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Executive Summary

Haitians in Massachusetts and the Need for HIV Prevention and Care: A Community Action Plan,
Metro Boston Haitian REACH 2010 Community Planning Group is a plan that describes the need
for HIV prevention and care services among Haitians in Massachusetts, and lists

recommendations designed to improve the quality and quantity of services provided. Theplanis
primarily intended for heath and socid service agencies that provide servicesto Haitiansin
Massachusetts, though it may aso be useful to funders as well as the Haitian community itself.

The plan was developed by the REACH 2010 Metro Boston Haitian Community Planning Group
who believes that a holistic health gpproach must be taken within the Haitian community in order
for HIV prevention and care programs and interventions to be effective. Although Haitiansface a
disproportionate AIDS rate in relation to the sSze of the population in the sate, HIV/AIDS is not
generdly consdered by the Haitian community to be one of the top diseases affecting the Haitian
community. Thus, providers must understand the Haitian community’ s overdl, psycho-socid and
hedlth needs, of which HIV/AIDS is one part.

Following is abrief summary of each of the sections.
Section |1: Introduction

Describes the Centers for Disease Control and Prevention's REACH 2010 initiative and
the Metro Boston Haitian REACH 2010 Community Planning Group. Theintroduction
provides an overview of the methods and process used in conducting the needs assessment
and developing the plan and describes the objectives of the plan.

Section I11: Overview & Epidemiology of HIV among Haitiansin M assachusetts

Discusses the demogrephics and epidemiology of HIV/AIDS within  the Haitian
community in Massschustts  highlighting overdl  trends in the Hatian community
relative to the rest of the state’ s non-Haitian population.

Section 1V: Haitian Community Per spective/HIV + Haitians Outside Care System

lllugtrates the Haitian community’s perspective on what the overdl priorities are within
the community. This section dso illudraies the Hatian community’s perspective on
HIV/AIDS prevention and care needs within the community. Additiond information from
two separate sudies contributed to the information in this section as well as other sections:
the Haitian Hedlth Inditute study, and the South Shore Haitians United for Progress studly.

Section V: HIV Prevention & Education among Haitians

Describes the HIV prevention needs, what places Haitians a risk of acquiring HIV,
bariers to accessng and providing HIV prevention sarvices, and specific information
about mental hedlth and substance abuse concerns as they relate to HIV prevention. This
section adso ligs successful HIV prevention interventions that are currently available in
Massachusetts for the Haitian population.
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Section VI: HIV Care

Discusses the HIV care needs of Haitians, and barriers to accessing care by and providing care to
the Hatian community. Specific menta hedth and substance abuse congderations that are
gpecific to HIV care are ds0 discussed.  Additiond information from Suffolk University’s Voices
of Experience study wasincluded in this section.

Section VII: Recommendationsto Providersand Funders

Ligs overdl recommendations as well as specific gender and age-related recommendations.

Section VII1I: Bibliography

Specia thanks is extended to those who provided recent research results to this plan that are
pertinent to HIV/AIDS prevention and care needs of Haitians in Massachusetts.  Specificaly, the
Metro Boston Hatian REACH 2010 Community Planning Group would like to thank the Haitian
Hedth Inditute and the Technicd Development Corporation, the South Shore Haitians United for
Progress, and Suffolk University/V oices of Experience.

Findly, a specid thanks is extended to the dl of the members and attendees of the Metro Boston
Haitian REACH 2010 Community Planning Group:

Sincerdy, Sincerdly, Sincerdy,
Kathy Steger-Craven Riche Zamor Bernadette Montasse
Co-Chair Co-Chair Co-Chair
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Introduction

Description of REACH 2010 and Haitian Community Planning Group

REACH 2010 is a 12 month community planning process funded by the Centers for Disease
Control and Prevention's “REACH 2010" Initiative. The overal god of the REACH 2010
initiative is to bring aout community and sysems change that will lessen or diminate hedth
disparities. This can take the form of new or modified programs, policies or practices facilitated
by the initiative tha improve access and eiminate disparities. The project supports community-
basad coditions working on the following sx hedth priority areas HIV infectio/AIDS, deficits
in child and/or adult immunization, infant mortdity, cardiovascular diseese, diabetes, and deficits
in breast and cervical cancer screening and management.

The Metro Boston Hatian REACH 2010 Community Planning Group is a group of hedth and
socid savice providers, dlinicians, consumers, epidemiologists and community members who
mobilized to conduct an assessment of the needs for HIV/AIDS services and prevention in the
Massachusetts Haitian community. It is the only REACH 2010 project in the nation focussng
s0lely on Haitians and one of two focussng on HIV/AIDS.

The goal of the Metro Boson Hatian REACH 2010 Community Planning Group is to hdp
ensure that Haitians infected and affected by HIV/AIDS in Massachusetts continue to recelve the
care and resources they need to maximize their hedth and qudity of life,

The output of the group is this HIV/AIDS Prevention and Care Community Action Plan for

Massechuseits  Hatians, which  outlines  community-level  interventions  for  HIV ~ for
implementation in REACH 2010 Phase 1.

Pur pose of Needs Assessment

The purpose of the needs assessment (key informant / persond interviews, provider prevention
surveys, provider care surveys, consumer group interviews, community surveys, epidemiologicd
profile, service utilization review and literature review) isto:

Determine the service needs of the Haitian service recipients,

|dentify services that Haitians living in Massachusetts are currently utilizing;

|dentify barriers to accessing and providing services for Haitians, and

Braingorm ways to design, improve and increase effective programs and interventions for
Haitians.
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Objectives of the Plan

The objectives (intended outcomes) of this plan are to:

Help agencies/programs provide services to ther clients;

Help agencies/programs more effectively goply for and obtain grants, including Phase |1
REACH 2010 funding;

Help funders identify agenciesprograms that are addressng the needs of people living
with HIV or a-risk persons or communities; and

Serve as aguide for other population-based community planning groups.

M ethods/Description of Process Used in Plan For mation

The Metro Boston Hatian REACH 2010 Community Planning Group conducted an assessment
of the needs of Hatians living in Massachusetts The needs assessment included 14 key
informant interviews with providers, group interviews with consumers, written surveys of
providers on HIV care and HIV prevention among Haitians, 260 community surveys, a review of
recent epidemiologica, demographic and service utilizetion data for the dae, and a literature
review of recent research on AIDS among Haitians in Massachusetts. The recent research reports
incorporated into this document include those from the Hatian Hedth Inditute/Technica
Development Corporation (HHI/TDC), South Shore Haitians United for Progress (SHUP), and
Suffolk University’ s Voices of Experience (VOE). The needs assessment culminated in this plan.



Overview & Epidemiology of HIV among Haitians in Massachusetts

In Massachusetts, there have been 15,121 individuds diagnosed with AIDS since the beginning of
the epidemic, of which 6,627 are currently living. It is edtimated that 18-24,000 people in the
date ae living with HIV/AIDS. This figure includes people reported to the survellance
department with HIV or AIDS, those who are not in medica care and who know their status, and
those who do not know their status. Every racid and ethnic group in Massachusetts experienced a
decline in diagnosed AIDS cases and in HIV/AIDS related desaths between 1995-1997. However,
as the graph below indicates, the number of AIDS cases diagnosed among Haitians increased
dramaticaly in 1998. There are currently 349 Haitians living with AIDS in Massschusetts.  This
increase was not experienced among non-Haitian Massachusetts residents. (See Graph 1).

Graph 1. Alive Haitian & Non-Haitain AIDS Cases by Year of Diagnosis
in Massachusetts

20
n=62
18
16 n=919
n=864
14
n=729 n=732
12 n=38 n-712 n-38 n=a7
§1o n=36 n=613
5] n=31
o
n=29
8 n=444
6
4 n=12 n=215
2-41_l>
0 .
1991 1992 1993 1994 1995 1996 1997 1998

[EHaitians (n=349) B Non-Haitians (n=6278) |

State AIDS incidence data from January 1, 1997-December 31, 1998 (new AIDS diagnoses in the
last 2-years) indicate that people newly diagnosed are more likdy to be femade, members of
communities of color, and have heterosexud sex as the mode of transmisson than the cumulative
reported cases. According to the MDPH, between 1990 and 1997, the proportion of AIDS cases
atributable to heterosexua® or presumed heterosexual® sex in Massachusetts incressed from 13%
to 29%. In the City of Boston thisincrease went from 13% in 1990 to 38% in 1997.

Massachusetts has the fourth largest Hatian population in the United States with an estimated
80,000 Haitian resdents. According to a recent assessment of the needs of Haitians in grester

! Heterosexual transmission means that the person had heterosexual sex with aknown injecting drug user, bisexual

mal e, hemophiliac, transfusion/transplant recipient or person with HIV/AIDS.

2 Presumed heterosexual means that the person had heterosexual sex with someone whose risk is unknown, and they
deny injecting drugs or MSM as behaviorsthat they engagein.
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Boston prepared for the Haitian Hedth Ingtuwte (HHI) by the Technicd Development
Corporation, Haitians make up between 7.5 and 10% of Boston's tota population. As of April 1,
2000, there were 684 cumulative reported AIDS cases among Hatians living in Massachusetts
who were born in Haiti.> Of these, 349 are currently living with AIDS. According to MDPH data,
Haitians comprise about 5% of cumulative AIDS cases and about 6% of dl dive AIDS cases in
the state. People born in Haiti diagnosed with AIDS and living in Massachusetts are more likdy
to be femae, to have been infected through heterosexud or presumed heterosexua contact, and to
live in the Metro Bogton region than those people not born in Haiti diagnosed with AIDS and
living in Massachusetts.  Unlike the overdl AIDS cases, 65% of Haitians living with AIDS have
unspecified transmisson risk. (See Graph 2).

Graph 2. Mode of Transmission among Haitian and Non-Haitians in Massachusetts
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In Massachusetts, 76% of Haitians living with AIDS were infected through heterosexud or
presumed heterosexual sex. (See Graphs 3 & 4). Another 18% were recorded as having no
identified risk, 3% as MSM, 2% as IDU, 1% as through blood products and <1% as pediatric. Due
to digmas surrounding homosexudity and subgtance abuse in the Haitian community, these two
modes of tranamisson are likely to be under reported. Furthermore, Graph 2 does not adequately
illudrate that pediaric trangmisson is a dgnificant mode of trangmisson among Haitians.
Haitians account for 18% of al pediatric AIDS cases in the state (CCHER website, 3/13/00).
When dratified by gender, 21% of made and 11% of femde HIV infections among Hatians are
dueto no identified risk. (See Graphs5 & 6).

3 Note that the data for Haitians in this section include only those actually born in Haiti, and children of Haitian born
parents. These data do not include Haitians born in the US or other countries. Other people of Haitian decent may
be recorded as Black and/or African American, thus Haitian data are likely to be an underestimate. For these reasons,
it isdifficult to obtain the exact number of Haitians living with AIDS in Massachusetts, or estimates of Haitians
living with HIV in the state.
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Graph 3. Haitians Living with AIDS by Mode of Transmission (n=349)
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Graph 4. Non-Haitians Living with AIDS by Mode of Transmission
(n=6278)
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Graph 5. Male Haitians Living with AIDS by Mode of Transmission in
Massachusetts (n=209)
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Graph 6. Female Haitians living with AIDS by Mode of Transmission in
Massachusetts (n=140)
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Graph 7 shows the age a time of AIDS diagnosis of Haitians and non-Haitians living with AIDS
in Massachusetts. The graph illudtrates that, like non-Haitians, the mgority of Hatians are
diagnosed between the ages of 30-39 years of age.

Graph 7. Alive Massachusetts AIDS Cases among Haitians and Non-Haitians by
Age
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Women ae exiremdy disproportionately represented among Haitians living with  AIDS in
Massachusetts. (See Graphs 8, 9 & 10). Haitian women comprise 40% of dl dive AIDS cases
among Haitians in the date, whereas non-Haitian women comprise about 24% of dl dive AIDS
cases among non-Haitians in the dtate. Overdl, AIDS cases among men are declining more
rapidly over time than cases among women.

The Haitian Hedth Inditute sudy indicated that between 1994 and 1999 in Boston, Haitian maes
comprised 7% of AIDS cases among maes and Haitian femaes comprised 15% of dl cases
among femaes. Between 1997 and 1998, the number of cases among Hatian men amost
doubled (from 10 to 19) but the number of cases anong Haitian femades damogt tripled (from 4 to
12), indicating the disproportionate impact of HIV on Haitian women.

12
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Graph 8. Alive AIDS Cases among Haitians in
Massachusetts by Gender (n=349)
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Graph 10. Percent Haitian versus Non-Haitian AIDS Cases by Gender and Region
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Graph 11 shows the geographic didribution of dive AIDS cases among Haitians in the state. The
mgority of Haitians living with AIDS reside in Baston, Cambridge, Somerville and Brockton.

Graph 11. Alive AIDS Cases among Haitians by Residence (n=349)
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As Grgph 11 illudtrates, the mgority of Hatians living with AIDS resdein Boston. The
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following graph indicates the specific neighborhoods within the City of Boston where Haitians

living with AIDS reside,

Graph 12. Haitians Living with AIDS in Boston by Neighborhood
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According to the Massachusetts Department of Public hedth, the seropostivity rate for Haitians
testing a public sites decreased from 9% to 7% between 1994 and 1995. However, the dsolute

number of Haitians testing postive increased from 23 in 1994 to 32 people in 1995.

In addition,

Haitians infrequently vist STD dlinics in the date. Only 42 out of 6400 who were counsded
about HIV in 1998 were Haitian. These factors indicate that Haitians in Massachusetts continue
to be a consderable risk, and that HIV is likdy underestimated in the population. Graph 13

shows the primary AIDS reporting centers for Haitians statewide.

Graph 13. Primary AIDS Reporting Centers for Haitians in
Massachusetts
35
n=108
30 ]
2 25
2
9]
o
8 20
3
8
8 15
E
£
o 10
N n=27
_ n=20 n=20
5 n=17 n=16 n=15
_ _ n=9 _ - n=9 n=10 =9
n=8 n=8 n=5 n=8 |—| n=7 H
N ¢] N 2 @) > ¢ Ny Q& Y N . N
A A & 8 L F ?\@‘ & & &
& :° & & <& 9 K S & & ~\<\?§
& S @) & 4 S = 2 <
& L & o
& S &

15



August 22, 2000

Unigue Consider ations

In the 1980s, Haitians were labded as pat of the “4H Group’ (heroin users, hemophiliacs,
homosexuds and Haitians) that resulted in fear, discrimination and stigma towards, and among,
Hatians. While more options have become avalable during recent years, Haitians continue to
experience agreat need for culturaly appropriate services.

According to key informant interviews with providers, Hatians frequently cite negative
experiences with hedth care providers that do not understand Haitian Creole and who they fed
are non-empathetic. Language differences are barriers to learning about and accessng services,
as is having an undocumented immigration datus. Fear of digmatization and lack of family and
community support are mgjor barriersto care.

The levd of acculturation into United States society aso affects HIV prevention and care.
Traditional hedlth beliefs may cause misconceptions and denia about HIV disease and risks.
Hatians thus have a need for culturdly- and linguidicaly-specific interventions and services
induding treatment information in Haitian Creole, trandation and interpretation services, case
management and advocacy, and legd services.

Haitians not in care are those who do not access any form of HIV/AIDS care services and may
include the uninsured, those who choose not to access services, those who are HIV positive but
unaware of ther daus and those with competing priorities such as the homeess or mentdly ill.
It can be assumed that Haitians living with HIV outsde the sysem of care face a wide range of
unmet needs, whether or not the services exist to meet those needs.

16
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Haitian Community Perspective

Haitians with HIV Outside the System of Care

REACH 2010 Community Survey

The results of a pilot community perspective survey of 11 Haitians conducted outsde a Haitian
church show that community members fed tha there is a shortage of hedlth clinics and doctors
geared towards them. Respondents expressed concerns about money and the lack of hedth
insurance among Haitians, the need for hedth educatiion and specific disease information was aso
noted.

Although Haitians face a disproportionate AIDS rate in relaion to the sze of the population in the
date, HIV/AIDS was not mentioned as one of the top diseases affecting the Hatian community.
Interviewees fdt that the top hedth concerns in the Massachusetts Haitian community are high
blood pressure, cancer (including prostate cancer), and diabetes. This could indicate that more
education is needed on the risk and prevaence of HIV/AIDS among Haitians in Massachusetts.

Of the Haitians interviewed at the church, 27% sad that they or someone they knew was a
Haitian living with HIV/AIDS. Of the 27% living with HIV/AIDS, an edimated 50% are not
recelving care.  The reasons given for why these Hatians living with HIV are not in care included
embarrassment, fear that others will find out, lack of education about the benefits of accessng
care, and lack of hedlth insurance.

Respondents said that, in the past, they had obtained information about HIV/AIDS through
schools, physcians, hospitds and hedth dinics, and via tdevison and pamphlets. The following
were sdected by respondents as important means of preventing HIV transmisson:

Abstinence;

Not using intravenous drugs,

Using alatex condom;

For substance abusers, using new needles or those cleaned with bleach;

Recalving information on the risks of having multiple sex partners, and

Receiving good educetion about HIV/AIDS.

When asked what one should do if they wanted to know their HIV satus, the mgority responded
“get tested,” “talk to your doctor,” or “read about it.” Overdl, respondents to this survey showed
that they were aware of how HIV is prevented, though they did not rank the disease as being a
high priority in the Haitian community.

Other hedlth needs/issues of the Haitian community that were mentioned include:
Housng;
Government assistance (money);
Limited hedth dinics
Limited Haitian hedlth dinics with Haitian doctors;
Language barriers, and
A need for more education and motivation viaradio, journas & televison.

17
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Haitian Health | nstitute Study Data

The following four graphs show community data from the Haitian Hedlth Ingtitute (HHI) study
prepared by the Technica Development Corporation (TDC).

Graph 14. Providers' Perceptions of How Well the Haitian Community
is Informed on HIV Prevention (HHI/TDC) (n=23)
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Graph 15. Providers' Perceptions of How Well the Haitian Community
is Informed on HIV Testing & Counseling (HHI/TDC) (n=23)
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Percent of Respondents

Graph 16. Providers' Opinion on Barriers to Educating the Haitian
Community about HIV (HHI/TDC) (n=55)
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Graph 17. Providers' Perceptions of How Well Informed the Haitian
Community is on Mental Health Programs (HHI/TDC) (n=23)
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South Shore Haitian United for Progress (SHUP) Survey

The South Shore Haitian United for Progress (SHUP) organization conducted a study on the
needs of Hatians in the Brockton area. The study condsted of 61 interviews held with Haitians
in the Brockton area (Brockton 58, Randolph 2, Avon 1). Brockton is a smal city about 25 miles
south of Bogton.  Sixty-four percent of interviewees were femae, 33% mae and 3% unknown.

Graph 18 shows the age of interviewed Haitians.

Graph 18. Age of Interviewees: SHUP Brockton Area Haitian Need
Study (n=61)
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Of those interviewed, 93% currently have children living with them. Thisfinding may have
program implications and affect peoples ability and likelihood to access HIV care. Of those
interviewed, 57% were not United States citizens, though 81% had resided in the United States
for at least 10 years. (See Graph 19).

Graph 19. Length of Residence in US: SHUP Brockton Area Haitian
Study (n=61)
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Graph 21 illugtrates the most important services within the Haitian community. According to
interviewed Haitians, financid assstance, hedth education and lega representation were the top
three issues. Though between 90-100% of al Haitians interviewed noted that the services
mentioned in Graph 20 were important to the Haitian community, only asmal percent (between
33-44%) of interviewed Haitians had ever accessed such services. The primary reason given was
that they did not know about the service or how to arrange to get the service. The second most
commonly stated reason for not accessing services is that the interviewee did not need the service.
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Graph 21. Importance of Various Services within the Haitian
Community: SHUP Study (n=61)
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Findly, The SHUP sudy found that respondents felt the best way to communicate information to
the Haitian community was through the following mediums:

44% Radio;

31% Telephone;

29% Cable Community TV;

25% Word of Mouth;

24% Pamphlet;

19% Educational Workshops; and
11% Home Vists.

22
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HIV Prevention & Education Among Haitians

HIV Prevention Needs (RESULTS AS OF APRIL 27, 2000)

On average, providers who were surveyed noted that their Haitian clients either request or require
the services highlighted in Grgph 22 beow. The highest requestsreferrds are made for financid
assstance, and medication and insurance assstance. The fewest number of requestsreferras are
meade for legd/guardianship and respite services.

Graph 22. Percent of Haitians Requiring or Requesting
Services (n=10)
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In addition to the above needs, survey respondents noted that Haitians require providers who they
fed they can trus, who ligen to them and respect them, and who will provide confidentia
savices.  Furthermore, Haitians require literacy and English as a second language sarvices,
assisance in securing green cards and working permits, assgtance in securing financid ad for
college entrance, and assstance in securing RN/LPN license reciprocity.
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Risk Characteristics

According to HIV prevention providers who were surveyed, the primary characterigtics that place
Haitians a risk of acquiring HIV include the following (in no particular order):

Low perception of susceptibility to HIV;

Bdief in dternative etiologies for HIV/AIDS,

Lack of infection/transmission knowledge;

Lack of information about HIV and AIDS care;

Lack of education/information about HIV prevention;
Gender-power dynamics,

Negative attitude toward condom use;

The value of fertility and associated attitudes toward condom use;
Fear of rgection among women who indst partner uses a condom,
Sexudly active teenagergsharing partners,

Poverty;

lliteracy;

Crowded housing;

Unsafe sex;

Multiple partners (lifetime);

Adult maes having multiple wives,

Prodtitution/sexud favors,

Acculturation;

Rdigious beliefs, including voodoo; and

Lack of knowledge on substance abuse issues.

Providers mentioned that exploitation and women's generad lack of power further increase a
Hatian woman's risk of acquiring HIV. Also, poverty may be more of an inhibiting factor for
Hatian women than for Hatian men. These factors may prevent Hatian women from asking
ther partners to use condoms, and may make women living with HIV more fearful and reluctant
to inform their partners of their status.
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Barriersto Accessing and Providing Care

According to the HIV prevention providers surveyed, the most commonly reported barriers to
accessing HIV prevention services include:

Community and rdigious beliefs,

Fear of rgection by family and loss of family support and,

Communication skills to share family problems with spouses, children, and others;

Gender issuesi/ma e dominance/patriarch;

Fear of rgection and/or humiliation by community;

Domedtic violence;

Lack of trust in hedth care system;

Bdief in supernatural powers and their role in hedth satus;

Bdief in dternative hedth remedies and trestment;

Immigration-related issues’lundocumented datusfear of becoming public charge and losing
ability to acquire green cad if HIV pogtive/difficulty to travel back and forth to Haiti if HIV
positive and thusisolaion from family and friends;

Limited knowledge about HIV/AIDS and denid of risk;

Provider insengtivity/culturaly ingppropriate prevention services, and

Limited knowledge regarding what services are available and how to access them.

According to the recent Hatian Hedth Inditute needs assessment, the most commonly reported
barriersto providing HIV prevention services include:

Limited staff and money to conduct outreach;

Outdated informetion;

Language barriers,

Difficulty in accessng groups of Haitiansin order to conduct outreach;

Schools and churches where groups of Haitians can commonly be found may not provide
effective locations to conduct HIV outreach due to conflicting beliefs regarding pre-maritd
sex, s education and the use of condoms;

Outreach does not effectivdly cover Brockton, Everett, Wdtham, and Madden, dl with
growing Haitian populations,

Increased one-on-one outreach needed but more resource intensive;

Difficulty in extending outreach to less educated community members, and

Increasing knowledge does not aways trandate into changing risky behaviors.

Overdl, HIV prevention providers fdt that reationships must be developed between families and
providers that foster respect. Providers must be open to beliefs other than their own and exhibit
more patience. More education is needed to hdp Hatians living with HIV disclose to ther
immediate families. And assgance to affected family members is crucid in both caring for the
podtive family member, as wel as dedigmatizing HIV in the community and thus fogering
prevention activities.
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Specific Mental Health & Substance Abuse Consider ations

Mental Health Needs

Providers noted the following mentd hedth/psychologicad needs of Haitians that are crucid to
address elther prior to or concurrently with HIV prevention interventions:

Free counseling service;

Education and awareness of the importance of menta hedth and counsdling services,
Demydtification of the belief that only crazy people need menta hedth services,
Deveopment of coping kills;

Sdf-esteem building;

Combating isolation;

Increased support network for mentadly ill Haitians,

Decreased financid hardship;

Increesng menta hedth resources that are culturdly competent and teke serioudy culturd
goproaches to hedth and hedling;

Culturaly competent counsdling;

Increased avallahility of linguidticaly and culturally competent services, and

Increased trust of the mental healthcare system/explaining and assuring confidentiality.

For children and adolescents, poor sdf-esteem and persondity disorders were noted as
particularly large risk factors for high-risk behavior.

Substance Abuse Treatment Needs

Providers noted the following substance abuse trestment needs among Haitians that are crucid in
addressing either prior to or concurrently with HIV prevention interventions.

Culturaly competent programs,

Demydtification of substance users and more education on the risks associated with al drugs
(e.g., cocaine, dcohol, injecting drugs, etc.); and

Research on factors that sustain drug abusing habits.
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HIV Prevention I nterventions

Current HIV prevention interventions targeting Haitians in Massachusetts include the following:

One-On-One I nterventions
- HIV antibody teting;

Individua education and counsdling;

Skills building & risk reduction;

Outreach;,

Home-based presentations;

Materids digtribution/training (e.g., condoms, bleach kits, needle exchange, etc.)

Technica assstance to Haitian providers;

Financid assistance to conduct education; and

Financid resources to do primary and secondary interventions.

Group Interventions
Hedth education & kills building;
Smadll group discussions and counsdling;
Peer counseling and peer education,
Role modding and mentoring;
Education to CBOs and agencies that serve Haitians, and
HIV prevention to college students and teens via guest spesker presentations/lectures and as
part of hedth/medica class curriculum.

Community Interventions
- Drop-in centers,
School-based interventions;
Faith-based interventions;
Community building/mobilization through media and radio;
Collaboration with Haitian area- providers,
Allocation of funding for servicesto the Haitian community; and
Conferences & trainings.
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Potentidly effective interventions that are NOT currently in use for the Hatian community in
Massachusetts include:

Individua street outreach;

Bar outreach,

Public sex environment outreech;

Harm reduction & behavior change street outreach; and
Group and community socid marketing of HIV prevention.

Providers gengdly fdt tha a combination of group and one-on-one interventions are most
effective in preventing HIV infection among Hatians However, according to the Hatian Hedth
Indtitute study, the role of Hatian media and radio daions in HIV prevention is important and
effective.  The South Shore Haitian United for Progress study aso found that 44% of Hatians
interviewed fdt that radio was the most effective means of disseminating information and 29%
fdt cable community televison was mogt effective.  There are 20 Haitian radio programs and one
Hatian radio dation. HHI/TDC suggested that the popularity and importance of Haitian radio
programs in HIV prevention dems from the fact that many Hatians canot read or write in
English or Creole,

The HHI/TDC recommended that communication between Haitian radio and media and Haitian
savice agencies be improved. Media and agencies should work together to develop and
disseminate clear, accurate and uniform HIV prevention messages in the community. The media
must then be updated regularly regarding agency resources and referrds.
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HIV Care

HIV Care Needs and Barriers (AS OF APRIL 27, 2000)

August 22, 2000

The following graph shows the type of insurance Hatians have a time of enrdlment into HIV

care. An overwhelming 80% do not have insurance.

Graph 23. Insurance at Time of Enrollment (n=11)
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Graph 24 illustrates services that Haitians requested from or were referred to by providers.

Graph 24. Percent of Haitians Requiring or Requesting Services

(n=11)
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According to the HIV care providers surveyed, in addition to the above service needs, Haitians
aso require:

Fnancid counsding;

Socid workers,

Support groups,

Providers who respect rights to confidentidity, information and options;
Culturdly-appropriate and senditive services,

Linguigtically- appropriate services,

I ncrease access to services,

Immigration status-specific services,

Education to address concerns, fears, & stigmas about HIV/AIDS; and

Increased family and community support (e.g., childcare, transportation services, housing).

According to interviewed key informants, pediatric needs ae underestimated in the dSate
epidemiological data snce the AIDS case definition is not aways accurate or gppropriate for
children.

Providers aso listed the following barriers among Haitians to accessing HIV care and services:

Lack of information on hedth care sysem (eg., who can hep, where are they and how to
access them, the relation of the INS to the hedlth care system);

Stigmatization, fear of retribution, rgjection, isolation from family/friends;

Confidentiaity and disclosure;

Shame and Guilt (guilt is reportedly a paticular problem among HIV-postive parents with
postive adolescents and children who face a difficult time in informing their child of ther
satus);

Gender rdations;

Depresson;

Palitical and persond trauma;

Exploitation and oppression making it difficult for Haitians to trust providers,

Lack of privacy—shared housing;

Rdligion, language, culture and literacy leve;

Cultura beliefs about diseases and ways to treat them (eg., homeopathic aternatives) and
bdiefsin dternative routes of HIV transmisson;

Belief in supernaturd power—out of the control of humans;

Care unavailablein Creole;

Lack of follow-up support;

HMOs referring Haitian patients out because they don’'t want to care for them;

Insufficient numbers of Haitian providers;

Insengtive providers;

Undocumented immigration status or fear of being listed as a public chargellack of hedth
insurance; and

If testing positive prior to securing a green card, it will not be issued. No green card means it
isvery difficult to go to school or get agood job.
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Specific Mental Health & Substance Abuse Consider ations

According to providers, there are no menta hedth or substance abuse services that specificaly
target Haitians.

Mental Health Needs

Specific mentd hedth/psychologicd needs indude culturdly and linguigicdly appropriate Satus
assessment and services that address siress, depression, anxiety, trauma and adjustment problems
in adults. There are dso needs for ontdte mentd hedth dinicians who spesk Creole, and
assgtance with access, finances and medications. For children and adolescents with HIV, the list
of menta hedth conditions for which services are needed was much grester, and includes:

Depression;

Anxiety;

Adjustment problems,
Behaviord problems;
Acting-out/aggressive behaviors;
Anger/frugration;

Separation problems,

Attention problems; and
Somatic concerns.

Substance Abuse Needs

Providers stated that a generad denia regarding substance use and abuse exists (both individudly
and on the community level) and needs to be addressed. Specificdly, providers noted that there
are not enough Creole-spesking providers offering addiction trestment. Services needed by the
Hatian community include detox, hdfway houses for education and kills training as wdl as
shdter, and culturdly and linguiticaly gppropriate resdentid trestment.

Suggested ways of encouraging access to care included integrating care into one dSte, increasing
confidentidity and trus in providers, increesng community support of services and the
avalability of qudity affordable services, assuring respect for the recipients language and
culture, increesng financid support, and assuring accessible location of services.  In addition,
providers shoud increase their culturd competency by increesng the number of Creole-spesaking
daff, developing written materids in Creole, traning daff and increesng funding for culturdly
sengtive clinica services and research programs.
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HIV Care Provider Interview Results (AS OF APRIL 27, 2000)

Graph 25 illugrates the level of need for services among Haitians living with AIDS according to
interviewed HIV providers.

Graph 25. Level of Need for Services among Haitians Living with AIDS
(n=14)

Level of Need

Interviewed providers noted that their Haitian clients either request or require the services lised in
Graph 26. The highest requestsreferrds are for financid assstance, and medication and
insurance.

Graph 26. Percent of Haitians Requesting or Requiring Services
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Graph 27. Importance of Various Services in Assuring Haitian HIV Care
Needs are Met (n=14)
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Interviewed providers ranked the importance of various services in assuring that the HIV care
needs of Haitians are met. Grgph 27 illudrates that providers fed multidisciplinary on-site care,
culturdly and linguigtically appropriate services, and date of the at HIV cae ae the most
important. Age @ppropriste sarvices ae least crucid  according  to  providers.
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Voices of Experience 2000 Results

Voices of Experience is a sudy tha included a peer survey of persons living with HIV/AIDS in
the Ryan White Title | Boston Eligible Metropalitan Area (EMA) in 1996-1997, and a follow-up
survey of the same cohort of individuas in 2000. The surveys studied consumers experiences in
accessing and using Ryan White and other HIV/AIDS services. Voices of Experience (VOE) was
conducted by Suffolk University through Ryan White CARE Act Title | funding.

Suffolk Universty interviewed 23 Haitian consumers living with HIV in 1996-1997 and again in
1999-2000. All surveyed consumers were currently in care (i.e., receiving services through the
forma hedth care sysem). Regiondly, 86% were from Boston, 9% from south of Boston and
4% from west of Boston. The mean age was 39 years, and 68% were women. The mean month
and year of testing HIV pogtive was in June 1994 and the mean time between testing postive and
accessing care was 8 Y2months.  The mgority, 94% dill receive care from the agency in which
they first sought care. On average, Haitian consumers have accessed services at 2 to 3 different
agencies. They learned about these agencies through their doctor/hedth care provider (61%),
case manager (39%), family member/friend (22%), support group (16%), and through their own
research (11%).

The mgority (83%) of surveyed Haitian consumers currently had a primary care doctor. Of
those, 89% fdt that their primary HIV/AIDS provider was very knowledgeable and 11% fdt ther
primary HIV/AIDS provider was somewhat knowledgesgble.

Sixty-one percent of Haitians surveyed said they paid for their hedth care through Medicaid, 17%
through Medicare and 22% reported not paying for hedlth care.

Graph 28. Current Disease Stage of Surveyed Haitians (n=23)
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Ninety-four percent of Haitians surveyed are currently or have been in the past year on protease
inhibitors.  Thirty-three percent fed they are able to do al the things they used to, 17% say they
are able to do some of the things they used to, 17% say they are able to do very few of the things
they used to, add 33% say it varies a lot, sometimes they can and sometimes they cannot. Of the
23 Haitian consumers interviewed in Voices of Experience 2000, 44% reported having engaged in
unsafe sex practicesin the past two years.

According to Voices of Experience 2000, 75% of Hatians were most comfortable receiving
Searvices from ther doctor or hedth care provider, with smdler proportion comfortable receiving
sarvices through community based organizations (CBOs), AIDS sarvice organizations (ASOs) or
specialty doctors, and peer support agencies. (See Graph 29).

Graph 29. Providers from which Haitians are Comfortable Receiving
Services (n=23)
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Regarding the availability of HIV/AIDS sarvices, 41% of Haitians surveyed date that they were
not sure if they know al the services that are available to them; 35% date that they know that
other services exig but that they have trouble getting access to and information about them.
Regarding other services such as SSl, transportation, housng and nutrition, 41% of Haitians
surveyed said they are fully informed and can access the services when they need them, 24% said
they are not sure if they know dl that is avalable to them, 24% sad they know that other services
exig but that they have a hard time accessng them or obtaining information about them, and 12%
sad that they have dl the information they need, though they gill cannot access services at times.
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The following graph shows the sources from which Haitians were comfortable taking advice
about HIV/AIDS:

Percent

Graph 30. Sources from which Haitians are Comfortable Taking
Advice (n=23)
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The Voices of Experience study found that HIV services are most commonly not accessed by
Hatians living with HIV because of:

56% Mistrust of doctors or agencies,

38% Difficulty ng service providers/providers were not hel pful;
35% Fear of disclosure;

35% Not having a doctor, case manager or hedlth provider;

32% Embarrassment from family/friends,

32% Complicated voice mail delays;

31% Agency language or culturd barriers,

29% Family or community culturd barriers,

27% Not knowing where to go for services,

22% Providers not open evenings'weekends/holidays,

18% Not feding sck and managing on tharr own;

13% Lack of money or insurance to pay for servicesmedications;
9% Having other more important issues,

4% Lack of servicesin their areg; and

0% Trangportation.
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HIV services are most commonly not accessed by other people known by the Haitians
interviewed owing to:

58%
41%
41%
35%
29%
29%
29%
24%
24%
24%
18%
12%
12%
6%

6%

Mistrust of doctors or agencies,

Agency language or culturd barriers,

Complicated voice mail delays;

Family or community culturd barriers,

Difficulty accessng service providers/providers were not hepful;
Not having a doctor, case manager or hedlth provider;
Providers not open evenings'weekends/holidays,

Not knowing where to go for services,

Embarrassment from family/friends;

Fear of disclosure;

Not feding 9ck and managing on their own;

Lack of servicesin ther areg;

Lack of money or insurance to pay for servicesmedications;
| have other more important issues, and

Trangportation.

The Voices of Experience study asked about adherence, nedication and drug protocols and found
that doctors and medica saff were mogt likely to be consulted regarding drug protocols and the
internet wasthe least likely. (See Table1).

Table 1.

Per cent Haitian consumers Consulted Provider Regarding Medical & Drug Protocols

(n=23) Frequently | Occasondly Rady Never
Case Manager 41% 29% 29% 0%
Doctors or medica persons 72% 28% 0% 0%
Family/Friends/Partners 56% 22% 6% 17%
Internet 7% 0% 7% 86%
Magazines/other literature 17% 33% 16% 33%
Peers 56% 28% 11% 6%
Support Groups 50% 17% 11% 22%

Of those surveyed, 83% regularly take their medications, 11% do it some of the time and 6% do
not regularly teke their medications. Of those who do not follow their HIV regimen regularly, the
reason for not doing so were asfollows:

100%
100%
50%
33%

Forgot;

Bad experience with drugs,

Regimens too hard or complicated to follow or keep; and
Drug intolerance or 9de effects.
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Overdl, 22% of Hatian consumers sad they experience sde effects from their medications, 78%
sad they do not experience side effects. Of those that experience sde effects, 100% said that
they have a big impact on ther daly life. Fourteen percent reported that Sde effects prevent them
from doing things they like/need to do dl of the time, 7% said some of the time and 79% said that
sde effects never prevent them from doing things they like/need to do.

Hatian consumers reported that they get Sde effect management information from their doctor or
other hedth care provider 94% of the time, peers 47%, publications 47%, case manager 35%,
family/friend 12%, internet 12%, spiritud advisor 6% and holigtic thergpies 6% of thetime.

The Voices of Experience sudy adso asked Haitian consumers to ligt the top priorities among
Hatians living with AIDS in Massachusetts.  Graph 31 illudraes the variety of services
prioritized by Hatian consumers in Massachusetts.

Percent of Respondents

Graph 31. High Priorities among Haitians Living with AIDS (n=23)
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Finaly, the Voices of Experience study asked Haitian consumers surveyed which HIV/AIDS-
related services were most helpful. Graph 32 illustrates that 100% of respondents felt information
and advice from medicad staff was the most helpful service, whereas only 8% felt substance abuse
sarvices were very helpful to them.

Percent of Respondents

Graph 32. Percent of Haitians Feeling Services are Very Helpful (n=23)
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Recommendations

The following recommendations are intended for both providers and funders of HIV prevention
and care to Haitians in Massachusstts.

It gppears that there is generdly a good knowledge in the Hatian community of how HIV is
transmitted and how to prevent it. There is not, however, an accurate sense of risk within the
community. Despite disproportionately high rates of AIDS diagnoses among Haitians, many
Hatians fed that HIV/AIDS ae not priorities for them or for the Hatian community. This may
be due to a lack of information on the actud prevaence of HIV within the Massachusetts Haitian
community and/or due to competing priorities such as requiring basc housing, food, financid
assstance and employment.

Overall Recommendations

The overdl recommendations are as follows:

Develop, improve and incresse recommendations that address overall socid, emotional and
physica hedth and wellbeing rather than just HIV.

Didribute a variety of information including, but not limited to HIV prevention and care
information throughout the Hatian community via schools, churches, hospitds and clinics,
televison, radio and pamphlets in order to reech al segments of the a-risk Hatian
community;

Increase the availability of culturaly appropricte and competent providers who understand
class and gender issues, Haiti's history of oppresson and exploitation, and the acculturation
process into United States society including potentidly different cultura and religious belief
systems (including voodoo);

Increese communication and collaboration among providers that serve Hatians including
HIV/AIDS prevention and care providers, other hedth and socid service providers, educators,
clergy, the media and consumers,

Provide cdear accurate HIV prevention messages through the Haitian media, including
information on where to find out more informaion, and explaning and assuring
confidentidity;

Involve Haitians in the design and implementation of programs;

Work with locd, dae and federd government agencies to better understand the Haitian
community

Advocate for HIV and AIDS reporting by racia and ethnic group;

Bring Hatians into care udng more intensve, culturdly appropriate outreach, pecificaly
targeted at recent immigrants and a long term residents;
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Provide community-wide education regarding the US hedth care system, benefits and
entitlements, insurance, and how accessing each these services may affect immigration satus,

Dedigmatize the hedth care system, gpecificadly, mentd hedth, substance ause and
preventive and primary care services (such as counsding and testing);

Improve incentives and encouragement for Haitians to return to obtain results of their HIV
test (74% Haitians that tested podtive in 1998 returned versus 84% of Whites who tested

positive);

Improve and increase comprehensveness of case management services, assuring dients have
one wdl-informed case manager rather than a different case manager for each sarvice. (This
adso decreases duplication of services that is both costly and a disncentive for dients to
remanin care).

Educate fully the fath-based/spiritua leaders about HIV/AIDS related resources for Haitians
and promote education through the churches,

Improve outreech to the Hatian men who have sex with men, injecting drug users, and
untested Haitians living with HIV; and

Address basc, competing survivd needs such as food, housing, immigration/legd,
community safety, and employee training and counsding.

Develop, improve and increase interventions amed a couples, including discordant couples
(e.g., 5 medtings with an overdl hedth and welness focus—one or two with men done and
women aone and the remaining ones with couples together).

Snce an edimaed 93% of Hatians living with HIV have children living in their home, a
suggested method of getting them into careis by getting their children into care.

Specific Gender & Age-Related Characteristics

Females

- Address cultural and gender based power and equity dynamics that affect a woman's ability to
negotiate safer sex and her likelihood of accessng and remaining in care;

Address fedings of guilt and shame among mothers living with HIV with children infected
through perinata transmisson;

Research further homelessness, substance use and abuse and proditution among Haitian
femdes, and

Conduct HIV prevention outreach via radio and at places where Hatian women congregate
without men (e.g., salon, clothing store, market, etc.).

Increase rates of pregnant Haitian women living with HIV that take prophylaxes.
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Males
Address sigmas of men who have sex with men (MSM). Hatian MSM may be especidly
reluctant to identify openly as gay or bissxud, which poses a barier to identifying and
meseting the needs of this population;

Research into HIV transmisson viaMSM and IDU; and

Research homelessness, substance use and abuse and olicitation of progtitution among
Haitian maes

Provide hedth and wellbeing education, including HIV prevention and care, in ESL classes
(thus education on hedlth topics as wdll as practice in English).

Conduct HIV prevention outreach via radio and a places where Hatian men congregate
without women (e.g., barbershop, etc.).

Adolescents & Young Adults (17-24 vears old)
Conduct outreach targeting 19-24 year olds not in school.

Develop, improve and increase interventions targeting youth viaradio.

Pediatric, School and Family | ssues

Research the needs of infected/affected children (disclosure to parents/care of child, resources
available).
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