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L 'auteure explore les deux arguments

presentsdam lesprogrammes actuelsde
prevention du sida et suggere de
developper a l'avenir, desprogrammes
de prevention du VIH et de promotion
de la sante sexuelle qui refleteront une
pratique flministe qui sera en meme
temps generatrice de pouvoir chez les
femmes atteintes de maladie mentale.

Althoughwomen constitute over half
the general population and almost
two-thirds of the psychiatric patient
population, many studies of mental
illness l do not report women's data
separately and many do not include
women (Penfold and Walker; Bru
nette and Drake). Similarly, infor
mation about or pertinent to women
at risk ofHIV infection has been con
cealed within study data or neglected
all together. Although the lack of
information about the sexual and
drug-usingbehaviours ofpeople with
serious mental illness at first im
peded the development ofappropri
ate AIDS prevention efforts, it is now
widely assumed that people living
with mental illness may engage in
"sexual risk behaviour" because of
"their inability to evaluate appropri
ately their HIV risk" (McKinnon 25).
In spite of this knowledge, and the
knowledge that women are more bio
logically at risk for HIV infection than
men,2 the HIV prevention needs of
women have gone largely
unconsidered. There is a great need
to develop comprehensive and ap
propriate HIV prevention and sexual
health promotion strategies and pro
grams with and for women living
with mental illness.

If the HIV prevention needs of
women living with mental illness are
addressed at all, the emphasis ofmost
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service planners is on strict HIV infec
tion prevention education, with very
little attention paid to the larger as
pects of healthy sexuality. Within
suchprograms, specificways in which
issues such as gender, class, ethnic
ity, and "mentalism" intersect to in
fluence the lives of women are ig
nored and the social problems that
affect women's lives are often blamed
on the individual. Thus, HIV/STD

prevention programs frequently be
gin with the assumption that it is
appropriate to deal with social issues
as individual problems for which
there should be an individual solu
tion (Penfold and Walker). Even so,
these programs appear to be very
rare. In fact, no descriptions of HIv/
STD prevention programs specifically
developed forwomen could be found
in the literature surveyed for this
work.31t appears that HIV prevention
and sexual health promotion pro
grams for women living with mental
illness-programs that focus on the
larger issue ofoverall sexual health as

it relates to physical, mental and
spiritual well-being in addition to
HIV/STD transmission-are largely
non-existent. Such health promo
tion programs would have the op
portunity to work with participating
women to explore the larger issues of
sexual health and to promote the
personal empowerment of women
livingwith mental illness (Kalinowski
and Penney).

While briefly critiquing two exist
ing HIV/STD prevention programs
developed for men and women liv
ing with mental illness, I will explore
two common assumptions prevalent
within current HIV prevention pro
grams and make suggestions as to
how HIV prevention and sexual health
promotion programs for women liv
ing with mental illness might be de
veloped in the future to reflect an
empowering, feminist practice of
public health planning.

A Brief Review of Current
Programming

Although studies ofmental illness
rarely report women's data, a few
studies have reported a number of
facts regarding the sexual health of
women living with mental illness
(Brunette and Drake). In spite of
their experience of cognitive or rela
tional difficulties, women with men
tal illness have active social and sexual
lives. Although their sexual lives are
often affected by prescribed treat
ments for mental illness (for exam
ple, neuroleptic medications have
been known to increase libido in
women and to increase their sex
seeking behaviour), women are also
known to have better-developed so

cial circles than men who live with
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similar illnesses (McKinnon).
Women living with mental illness
also experience higher rates ofsexual
and physical victimization and STD

infection than men, which increases
their risk of sexual ill health (Bru
nette and Drake; McKinnon). These
social and physical factors, combined
with diagnosed (but not necessarily
accurately assessed) factors ofcogni
tive impairment, poor judgment,
impulsivity, passivity, disadvantaged
social and economic status, increased
substance abuse, and interaction with
otherswith high risk behaviours com
bine to place women living with
mental illness in a position where
they are not able to control their
exposure to further, harmful infec
tions (Friedrich and Grannon). In
stitutional factors play into women's
experience of ill health as well. Due
to recurrent hospitalization, long
term relationships are disrupted
which can reinforce the tendency to
have unfamiliar sexual partners
(McKinnon). Institutional obstacles
to condom acquisition also impede
people's initiative to practice safer
sex (McKinnon). Finally, a lack of
self-esteem, a lack of confidence to
plan ahead, and damaged interper
sonal skills can all contribute to be
haviour linked to poor sexual well
being, defined in its broadest sense
(McKinnon).

In spite of these alarming reports
on the status ofwomen'ssexual health
and physical risk of HIV infection,
there are few programs that seek to
address the multi-faceted material,
social, and emotional needs ofwomen
living with mental illnesses. If they
focus specifically on groups ofwomen
at all, HIV and STD prevention pro

grams seldom consider the fact that
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women face problems, such as un
employment, poverty, and disem
powerment, which hinder their abil
ity to follow through with prescribed
safer sex techniques (Penfold and
Walker). Most programs are based
on a combination of medical and
behavioural models that focus on "a
disease model for emotional distress"
which creates additional problems
for women whose distress is often
due to other social circumstances
that the disease model then attributes
to "deficits in their biological
makeup" (Kalinowski and Penney
128). Such programs use prescrip
tive behavioural models in an at
tempt to assist people "in gaining the
behavioural skills needed to effec
tively handle situations they are likely
to confront" (Otto-Stalaj, Stevenson,
and Kelly 117). Many programs teach
safe sex behaviours, communication/
negotiation skills, and problem-solv
ing skills to avoid or develop alterna
tive strategies to handle risk "trig

gers." Yet, most of them have either

been inconclusive as to their actual
benefit to the participants or have
not been evaluated (Otto-Salaj et
al.).

One particular reported project
located through the literature search
detailed a ten-session behavioural
intervention program for psychiatric
outpatients focusing on safer sex edu
cation, condom use and negotiation.
This project was found to be fairly
helpful with 85 per cent of partici
pants responding correctly to nine
out of ten of the final knowledge
questions and 89 per cent saying that
they were more likely to use con
doms during sex following the inter
vention. Seventy-five percent indi
cated that they were less likely to
have sex with people they did not
know and overall condom usage at
the institution increased by 400 per
cent. Although this project seems to
have a positive short-term impact on
participant sexual behaviour, its long
term results have not been evaluated
and its results cannot be generalized
because the authors did not detail
the relevant life factors of the pro
gram participants (such as the gen
der, socio-economic, and education
status) that would allow a reader to
make a decision as to the program's
usefulness in other educational situ
ations (Herman etal.). Nevertheless,
this HIV/STD prevention program does
describe moderately successful ap
proach to information dissemina
tion in spite of the fact that it illus
trates only one step in the direction
ofa comprehensive program for over
all sexual health.

A similar project carried out by
S.c. Kalichman, K.]. Sikkema,]A
Kelly, and M. Bulto focused on four,

90-minute sessions with 52 psychi-
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The Assumption of Individuality

Rochelle Rubinstein, "Nurse #7," woodblock print, draped,
photograph & heat transferred, 11" x 17", 2000

atric outpatients addressing topics
such as: HIV risk education, identifi
cation of personal triggers that lead
to sexual risk-producing situations,
demonstration of condom use and
practice of condom application us
ing phallic models, discussion and
generation of personal strategies for
implementing risk reduction behav
iour change, and interpersonal com
munication and negotiation skills.
After the intervention, the program
group had significantly higher scores
in condom-use knowledge and AIDS

related knowledge, stronger initial
intentions to use condoms and an
increase in the number of conversa
tions with sexual partners in the past
month regarding safer sex than the
waiting list group (Kalichman etal.).
Like the first project project detailed
above, this project illustrates several

valuable educational

strategies for the pre~

vention of HIV and
for sexual health pro
motion. Yet, these
programs fail to
demonstrate a con
sideration of the in
ternal (self-esteem,
self-confidence) and
external (material re
sources, political in
fluence) experiences
that will affect the
long-term impact on
Hlvinfection preven
tion and sexual
health maintenance.

Alongwith the ne
glect of complex in
ternal and external
factors in the lives of
womenwholivewith
mental illness, exist
ing HIV and STD pre
vention and sexual
health promotion
programs such as
those discussed above
make two related, yet
subtle, assumptions
that are not immedi
ately evident to the
program planner.

When addressing issues ofHIV and
STD infection prevention, program
planners and health educators often
assume that women who live with
mental illness, and who take pre
scribed "appropriate" medication, are
willing and able to behave as autono
mous individuals in the determina
tion oftheir own sexual practices and
overall health. As "risk managers"
responsible for their own overall
health, in addition to being respon
sible for the health of their partners
and children, women are often as
sumed to be individuals who not
only have the ability to determine
their own health practices, but to
also influence the health practices of
their families. As such, program plan-

ners assume that HlV/sTD prevention

education and sexual negotiation
coaching are the keys to women's
sexual health and overall safety from
infection. They presume that the
transfer of information will be suffi
cient to give women the tools to take
control of their sexual lives and to
exert their right to choose between
safe and unsafe sexual behaviour.

The Assumption ofAgency

Similarly, program planners and
health educators assume that women
have the ability to demonstrate
agency in their daily lives as they
determine their own individual sexual
actions and health decisions. Like
the assumption of individuality, the
assumption of women's agency is
poorly founded because it is difficult
to know whether vulnerable women
living with mental illness truly make
decisions that they feel are best or
whether they choose certain, sexual
options ("safe" or "unsafe"4) because
they feel they have no other choice. It
is entirely possible that vulnerable
women will feel that they are pres
sured to comply with harmful sexual
activity because they think they have
no other financial, emotional, or spir
itual options. For this reason, Baylis,
Downie and Sherwin opt to reject
the traditional individualistic view
of autonomy upon which current
concepts of agency are based. They
claim that with the pressures facing
vulnerable people and the power gap
between them and potential sexual
partners, it is false to claim that they
are able to make an "autonomous"
decision based purely on individual
self-interest. They favour a more
nuanced "relational" approach that
considers the role that oppression
plays in the choices made by vulner
able program participants. They
claim that the oppression ofvulner
able people is so deeply entrenched
in our culture that it often goes un
noticed (by the vulnerable people
themselves and by program planners
trying to help them). The often
desperate financial and emotional
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STD transmission
prevention and health education,
such programs should focus on the
promotion of the physical, emo
tional, mental, and spiritual aspects
of women's sexual health through
empowerment and education. Such
a health promotion program would
need to be facilitated by a diverse
team ofprogram subject-participants
(the women living with mental ill
ness) and professional program par
ticipants (the people whose job it is
to work with and for women living
with mental illness). The program
would also need to have to have
many facets that address multiple
aspects of women's overall sexual
health.

The first element ofa comprehen
sive sexual health promotion pro
gram would have to be the profes

sional team's firm commitment to

situation of marginalized women
means that many program partici
pants may be overly compliant with
a sex partner's requests (Baylis etal.).
Sherwin's concept of "relational au
tonomy," challenges the traditional
concept of autonomy, commonly
understood to represent "freedom of
action for agents who are
paradigmatically regarded as inde
pendent, self-interested, andself-suf
ficient" (34), upon which conven
tional notions of sexual decision
making agency are based. Sherwin
contends that since no one is fully
independent of others and oppres
sive situations, the traditional no
tion of autonomy

fails to account for the complex
ity of the relations that exist
between persons.... It idealizes
decisions that are free from out
side influence without acknowl
edging that all persons are, to a
significant degree, socially con
structed, that their identities,
values, concepts, and percep
tions are ... products of their
social environment. (35)

Furthermore, the traditional con
cept ofautonomy ignores the broader
social and political contexts in which
choices are made by those who are
vulnerable to abuse or exploitation:
"[it] ignores the oppressive circum
stances in which individuals are in
vited to exercise choice" (Baylis et at
256). Sherwin's concept ofrelational
autonomy makes visible the impor
tance of considering how social fac
tors affect vulnerable people's deci
sion making, and it invites us to
"consider how the burden of unjust
social demands might be made ex
plicit so that it can be separated out
of the calculations [when consider
ing the quality of a program partici
pant's ability to freely make a sexual
health decision] " (41). Program plan
ners must promote vulnerable peo
pie's relational autonomy in all phases
of the program process while under
standing and anticipating the social

forces that may influence a partici-
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pant's decision to
engage in sexual ac
tivity (Baylis et al.).

Developing a

Comprehensive,
Feminist Sexual
Health Promo
tion Program

The World
Health Organiza
tion (WHO) defines
health as a "state of
complete physical,
mental and social
well-being." As has
been demonstrated
thus far, current HIV

and STD prevention
programs do not
address the multi
faceted elements of
overall health as de
fined by the WHO.

Nevertheless, efforts
must continue to de
velop comprehen
sive and holistic
sexual health pro
grams for women.
Rather than an em
phasis on simple HIV/

Rochelle Rubinstein, untit/ed, from the Genesis series, woodblock
print, draped, photograph & heat transferred, 11" x 17", 2001

the women participants' self-defini
tion of overall health and sexual
health. Women program participants
must be given the authority to define
health in a way that makes sense to
them and that definition must be
honoured throughout the program
if the program is ever going to make
an impact on participants' long-term
health. It is essential that the profes
sional team be willing to work with
women participants to identifY and
deal with individual and collective
perceptions of the roots of oppres
sion and ill health. The professional
team must concentrate on respect
ing women's assessment of them
selves and commit to working with
them to mitigate and adapt to inter
nal and external circumstances in a
manner acceptable to the women

participants. It is also essential that
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women partiCipants be given the

authority to co-develop the health

promotion program. People who
have experienced the mental health
system often have profoundly differ
ent views on mental health than do
professionals and their meaningful
participation in program decision
making must be allowed to have a
significant impact on the way prob
lems are conceptualized and solu
tions identified. Given that self-de
termination is perceived by people
living with mental illness to be a
"prerequisite for recovery," it is im
perative that the goal of any health
promotion program has this as an
explicit goal (Kalinowski and Penney
131).

Such a commitment to women's
self-determination will be very chal
lenging to both professional staff
participants and women-partici
pants. Indeed, the professional will
have to be introduced to new ways of
dealing with clients and will have to
be taught to refrain from measuring
the reality of the person's experience
against their own worldview
(Kalinowski and Penney). The pro
fessional team will have to make a
concentrated effort to provide acom
fortable and safe space in which the
women may disclose and discuss per
sonal issues (Brady). They must also
seek to engage potential participants
in defining their own goals for the
program and then collaboratively
design and implement services that
directly reflect these stated goals. One
model of this collective self-defini
tion and action process is called con
cept mapping. Concept mapping
provides an opportunity for program
participants to work together as a
group to develop an understanding
of a concept, and places the partici
pants in control of interpretation
(Campbell and Salem). A5 a group of
women are assembled to discuss an
issue or concept, they collectively
move toward a group understanding
of that concept, which is then repre
sented in a visual picture, or map. A
subgroup of participant advocates
are then brought together to inter-

pret the concept map and clusters of

broad-based and specifIc system

changes are identified byparticipants
(Campbell and Salem).

Such methods of empowering
women are very challenging for pro
gram developers and staff program
participants. When confronted with
a situation in which a client does not

A more feasible
long-term strategy

is that which
highlights the

complex structural,
emotional, and
physical issues

experienced by
women living with

mental illness.

take up improved opportunities or
does not take control ofher life, it is
easy to try to revert to old models of
staffdomination and control ofpro
gram development and facilitation.
Yet, as highlighted by Kalinowski
and Penney, such apparent program
"failures" may lie in the staffs con
ception ofempowerment itself. Em
powerment is not necessarily an "in
nate aspect ofhuman existence" and
not all people are"equally capable of
making choices and directing their
lives" (Kalinowski and Penney 132
133). Once someone is given au
thorityto decide, it is not a given that
they will assume control and respon
sibility for her life and the profes
sional team should not expect that
this will happen. Indeed, "choices
are largely determined by external
factors such as resources, legal au
thority and finances"(Kalinowski
and Penney 133).

Kalinowski and Penney suggest
the possibility that empowerment is
more of a developmental process,

with both external and internal de

terminants. Such a model assumes

that people experience an ongoing
process ofgrowth and skill develop
ment "that improves their abilities
and understanding regarding choices
and the direction oftheirlives" (133).
The external determinants that af
fect women's lives will affect the
woman's overall "scope of choices
and availability of resources"
(Kalinowski and Penney 133). Pro
gram planning teams must be will
ing to work to engage in community
development and to expand infor
mational, housing, legal, political,
and material resources for program
recipients that will "enhance the
breadth and weight of the individu
al's choices" and allow them more
opportunity for self-determination
(Kalinowski and Penney 141).

The internal mandate, on the other
hand, focuses on the "development
of faith, hope, personal value, and
meaning" within a woman who is
participating in the program
(Kalinowski and Penney 133). This
mandate highlights the need for staff
and women participants to work to
gether one-on-one and as a group, to
expand a woman's "knowledge of
choices [and her] ability to develop
options and an awareness of the ex
tent to which one's behaviour is or
can be chosen" (Kalinowski and
Penney 143). Part of the internal
mandate is to guide participants in
their understanding of the forces of
oppression in their lives-to, as a
group, become "more aware of the
impact of misogyny and mentalism
on [the lives of women]," and to
understand that an individual's iden
tification of and reaction to oppres
sion is an essential part of the per
son's recovery and healthy outlook
(Kalinowski and Penney 143). The
work of the internal mandate is also
to uncover unconsciously held harm
ful self-beliefs, through group work
and consciousness-raising that can
and do influence behaviour in a nega
tive way. Such negative self-beliefs
influence mental functions of per
ception, inference and memory and
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eventually influence the behaviour
that produces the ultimate confir
mation ofthe original belief(Banaji).
These "self-fulfilling prophecies"
should be gently confronted and
worked on, individually and collec
tively, by the women participants
and professional team in order for
women participants to fully realize
their own self-worth and potential
for health (Banaji). It is essential for
program developers address issues of
both the external and the internal
mandate. Just as it is essential to
address external barriers to empow
erment, it is also necessary to support
the person's internal mandate with
one-on-one or collective feedback,
encouragement, and evaluative dis
cussion (Kalinowski and Penney).

Part ofaddressing the external and
internal determinants ofwomen par
ticipants' empowerment is the reali
zation that women are unique peo
ple who are located within specific
socially defined gender, ethnic, sexual
orientation, age, ability and class
spheres. Program developers must
understand that it is impossible for
one program to meet all of women
participants" needs. Yet, efforts must
be made to address commonalities
that women mayexperience. HIV pre
vention and sexual health promo
tion program developers should con
sider the inclusion of program ele
ments to highlight the prevalence
and unacceptability of sexual vic
timization and coercion (Brunette
and Drake). Comprehensive pro
grams should sensitively highlight
the ways in which "modern social
organization creates situations where
women have no control over the
aspects that affect their life and work"
and they should illustrate that "a
disjunction between the world as
women experience it and the terms
given them to understand the expe
rience" is often a determinant of
women's mental illness, rather than
a "dysfunctional" biology (Penfold
and Walker 55). Issues of bereave
ment must also be addressed as
women learn to replace self-defined
harmful or "risky" behaviours with
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healthy ones. If "sexual behaviour is
a preferred means of socializing and
attracting the attention ofothers," it
is likely thatwomen participants may
fear that losing sexual partners will
mean losing intimacy or attention
(Friedrich and Grannon 262). Thus,
it is expected that major lifestyle
changes will elicit a grieving process
with which women participants will
have to learn to cope.

Lastly, it is essential that sexual
health promotion programs continue
to have an educational component.
Even though current educational
program are not as comprehensive as
they could be, it is essential that
women participants" self-perceived
education needs be addressed in a
way that coincides with the develop
mental process ofempowerment. As
women define their needs for infor
mation, it must be up to them and to
the facilitating staff to collectively
seek answers and strategies to ques
tions and concerns. It is essential that
women know and feel comfortable
with information relating to their
(and men's) bodies' function and
pleasure. It is also important that
women be provided with every op
portunity to learn of HIV and STD

barrier methods.
Although the development of a

comprehensive sexual health promo
tion program with and for women
living with mental illness will cer
tainly be no easy task, it is possible.
Rather than focusing on short-term
programs that stress HIV/STD infec
tion prevention, a more feasible long
term strategy is that which highlights
the complex structural, emotional
and physical issues experienced by
women living with mental illness.
To carry out such programming,
professional staff must support the
development of a genuine relation
ship between they and program par
ticipants that promotes power shar
ing and communicates mutual hope,
dignity, and respect. HIV prevention
and sexual health promotion pro
grams must reflect the goals and val
ues defined by the people receiving
the program and support the exter-

nal mandate for empowerment by
providing information, opportunity,
representation, and choice to all par
ticipants as they define the need.
Comprehensive programs must also
support the internal mandate for
empowerment through discussion,
feedback, and serious consideration
of the perspective the person brings
to decision-making and self-deter
mination. Should such programming
become the norm, it is possible that
the mental health system could move
a step closer to replacing hierarchy
with participation and choice, en
forced dependency with enhanced
control, isolation with connection,
models of pathology with models of
recovery and strength, and
objectification and a primarily bio
logical model with an understanding
of people as human beings interact
ing with each other and operating in
a social context that has a vast influ
ence on their behaviour and mental
health (Kalinowski and Penney). It's
certainly worth a try.

Amy Andrews is is currently the Re

search Coordinator[or Casey House, a
Toronto agency committed to provid
ingexceptionalpalliative andsupport
ive care[orpeople living with HW/AIDS.

She is also a graduate student in the
Department ofCommunity Health at
the University ofToronto where she is
working on the development offemi
nist, genderedsexualhealthpromotion

strategies[orpersons living with addic
tion and concurrent mental illness. In
addition to her ongoing community
based HIV/AIDS research and commu
nity support work in Canada, Amy has
worked on several projects with HW/

AIDS research andcommunitygroups in
South Africa and Namibia.

IAlthough I will use the term "men
tal illness" throughout this essay, it
should be noted that I have grave
concerns about the primacy of psy
chiatric ideology and psychodiagno
sis in our society. Increasing num
bers of critics of psychodiagnosis
highlight its use in the control and
stigmatization of socially undesir-
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able behaviour that is not really dis

ordered (Wakefield). I understand
that women are more likely to be
labeled mentally ill than men and
that the reaction to disturbed
behavior in women is harsher given
the pressure on them to conform to
socially defined norms offemininity
which are almost impossible to bal
ance and uphold (Busfield). Because
space does not allow for an in-depth
critique of the concept of mental
illness definition, for the purposes of
this essay, I will define mental illness
as "the failure of a person's internal
mechanisms to perform their func
tions as designed by nature which
impinges harmfully on the person's
well-being as defined by social values
and meanings" (Wakefield 373).
2Due to the large surface area of the
vagina and the high probability of
vaginal tearing during sex, man-to
woman HIVtransmission is four times
more efficient than woman-to-man
HIV transmission.
3For this paper, I conducted a search
of the Medline, AIDSLINE and Social
ScienceAbstracts databases using the
following key words: "women and
mental illness and HIV prevention";
"women and HIV and education and
mental illness."
40fcourse, the terms "safe" and "un
safe" relate in a simplistic way to the
physiological safety of a sexual act
(i.e. a "safe" act is one with a low
probability of HIV or STD transmis
sion). This does not necessarily re
late to the emotional, mental or spir
itual "safety" of a sex act. For exam
ple, the strict definition of a "safe"
sex act could be an act of coerced sex
with a condom. Such an act would
not be considered emotionally, men
tally or spiritually safe for anyone.
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