BY ESTHER THARAO AND NOTISHA MASSAQUOI

En dépit du fair que les communautés
noires en général et les femmes Noires
en particulier représentent un élément
important dans [ épidémie du sida, les
chercheurEs et les concepteurEs de
politiques les ont ignorées. Les auteures
demandent que dautres recherches
soient effectuées auprés de cette popula-
tion et que les résultats obtenus
statistiquement soient contextualisés.
115 agit aussi de mieux comprendre les
risques psychosociaux, culturels et
structurels déterminants du viH/sida.

When you find a snake in your

house you don’t ask how it got

there, you remove it.
—African Proverb

In the more than 20 years since the
emergence of the HIV/AIDs epidemic,
the disease has become endemic in
many developing countries especially
in Sub-Saharan Africa and the Car-
ibbean fuelling a fear of the spread of
HIV/AIDS across borders. This factor
alone has numerous implications for
Black women living in Canada and
other industrialized nations. Labels,
cultural meanings, and interpreta-
tions about the disease formed since
its emergence continue to influence
both the discourse on HIV/AIDS and
the access to programs and services
geared to its control for those most
vulnerable to or at risk of infection.
In the mid-80s as the discourse un-
folded, we, as African women living
in Canada, were not so much con-
cerned with contracting the HIV virus
as we were with the racist undertones
of media reports depicting HIv/AIDS
asjustanother tragedy that was plagu-
ing the poor, the powerless, and those
living on the margins of society,
namely Africans, Iv drug users, and
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African women
were not so much
~concerned with
contracting the Hiv
virus as we were

with the racist

undertones of
media reports
depicting HiIvV/AIDS
as just another
tragedy that was
plaguing the poor.

gay men. The total absence of any
consideration of the social and po-
litical realities that left African peo-
ple so devastated by this disease cou-
pled with the calculated correlation
between the magnitude of the infec-
tion rates and the ascription of the
exact origins of the disease created an
emphasis on the duality of “us” ver-
sus “them”—a discourse informed
by centuries of mistrust based on our
historical experiences of colonization
and slavery. Our focus was on refut-
ing racist suppositions including the
notion that Africans brought AIDs to
the world, that Africans engaged in
sexual activity with monkeys, that
Africans performed barbaric rituals
involving the drinking of human
blood, that Africans’ immoral sexual
practices and polygamous family
structures were going to be our own
downfall. Instead of trying to kill the
snake that had just entered into the
house, precious time was wasted on
futile debates about its origins. We
can no longer afford to expend our

energy refuting the racist specula-
tion about the origins of HIV/AIDs. As
African women living in Canada, it
is quite clear that our communities

-here and globally are dealing with a

crisis of major proportions—a real-
ity clearly supported by available glo-
bal statistics and those emerging in
developed countries including
Canada.

According to the Joint United
Nations Programme on AIDs
(UNAIDs), by the year 2000 about
36.1 million people were living with
HIV, the virus that causes AIDs and
that 21.8 million people around the
world had already lost their lives to
the disease (UNAIDS/WHO). Over two
thirds of all the people living with
HIV in the world, 25.3 million men,
women, and children, live in Sub-
Sahara African (UNAIDS/WHO). To-
day, of the estimated 36.1 million
people living with HIV/AIDs, an esti-
mated 16.4 million, or 45 per cent of
all people living with HIV/AIDs are
women (UNAIDS/wWHO). This was not
the case in 1985 when many of the
current HIV prevention strategies were
developed. At that time, for every
infected woman, ten or more men
were infected and “high risk” groups
were the prevailing prevention tar-
gets (AIDS captions). Women were
not seen as cause for concern and
consequently were ignored alto-
gether. As a result, rates of infection
for women have skyrocketed.

Statistics indicate that the HIV/AIDs
epidemic has also shifted in the Ca-
nadian context to include women,
girls, and children. The proportion
of new HIV infections among women
and young gitls below the age of
fifteen has increased from 18 per
cent in 1995 to 24 per centin 1999/
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2000 (Health Canada). A closer study
of the Canadian landscape reveals
that the AIDs pandemic has most
significantly impacted Ontario. By
the end of 1998, 19,459 people had
been diagnosed with HIv in Ontario
and women comprised ten per cent
of the overall diagnoses with an in-
crease from two per cent in 1985 to
20 -per cent in the last three years
(Remis et al. 1999). Once again,
keeping in line with worldwide
trends, women comprise the fastest
growing proportion of persons af-
fected by the HIv/AIDs epidemic in
Ontarjo. Likewise, the proportion of
AIDS cases amongst women also in-
creased from 1.6 per cent in 1996 to
nine per cent in 1998. (Remis ez a/.
1998).

Until recently, very little was
known or documented about Hiv/
AIDS in relation to African and Carib-
bean women in Canada. Anecdotal
information from service providers
reporting increasing numbersin their
client case loads were not taken seri-
ously until very high rates of mater-
nal-infant transmission was first
documented amongst Caribbeanand
African women (Tharao and
Massaquoi 2000). A report from Dr.
Susan King, Toronto Hospital for
Sick Children and the Hiv Pediatric
Network revealed that, between 1994
and 1996, 70 per cent of maternal-
infant transmission of HIV infection
had occurred among persons from
HIV-endemic regions, mainly Africa
and the Caribbean (Remis ez al.
1998). In addition to highlighting
the issue of maternal transmission,
this report clearly indicated that Af-
rican and Caribbean populationshad
become a significant component of
the Canadian HIv epidemic. It re-
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Black women
usually appear
only in terms of
staggering numbers
of those infected
either in
epidemiological
updates or in
reference to
prenatal HIV
transmission and
prevention.

vealed that almost ten per cent of
AIDS cases diagnosed in 1996 were
amongst persons born in Africa or
the Caribbean and residing in On-
tario, compared to three per cent of
the AIDS cases previously diagnosed.
Thiswas particularly evidentamongst
women born in Hiv-endemic coun-
tries, who represented 32 per cent of
AlDs related deathsin women in 1996
(Remis et al. 1998). According to
Dr. Robert Remis, this population
also had a substantially higher a1ps-
associated mortality rate than the
Ontario population as a whole (14.0
compared to 4.2 per 100,000 in
1996). Modeled estimates: suggest
that approximately 2,346 persons
from HIv-endemic countries were liv-
ing with Hrvin Ontario as of Decem-
ber 1998, constituting about twelve
per cent of all HIV infections, a figure
surpassed only by men who have sex
with men and 1v drug users (Remis
and Whittingham). According to
Remis and Whittingham, about 30
to 40 per cent of these infections

occurred after the establishment of

residence in Canada contrary to the
popular belief that the virus is only
transported during migration.

Despite the fact that Black com-
munities in general, and Black
women in particular, represent a sig-
nificant element of the HIV epidemic,
researchers and policy makers have
largely ignored them. The absence of
Black women in the HIV arena in
terms of accessing prevention, treat-
ment, support, and care initiatives is
especially evident. They usually ap-
pearonly in terms of staggering num-
bers of those infected either in epide-
miological updates or in reference to
prenatal HIV transmission and pre-
vention. The above statistics indi-
cate an urgent need for further re-
search in this population to
contextualize results obtained by sta-
tistical modeling and to better un-
derstand the psychosocial, cultural
and structural determinants of HIv
risk.

The Roots of Vulnerability to
HIv/aIps for Black Women in
Canada

That HIV/AIDS continues to pose a
considerable threat for African and
Caribbean women including mar-
ried women, young women, and gitls
is not a result of individual risk tak-
ing or lives filled with sexual adven-
tures. Their vulnerability is not only
biological like all other women but
also unique and deeply rooted in
socio-cultural and structural factors
thatintersect with gender, race, class,
and political and economic condi-
tions (Tharao and Massaquoi 2000).
Lack of economic opportunities
which increases dependency on men;
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deprivation of rights to autonomy
and sexual control over their bodies
create an environment of possible
gender based violence; cultural prac-
tices that increase risk of infection
such as genital mutilation, vaginal
cleansing, and limited educational
opportunities leading to misinfor-
mation about the epidemic are all
factors many Black women continue
to experience in Canada, a country
towhich they had migrated in search
of a better life for themselves and
their families. An understanding and
documentation of these factors is im
perative if efforts to improve access
to services and ensure the involve-
ment of Black women in prevention,
treatment, support, and care pro-
grams are to be successful.

In Canada, healthcare delivery is
directed toward the achievement of
improved health by preventing dis-
eases, addressing injury, controlling
threats to one’s life and influencing
social conditions in order to ensure
the realization of optimal health and
quality of life for the community at
large. This model of service delivery
also guides healthcare professionals
in the provision of health programs
and services most appropriate for the
clients they serve. However, in real-
ity, the healthcare environment in
which African and Caribbean com-
munities seek assistance is one that
imposes substantial barriers that
hinder access to health services
(Tharao and Massaquoi 2000;
Massaquoi and Lala). Many of the
communities’ needs do not conform
to North American systems of
healthcare delivery, systems based
primarily on a bio-medical, mono-
cultural model (Massaquoiand Lala).
Consequently, Black communities
tend to utilize healthcare services less
and receive critical diagnosis and
treatment significantly later than
other populations due in large part
to the cultural, linguistic, racial, gen-
der, and class barriers embedded
within the system (Tharao and
Massaquoi 2000; Tharao and
Massaquoi 2001).

It is with the above understand-
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ing, coupled with staggering epide-
miological reports that we began in-
vestigating the contextual realities
and barriers faced by African and
Caribbean women and their vulner-
ability to HIv infection. The voices of
65 African and Caribbean women,
and of the service providers working
with them, were heard through focus

People living in
poverty are less
likely to seek early
treatment for
HIV infection, and
are more likely
to have more
advanced symptoms
when they present
themselves
for treatment.

groupsand key informant interviews
conducted by Women’s Health in
Women’s Hands Community
Health Centre' in 1999. The data
provided by these informants, cou-
pled with ouryears of experience and
expertise in community education,
support, and care of African and
Caribbean women infected and af-
fected by HIV/AIDS has informed our
understanding of the issues impact-
ing on Black women and the Hiv/
ADs epidemic. Itis our hope that this
knowledge will illuminate the reali-
ties of African and Caribbean women
in relation to HIV/AIDS, highlight the
cultural context into which epide-
miological data should be fitted, and
propose some viable solutions to deal
with the issues.

Economic Marginalization

By 1996 there were 104,570 Black
women of African and Caribbean
descent living in Metropolitan To-

ronto (Statistics Canada 1996). Asa

largely immigrantand refugee popu-
lation, these women experience dif-
ficulties trying to adjust to a new
environment which is often times
hostile to newcomers. The settle-
ment of newcomers, especially those
of African origin is difficult because
of racism and systemic discrimina-
tory practices that severely limit ac-
cess to employment, housing, edu-
cation, and other opportunities
(George and Mwarigha). According
to a study that was published in the
springissue of Canadian Social Trends
based on the 1996 census data:

The 1.4 millionimmigrantswho
came to Canada in the first five
years of this decade were far less
likely to get jobs than those who
came in the 1980s. The em-
ployment rate for immigrant
men between the age of 25 and
44, who make up almost half of
all immigrants, fell by 10 per
centinadecadeto 71 percentin
1996. For Canadian born men,
itfell by only 3 per cent to 86 per
cent. Immigrant women were
even more disadvantaged. While
their employment rate was only
58 per cent in 1986, it fell to 51
percentin 1996 while for Cana-
dian born women; it rose by 8
per cent to 73 per cent. Almost
half of all the newcomers who
arrived in between 1990 and
1995—588,000 come to To-
ronto. Theirunemployment rate
was even higher than the norm.
For men, it was 14 per cent,
compared to 6 per cent for Ca-
nadian-born males, and for
women it was 21 per cent, com-
pared to 6 per cent for Cana-
dian-born females. (cited in

Karey)

A second report comparing the
incomes and employment opportu-
nities of all newcomers in Toronto,
indicates that African immigrants
remain in the lowest income group
and have one of the highest rates of
unemployment and underemploy-
ment, despite the fact that a rela-
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tively high proportion are well-edu-
cated (Ornstein 2000).

Due to lack of employment op-
portunities, many Black women live
beneath the poverty line, making it
impossible for them to afford the
amenities that only money can buy.
As we are all aware, employment is
the cornerstone of good health and
when this is threatened all other de-
terminants of health are destabilized
as well. People living in poverty are
less likely to seek early treatment for
HIV infection, are more likely to have
been less healthy when they con-
tracted the virus and are more likely
to have more advanced symptoms
when they present themselves for
treatment. Consequently they tend
to die sooner from AIDs.

Economic marginalization pre-
sented itself as one of the most pow-
erful social barriers to HIV prevention
for African and Caribbean women.
Most of the women who partici-
pated in the focus group discussions
were either unemployed oremployed
in minimum wage jobs. This com-
pounded their social conditions as
well as their personal levels of stress.

I have to worry about feeding,
clothing and housing my children.
I don’t have time to think about
AIDS.

[ work three jobs, I don’t have
time for anything else.

Economicmarginalization further
offsets the imbalance in gender rela-
tions within the women’s lives and
their decision making power includ-
ing sexual decision making power.

I never go anywhere by myself, [
am not allowed. He takes me to all
the places I need to go. He has ro
know I am looking for informa-
tion (HIV information), [ don't
need that.

With this kind of control, women
are not in a position to insist on
fidelity, demand condom use, or
refuse sex with their partner even
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when they suspect or know that their
partner is already infected. Women
often lack the economic power to
remove themselves from relationships
that carry major risks. HIV/AIDS and
the risk of infection for Blackwomen
is not solely an individual behavioral
problem and the extent to which
poverty and employmentrisk factors

Racist experiences
with the healthcare
system was one of
the reasons Black
women reported
a reluctance to
access healthcare
services including
HIV/AIDS education,
treatment, support,
and care.

need to be considered in proposed
interventions and programs cannot
be underestimated (Tharao and
Massaquoi 2000).

Racism as a Determinant of

Health

Thereis growing evidence that the
experience of racial discrimination
can have a pervasive and devastating
impact on the health and well being
of communities of colour (Randall).
Racism in Canada has caused dis-
tinct barriers to accessing healthcare
services. It has created an environ-
mentwithin which quality healthcare
is a commodity that has become
socially, economicallyand politically
unattainable by particular members
of our society. One factor tnat has
been implicated in the exacerbation
of this impact is the current inad-
equacy in the provision of culturally-
appropriate, anti-racist, inclusive
healthcare services for all individu-
als. This inadequacy is particularly

apparent in the context of the need
for sensitive and appropriate care for
Black women who face multiple op-
pressive forces of racial and sexual
discrimination. Racist experiences
with healthcare providers and the
healthcare system was one of the
primary reasons why Black women
reported a reluctance to access
healthcare services including Hiv/aips
education, prevention, testing, treat-
ment, support and care. Women’s
personal experiences of racism in-

cluded:

*Negative stereotypes about Black
women and women of colour

I went to a clinic to have an
abortion, it was a traumatic event
in my life, they treated me very
coldly and the only thing I re-
member the doctor saying to me
was “Do you know who the fa-
ther is? “ My white friend went to
the same clinic and received all

kinds of counseling and support.

sPractitioners dismissing health
concerns as not important

... Ittook ayearto finally find out
what was wrong with me. My
doctor kept saying it was all in my
head and my people tended to
worry too much and he never
really took me seriously. Finally I
got a new one who cared. I think
if  was white things would have
been better.

*Lack of sensitivity when dealing
with issues of cultural differences,
acculturative stress and racism.

Having my first child in Canada
was a scary thing. I didn't speak
the language and did not have
any family here. When [ went for
my first prenatal examination the
Doctor gasped and said “Oh my
God.” He had never examined
someone who had undergone fe-
male genital mutilation. I felt
bumiliated and very exposed...
When I went to the hospital to
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deliver my baby the Doctor called
all of his colleagues to look at me
without my permission. This is
not a human way to treat people.

Lack of Culturally and Linguisti-
cally Appropriate Primary

Prevention Information

Ensuring access for all to primary
prevention HIV/AIDS information and
services in formats and languages
that people can understand, and are
comfortable with, is a fundamental
requirement if HIV/AIDS is to be pre-
vented. Access to primary preven-
tion ensures that individuals and
communitiesare equipped with skills
to prevent infection, promote safer
sex and responsible sexual behaviors,
and ensure that women have the
necessary skills and tools to enable
them to act on the prevention infor-
mation provided to protect them-
selves. There are very few prevention
programs and educational resources
targeted specifically to Blackwomen.
This means that most Black women
have very little knowledge of Hiv/
AIDS, modes of transmission and how
it can be prevented. Most signifi-
cantly, they lack an understanding of
their own risk of infection (Tharao

and Massaquoi 2000).

[ never thought [ was at risk, [was

married, I did not use drugs and
[ was not gay. From all the things

I saw on 1V or in the paper it
looked like a very white thing. In

my mind there was no risk of
infection for me.

Very few educational resources
such as pamphlets, posters or book-
lets—the most popular of the Hrv/
AIDS social marketing tools—have
visual representation of Black women
orcultural imagery norare they trans-
lated for an audience which does not
speak English as its first language.
Often times the primary prevention
messages are inappropriate for par-
ticular groups, for example, encour-
aglng COndOm use as an HIvV prcven-
tion method withoutaddressing gen-
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der power imbalance, cultural, and
social barriers. Such messages are
futile for women who do not hold
any sexual decision making power
within their relationships.

The need for target specific re-
sources became an urgent issue for
us when the policy on HIV testing
during pregnancy was announced

“l never thought
| was at risk, | was
married, | did not
use drugs and | was
not gay. From all
the things | saw it
looked like a very
white thing. In my
mind there was
no risk of infection
for me.”

without any culturally appropriate
and language specific resources de-
veloped for Black women as a part
of the program. Women’s Health in
‘Women’s Hands could not deliver
the program effectively without ap-
propriate resources to supplement
the information women were get-
ting from providers. The Centre de-
veloped “Healthy Options for Wo-
men,” an HIV-prevention and edu-
cation resource targeted to Black
women. The images in the booklet
are of Black women, the informa-
tion is tailored to meet the needs of
Black women in relation to HIV/AIDs,
and the booklet is translated into se-
veral languages spoken by African/
Caribbean women. The importance
of targeted information in relation
to HIV/AIDS cannot be overempha-
sized as indicated by the quote:

Personally when I look at Hiv
pamphlets or marerial it does not
deal with my issues as a Black

woman.

It is clear that, in the case of Black
women, there is a lack of readily
available basic information on Hiv
prevention. This creates a situation
whereby women do not understand
and cannot accurately assess their
own risk of being infected. Conse-
quenty they are not prompted to
seek information and services. Most
still think HIV/AIDS is someone else’s
problem. This lack of information
creates a false sense of safety and
reduces the need or the urge to learn
more about HIV/AIDS, how it is trans-
mitted and strategies for its preven-
tion.

Limited Culturally Appropriate
and Language Specific HIv/aIDs
Prevention, Support and Care
Programs

In-depth interviews with service
providers working in AIDs service
organizationsand HIV clinicsin Met-
ropolitan Toronto revealed that most
HIV/AIDS programs are delivered
within mainstream settings which
often lack the capability or the incli-
nation to provide culturally-appro-
priate and language-specific services
and/or information to meet the HIV/
AIDS needs of Black women (Wom-
en’s Health in Women’s Hands).
Culturally-sensitive programs ensure
comfortable environments where is-
sues can be discussed openly without
anyone feeling uncomfortable, of-
fended or excluded. Information can
be conveyed in so many different
ways but only some of these ways are
appropriate for specific cultural
groups.

Have a discussion about sex in a
group, no way, this is not our way.
Why are we changing what we
grew up with just because we are
in a new country?

When it comes to ensuring that
women receive HIV/AIDS information
in the languages they are comfort-
able speaking, the use of translators
or cultural interpreters more often
than not creates a barrier to service.
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Many Black women acknowledge
openly that they do not wantanyone
from their community knowing
about their Hiv status. They are fear-
ful that confidentiality will be bro-
ken and their community will find
out about their status.

White organizations are a big
problem especially when youdon’t
speak English ... they use transla-
tors from your community and
then word gets around.

Some women would prefer to
struggle and get limited informa-
tion in English or to have no infor-
mation at all rather than to use a
translator/interpreter who is, in most
cases, a person from their commu-
nity. The need for confidentiality
often supercedes the need for infor-
mation.

If people found out I may be re-
Jjected by my family and my com-
munity.... This is worse for me
than to find out that I had AIps.

Women are also worried about
what people will think if they are
seen looking for information. One
woman summarized it:

Going to an AIDS service organi-
zation means either 0ftw0 t/]ing:.
You are HIv positive and are seck-
ing support or you are looking for
prevention information hence
your sexual behaviors are ques-
tionable.

As aresult of the stigma associated
with HIV/AIDS, many women will not
want to be linked to an agency pro-
viding Hiv/AIDS services. This senti-
ment was also expressed with regard
to the practice of designating a spe-
cific staff person to address HIv/AIDs
issues within a multi-service agency.

If you bhave specific staff people
assigned to work with HIV positive

women, everyone knows your sta-
tus as soon as you walk into their

office. I would rather not go.
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Understanding of Socio-Cultural
issues and Practices that Increase
the Risk of Infection for Black

Women

Most of the service providers in-
terviewed acknowledged that they
experienced multiple challenges in
their efforts to provide services for

“1f you have specific
staff people
assigned to

work with HIV
positive women,
everyone knows
your status
as soon as you walk
into their office.
| would rather
not go.”

Black women. Some of the chal-
lenges included lack of understand-
ing of the cultural values, beliefs, and
practices from the cultures of Black
women.

We don'’t understand cultural
practices and expectations, espe-
cially African—there areso many.

Lack of knowledge and under-
standing amongst service providers
about cultural practices, norms, and
values and how these practices in-
crease the risk of HIV transmission
further reduces the effectiveness of
programs. Practices such as female
genital mutilation and vaginal cleans-
ing, issues many healthcare workers
in Canada are unaware of, have di-
rect correlations with increased rates
of infection and should be part of the
risk assessment for women (Tharao
and Massaquoi 2001; Tharao,
Calzavara,and Myers). Toaccurately
assess the risk of HIv infection for
African and Caribbean women, an

understanding of these practices is
essential.

Religious and health-related be-
liefs, values, and norms further com-
pound the issue. Most Black women
come from settings where healthcare
isaccessed only when oneisill. Health
promotion isaNorth American con-
cept that has to be understood and
accepted before it can be adopted.
Religion also plays a central role in
the lives of many Black women.
Though some religious groups sup-
port HIV/AIDS prevention work, oth-
ers have not acknowledged that it is
an issue of concern and continue to
portray it as an issue of immorality,
hence a punishment from God for
those who are infected. This poses a
major dilemma since any prevention
initiatives are seen to contradict reli-
gious beliefs and to go against the
will of God or Allah. Given a choice,
many women elect to follow what is
prescribed by their religion thereby
greatly limiting their access to infor-
mation, prevention tools, support
and care. The quotation below is an
indication that the concept of pro-
longing life as a result of treatment is
seen by some to contradict religious

belief.

If it is the will of Allah for me to
die tomorrow, no treatment on
this earth can change that, so why

try?

Fears Associated with Being HIv
Positive and the Implications

Thereof

The stigma associated with HIv/
AIDS and the social construction of
the disease has created a distancing
effect in the communities that have
long been blamed as its originator.
Stigma, with its subjective notions
of shame, disgrace, and cultural mis-
interpretations that result in a
“spoiled identity” (Williams) have
all greatly influenced how those most
at risk react to the threat of the
epidemic. AIDs-related stigma is fur-
ther complicated by other socially
discrediting characteristics of the
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Karen Augustine, “Brick House,” Photomontage, 2001

groups most affected by it.

Visible minority group member-
ship, homosexuality, drug use, com-
mercial sex, and poverty are all char-
acteristics that carried significant
negative social implications prior to
the epidemic and have now become
associated with Hiv/aiDs. The racist
discourse that dominated the first
decade of Hiv/aIDs and personal ex-
periences with racism remain major
factors in the continuing silence and
the increase in HIV infection among
Black women and their communi-
ties. Once diagnosed with HIV/AIDS
one cannot escape the socio-cultural
interpretations attached to it creat-
ing negative implications for the
individual, for their social interac-
tions and for their relationships.
Commonly believed images, stere-
otypes, and attitudes about the dis-
ease itself, compounded by constant
anxiety about what others think or
feel about them determines whether
people seek and/or access services.
People are shamed, condemned, and
ostracized because of their HIV sta-
tus or perhaps false perception of it.

Personally I don’t want to know.
I couldn 't dealwith a positive HIv
status, the devastation and shame.
Leaves people wondering how you
got it you know.
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There is an under-representation
of Black women and Black commu-
nities in general in the utilization
and access to HIV testing information
and testing services. Information
from service providers and prelimi-
nary results obtained from a study
being undertaken by the University
of Toronto, “HIv/AIDs in East Afri-
can Communities Livingin Toronto”
indicate that fear of HIV testing and
being alienated from one’s commu-
nity and the impact of an Hiv positive
test on immigration status and/or
ability to sponsor family members
are definite reasons for the under-
utilization of HIV testing services
(Tharao and Massaquoi 2000;
Calzavara et al.; Tharao, Calzavara,
Myers, 2001).

The fear of testing HIV positive and
its implications are a reality many
Black women do not want to enter-
tain. The shame, stigma, and dis-
crimination associated with the dis-
ease makes women look at an HIV
diagnoses as something they would
be better off not knowing. This lim-
its access to testing services, early
diagnosis, and early access to treat-
ment and service for those who may
be infected.

For immigrant and refugee
women, their reality includes the fear

that a positive test might result in
deportation, lOSing their Children to
child protection services, or the pos-
sibility of being unable to sponsor
other family members to Canada
(Tharao and Massaquoi, 2000).
Currently, there are restrictions on
the immigration of HIV positive per-
sons to Canada. Those who are HIV
positive are considered “medically
inadmissible” and are denied perma-
nent resident status on the grounds
that they would place an excessive
burden on Canadian health and so-
cial services (Canadian HIV/AIDS Le-
gal Network)

Once immigration knows you are

sick, what chance do you have of
sponsoring family and what bap-

pens to your children?

Due to the economic marginali-
zation of African and Caribbean
women, a positive HIV test result
would be just another issue in the
longlist of daily hurdles these women
must contend with and many would
prefer not knowing instead of add-
ing to their burden.

Why would I want to know if I
was HIVpositive, [ don 't have OHIP
and I couldnot afford medicine or
pay for my doctor?

For other women, the fear of stig-
matization for the community as a
whole as opposed to personal stigma
was a deterrent for testing,

Stigma and discrimination
against the whole communiry will
increase if the public becomes
aware of increasing rates of infec-
tion in communities of colour. ...
More positive results would lead
to more strict immigration poli-
cies harming us all.

HIV prevention strategies tradition-
ally address issues of personal safety,
personal choice, and individual
rights. For women who are raised in
communally-oriented societies, the
well being of the family and the
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community supercedes all rights of
the individual.

Successful strategies and programs
for many communities must be ad-
justed in order to address this real-
ity. Individual strategies should be
complemented with strategies tar-
geted to whole communities in or-
der to modify cultural values, be-
liefs, norms, and practices that in-
crease risk of Black women to Hiv
infection.

Conclusions

If we are to develop an effective
strategy to reduce the increasing rates
of HIV/AIDS amongst Black women
living in Canada, we must base pro-
grams and services on the realities of
Black women’s lives. Historical per-
spectives such as the long-term ef-
fects of colonization and slavery and
their role in the interpretation of the
epidemic need to be understood and
taken into consideration in any strat-
egies developed to deal with the epi-
demic.

Socio-cultural and economic fac-
torssuch as poverty, unemployment,
gender-based violence such as sexual
abuse and rape, harmful cultural be-
liefs, values, norms, and practices
further compounded by racism and
other types of discrimination that
further increase the risk of HIV infec-
tion must to be addressed in pro-
grams targeted to Black women.

Finally, the lack of involvement of
Black women in the development,
implementation, delivery,and evalu-
ation of HIV/AIDS programs and serv-
ices targeted to them is an issue that
demandsimmediate attention. Black
women’s involvement in decision-
making roles in organizations pro-
viding services to them is paramount
if their silence is to be broken and
their distance from the issue dealt
with effectively. They must be part
of the solution.

Most Blackwomen in Canada find
about their HIV status late in the
stages of infection; those who are
likely to be infected have not been
diagnosed hence only limited num-
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bers can benefit from available serv-
icesand treatment therapies (Tharao
and Massaqoui, 2000). Eliminating
barriers to HIv prevention, support,
treatment and care information, and
services is crucial in addressing HIV/
AIDS for African and Caribbean
women. Tailoring programs to iden-
tified needs within the context of
language, culture, gender roles, socio-
economic status and creating poli-
cies that support the efforts that we
as activists are making will increase
the numbers of those accessing pre-
vention, testingand care servicesand
hence will increase access to treat-
ment.

Improving quality of care is criti-
cal to improving Black women’s
health and well being. Black women
are suffering unnecessary mortality
and morbidity resulting from disease
prevalence due to Hv infection. More
multi-disciplinary research is needed
into Black women’s health so thatan
intersectional gender and race per-
spective may be incorporated into
health policies and programs. The
existing lack of race and sex-
disaggregated data and information
in Canada hinders the ability of de-
cision-makers to develop effective,
inclusive HIV/AIDs policies and pro-
grams. Adequate institutional mecha-
nisms and resources are required for
the successful achievement of inclu-
sive health policies and programs to
reduce the high rate of HIv infection
amongst Black women.

Esther Tharao bas been involved in
HIV/AIDS work in Canada for over ten
years and currently works at Women's
Health in Women's Hands in Toronto
as a bealth promoter. She is considered
one of Canada’s primary voices on HIV/
AIDS issues facing Black communities
and has presented on this subject at
many conferences, including thisyear’s
annual conference of the Canadian
Association for HIV/AIDS Research. She
is @ member of the Ontario Advisory
Committee on HIVIAIDS, the Ontario
HIV Endemic Task Force, andthe Min-
isterial Council of the Canadian HIV/
AIDS Strategy. She is also involved in

several community-based HIVIAIDS re-
search projects ar Women’s Health in
Women’s Hands.

Notisha Massaquoi is originally from
Sierra Leone. She holds a Masters de-
gree in Social Work from the Univer-
sity of Toronto and is currently the
Health Promotion Coordinator of
Womens’ Health in Women's Hands
Community Health Centre. She has
expertise and commitment with respect
to the healthcare needs of immigrant
and refugee women, and, in particu-
lar, is involved in communiry develop—
ment, community-based research, and
policy development as it applies to the
healthcarfe needs of Black women and

women of colour.

"Women’s Health in Women's Hands
is @ Community Health Centre for
women of diverse backgrounds in Met-
ropolitan Toronto and surrounding
municipalities. Our mandate is to pro-
vide community, mental and clinical
health promotion support from an in-
clusive feminist, pro-choice, anti-rac-
ist, anti-oppression, and multilingual
participatory framework priorz'tizing'
women from the Caribbean, African,
Latin American and South Asian com-
munities. We believe that women have
the right to receive quality health care
and to make informed choices about
their health. We work towards en-
bancing our sense of well-being and
health by placing women’s health into
women’s hands. We are committed to
being advocates for change in our com-
munities.
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