense of well-being and right
ness. In the special instance of bereavement, a therapist can help
the partner finish the dialogue of the relationship and prepare to
move on.

Finally, those who got involved with volunteer activity in an
AIDS organization recovered more quickly after their lovers had
died. Some reported that they found within these groups other
men who had similar stories to tell. Since the loss of friends and
lovers to AIDS has increasingly become a community-wide oc
c.urrence, a great deal of wisdom and support is available along
Side the great amount of pain the community experiences.

Paul Shearer, MSW, lCSW has worked with AIDS since 1983 as
~ coun~elo~on Ward 5-B ofsan Francisco General Hospital. He
IS also In pnvate practice in san Francisco with people with AIDS
and ARC.

leon McKusick, PhD is Proiect Director of the University of
California San Francisco AIDS Behavioral Research Proiect He
also practices psychotherapy in san Francisco.

gay man. Whereas this may honor the philosophical or spiritual
needs of the family, it can also be alienating.

If the family does not recognize the viability of their gay
son's lifestyle or the rights of his chosen partner to grief and to
decisions regarding the estate, conflict can result. The situation is
often extremely volatile, given the stress of all involved as well as
the emotional and financial stakes. It may be necessary at this
time for a therapist to mediate conflicts and, if alleviating con
frontation, smooth the transition process and cushion feelings of
anger and guilt in the family.

Like war, AIDS takes young people from their families. One
mother confided, "It's not supposed to happen this way; he was
supposed to bury me'" Becoming closer to a dying son may
awaken a parent's own reaction to the approach of death. If
helped by the compassionate clinician to integrate the experi
ence. there is a profound wisdom to be leamed by families who
do suffer this loss.

Counseling Bereaved lovers
When two people who love each other are separated by the

death of one, the survivor normally confronts confUSing
thoughts and feelings that ebb and flow without apparent pre
dictability. Certainly there is grief, one of life's more profound
emotional experiences, but also celebration and solace that the
dying is over. Characteristically, loneliness, memories, and heart
ache abound. It is a time of transition, when survivors reassess
their beliefs and relationships to the rest of the world. During this
time survivors often feel tearful, angry at the least provocation,
misunderstood by those who have not also sufferred loss, and
even guilty for no good reason.

Many survivors of lovers who died from AIDS are young
people who have never before experienced mortal loss, making
their pain all the more confusing. It is not uncommon to hear the
bereaved say, "I am going crazy." The clinician can offer simple
validation of the bizarre nature of his client's experience with the
reassurance that, yes, it is an enormous tragedy to lose a loved
one to AIDS.

During clinical work with six surviving male lovers of men
who died from AIDS, common characteristics were found that
may be helpful to a clinician approaching treatment of bereave
ment in gay men.

First. these men were experiencing bereavement in a com
munity which is itself becoming expert in the stages of bereave
ment, including denial. Each man seen for counseling com
plained that his friends were getting tired of hearing him talk
about his lover. All of them described pressure from their associ
ates to conduct their grief in various appropriate fashions.

At the beginning of therapy with these men, it was neces
sary to encourage them to use however much time they needed
to talk about, think about, have erotic fantasies about, or cry
about the loss of their loves, exclusive of any schedule. This
pennission alone seemed to help the process, because it coun
teracted whatever need the gay man's friends may have had to
bury the process of bereavement soon after the funeral.

After the death, the lovers became much more aware of
their own possible susceptibility to AIDS. a fear of contagion that
they suspended in order to remain close to their dying friends.
Moreover, they were acutely aware of what AIDS looks like and
were quite fearful of getting it from or giving it to anyone else.
Consequently, sexual repression and anxiety attacks about con
tagion occurred in the men treated.

The survivor often felt stigmatized by his association with
the victim. On becoming aware that he was seropositive with
the AIDS antibody, one man expressed gUilt that he had possibly
transmitted AIDS to his lover. Simple extensions of understand
ing and compassion appeared to help soften feelings of aliena
tion and to help lessen the person's horror of his own conta
giousness. Since the disease required exhausting schedules be
fore their lovers' deaths. these men have been too busy to worry
about dating and safe sex. They may need good advice at this
time with reassurances that they are capable of being close to
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Impact on Women ...
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infected or high-risk man. One reason why cases linked to
heterosexual contact are so skewed towards male-to-female
transmission is undoubtedly because there are more infected
men than women. As a result, one would expect fewer numbers
of women to infect men. Given the limits of current knowledge,
researchers continue to debate the efficiency of female-to-male
transmission of the AIDS virus.

Information about female-to-male transmission has re
sulted from isolated case histories and studies that have iden
tified men whose only known risk factors are large numbers of
female sex partners, including prostitutes6 . Many researchers
interpret these reports as indications that women can transmit
the AIDS virus to men. Evidence of the virus in vaginal and
cervical samples has also corroborated this hypothesis11.

However, presence of the virus in genital secretions does
not explain, by itself, how the virus is transmitted during sexual
acts. It is important to establish that prostitutes can become
infected and to continue emphasizing that men with multiple
female partners - whether these partners are prostitutes or not
- are at risk. But carefully conducted studies that examine a
variety of sexual practices are needed to clarify the efficiency of
female-to-male transmission. The efficiency of transmission of
the AIDS virus in comparison with other sexually transmitted
diseases remains uncertain. Large-scale partner studies to
examine the male partners of infected women are needed to
investigate this matter.

The California Partner's Study is an ongoing analysis of
male and female partners of infected or high risk individuals
throughout Califomia. It combines appropriate laboratory
studies with epidemiological investigations. This study is also
recruiting couples where the original sources of infection was a
woman. Since so few women have been infected, the success of
this and similar studies must depend on collaborative efforts
which extend over large geographic areas.

Another study is the one being conducted by the Asso
ciation for AIDS Research and Education (AWARE) in San Fran
cisco. AWARE is sampling women who consider themselves to
be at risk of AIDS infection due to sexual contacts with multiple
partners or with specific infected or high-risk men. These kinds
of studies are important because they provide an estimate of
infection rates among sexually active women.

NaturaJ History of AIDS in Women
One gap in our knowledge of AIDS concems the natural

history of the disease in women. All of our assumptions about
the courses and spectrum of AIDS in women are based on
assumptions derived from longitudinal studies of AIDS in men.
To date, there have been no large cohorts of women who have
been followed over time. Inferences about the proportion of
infected women compared to cases, factors associated with
seroconversion, types of disease manifestation, and the general
progression of disease - all need to be tested by studying
women specifically.

Health educators and concemed women have already
designed risk reduction guidelines based on current knowledge.
It is clear that infection can be transmitted through vaginal
intercourse; therefore, women with multiple partners should
practice safe sex. These risk reduction guidelines are particularly
important because many of the women who are at risk for
infection are of childbearing age, and they risk infecting the
fetus or the newborn.

A better understanding of the magnitude of heterosexual
transmission will increase understanding of the AIDS epidemic
and will help with future decisions about allocating resources for
treabnent, education, and prevention programs.

Nancy Padian, MS, MPH is an epidemiologist at the University
of California Berkeley and seNes as the proiect director of the
California Partner's Study.
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Diagnosis/ Treatment
Counseling Survivors
Paul Shearer, MSW and Leon McKusick, PhD

Many theorists and clinicians have provided exemplary dis
cussions of the grief process and effective means of treatment
Pemaps the most well-known is Elisabeth Kubler-Ross. who
originally described five stages of grief - denial, bargaining.
anger, depression, and acceptance. Others have challenged the
concreteness of these as stages; they have suggested that
the five concepts be viewed as psychological attributes of a
bereavement process or an adjustment to a life-threatening
disease or to death. Thus, as we interpret the phenomenon of
grief in the AIDS epidemic, we will discuss how these five forces
have effected the surviving family and lovers.

Family Grief in AIDS
Many families must face a double adjustment in coping

with a son who is gay and who also has AIDS. This can create
immense conflict and trauma for parents. The level of denial in
such families was probably fairly high already if the sexual
identity of the son is undisclosed before the diagnosis. Thus, the
task of the family therapist includes helping parents to confront
the psychological pain caused by the loss of this defense.

In many cases, once these conflicts are resolved, parents
can approach their son with more love and support and can stay
close throughout the illness, a response which substantially
changes the fabric of the relationship, as well as relationships
throughout the family.

Any painful event is better dealt with openly. Protracted
grief can have a secretive and depressing but special and private
aspect, one which usually dissipates when someone else is
brought into the grief process.

The Chosen Gay Family
Many men, after leaving the family home, develop a new

"chosen family" of significant friends. These friends usually rally
to the bedside of the person with AIDS prOViding social, finan
cial, and life management support. In a smooth process after
death, this network and the nuclear family can help each other
with their grieving. One mother, after having come from the
Midwest to her son's community for his memorial service,
looked out from the podium at the many faces of his friends and
said, "It certainly proves the feeling I've had for years that my
son was loved and lovable to be here among his friends and to
feel the love and support you have shown me this week."

In some cases, families do not cross these boundaries, creat
ing ritual and personal grief processes that exclude friends of the
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BRIEFS
IN REVIEW

THE HEALING FAMilY: The Simonton Approach for Families
Facing Illness. Stephanie Matthews Simonton. Bantam Books,
New York, 1984; 260 pages, clothbound and paperback. When
she was researching for Getting Well Again, the popular account
of visualization exercises to counteract illness, Stephanie Mat
thews Simonton found the role of families so important to the
process that she wrote a book devoted to that topic alone.

Published in 1984, The Healing Family is not a new book,
although the paperback edition was recently released.
Simonton's analysis of how families can contribute to the heal
ing process can be a valuable resource to the increasing number
of individuals whose lives are touched by AIDS. Her discussion of
the different and conflicting emotions that beset an ill person's
loved ones is especially helpful. Other chapters address methods
for overcoming depression, dealing with doctors, coping with
fear, managing stress, and' 'helping versus rescuing." The Heal
ing Family is a handbook for times of crisis; one that can help
address the questions and confusion that often surround occa
sions of serious illness.

THE SCREAMING ROOM: A Mothers Journal of Her Son's
Struggle with AIDS. Barbara Peabody. Oak Tree Publications,
San Diego, California, 1986; 254 pages, hardbound, $15.95.
Barbara Peabody, mother of four, lost her first-bom son to AIDS
in November of 1984. Unlike other parents who have endured
the same crisis, Peabody pursued her healing by writing of the
11 month struggle she endured with her son as they faced one
crisis after another with determination and hope.

There is a grinding anguish in this account, and Peabody
captures the emotional trauma that can strike those who provide
care to someone dying of AIDS. As she notes, "After five months
of living with AIDS 24 hours a day, 7 days a week, I am becoming
accustomed to crisis. The only surprise anymore is the nature of
each one. Fear, tension, horror - these are as routine to us who
live with AIDS as coffee in the moming." These joumal entries
about a young man's progressive decline may prove frightening
to some readers and disturbing to those who harbor memories
of similar experiences.

Peabody notes that her son's doctor thought her book
would be very important for those health care professionals who
often do not know what happens behind the scenes between
clinic appointments. The Screaming Room may also increase the
understanding and awareness of AIDS of those who remain
emotionally untouched by the disease.

Knowing so well the need for support while dealing with
AIDS, Peabody organized the group Mothers of AIDS Patients
to offer support and information to mothers of children with
AIDS. She also teaches art to people with AIDS in San Diego,
believing that art can be a life-affirming response to the sobering
reality of the disease.

Readers could definitely benefit not only from a joumal of
one mother's experience but also from an AIDS resource guide,
a glossary of medical terms, and a list of suggestions for non
professional caregivers. Unfortunately, such resources do not
follow Peabody's moving personal account. Some of that in
formation is available in the booklet The Family's Guide to AIDS,
published by the San Francisco AIDS Foundation; requests for
the booklet can be sent to the foundation offices at 333 Valencia
Street, 4th Floor; San Francisco, CA 94103. The address for
Mothers of AIDS Patients (MAP) is P.O. Box 89049; San Diego,
CA92138.
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RECENT REPORTS

NIMH Proposes Research on Mental Health and AIDS. Federal
health agencies have begun to emphasize the increasingly se
vere impact of AIDS on the mental health of people with AIDS
and ARC, those who are seropositive to the AIDS antibody, the
worried well, families, partners, friends, and caregivers. To better
understand the dimensions of this impact, the United States
Congress has appropriated $5.279 million in fiscal year 1986 for
AIDS related research at the National Institutes of Mental Health
(NIMH). Targeted areas of research include the follOWing: (a)
the role of mood, cognition, and behavior as risks for AIDS; (b)
the relationship between psychological-behavior states and the
immune and endocrine system as they relate to AIDS and ARC;
(c) the progression of AIDS dementia in adults and development
al delay in children; (d) psychological reactions to receiving
either a positive or a negative result on the AIDS antibody test;
(e) behavioral and psychosocial aspects of AIDS in minority
populations; and (f) assessments of interventions that attempt
to reduce psychiatric or psychological symptoms in AIDS pa
tients showing behavioral and psychiatric problems. Federal
funding for actual provision of mental health services for people
affected by AIDS has been limited to date to AIDS antibody test
programs in selected cities.

The amount of research information now appearing in the
medical and lay press staggers most AIDS health care and
service providers. This newsletterrepresents an attempt to place
much of the data and press reports in a context that will prove
meaningful anduseful to its readers. Suggestions andcomments
are welcome and encouraged. Please address correspondence
to Editor, AIDS Health Pro;ect,· 333 Valenda Street, 4th Floor;
~n Frandsco, CA 94103. For information about other AIDS
Health Pro;ect programs, call (415) 626-6637.

NEXT MONTH
Few elements related to the AIDS epidemic have

escaped controversy; the AIDS antibody test least of all.
Developed primarily to screen donations to the nation's
blood supply, the antibody test has recently prompted physi
cians, public health officials, and civil rights advocates to
debate its use for AIDS prevention campaigns, mandatory
screening of people at risk for AIDS, and possible quarantine
legislation.

In San Francisco more than 10,000 individuals have
participated in the city's Altemative Test Site program since
July, 1985. The AIDS Health Project in conjunction with the
San Francisco Department of Public Health has developed
the test result disclosure and counseling component of the
altemative site program. In the July issue of FOCUS, Gabriele
Duglosch, Dip\. Psych., Marc Gold, MA, and James Dilley,
MD report the results of an evaluation of the counseling
program. They will also discuss participants' expectations of
test results, their reasons for taking the test, their responses
to receiving the results, and changes prompted by their
involvement with the test program.

In addition, Duglosch, Gold, and Dilley will present the
protocols for the disclosure sessions, outlining the important
psychosocial issues for counselors and other health care pro
viders involved in AIDS antibody test programs.
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