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Executive Summary

PLHIV Stigma Index is a tool that measures and detects changimdgstin relation to
stigma and discrimination as experienced by people lving with HIV. It is a joint
intiative involving the Global Network of People Living with HIV and AIDS
(GNP+), the International Community of Women Living with HIV and AIDS (ICW),
the International Planned Parenthood Federation (IPPF) and UNAIDS. The Index is
an empowering research tool for developing eviddrased advocacy by and for
people living HIV. In the Liberian context, this stigma index is an eye opener for all
partners in lie national response especially the Liberia Network of People Living with
HIV (LIBNEP+) and National AIDS Commission. As the first Stigma Index study in
Liberia, it provided learning opportunity and enriched participating agencies with key
experiences angssons.

According to the Liberia Demographic and Health Survey (LDHS 2007), a composite
indicator on stigma towards HIV posttive people shows that only 13% of women and
22% of men expressed accepting atttudes toward persons Iving with HIV. This
compode indicator is somewhat higher among women and men with secondary
education and among those in the higher wealth quinties. It is also higher in urban
than rural areas, especialy among men. A study to identify the drivers and context in
which HIV-related stigma and discrimination occurs in Liberia is important in
designing and implementing effective programs and targeting HIV prevention and
control, hence this PLHIV stigma index study.

The purpose of the stigma index study was to increase capacityetssaand measure
change related to stigma and discrimination in the context of the epidemic.

The specific objectives of the stigma index project are to:
1 Document the various experiences of PLHIV within their communties
regarding HIVrelated stigma and isgtrimination on an individual level,
family level, community level, and national level

1 Measure changes over a period of time as they relate to changing attitudes;

1 Generate an evidence base on Hdated stigma for polcy change and
programmatic inteentions;

1 Increase the evidence base for policies and programs to reduceclatdd
stigma and discrimination and

1 Ensure that the greater involement of people Iving with HIV and AIDS is
enshrined in global, regional and national HIV responses.



Methodology

The Liberia rollout of the stigma index was based on the methodology developed by
the People Living with HIV Stigma Index project. The study targeted people Iving
with HIV in the country. The minimum age requirement for participaton was 18
years. Five hundred and thirty (530) persons responded to interview questions in the
folowing categories: 500 PLHIV were interviewed using the adapted questionnaire
developed by the stigma index project. However, the data cleaning process found 483
respondentcomposed of 361 female and 122 males to contain usable data. Most of
the respondents (over 50%), on account of knowledge of their status, have Ived with
HIV from 1 to 4 years, folowed by those who lived with the virus from 5 to 9 years
(28%). Twenty (R) persons participated in focus group discussion and 10 persons
took part in the key informant interview. Discussants and participants of focus group
discussion and key informant interview were mixture of PLHIV and staff of partners
within the national rgponse. Participants in the study were selected based on regional
proportion of PLHIV in the country.

Table 1: Number of respondents by sex and age group

% of % of %

Age group Male | male Female | % offemale | Transgender | transgender | Total | total
Youth aged 18-

197 1 0.82% 12 3.32% 0 0% 13 3%
Adult aged 20-

24 years 8 6.56% 49 13.57% 1] 0% 57 12%
Adult aged 25-

29vyears 18 14.75% 85 23.55% 0 0% 103 21%
Adult aged 30-

39 years 40 32.79% 128 35.46% 0 0% 168 35%
Adult aged 40-

49 years 47 38.52% 77 21.33% 1] 0% 124 26%
Adult 50+ years | 8 6.56% 10 2.77% 0 0% 18 A%
Total 122 100.00% | 361 100.00% 0 0% 483 100%
Key Findings

Most of the respondents representing 80% on average have never experienced stigma
and discrimination from other people. However 29.81%them said they were
verbally insutted, 21% has been physicaly assaulted, 20% subjected to psychological
pressure of manipulation by sexual partners and 48% said they were aware of being
gossiped about. Interestingly 28 (representing 5%) respondents ifchcegted that

they have experience stigma and discrimination from other PLHIV. Responses are
shown in the table below.



Table 2: Number of respondents by experience of external stigma
Type of stigma and | Never | Once A few | Often Total
discrimination times
Excluded from social gathering 416 22 27 18 483
Excluded from religious
activities/place of worship 448 14 14 7 483
Excluded from families activities | 405 30 25 23 483
Aware of being gossiped about 252 52 89 90 483
WVerbally insulted 329 72 48 34 483
Physically harassed/threatened 402 42 21 18 483
Physically assaulted 381 56 28 18 483

Subjected to psychological
pressure  of manipulation by

partner 386 52 23 22 483
Experienced sexual rejection 308 35 26 24 483
Discriminated against by PLHIV 455 13 12 3 A83

Other in household experience
stigma/discrimination 3ap 42 34 17 A83

. Twentysix percent of respondents identified the reason for stigma and
discrimination, to be fear of people for getting infected thiym. Another
27% believes that those who stigmatize them do not understanding the

modes of HI'V transmission. 11% of
being HIV infected is shameful so they do not want to associate with
people living with HIVo.

ii. About 2% of respondents said they were forced to change residence due to
their HIV status; 12% of them have lost their jobs or other sources of
income because of HIV status, whie 6% experienced change of job
descripton or refused promotion because of their HBfatus.
Approximately 7% said they were dismissed, prevented or suspended from
attending educational instituton because of HIV status; whereas 2%
reported that their chidren were thrown out of school on account of HIV
related stigma and discriminatioagainst members of their famiy. Over
6% of respondents asserted that they have been denied health or dental
service due to their HIV status.

iii. Internal stigma seemed to be the most common type of stigma experienced by
respondents. There were 67% of resgotel who feel ashamed of
themselves because their HIV status is known to others:fidftypercent
(55%) of respondents feel guity for being HIV positive regardless of the
HIV mode of transmission. Additionally, 53% of respondents blame



themselves for g HIV positve, whie 41% felt that they experience
low selfesteem because of their HIV status. Areas of lower but significant
prevalence were the questions of isolation, suicidal ideation and deserving
punishment. Eighteen percent (18%) of them repoidelating themselves
from family and friends, 12% have felt suicidal and 10% have felt that
they deserved to be punished.

Figure 1: Number of respondents by experience internal stigma
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iv. The results indicate that some PLHIV take discriminatory actions against

themselves. Of the total number of 483 respondents, p8dsons
representing 19% said that they have chosen not to attend social
gathering(s) and not to have sex. Eighitye persons accounting for 18%
reported that they have isolated themselves from family and/or friends, as
well as not to get married. Morehan half of the respondents (250
persons/52%) said they have decided not to bear chid(ren) as a result of
their condition.

v. There was an attempt to dichotomize between just hearing of the existence of

laws and policies and being able to read and distwsscantents of the
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| aws in order t o ma k e maxi mum ~use of
United Nations Declaration of Commitment on HIV and AIDS of April

2001 has been heard of by 61% of respondents but only 28% read or
discussed its contents. Various caast have their HIV laws and policies
recorded on international net wor k. L
commonly referred to as the O6Model La
141 out of 483 respondents.

Vi Respondentsdéd ability to ieffethartorn@hange \
they confronted or educated someone who tried to stigmatize or
discriminate against them. Their knowledge of the existence of
organizations or support groups that could defend them in case of stigma
and discrimination was also assessethe Tresults show that not many
PLHIV muster the courage to confront, chalenge or educate those who
stigmatize or discriminate against them. Of the number that responded to
this inquiry (483 persons), only 174 asserted that they have taken steps to
change ltie attitude of people who stigmatize or discriminate against them.

vii. In the face of stigma and discrimination, PLHIV reserve the right to choice in
determining where to seek redress. Organization such as support groups,
PLHIV associations and network, légand human rights platiorms, faith
based organizatons and the National AIDS Commission have
responsibiity to support PLHIV when they are stigmatized and
discriminated against. The extent to which individual PLHIV uses the
services of these organizatiomss folowed during the study. Many of the
respondents declared that they have knowledge of organizations from
whom to seek help in case of such experience. Three hundred and fity
eight individuals corresponding to 74% mentioned PLHIV support groups
as heir source of redress or refuge. Eighgven respondents accounting
for 18% named PLHIV network (LIBNEP+) as an organization they could
seek help from when confronted with issue of stigma and discrimination.
Faithbased organizations including churchesnosques and nen
governmental organizations are other organizations some claimed to seek
help from when needed.

vii.  Approximately 134 respondents, representing 28%, have said that they
were tested due to suspected HIV related symptoms. Another 24% has said
that test was done upon the ilness or death of spouse, whie 14% was
tested during antenatal care.



iXx. Contrary to the principle of confidentialty, PLHIV get disappointed when

their status gets known to people within their community or place of work.
Breach of confidentialty was also assessed in the experiences of
respondents. Interestingly, 15% of respondents have said that they were
aware their status was revealed by social workers and medical
practitioners. It was also interesting to know whether partispavere
aware of their medical records being kept confidential. -kigy percent
(55%) of respondents beleved that ther medical records are kept
confidential. 35% had a contrary view that their records were not
confidentially kept whie 10% was not surf their medical records are
kept in confidence. About 61% of respondents said they find the disclosure
of their HIV status as an empowering experience. Twimge percent
(23%) did not think that the disclosure of their status empowers them in
any way Fourteen percent (14%) do not feel that disclosure of HIV status
has any bearing on their lives.

X. Most PLHIV respondents (89%) have asserted that they are taking

antiretroviral treatment. 86% has said that they are taking medication
against opportunistianfections. These responses are simiar to those given

by respondents who described the health as good, very good or excellent.
However, the data shows that access to opportunistic infection treatment
was a chalenge to 15% of respondents.

Xi. The survey shes that 86% have chidren as opposed to 14% that did not have

chidren. Only 21% has released their HIV status to their chidren. Post
diagnostic reproductive health counseling is an issue of interest in the
PLHIV stigma index roll out. Sixifive percent (65%) of respondents
have said they have received reproductive health counseling since they
were diagnosed. Nineteen percent (19%) said they have been advised not
to have chidren; whie 14% have admited of being coerced by healh
professionals to be esiized. Seventeen percent (17%gclaredthat they

can only obtain antiretroviral treatment when they agree to use suggested
contraceptive(s).

xii. Approximately 156 women representing 43% of total female participants in

the study have said that they haveeiged PMTCT. However, 35% said
they gave birth to their chidren before being diagnosed of HIV.

In view of the findings the following recommendations were made:
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. Implementing the establishment of an empowerment scheme for PLHIV. This
could include academicprogram and vocational training, business, etc.
depending on individual need and context.

. Restrategize awareness raising methodologies to enhance knowledge of the
general populaton on the nature of HIV, particularly on the mode of
transmission and theead to support and care for people Iving with and
afected by HIV/AIDS. Many people still seem apprehensive about HIV and
appear not to understand the mode of transmission for which they fear getting
infected through casual contact. This could involveciipaly including HIV

in school curriculum, working with religious leaders, working with famiies,
etc.

. Buid the capacity of PLHIV over time to enable them take inttiatives on their

own and breach the capacity gaps prevalent among PLHIV. This should be
done through a diversified approach that wil recognize all sectors of the
PLHIV population. It could be through mentorship, apprenticeship, skils

training, professional placement, etc.

. Provide supplementary feeding to PLHIV on treatment to enable tugre
with the strength of the medication and encourage them follow the treatment
procedure.

. Provide supplementary feeding, incentive and support to HIV+ mothers and
their babies during pregnancy and continue support for the chid unti
completion of primey education.

. Encourage and support PLHIV into the medical feld so that they can be
actively involved in the provision of care and support to colleagues.

. Actively involve PLHIV to the extent possible and necessary in all actiities
affecting them for owership and sustainability.

. Expand testing and treatment centers to more locations across the country to
increase access to as many PLHIV as possible, particularly in the rural areas.

. Seek means to improve the current types of ART to reduce the sidis effe
the medication which may be a contributing factor for loss to falpwand
the failure to follow treatment procedure.



10.Increase the number of CD4 count machines around the country to enable
people know their status level and make some key decsidheir ives such
as bearing of chidren.

11.Reduce the HIV Law into simple English and disseminate it. Put in place a
program to educate PLHIV on key documents that protect their rights.

12.Provide continuous training for health care providers and sowdkers on
how to care for and support PLHIV, including respecting the principle of
confidentiality.

13.Advocate for the rights of PLHIV through their network, ciil society
organizatons and government institutions such as NAC and NACP. This
should also bea part of the empowerment process for PLHIV to enable them
advocate for themselves rather that people continuously advocating for them.

14.Establish a complaint and response mechanism to get information from and
provide feedback to PLHIV on services providéal them. This wil help
improve the way people work with them through their involvement and
participation in issues that affect them.
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1.0INTRODUCTION

1.1Background

HIV-related stigma and discrimination is pervasive in al regions eofwtbrid and a

major factor that fuel the transmission of HIV infection. Stigma and discrimination
occurs in varied contexts and represents major chalenges faced by countries in their
national HIV responses.

Fear of becoming victims of stigma and disarimit i on can adversely
wilingness to be tested and engage in safe sex practices. Anecdotal evidence shows
that stigma and discrimination against PLHIV is prominent even among the health
care providers, preventing PLHIV from seeking care a&mdtment at health facilties.

This results in a significant number of patients not adhering to the antiiral therapy
and being lost to follow up for further interventions.

PLHIV Stigma Index is a tool that measures and detects changing trendsian telat
stgma and discrimination as experienced by people Iving with HIV. It is a joint
intiative involving the Global Network of People Living with HIV and AIDS
(GNP+), the International Community of Women Living with HIV and AIDS (ICW),
the Internatioal Planned Parenthood Federation (IPPF) and UNAIDS. The Index is
an empowering research tool for developing eviddrased advocacy by and for
people living HIV.

The results of the 2008 Population and Housing Census indicate that Liberia has a
population of approximately 3.5 milich Liberia, with an annual growth rate of

2.1%, has a young population. The population ageld Sears is frequently referred

to as a Awindow of hopeo, and will requir
uninfected. 208 National Population and Housing Census results document that
young people aged -B4 years account for 26.7% of the population whie the
proportion of the population aged-1® years is about 10.8%.

According to the Liberia Demographic and Health SurledyHS 2007), a composite
indicator on stigma towards HIV positve people showed that only 13% of women
and 22% of men expressed accepting attitudes toward persons Iving with HIV. This
composite indicator is somewhat higher among women and men with agcond
education and among those in the higher wealth quinties. It is also higher in urban
than rural areas, especialy among men. A study to identify the drivers and context in
which HIV related stigma and discrimination occurs in Liberia is important in
designing and implementing effective programs and targeting HIV prevention and
control.

! Population and Housing Cens2608

a

e



1.2HIV and AIDS in Liberia

The first case of HIV in Liberia was diagnosed in 1986. Since then HIV has spread to
all parts of the country and into all strata of stci The prevalence is higher in
women than men and in urban areas than in rural areas. The most recent report on
HIV prevalence among the general populaton shows a prevalence rate of 1.5%
among persons aged 1¥® years, indicating a loevel, generalzd epidemic. It also
revealed significant differences between urban and rural settings, with the primary
urban area, Monrovia, exhibiting rates of between 2.5% and 2.9% and rural areas
having rates of 0.8%.

There is anecdotal evidence that HIV prevalergéigher than the national average
among sex workers, men who have sex with men (MSM), injecting drug users, and
persons in incarceration. So@wonomic and cultural practices and the resuling
gender inequaliies are among the major drivers of the epiddbata from the
Estimates and Projection Package and Spectrum (EPP/Spectrum) model indicate more
than 90,000 AlDSelated deaths have occurred since the epidemic Started Li ber i ad's
spectrum projection (July 2013) estimates 20,120 people lving with vitios,
indicating 20% decrease compare to Apri 2012 projection. The projection package
also puts estimate people needing ART at 13,740, representing 69% of adults living
with HIV in Liberia®.

Figure 2: HIV projection in Liberia

HIV population

| |
Liberia April 25 2012 MNAT_2020 exercisel Liberia New Spectrum 201 3-jul-09

2006 2007 2008 2000 2010 2011 2012 2013

Liberia April 25 2002_MAT_2020 exercisel 3914 3705 3481 3259 3048 £8.33 2672 £5.12
Liberia New Spectram 2013-0ul-0% |  31.87 30,56 28.76 26.81 24,64 23.26 2165 2012

Though substantial gains have been made in the ratesonse to HIV & AIDS,
the epidemic remains a major developmental chalenge in Liberia. This is predicated

22007 LDHS and Analytic Summary on Liberia published by African Health Observatory and World
Health Organization

3Midterm Review of the National Response, 2013

4EPP/SpectrunQOl3
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on many factors, including stgma and discrimination, demographic movements, high
lliteracy rate, and some soegonomic factors like povertynemployment, etc.

1.3 Stigma and Discrimination

People living with HIV often face stigma and discrimination. Many do not know what
their rights are and how they can help to change things for the better. There are a
number of organizations that are campia@ against stigma and discrimination and
fighting for improved rights for people lving with HIV. This initiative started since
2005.

HIV-related stigma and discrimination undermines HIV prevention efforts by making
people afraid to seek out informati@bout how to reduce their risk of exposure to
HIV and to adapt safer behaviour, in case this inquiry raises suspicion about their HIV
status. Fear of stgma and discrimination does not only discourage PLHIV from
disclosing their status even to family memb and sexual partners but also
undermines their abiity to adhere to treatment. In Botswana, a survey of patients
receiving ART found 40 percent delay getting tested for HIV, mostly due to Stigma
Thus stigma and discrimination weaken the ability ofvithdals and communities to
protect themselves from HIV and to stay healthy if HIV positive.

Moreover, stigma and discrimination affect men and women differently. Women and
girls in many countries face discrimination that makes them more wulnerable to HIV
HIV-related stigma and discrimination also affect chidren and young people in
specific way8. In some settings, orphaned or abandoned chidren of HIV positive
mothers are placed in specialzed orphanages for HIV positive chidren, segregated
from the otside world. In addiion, some educational institutons may refuse to
accept a chid who is HIV positive or whose parents are HIV positive.

Stigma is the most severe deterrent to utiization of ART services in Liberia. Whilst
many people are frightened carfearful of having an HIV test, most PLHIV on
treatment are horrified, scared, and shamed by the stigma they endure on a daily basis
from family and friends who should love and support them. In the community and
workplace, fear of loss of respect and thgrfrom coleagues and health care
providers (despite oath to privacy and confidentialty of information about patients)
continues to incessantly weaken the determination of ordinary people and PLHIV to
seek counsel and treatment, thus worsening theditowom Trust is evaded as service
providers leak private information with impunity. By and large, the very programs
designed to care for, treat, and support PLHIV remain vertical amategnated into
routine health care and other social protectioniceEsy The scourge of stigma against
PLHIV must therefore be exorcised by all, through accepting atttudes and respect;
empathy and understanding; and ensuring support and empowerment of PLHIV.
Some, including PLHIV, believe stigma is reducing, albeit sloviany PLHIV

® Wolfe, W., et al. (2006 ffects of HItelated stigma among an #asample of patients receiving antiretroviral therapy in
BotswanaAlDs Care, 2006. 18(8): p. 93133
5 UNAIDS (2010)Nondiscrimination in HIV responsg26" Meeting of UNAIDS programme Coordinating Board



testfy to and some neHIV infected people recount winessing the pain and
suffering endured by people infected and affected by HIV and AIDS as a result of
stigmatization. These have made it difficult for patients to adhere to treatment and
some even drop out completély!

1.4LIBNEP+

The Government of Liberia along with its partners has been making significant efforts
in the fight against HIV. The Government has participated in a number of
international conferences and become a signatoryndmy international instruments

that seek the protection and promotion of the rights of people Iving with HIV, as well
as to counter the spread of the virus. Predicated upon these desires the Government
formulated two institutions, the National AIDS Comt®Brogram (NACP) and the
National AIDS Commission (NAC), to foster the welbeing of people lving with, and
affected by HIV. Further, the Government of Liberia in 2010 amended the Public
Health Law of 1976, Title 33, Liberian Code of Laws Revised to ceeaewv Chapter

18 providing for the #AContr ol of Hu man
new law, among other things, prohibits discrimination and vilfication on the basis of
actual or perceived HIV status. Addiionaly, a study was commissioned by
UNAIDS-Liberia in partnership with the National AIDS Commission (NAC) and the
Global Fund on HIV AND AIDS, Tuberculosis and Malaria (GFATM) to assess the
capacity needs of PLHIV associatons and support groups that gave birth to
LIBNEP+, an umbrela orgarmiion for PLHIV that coordinates their activites,
represents their interests and advocates for their common good. Liberia Network of
Positve People (LIBNEP+) was established in 2011. LIBNEP+ presently has five
PLHIV associations in its membership.

LIBNEP+ played a significant role in the conduct of this stigma index. The network

chaired the steering committee for the implementation of the study, and coordinated
key aspects including recruitment of data collectors and data entry clerks. The
network colhborated with other partners in developing the study work plan and

budget.

1.5The PLHIV Stigma Index

The Stigma Index was developed to collect information on stigma, discrimination and
rights of people living with HIV to help in advocacy efforts. $t a project that has
been developed and implemented by and for people living with HIV. It aims to collect
information on the experiences of people Iving with HIV related to stigma,
discrimination and their rights. The information obtained wil enable rentation

of various experiences of people lving with HIV within a particular community or
country regarding HIV related stigma and discrimination; comparison in country and
between countries, measure change over time and wil inform programming and

"Midterm Review of the National Respon2613
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policy change. The People Living with HIV Stigma Index is a joint initiative ofthe
Global Network of People Living with HIV and AIDS (GNP+); the International
Community of Women Living with HIV and AIDS (ICW); the International Plan
Parenthood Federation (IPPFand the Joint United Nations Program on HIV and
AIDS (UNAIDS).

1.6 Objective

The purpose of the stigma index study was to increase capacity to assess and measure
change related to stigma and discrimination in the context of the epidemic.
The spedc objectives of the stigma index project are to:

{__Document the various experiences of PLHIV within their communites
regarding HIVirelated stigma and discriminatioon an individual level,
family level, community level, and national level

1 Measure chamgs over a period of time as they relate to changing attitudes;

1 Generate an evidence base on Hated stigma for policy change and
programmatic interventions;

1 Increase the evidence base for policies and programs to reduceelatidd
stigma and disanination and

1 Ensure that the greater involvement of people Iving with HIV and AIDS is
enshrined in global, regional and national HIV responses.



2.0METHODOLOGY

2.1The study design

The Liberia Stigma Index Rollout Study was conducted irpaaticipatory manner
with  PLHIV highly involved throughout the entire process. Therr umbrela
organization, LIBNEP+ was at theentre of the study, with technical support from
NAC, UNAIDS, the consultant instituton and other partners. The interviewers,
interviewees and data entry clerks were PLHIV identified and recruited by LIBNEP+.

The study is a part of global efforts to establish a baseline for the extent of stigma and
discrimination in countries around the world. The idea was borne and craftedrby fou
major global forerunners in the fight against HIV/AIDS: GNP+, IPPF, UNAIDS and
ICW. As an integral part of these efforts, the study is a rollout of the PLHIV stigma
index documents that were designed as the principal tools for the conduct of this
study aound the world. Accordingly, the design for this study is a blend of formal
research and the HIV stigma rolout template so as to maintain some level of
consistency in the rollouts around the world whie at the same time applying basic
concepts and prineies of general formal research.

The study employed three methods of data collections including questionnaire, focus
group discussion (FGD) and key informant interview (KIl) so as to triangulate the
process. The questionnaire, though quantitative for ntiest part, contained some

open ended questions in the problem and chalenges section that gave respondents the
opportunity to freely express themselves on the subject matter in question.

Twenty (20) PLHIV were recruited as interviewers by LIBNEP+. Theserviewers

were trained in data collection techniques and interview skils. The data was collected
from five regions of the country, with the data collectors being recruited and resident
in these regions. The data was collected from 530 persons in lthventplcategories:

500 for questionnaire, 20 for the focus group discussion and 10 for key informant
interview. The data collection lasted for 15 days using the questionnaire, followed by
a separate one week for the focus group discussion and key infortsmiew.

Data from the questionnaire was entered into a database using the EPI Info data
analysis software for analysis whie the data from the focus group discussion and the
key informant interview was analyzed manualy. Four trained data entry oienes

used to enter the data.

2.2 Ethical Considerations

The issue of ethical consideration was treated with due diigence. Delberate efforts
were made to target participants of legal age that can provide informed consent. Each
interviewee was made tprovide and sign an informed consent form before going into
the interview to ensure that he/she voluntarily participated in the process. Al
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members of the research team were made to sign a confidentialty form for the

protection of r a.s Accessd ® nthes dformedn tomsennaand o
interviewees®d <contact i st wa s 'imited to
interviewersod access actually ending to th
data colected were kept in locked cabinet, hwihe informed consent and
intervieweesd <contact I i st kept separately

questionnaires bear a -tigit code for the interviewees and cady0 NAME of the
interviewees. In addition, ethical clearance was sought frorPIRE through an
Ethical Review Committee.

2.3The study population

The study targets people Iving with HIV in the country. The minimum age
requirement for participaton was 18 years. Five hundred and thirty (530) persons
responded to interview questionin the folowing categories: 500 for the
questionnaire, 20 for the focus group discussion and 10 for key informant interview.

2.4 Sampling Frame and Sample Size

Table 3: Number of PLHIV seeking treatment at treatment centers

3|
OMN AND NOT ON ART OMN ART
0 = v m| > o - 0 - = T g -
s |sa|ff|fd:s |2 |FE|29|8;5¢2
o | oo |G o B | 2|l ag 2
o viEa|p 2 = v a| BB
COUNTY > S A . = v A

Grand Total 1227 | 2124 | 5050 | 434 | 8875 | 430 | 1els | 3302 | 128 | 5478

Legend: Region 1: green ; Region 2: red; Region 3: yellow; Region 4: purple; Region 5: blue

The PLHIV population as per Spectrum projection for 2013 is 25, 120. This figure is
inclusive of chidren and youths below the age of 18 years and do not qualffy for the
study as per the age criteria. The figure was therefore less by the number of chidren



and youths below the age of 18 years (8,441) using the NACP data for PLHIV
seeking treabent across the various treatment centers around the country. This
brought the sample frame to 16, 679. Applying the recommended 3% of the PLHIV
population for the sample size according to the -F#¥dted stigma index rollout study
guide, we derived at 5085 the sample size for the study.

The country was diided into five regions as they exist under the decentralization
approach used by LIBNEP+ and partners, and data was collected from each of these
regions proportionate to the number of PLHIV within #tiea. Efforts were made to
make the sample size representatve of the disaggregated PLHIV population
throughout the country.

2.5 Limitations of the study

The study was challenged by several limitations occasioned by its peculiar nature that
made it a litg¢ bit distinct from conventional research. It was made by and for a
special population, the PLHIV. Some of these include:

1. The questionnaire: a talonade questionnaire which is not to be changed or
adapted by country rollout team thereby making it difitd amend the tool
to reflect country context.

2. Question structure: the structuring of some of the questions that made it
dificut to get the full understanding of them. For example, the question on
sex that includes transgender and the one on theciagso with setting
groups/association, as well as length of stay with the virus.

3. The age category. the questionnaire contains an age grouping that includes
ages below 18, which in many countries including Liberia is not of legal age
and do not provide niormed concern (except through their parents or
guardians) which is required before such an interview is conducted.

4. The design of this study leaves out those people living with HIV who do not
know their status; even if they know their diagnosis, they nayopenly live
with HIV.

2.6 Data Collection Methods/Tools

The data collecton method was triangulated using the questionnaire, focus group
discussion and key informant interview. The questionnaire used was developed by
GNP+, IFPP, ICW and UNAIDS, spécaly designed to be used for the conduct of
the rollout study. The questionnaires were administered through doffeee means
where the interviewer sits side by side with the interviewee to ask the questions. The
focus group discussion and key infamh interviews were held using seshiuctured
questions and in a privately conducive environment respecting the principle of respect
and confidentiality.
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2.7 Data Collection

The data was collected by PLHIV recruited by LIBNEP+. Twenty (20) data codector
from the five regions were recruted and trained in the administration of the
questionnaire and the conduct of the focus group discussion and key informant
interview including the content of the questionnaire, basic interview skils and the
procedure tofollow during the data collection process. The training of data collectors
lasted for three days whie the data collection on the field lasted for fiteen (15) days.
The questionnaires were administered between tHea the 2% of May 2013.

2.8Data Cleaning and Validation
This procedure involved a tedious process of checking hard copy of completed

guestionnaires against records in the database to ensure data accuracy and integriy.

This was followed by rentry process that complemented the precepiagess. At

the end of the data cleaning process, 483 corresponding to 96.6 % of the completed
guestionnaires were judged to contain usable data for analysis whie the remaining 17
completed questionnaires representing 3.4% were rejected on the bass& of n
containing usable data. It is worth noting here that though 483 completed
questionnaires were found useful, the number of persons who responded to the
questions may vary from question to question as interviewees had the choice to
decline answering anyfdhe question coupled with the fact that some questions were
not actually applicable to certain people.

2.9Data Analysis

The data was analyzed using the recommended data analysis software for the stigma
index rollout study, the EPI Info. As a descwptistudy, the data was analyzed using
simple data analysis techniques or statistics, particularly tables, listng and
frequencies, with confidence level of 95%. The qualtative components (the chalenge
and problem section in the questionnaire and thesfognoup discussion and key
informant interviews) were analyzed manually through the identificaton of common
themes and coding.

2.10What is in this Report?

You wil see in this report (in the findings section) the following which mainly follow
the conent of the questionnaire. They are as follows:

i.  General information about the respondent and his/her household
ii. Experience of HIVrelated stigma and discrimination by PLHIV respondents
(external & internal); respondeaht s o

a C



services; and the rights, and laws and polcies that protect the rights of
PLHIV; effecting change

Information on testing and diagnosis, disclosure and confidentialty, ARV

treatment and having chidren when HIV positve and the chalenges and
problemsPLHIV face relative to them

Discussion of the findings and

Conclusion and recommendations based on the findings
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3.0FINDINGS

3.1 Demographic Information of Respondents

In spite of the fact that stigma index study is giesil for special population, it does

not ignore the sex and age groupings of respondents since HIV cuts across these lines.
This aspect of demographic data as ilustrated in the table below has been drawn from
responses to questionnaire collated from ER) software database designed for the
study. Five hundred persons (identfied by LIBNEP+) were followed through the
stigma index rollout questionnaire. Out of the 500 questionnaires, 483 respondents
corresponding to 96.6% of completed questionnaires \welged to contain usable

data for analysis whie 17 respondents representing 3.4% were found not to contain
useful information. The table below shows the number of persons (male or female) in
each specified age category based on 483 realistic data.

Table 1: Number of respondents by sex and age group

% of % of %
Age group Male | male Female | % of female | Transgender | transgender | Total | total
Youth aged 18-
197 1 0.82% 12 3.32% 0 0% 13 3%
Adult aged 20-
24 years 8 6.56% 49 13.57% 0 0% 57 12%
Adult aged 25-
29 years 18 14.75% 85 23.55% 0 0% 103 21%
Adult aged 30-
39 years 40 32.79% 128 35.46% 0 0% 168 35%
Adult aged 40-
A9 years 47 38.52% 77 21.33% 0 0% 124 26%
Adult 50+ years | 8 6.56% 10 2.77% 0 0% 18 4%
Total 122 100.00% | 361 100.00% 0 0% 483 100%

As indicated in the table above, adult aged3®0years constitutes the highest number

of respondents followed by adult aged-4®, with female dominance representing
74% of sum total. Vertical view of the table also shows that females in all six age
categoes represent 74% of total respondents, which is anecdotal evidence that
PLHIV support groups are female dominant and that HIV has more burden on women
and girls than their male counterparts.

3.2Years of knowedge of HIV status

Respondents were followeds to how long they have known to be lving with the
virus. As shown in the table above, a total of 483 (361 females and 122 males)
responded to this question. Of this number 246 representing more than half of the
respondents said that they have lvedhwite virus between-4 years, folowed by

140 representing 28.99% who said that they have lved with virus between 5 to 9
years since they knew their status. Another category accounting for 15.32% has Ived
with the virus from ©lyr whie 21 persons cosponding to 4.35% said they have
ived with the virus between 10 and 14 yrs. Only 0.41% of the PLHIV respondents
have Ived with the virus for over 15yrs.



Table 4: Years of knowledge of HIV status

Total

Years M % F % # %
0-1yr 17 13.93% 57 15.79% 74 15.32%
1-dyrs b1 50.00% 185 51.25% 246 50.93%
5-Oyrs 37 30.33% 103 28.53% 140 28.99%

10-14
yrs 5 4.10% 16 4.43% 21 4.35%
15+yrs | 2 1.64% 0 0.00% 2 0.41%
Total 122 | 100.00% | 361 | 100.00% | 483 | 100.00%
1 O
3.3Relationship Status
Respondentsd social relationsmiBy thsweat us wa

tried to investigate the impact of HIV status (especialy in the face of status
disclosure) on social or marital relations. The stigma index questionnaire considers
six categories of relationship status. They include respondents marriedhaliting
currently in one household, those temporarily cohabiting, those married or cohabiting
but spouse Iving away from the household, those in relationship but not lving
together, those who are single, others who divorced or separated and those whose
spouse died. The results reveal that one out of every three PLHIV is single and
women constitute approximately 78.7% of this total. Nimgt persons
representing 20% reported being in relatonship but not lving together whie 29
respondents accountinpr 6% reported being in relationship but their partners are
away. Addtionally, 20 persons (4%) of the respondents said that they are either
divorced or separated whie 23 individuals (5%) indicated that they are one of a
widow or widower. However, 149espondents corresponding to 31% said they are
married/cohabiting with partners in the home. Overal, 69% of the respondents are
without partners at one point in time or the other.



N lh. 1 |'

Figure 3: Respondents’ relationship status
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3.4 Sexual activity

Respondents were followed as to whether they axealye active. Of the 478 (357
females and 121 males) PLHIV that responded to this question, 366 (268 female and
98 male) respondents representing 76.57% reported that they are sexually active while
112 (89 female and 23 male) accounting for 23.43% irtic#fte opposite. A cross
tabulation of the result shows that men within the age bracket -@f94@re most
sexually active (38.84%) folowed by those in the age bracket-&93(B2.23%). On

the other hand, female in the age category of330were the mossexualy active
(35.29%) followed by those in the 2® age bracket (23.53%) and-40 age bracket
(21.57%).

3.5Categories of PLHIV respondents by most at risk population status

Respondents were asked to indicate their sexualbaf@viouralorientations Two
percent of respondents said they are MSM, 1% identfied themselves as transgender,
2% as sex workers and another 1% said they are injecting drug users. By trend of
behaviour respondents were analyzed in relation to sexual practice as indicated in th
table below. Currently, there is no respondent who is a transgender. However, 3
respondents hinted that they had belonged to that category in the past.



Table 5: Number of respondents by categories/associations

% of
Categories Male % Female | % Total | total
Men who have sex with men 12 9.02% 0 0.28% 12 2.5%
Gay or lesbian 1 0.82% 1 0.2%
Transgender?® o] 0|3 0.83% 3 0.6%
Sex worker 2 1.64% 10 2.77% 12 2.5%
Injecting drug user 3 2.46% 3 0.6%
Refugee or asylum seeker 9 7.38% 32 8.86% 41 8.5%
Internally displaced person 17 13.93% A7 13.02% | 64 13.3%
Member of an indigenous group 9 7.38% 44 12.19% | 53 11%
Migrant worker 1 0.82% 1 0.28% 2 0.4%
Prisoner 0 0%
MNone 69 56.56% 223 61.77% | 292 60.4%
Total 122 100.00% | 361 100.00% | 483 | 100%
3.6 Educational Leveland Employment
Table 6: Number of respondents by level of education
% of % of % of
Level of education Male male Female | female Total total
Mo formal education 10 8.20% 105 29.09% 115 249
Primary school 33 27.05% | 118 32.69% 151 31%
Secondary school 45 36.89% | 120 33.24% 165 34%
Technical college/university | 34 27.87% | 18 4.99% 52 11%
Total 122 100.00% | 361 100.00% 483 100%

Consistent with the overall educational level of the tgurthe level of education
among PLHIV respondents is generaly low, particularly technical and higher
education. It can be seen from the table above and graph below, that 24% of
respondents do not have formal education and just 31% has acquired primary
education and 37% secondary education. And only a neglgble 11% has acquired
technical college/university education. It is keen to note that women are three times
more than their male counterpart not to have acquired any form of formal education.
Out of tre 115 who have acquired no formal education women constitute more than
90%. It can be deduced here that the burden of HIV is heavier on the female than the
male as more women than men are lkely to find it dificutt to get any substantial
source of incomebecause of their limited skils and low level of education which play
pivotal roles in employment opportunties.



Figure 4: Educational Level
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The correlation between education level and employment status cannot be debated. In
low income countries like Liberia, employment oppotesi are limited. Most
available jobs are obtained on the basis of education level. The table below shows the
number of respondents in various employment categories (whether as full time
employee, part tme employee, ful time saiployment, casual seadimployed or

not employed at all).

Table 7: Number of respondents by employment status

Employment status Male | % of | Female | % of | Total % of
male female total

In full-time employment/employee | 15 12.30% 24 6.55% 39 8.07%

In part-time employment/employee | 12 q.84% 19 5 26% 31 6.42%

Working full-time not as 52 10.77%

employee/self employed 18 14.75% 34 9.42%

Casual worker/self employed 36 29.51% 66 18.28% 102 21.12%

Unemployed and not working at all | 41 33.61% 218 60.39% 259 53.62%

Total 122 100.00% | 361 100.00% | 483 100.00%

As shown in the table, approximately 53.62% of respondents are not employed,
21.12% are in casual sefmployment and 10.77 % are in ful time safiployment.

Only 8%of the respondents are in ful time employmentievanother 6.4% are part
time employees. While HIV status could be a reason for the low level of employment



as indicated in the responses, educational
remain another set of unimpeachable reasons for the lowdéeshployment.

3.7 Experiences of Stigma and Discrimination from other People

The experience of stigma and discrimination is one of the greatest impediments to the
fight against HIV/AIDS. These social menaces have the propensity to deter people
from knowng their status and practicing safe and healthy behaviors to counter the
spread of the disease. On that account for an HIV prevention and response program to
maximize results it must understand the extent of this problem to enable them develop
strategies that wil make the program more effective and efficient. Accordingly,
respondents were asked as to their experience of stigma and discrimination from other
people as shown in the table below. Most of the respondents representing 80% on
average reported thathey have never experienced stigma and discrimination from
other people. However it is worth noting that 144 of them said they were verbaly
insutted, 21% has been physically assaulted, 20% subjected to psychological pressure
of manipulation by sexual paers and 48% said they were aware of being gossiped
about. Interestingly 28 respondents have indicated that they have experienced stigma
and discrimination from other PLHIV. The table also indicates that respondents
experienced other forms of stigma adicrimination including sexual rejection and
household discrimination.

3.8 Perceived Reason(s) for Stigma and Discrimination

Stigma and discrimination have many faces anchored on a number of root causes and
contributing factors. Just as the knowleddette extent of stigma and discrimination

is vital so is the knowledge of the reasons (perceived or real) for these unhealthy
behaviours and attitudes. Knowledge of these reasons wil help to adequately inform
program and policy formulation for better rtsuRespondents were followed as to

the reason(s) why they are being stigmatized or discriminated against. Twenty six
percent of respondents have identified the reasons for stigma and discrimination
against them to be fear of people for getting infectgdhlem. Another 27% believes

that those who stigmatize them do not understanding the modes of HIV transmission.

11% of respondents noted that Afpeople feel
not want associate wi t hle pebow mhoes | i ving

t o
respondentsdé6 perceived reasons for being s



Table 8: Number of responses by reason of stigma & discrimination

% of % of
Male male Female | % offemale | Total | total
People are afraid of
getting infected with
HIV from me 28 26.21% 98 32.21% 126 | 26%

People don't
understand how HIV is
transmitted and are
afraid | will infect them
with  HIV  through
casual contact 24 14.56% 106 21.48% 130 27%
People think  that
having HIV is shameful
and they show not be

associated with me 12 10.68%% 40 9.06% 52 11%
Religious beliefs or
moral judgment 4 1.94% 4 0.67% 2 2%
People disapprove of
my lifestyle or
judgment 7 3.88% 7 2.35% 14 3%

I look sick with
symptoms  associated

HIV 6 3.88% 17 4.36% 23 5%

| don't know/l am not

sure of the reason 41 38.83% 89 29.87% 130 | 27%
Total 122 100.00% | 361 100.00% 483 100%

3.9Access to Work, Health and Educational Services

Respondentsd social economic status was
of access to work, health argtlucation. About 22% of respondents said they were
forced to change residence due to their HIV status; 12% of them have lost their jobs
or other sources of income because of HIV status, whie 6% experienced change of
job description or refused promotion dagise of their HIV status.

Approximate 1.24% said they were dismissed, prevented or suspended from attending
educational institution because of HIV status; whereas 2.07% reported that their
chidren were thrown out of school on account of HIV relateggmat and
discrimination against members of their famiy. Simiarly, 2.48% of respondents
asserted that they have been denied health or dental service due to their HIV status.
The following table shows respondents by access to work, health and education.

fo



Table 9: Number of respondents by access to work, health and education

A few

Level of access Never | Once times Often | Total
Forced to change resident/unable to

rent accommodation because of HIV

status 377 85 14 7 483
Lost a2 job or another source of

income because of HIV status 426 46 10 1 483
Change of job description or nature

of work, or refused promotion

because of your HIV status 456 22 2 3 483

Refusal of employment opportunity and denial of family planning or reproductive
health services was noted to also be caused by HIV status. Thirty three respondents
said they have been refused employment opportunity, 24 of them have experienced
denid of family planning services, whie another 16 said they were denied sexual and

reproductive health services because of HIV status.
Figure 5: Refusal of employment/work opportunities & Health Services

Respondents’ Refusal of Job and Health
M Refused employment or a wark
opportunity because of HIV status

m Denied family planning services
because of HIV status

B Denied sexual and reproductive
health services because of HIWV status

However, educational level is critical to employment opportunity. It is subjective to
out rightly say that the respondentere denied employment on account of their HIV
status. Respondents were therefore folowed on the basis of their level of education.
The results show that there is less university/technical educaton among PLHIV
respondents. As seen from this analysisly &2 persons representing 11% have
attained university/technical education. Under the current Liberian economy where
there is scarcity of jobs, there is strong association between education and
employment. Even people who are favoured for job oppoesinibr one reasons or

the other are often judged by their academic credential, or they must at least exhibit
their academic and professional capabiities to be able to maintain the job.
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3.10Experiences of Intemal Stigma and Fears

Stigma and discrimin@in can be internalized by the individual person. Like an-intra
personal confict, stgma can be preconceived. This universal phenomenon does not
excuse PLHIV as shown by the graph below. Out of 483 persons who responded to
questions relating to internaltiggna, about 67% of respondents feel ashamed of
themselves whether or not their HIV status is known to others.-fiF@itypercent
(55%) of respondents feel guitty for being HIV positive regardless of their HIV mode
of transmission. Additionally, 53% of mesndents blame themselves for being HIV
positive, whie 41% felt that they experience low -ssleem because of therr HIV
status. Areas of lower yes responses yet of signfficance were the questions of
isolation, suicidal ideation and deserving punishmdfighteen percent (18%) of
them reported of isolating themselves from famiy and friends, 12% has felt suicidal
and 10% has felt that they deserved to be punished. These results show that whie
efforts are needed to combat external stigma and discriminatioequally significant

focus must also be directed towards fighting internal stigma that is more common
among the PLHIV. This type of stigma has the potential to pose more danger to the
healfth and survivabilty of PLHIV since it is within them, and ttag left alone to
struggle with it on grounds that it is not easily evident to others that could be of help.
This could lead to more psychological and seam@nomic problems that could
potentially accelerate the deterioration of their health.

Figure 6: Respondents by experience of internal stigma (feeling)
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The expeéence of internal stigma is multidimensional. The experience of feeling as
named above certainly has the abilty to infuence the behaviour of people to take
certain actions against themselves. In view of this, the stigma index study also
explores some ofhe selfdefeating actions PLHIV may lkely take against themselves
as a resut of their conditons. The results indicate that some PLHIV take
discriminatory actions against themselves. Of the total number of 483 respondents, 94
persons representing 19%ics that they have chosen not to attend social gathering
and not to have sex. Eightjne persons accounting for 18% reported that they have
isolated themseles from famiy and/or friend, as wel as not to get married. More
than half of the respondents ®%persons/52%) said they have decided not to bear
chid(ren) as a result of their conditon. As further depicted in the graph below,
PLHIV at any given time have taken one form of discriminatory actions or the other
against themselves. There might be tleed for further study to establish in a more
empirical terms the correlation between external stigma and internal stigma. But as it
stands, internal stigma and discrimination is a critical issue among PLHIV population
that needs to be seriously consideradthe formulation of strategic direction and
action plans against the silent enemy of the fight against HIV pandemic.

Figure 7: Respondents by experience of internal stigma (action)
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Fear is another cardinal issue for PLHIV and one of the drivers that have the
propensity to deter this population from testing, dsale and seeking support.
Cognizant of this, the stigma index study seeks to understand the fear level of
respondent by solicitihng response to the following questions: feeling of being
gossiped about, being verbaly insuted/harassed or threatened hasgaly
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harassed and/or threatened; being physicaly assauted and fear of people not wanting
to be sexualy intimate with them because of HIV status. As shown is the graph
below, 294 persons representing 61% of the total respondents of 483 reported that
they have fear of being gossiped about. Another 239 representing 49% indicated that
they are afraid that someone would not want to be sexualy intimate with them
because of theirr status. Even acts that someone might least expect to happen on
account of HV status (e.g. physical assaul), they stil serve as corridors of fear for
PLHIV. Whie it is true that the fear level varies across the parameters it however
shows that many PLHIV conceive fear of one form or the other. This also points to an
issue closk related to internal stigma that needs to be addressed concomitantly if the
fight against the pandemic must emerge victorious.

Figure 8: Respondents fear level
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3.11Rights, Laws and Policies

PLHI Vé6s awareness of existing laws and pol
was alp folowed. There was an attempt to dichotomize between just hearing of the
existence of laws and policies and being able to read and discuss the contents of the

l aws in order to make maximum use of oneos
Declarationof Commitment on HIV and AIDS of Apri 2001 has been heard of by

61% of respondents but only 28% read or discussed its contents. Various countries

have their HIV laws and policies recorded on international network; Liberia is one of

few countries that are x cept i on. Liberiads HIV and Al DS
as the O6Model Lawd has been read or discuc
tabl e below indicates awareness of respol

polcies disaggregated by sex.



Table 10: Number of respondents by Knowledge of their rights, laws and policies

Response Total
Yes No Yes No
Knowledge M | % F % M| % F % # % # %

Have you heard of
the Declaration of
Commitment on
HIV/AIDS 81| 66.39% | 216 | 59.83% | 41| 33.61% | 145 [ 40.17% | 297 | 61% | 186 | 39%
If yes have you

aver read or

discussed the
content of this
Declaration 34| 27.87% | 103 | 28.53% | B8 | 72.13% | 258 | 71.47% | 137 | 28% | 346 | 72%

Have you heard of
the HIV/AIDS law 64| 52.46% | 226 | 62.60% | 58 | 47.54% | 135 | 37.40% | 290 | 60% | 193 | 40%
If yes, have you
read or discussed
the content of the
HIV/AIDS law? 32| 26.23% | 109 | 30.19% | 90| 73.77% | 252 [ 69.81% | 141 | 29% | 342 | 71%

The Declaration of Commitment on HIV and AIDS notes with grave concern that
Africa, in particular suSaharan Africa, is currently the worst affected region where
HIV/AIDS is considered as a state of emergency, which threatens development, social
cohesion poltical stabiity, food security and lfe expectancy and imposes a
devastating economic burden and that the dramatic sttuation on the continent needs
urgent and exceptional national, regional and international action. Under the
Declaration of Commitmén countries have pledged to set a target of allocating at
least 15 per cent of their annual national budgets for the improvement of the health
sector to help address the HIV/AIDS epidemic; and recognizing that action to reach
this target, by those couetsi whose resources are lmited, wil need to be
complemented by increased international assistance

3.12Effecting Change

Respondent so ability +to effect change wa s
confronted or educated someone who tried to stiggnatr discriminate against them.

Their knowledge of the existence of organizations or support groups that could defend

them in case of stigma and discrimination was also assessed. The results show that not

many of the PLHIV respondents have mustered theage to confront, challenge or

educate those who stigmatize or discriminate against them. Of the number that

8 Declaration of Commitment on HIV and AIDS, April 2001
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responded to this inquiry (483 persons), only 174 asserted that they have taken steps
to change the attitude of people who stigmatize or diswi®i against them.

3.13PLHIV level of awareness of support services

In-country or community support services to PLHIV (fw@alth) were also
investigated in terms of their availabiity and level of awareness by PLHIV. In the
face of stigma and discrimiian, PLHIV reserve the right to choice in determining
where to seek redress. Organization such as support groups, PLHIV associations and
network, legal and human rights platiorms, fldsed organizations and the National
AIDS Commission have respongigito support PLHIV when they are stigmatized

and discriminated against. The extent to which individual PLHIV uses the services of
these organizations was folowed during the study. Many of the respondents declared
that they have knowledge of organizasiomom whom to seek help in case of such
experience. Three hundred and d#ight individuals corresponding to 74%
mentioned PLHIV support groups as their source of redress or refugee-deighty
respondents accounting for 18% named PLHIV network (LIBNE as an
organization they could seek help from when confronted with issue of stigma and
discrimination. Faittbased organizations including churches, mosques and non
governmental organizations are other organizations some claimed to seek help from

when reeded.
Figure 9: Level of effecting change
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Individual involvement with each other in terms of emotional or psychological
support was probed. About 73% of respondents said they have supported other
PLHIV in the last 12 months. 75% of respondents have said that they are aware of the
existene of the network of people Iving with HIV (LIBNEP+) because their support
group is a member of the network. Another 44% has said that they have been
involved in rendering voluntary or employment services to programs that provides
assistance to people tig with HIV. As low as 22% of respondents have said they



were involved in efforts aimed at formulating policies, legislations or guidelines on
HIV in Liberia.

Respondents were asked to recommend number ways that PLHIV organizations
should address stigmand discrimination. 281 respondents, representing 58%, have
caled for PLHIV organizations to advocate for the rights of all PLHIV. 18% prefer
provision of emotional and referral support, whie another 13% beleves that the
public awareness should be a omajask of PLHIV organizations. The table below
shows recommendations disaggregated by sex.

Table 11: Number of respondents by recommencdations to address stigma and discrimination

Mal
Recommendation e % Female | % Total | % of total
Advocating for the rights of all
PLHIV 74 60.66% 207 57.34% 281 58%

Providing support to PLHIV by
providing emotional, physical and
referral support 15 12.30% | 71 19.67% | 86 18%
Advocating for the rights and/or
providing support to particularly
marginalized group (M5M, injecting

drug user, sex worker) 4 3.28% 9 2.49% 13 3%
Educating PLHIV about living with

HIV (including treatment literacy) 12 9.84% 26 7.20% 38 2%
Raising the  awareness and

knowledge of the public about AIDS | 17 13.93% | 48 13.30% | 65 13%
Total 122 | 100.00% | 361 100.00% | 483 | 100%

3.14Testing and Diagnosis

The study also took keen interest i n unde
that led to their diagnosis. This was intended étednine the kind of conditions that

triggered testing and diagnosis. It was important to analyze the extent to which

uni ver sal precautions including a-tegersonods
counseling and observance of confidentiality werdelg in the wake of testing and

diagnosis.

Approximately 134 respondents, representing 28%, have said that they were tested
due to suspected HIV related symptoms. Another 24% has said that test was done
upon the ilness or death of spouse, whie 14% wated during antenatal care. The
graph below indicates various reasons of testing, amount of respondents for each
reason and corresponding percentage.



Figure 10: Reason(s) for testing and diagnosis
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Respondents were asked as to whether or not the decision to be tested was voluntary
or they were coerceto be tested. The decision to be tested for HIV was a choice
made by 316 representing 65% of total respondents. The table below shows four
categories of decisions under which respondents were tested.

Table 12: Number of respondents by control of decision to be tested
Was the decision to be
tested for HIV up to you?
Yes, | took the
myself to be tested
| took the decision to be
tested, but it was under
pressure from others

Male % Female | % Total | % of total

decision

86 70.49% | 230 63.71% | 316 | 65%

16 13.11% | 42 11.63% | 58 12%

| was made to take an HIV

test{coercion) 12 9.84% 69 19.11% | 81 17%

I was tested without my
knowledge-1 only found out
after the test had been
done 8

Total 122

0.56%
100.00%

20
361

5.54%
100.00%

28
483

6%
100%

Most respondents have said that they receivedtgsteand post test and post test
counseling during their HIV diagnosis process. Of those who responded to these
questions, 79% indicated that they received both pre and post test and post test
counseling, whie 7% and 10% reported that they only recgivedest and postest,
respectively. About 4% did not receive any counseling at al. The table contains
various responses on counselling during HIV test.



Table 13: Number of respondents by receipt of counseling during testing

Did you receive counseling
when you were being

tested for HIV? Male | % Female | % Total | % of total
| received both pre-and

post-HIV test counseling 96 78.69% | 287 79.50% | 383 79%

| only received pre-test HIV

counseling g 6.56% 26 7.20% 34 7%

I only received post-test

HIV counseling 10 8.20% 37 10.25% | 47 10%

I did not receive any
counseling when | had an
HIV test 8 6.56% 11 3.05% 19 A%

Total 122 100.00% | 361 100.00% | 483 | 100%

The study also reveals that PLHIV do come under pressure to reveal their status for a
number ofreasons. Over 130 respondents have said they have experienced pressure
from felow PLHIV to disclose their status. Also 135 respondents have said that they
have experienced pressure from #RItHIV family members and social workers to
disclose their HIV stais. Table 19 in annex 1 of this report shows experience of
pressure to disclose HIV status disaggregated by frequency of time.

3.15Disclosure and Confide ntiality

However, contrary to the principle of confidentialty, PLHIV get disappointed when

their satus get known to people within their community or place of work. Breach of
confidentiality was also assessed in the experiences of respondents. Interestingly,

15% of respondents have said that they were aware their status was revealed by social
workers ad medi cal practitioners. The table be
awareness of status disclosure by service providers.

Table 14: Number of respondents by how much they know medical practitioner have
disclosed their status

Response Total
Yes No Mot sure
# % # % # % # %
Has a  health care
professional [e.g. A
doctor, nurse,
counselor, lab

technician] ever told
other people about
your HIV status without
your consent? 76 15.73% | 258 | 53.42% | 149 | 30.85% | 483 | 100.00% |




It was also interesting to know whether participants were aware of their medical
records being kept confdential 55% of respents believed that their medical
records are kept confdential. Thifiye percent (35%) had a contrary view that their
records were not confidentially kept whie 10% was not sure if their medical records
are kept in confidence. Below is a table depictsexual disaggregated responses on
medical record confidentiality.

Table 15: Number of respondents by how much they believe their HIV medical records are
Kept confidential

How confidential do you think the
medical records relating to your Fema Tot % of
HIV status are? Male | % le % al total
| am sure that my medical records
will be kept completely confidential | 65 53.28% | 201 55.68% | 266 | 55%
| don't know if my medical records
are confidential 45 36.89% | 125 34.63% | 170 | 35%
It is clear to me that my medical
records are not being kept
confidential 12 9.84% 35 9.70% 47 10%

Total 122 100.00%: | 361 100.00% | 483 | 100%

About 61% of respondents said they find the disclosure of their HIV status as an
empowering experience. 23% did not think that the disclosure of their status empower
them in any way14% does not feel that disclosure of HIV status has any bearing on

their lives.

3.16 Treatment

Respondents were asked to describe the current status of their health. 26% of
respondents have described their health status as excelent. 24% has desaribed the
heath <condition as Afvery goodo, while 39%
presents a picture of the description of health status by respondents.



Figure 11: Description of health status by respondents
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Respondents were asked if they were currently taking antiretroviral treatment. 89% of
respondents dve asserted that they are taking antretroviral treatment. 86% has said
that they are taking medication against opportunistic infections. However, the data
shows that access to opportunistic infection treatment was a chalenge to 15% of
respondents. Therseems to be a correlation between the health and treatment status
of PLHIV respondents. The number of people who are on ARV treatment is almost
equivalent to the sum total of PLHIV who described their health as good, very good
or excelent.

As serious aghe issue of treatment is, the study was equally interested in knowing the

extent or frequency at which PLHIV discuss with health care professionals and other
relevant persons or organization on the option of their treatment. Out of the 483
PLHIV who respnded to this question, 63% said that in the last 12 months they

managed to constructively discuss with health care professionals on the subject of
their treatment options. Another 57% has been able to discuss with health care
professional on the subject their reproductive health in the last 12 months. Table 24

in annex 1 shows responses disaggregated by sex.

3.17Having Children

It became interesting to note the number of respondents who have chidren and at
what level their chidren are aware of théllV status. The survey shows that 86%
have chidren as opposed to 14% that did not have chidren. Only 21% has released
their HIV status to their chidren. Below is a sex disaggregated table showing the
responses.



Table 16: Number of respondents who have children

Response Total
Yes No Yes No
M | % F % M % F % # % # %

Do you have | 101 | 82.79% | 312 | 86.43% | 21 | 17.21% | 49 | 13.57% | 413 | 86% | 70 | 14%
child/children?
If yes, are any | 20 | 16.39% | 83 22.99% | 102 | 83.61% | 278 | 77.01% | 103 | 21% | 380 | 79%
of these
children

known to be
HIV positive?

Respondents were also folowed withgards to possible advice or coercion on their
reproductive health options. Post diagnostic reproductive health counseling is an
issue of interest in the PLHIV stigma index roll out. 65% of respondents have said
they have received reproductive health nsaling since they were diagnosed. 19%
said they have been advised not to have chidren; whie 14% have admitted of being
coerced by health professionals to be steriized. 17%dbakredthat they can only
obtain antiretroviral treatment when they agteeise certain contraceptive.

Female respondents were asked to state any manner of coercion by health care
professional in relation to termination of pregnancy (abortion), method of giving birth
and infant feeding practices. They were also asked toidpramformation relating
receipt of antiretroviral treatment intended to prevent mdthehid transmission of

HIV during pregnancy. The table below shows the response.

Table 17: Number of respondents (female) by coercion from HCP to:

In the last 12 months, have you | Response Total

been coerced by a health care| Yes No Not

professional in relation to any applicable

of the following because of your | 3 | 9 m o B o7 # [

HIV status?

Termination of pregnancy

(abortion) 15 | 4.16% 232 | 64.27% | 114 | 31.58% | 165 | 45.71%
Method of giving birth 78| 21.61% | 180 | 49.86% | 103 | 28.53% | 150 | 41.55%
Infant feeding practices 72| 19.94% | 175 | 48.48% | 114 | 31.58% | 72 19.94%

Approximately 156 women representing 43% of total female respondents have said
that they have received PMTCT. 35% said they gave birth to their chidren before
being diagnosed of HIV. Below is a table of the response on receipt, and knowledge
of the availability of PMTCT.



Table 18: Number of female respondents by receipt of antiretroviral
treatment to prevent mother-to-child transmission of HIV during

pregnancy

Have you ever been given antiretroviral treatment to | Total

prevent mother-to-child transmission of HIV during

pregnancy? B o

Yes-I| h!ave received such treatment 156 | 43.21%
No-ldidn't know that such treatment existed 32 B.B6%
No-1was refused such treatment 7 1.94%
No-1 did not have access to such treatment 38 10.53%
MNo-lwas not HIV positive when pregnant 128 35.46%
Total 361 100.00%

4.0 PROBLEMS AND CHALLENGES (qualitative assessment and
analysis)

One might argue that problems and challenges are a normal part of live; they are
inevitable. As true as that might sound, it is always better to understand their nature
and extent to be able to seek ways to addressing them. They cannot be alowed to
exst perpetualy to imperil the success of interventions and cause loss of needed
resources. Cognizant of this precept, the study explored some of the problems and
challenges surrounding the issues of testing and diagnosis, disclosure and
confidentialty, atiretroviral treatment and having chid(ren) when HIV+. This
exploration took a qualtative approach through eeetled questions within the
questionnaire, focus group discussion and key informant interviews to alow
respondents fully express themselvesedab on what they feel and think about them,
based on personal experiences, observation and/or perception.

4.1Testing and diagnosis

Testing and diagnosis is one of the key instruments that can be used to minimize the
spread of the virus and prolong thees of the carriers by enabling such persons
know their status and begin early treatment thereby leading to the aversion of the
development of ful blown AIDS. The process also helps reduce the prolferation of
the virus. This is so because people whovkrheir status are often careful to avoid
re-infection through the use of condoms that also provides benefits for minimizing the
spread of the disease. However, the process of testng and diagnosis is often
chalenged by several factors, both internal amternal. The study sought to find out

from respondents what are some of the problems and chalenges facing the process of
testing and diagnosis in Liberia. Of the 442 persons (338 females and 104 males) who
responded to this question, 101 cited the fefastigma and discrimination as a key
impediment to testing and diagnosis. Respondents pointed out that many people dread
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HIV test for fear that if they are tested positve they wil be stigmatized and
discriminated against by the community. Consequehtyse people wil choose not

to take the test and save themseles from the ordeal of stgma and discrimination.
Responding to the same question, 102 persons highlighted acceptance as one of the
problems and chalenges facing HIV testing and diagnosis ircdbetry. Here, they
looked at acceptance from two angles: acceptance by the community including family
members as HIV positive and the acceptance of the result of being positive. Because
of the high level of stigma and discrimination associated with its, vmany people

find it very dificut to accept that they are HIV positive. This leaves them subjecting
themselves to repeated testing and diagnosis. As a result many of those tested suffer
some hard feelings including but not limited to guit, shamastriition, hopelessness,
worthlessness, too much worries, and worst of all, suicidal ideation. One hundred
four persons acceded that they have suffered such situations that tend to interfere with
their ability to manage their conditions. In addition, @drsons cited the lack of trust

and confidentiality and 6 indicated limited testing centers, particularly in the rural
areas as some of the challenges facing this process. As we shall see later, the issue of
confidentialty is another critical point in prenting HIV/AIDS and providing
support to the sufferers.

Nonetheless, 93 persons mentioned that they do not find any problem or challenge

with the process. I n fact these people sai
status, especialy through #&artestihng and diagnosis that wil help prevent the
deterioration of the personoés healt h. The

summary analysis of responses to this question.



Figure 12: Distribution of problem/challenges by Testing and Diagnosis
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4.2 Disclosure & Confidentiality

Two complementary phenomena which havefqund bearing on the state of support,
care and treatment for PLHIV are the issues of disclosure and confidentialty.
Disclosure could be a source of empowerment and support if done appropriately and
received with passion, care and respect. On the ofised, combined with
confidentiality, it reduces access to the receipt of treatment, care and support if
uncontrolled disclosure occurs, thereby undermining an integral function of the HIV
care and prevention programs. Considering the significant radse thsues play, the
Stgma Index Robut Study attempted to explore factors that might hold back
disclosure of HIV status. Of the 455 persons who responded to this question (338
females and 117 males) 178 respondents indicated that fear of stigma and
discrimination are holding them back from disclosing their status. They lamented that
they are very likely to be gossiped about, pointed at and rejected by the community,
friends and even family members. A portion of these people said, that some of them
who dsclosed their status to their partners were rejected with high level of disdain.
They pointed out that these partners did not only reject them but also spread the news
of their status around the community in a way that forced them to relocate to different
communities to hide and protect their identity. Closely related to the fear of stigma
and discrimination is the breach of the principle of confidentialty. One out of every
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three respondents cited lack of confidentialty as being responsible for notimguste
the courage to disclose their status, even to those who are most concerned and
intimate. They claimed that there are limited people to trust to disclose their status to,
on grounds that these people, instead of being supportive and caring to thdan, wou
embark on exposing them to publc glare that bring them lots of embarrassment.
Many people in Liberia stil see HIV as abominable by which they tend to
disassociate themselves with the carriers. Though the majority of the people see the
disclosure of tarr HIV status as dificutt and chalenging for reasons enumerated
above, 84 out of the 455 persons pointed out that disclosure is empowering and the
best thing to do. They mentioned that the disclosure of their status was helpful and
people to whom theyawve disclosed their status have been supportive.

Figure 13: Distribution of problem/challenges by Disclosure & Confidentiality
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4 .3 Antiretroviral Treatment

| As much as the prevention of the spread of the epidemic is impaittentcare,
support and treatment of those who are already carrying the virus must be equaly
gven attetion to improve their health and prolong their lives. If we must show
evidence of our success in the fight against the virus, this must also be indicated by
the level of care, support and treatment PLHIV receive. This does not however go
without challengesand problems; as such, the stigma index roll out study sought to
gain an understanding of the problems and challenges associated with ARDr
hundred thirtysix (436) persons responded to the question which sought to provide

® Antiretroviral treatment



information on this issueAnalysis of their responses shows that 124 persons cited the
life-time and twice a day regimen of the ARWeatment as one of the key problems

and challenges surrounding the ARV treatment. They feel that it is tiring and boring
to be taking drug every dagf your life without a rest. Even more, considering the
fact that we are human and are therefore subject to the weaknesses of human,
particularly forgetting, the ARV treatment becomes very challenging and difficult to
folow at times. In lke manner, 86 epsons pinpointed the side effects of the
medication as the major chalenges and problems facing the use of the ARV
treatment. Many of these people complained of side effects such as swolen feet, low
blood, weakness, nausea, just to name a few. They a@inetgplthat to the extent the

side effects of the drugs are debiitating, it threatens to undermine the use and benefits
of the drugs.

Another issue cited by respondents as challenge and/or problem was the need for food
to cope with the strength of the nmation. Thirtyeight (38) respondents lamented

that the medication is very strong to the extent that if taken without food and/or
proper nutrition, it seriously reacts on you. Still 15 of those who responded to this
question considered accessibiity tee ttreatment, especially for rural dwellers as one

of the problem and/or challenges facing treatment. They said that treatment is not
easily accessible to some rural dwellers who have to walk sdileraktres before
reaching a treatmententre and on a dw occasions are told that the kinds of
medications that they need are not avaiable. Additionally, nine persons said that there
is limited information provided to them on the use of the medication. In the same
respect they said that medications are giklem without proper attention, and other
said there is a need for a more advanced medication. It is worth making this critical
issue a point for further investigation and corresponding improvement in the areas of
education/information, care and quality tofatment.

Amidst these lamentations, some PLHIV expressed satisfaction and gratitude for the
treatment, pointing that it is good and has saved and prolonged their lives. 164
individuals asserted that they do not see any major problem with the treatcheartea
doing well on it. It is however interesting to note that the majority of people who
claimed that they are doing well on the treatment are people who were very sick with
many opportunistic infections before being placed on treatment. They therefore s
the treatment as thesaviour

10 Antiretroviral
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Figure 14: Distribution of problem/challenges by ARV Treatment
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4.4Having Children when HIV Positive

Looking at the peculiar situaton of PLHIV, one of the chalenges facing them in
general is the possibiity of them successfuly having chidren without unusual
complication. Tis is so because PLHIV must take into consideration many factors
before even deciding whether to do it or not. The situation is even more challenging
for a Third World country lke Liberia where access to advanced technology is stil
limted, either becaws they are not available or they are not affordable. The majority
of the general population lives in poverty and can barely make ends meet dalily.
Predicated on some of these conditions, the Stigma Indexo®obtudy followed
respondent s 6 encdsenwthe isauasdto getxap msight into the crust of the
problems and chalenges in Liberia. The results revealed that out of 408 PLHIV who
responded to this question (310 female,
want to bear chid(ren) for geral reasons ranging from having too many children,
reaching menopause, to high risks and cost attached to being positve and having a
chid. A large proportion of them tend to be faced with a number of chalenges and
problems. One out of every three merssaid that they are challenged by the fear of
bearing HIV positive babies while one out of every six respondents indicated care and
support for the chid as their primary challenge. Regarding the economic situation
where many Liberians live below the @oty line due to high unemployment rate and
high cost of Iving, particularly special population ke the PLHIV who have limited
sources of income, it is reasonable to say the cost of caring for a chid born to an HIV
positive mother is beyond the reach roény of them, especially the purchasing of
powder mik. Consistent with this, 57 persons lamented that it is expensive and risky



to bear a chid when HIV+. They advanced reasons such as the probabiity of
transferring the virus to the child either duripgegnancy, chid birth or breastfeeding

for those who cannot afford to buy powder mik; the deterioration of the health of the
mother, the need for adequate nutritious food, fear of the side effects of the
medication on the mother and the unborn baby awdring CD4 counts. Forty

persons indicated that the decision and the ability to bear chid depends on awareness
on and access to PMTCT and the doctorso
that need to be considered before venturing into having da chil

However, 38 persons expressed that they do not see any problem or chalenge with
bearing chid especially with the availability of PMTCT.

Figure 15: Distribution of problem/challenges by having a child (ren) when HIV+
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to beara child
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5.1General information about respondents and his/her household

5.0 DISCUSSION

The majority of PLHIV espondents were females (74%). The survey also reveals that
86.31% of respondents Ive in large towns or cites folowed by those who live in
small town or vilage (9.75%). These findings relate to simiar study in most of the
countries that have rolled bihe index and shows that women seem to bear more
burden of the epidemic than their male counterpart. This is also consistent with the
2007 Liberia Demographic Health Survey findings which reveal that HIV is more
prevalent among adut women age-4% (1.86) than adult men of the same age
category (1.2%). It points to the need for more female directed intervention that wil
reduce their vulnerability to HIV.

Most PLHIV have got to know their status in the last four years-thmds of them),

with progressve i ncrease in getting to know about
but a sharp decline in the last 1 year. This suggests that though the frst case of HIV
was diagnosed in Liberia in 1986testing and diagnosis has not been very effective
as evident by the number of persons who came to know their status just
approximately four years ago. Many factors could be responsible for this sluggishness
in the procedure such as the war and the low incidents of infection by the virus;
however, the forces of stigmand discrimination are key drivers that have been
holding many people back from performing their test, particularly in its early
discovery when these sentiments were extremely high thus making many people to
prefer dying than to be tested for and diagao®f HIV.

Social protection and mitigation factors outside of the support groups are limited for
PLHIV respondents. Many variables could possibly be responsible for this. However,
evidence from the study instigates the Imied intimate relationship, néwgative
atttude of society towards them particularly those of their friends and famiy
members and the salbstigating perception they harbor of themseles as
fundamental underlying factors. More than 60% of the respondents are either in
unsecured relainship or not in any relationship at al. Some PLHIV have even been
rejected by their partners and family members who came to know their status either
by personal disclosure or through other means. It is therefore important that social
protection and inakion programs are designed and implemented that wil not only
empower PLHIV but wil also involve key individuals in their Ives understanding
their conditions and being supportive of them.

Most of the PLHIV respondents (76.57%) reported that they axealy active.
Judging on the basis that the main mode of HIV transmission in Liberia is through
sexual intercourse, particularly heterosexual intercourse, this raises concerns and
shows the need for sustained awareness raising and education on theofssues
prevention to curb the spread of the disease and minimize the chancesfesten.

1 The first HIV case was detected atthe Currant Lutheran Hospital in Zorzor, Lofa County in 1986.



Consistent with the overall educational level of the country, the level of education

among PLHIV respondents is generaly low, particularly technical and higher

eduation (11%). This also shows up in the employment arena where only 8%of the
respondents are in full tme employment, while another 6.4% are part time employees.

Whie HIV status could be a reason for the low level of employment as indicated in

the response, educational l evel and the countrybéo
set of unimpeachable reasons for the low level of employment.

5.2 Experience of External and Intemal Stigma by PLHIV Respondents

Stigma and discrimination remain pervasive in thieetian society and linger as key
impediments to the prevention of HIV, and the care and support of PLHIV. Compared
with external stigma, PLHIV respondents are nearly 3 times more likely to experience
internal stigma than stigma from other people. Bagictiie most common type of
external stigma experienced by PLHIV is gossip as evidenced by their knowledge of
awareness of people gossiping about them (48%) folowed by verbal insults(32%). On
the other hand, internal stigma involving shame (67%) and (§6i0) ranked at the
upper extreme of the types of internal stgma experienced by PLIHV. Most
respondents believe that people stigmatize and discriminate against them because they
fear getting infected by them through casual contact and because theyniiaek i
knowledge as to how the virus is transmitted. This finding is consistent with findings
from most countries including Nigeria and Swaziland where internal stigma is more
common among PLHIV respondents.

The experience of stigma and discrimination e @f the greatest impediments to the
fight against HIV/AIDS. These social menaces have the propensity to deter people
from knowing their status and practicing safe and healthy behaviours to counter the
spread of the disease. On that account for an HIVepten and response program to
maximize results it must understand the extent of this problem to enable them develop
strategies that wil make the program more effective and efficient. It speaks of the
need for continuous efforts in to address the issfieigma and discrimination for an
effective and efficient programming/intervention.

Most of the PLHIV respondents harbour some sorts of fear. In the light of this, 294
persons representing 61% of the total respondents of 483 reported that they have fear
of being gossiped about. Another 239 representing 49% indicated that they are afraid
that someone would not want to be sexualy intimate with them because of their
status. Fear is another cardinal issue for PLHIV and one of the drivers that have the
propensity to deter this population from testing, disclosure and seeking support. While
it is true that the fear level varies across the parameters, it however shows that many
PLHIV have fear of one form or the other. This therefore points to an issue closely
related to internal stigma that needs to be addressed concomitantly if the fight against
the pandemic must emerge victorious. There is a need to increase efforts to neutralize
the minds of PLHIV in terms of their fear and to work to reduce and/or remose tho
factors that give rise to the fears.
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Though many PLHIV respondents have heard of key documents that promote and
protect their rights (61%), only a few of them have read these key documents (28
29%). What this means is that many PLHIV may not be abtakie effective actions

in defence of their rights when abused since many do not know what their rights are,
and what measures to take to seek redress. This leaves the need for more efforts to
enable PLHIV have a reasonable understanding of these documdmsable to take
actions as required. It is worth noting here that the low level of knowledge of PLHIV
respondents on their rights run across most country that have rolled out the study, for
instance, Swaziland.

Similarly, most PLHIV respondents (63%3 have not mustered the courage to effect
positve change by either educating people about the wrong inherent in the act of
stigma and discrimination, or taking action against these people to stop such
behaviourand warn woulebe doers to desist from tlgactice. In as much as there is

a need for external support to reduce the scorching effects of these nightmares, there
is equaly the need for PLHIV to take initiatives directed towards finding solution to
their problems. It is interesting to note thatawfes that emanate from eselff are

often more effective and sustainable than those provided by others.

5.3Testing and Diagnosis

Many PLHIV respondents were tested for reasons other than just their desire to know
their status. Twentgight percent (28%were tested due to suspected HIV related
symptoms; 24% tested due to ilness or death of spouse; whie 14% were tested
during antenatal care. While it is true that the HIV test could be done at any time, it
medicaly advisable to get to know your stadasly so as to avoid the deterioration of
oneods health by taking measures t hat wi ||
level. It is therefore important that people be encouraged to do their HIV test when
they are healthy. Encouragingly, the decisiorbéotested for HIV was a choice made

by 316 representing 65% of total respondents. Most respondents (79%) have said that
they received preest and postest counseling during their HIV diagnosis process.
However, about 4% did not receive any counselatgl.

5.4Disclosure and Confidentiality

Interestingly, 15% of respondents hinted that they were aware their status was
revealed by social workers and medical practtioners. Simiarly, 35% of PLHIV
respondents feel that their medical records were coofidentialy kept whie 10%
were not sure if their medical records are kept in confidence. These might be
relatively smaller percentages; however, a breach of confidentialty gets PLHIV
disappointed and affects their wilingness to trust others in tefmdisclosing their
status. Hopefuly, 61% of respondents said they find the disclosure of their HIV status



as an empowering experience. This shows that with all the chalenges faced by
PLHIV respondents, a good number still feel that the disclosure s sia
empowering. This signals hope that with increase awareness and support for PLHIV
they wil be able to disclose their status.

5.5Treatment

More than twethirds of the PLHIV respondents (89%) described their health status
between good and excelerimiar number of PLHIV respondents (89%) expressed
that they are currently taking ARV treatment. This is encouraging, and could help
greatly in the achievement of the HIV/AIDS Milennium Development Goals that
speaks of zero HIV related death by 2016vjgled the progress made in this arena is
sustained through relevant interventions such as reducing stigma and discrimination,
encouraging disclosure and improving the regimen.
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6.0 CONCLUSION

The HIV-related stigma and discrimination studya global study being rolled out by
countries around the globe. The main objective of the study is to document the
various experiences of PLHIV within their communities regarding -Filted stigma

and discrimination at the levels of the individual, ignrcommunity and the nation. It

also seeks to increase the evidence base for policies and programs to reduce HIV
related stigma and discrimination as we strive to meet the goals of the MDG. The
Liberian study was conducted by PLHIV with 530 respondentsind the country

using questionnaire, focus group discussion and key informant interviews.

Stigma and discrimination remain pervasive in the Liberian society and linger as key
impediments to the prevention of HIV, and the care and support of PLHIV. Cednpa
with external stigma, PLHIV respondents are nearly 3 times more likely to experience
internal stigma than stigma from other people. Basicaly, the most common types of
external stigma experienced by PLHIV are gossip and verbal insults, whie shame,
guit and low selfesteem are the most common type of internal stigma experienced by
them.

University/technical education among PLHIV respondents is low as wel as the
employment level, as it is just a relatively small proportion of PLHIV respondents are
in full tme employment. There is a critcal gap in the knowledge of PLHIV
respondents on their rights and responsibiities. Simiar gaps seem to exist among
people on the mode of transmission of HIV as suggested by the perception of PLHIV
respondents on theperceived reasons for people stigmatizing or discriminating
against them.

Encouragingly, most PLHIV respondents are on ART and have described their health
as good. This is a positive sign for the realization of the MDG that calls for zero HIV
related deth by 2015.

Nonetheless, more carefully strategized interventions are required to combat the
menace of stigma and discrimination, increase the knowledge of people on the mode
of transmission of HIV that might be contributing to their negative attitudeartisv
PLHIV, discuss the contents of policies and laws that protect the rights of PLHIV so
that they can be aware of their rights and responsibiities and be able to take action as
necessary.



7.0Recommendations

The findings of the survey points ® number of things that need to be done in order
not just to minimze and/or eradicate the menace of stigma and discrimination but to
create the necessary conditons under which PLHIV can thrive. Arising from the
findings, these recommendations also cpomd to the views and suggestions of
PLHIV and some stakeholders in the fight for the overall prevention of HIV/AIDS in
Liberia. They were born out of the three processes used to collect data for the survey
that include the questionnaire, focus group wdison and key informant interviews.
They are:

1.

Seek the establishment of an empowerment scheme for PLHIV. This could
include academic program and vocational training, business, etc. depending on
individual need and context;

Re strategize awareness raisimgethodologies to enhance knowledge of the
general populaton on the nature of HIV, particularly on the mode of
transmission and the need to support and care for people Iving with and
affected by HIV/AIDS. Many people stil seem jittery about HIV and @b n
understand the mode of transmission, for which they fear getting infected
through casual contact. This could involve specifically including HIV in
school curriculum, working with religious leaders, working with families, etc.;

Buid the capacity of PLIV over time, to enable them take inttiatves on their
own and breach the capacity gaps prevalent among PLHIV. This should be
done through a diversified approach that wil recognize all sectors of the
PLHIV population. It could be through mentorship, ampgceship, skils
training, professional placement, etc.;

Provide supplementary feeding to PLHIV on treatment to enable them resist
the strength of the medication and encourage them follow the treatment
procedure;

Provide supplementary feeding, incentimd support to HIV+ mothers and
their babies during pregnancy and continue support for the chid unti
completion of primary education;

Encourage and support PLHIV into the medical field so that they can be
actively involved in the provision of care asdpport to colleagues;
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7. Actively involve PLHIV to the extent possible and necessary in all activities
affecting them for ownership and sustainability;

8. Expand testing and treatment centres to more locations across the country to
increase access to as maPLHIV as possible, particularly in the rural areas;

9. Seek means to improve the current types of ART to reduce the side effects of
the medication which may be a contributing factor for loss to falpwand
the failure to follow treatment procedure;

10.Increase the number of CD4 count machines around the country to enable
people know their status level and make some key decisions in their lives such
as bearing child;

11.Reduce the HIV Law into simple Englsh and disseminate it. Put in place a
program to educatPLHIV on key documents that protect their rights.

12.Provide continuous training for health care providers and social workers on
how to care for and support PLHIV, including respecting the principle of
confidentiality;

13.Advocate for the rights of PLHIV thugh their network, civl society
organizatons and government institutions such as NAC and NACP. This
should also be a part of the empowerment process for PLHIV to enable them
advocate for themselves rather that people continuously advocating for them;

14.Edablish a complaint and response mechanism to get information from and
provide feedback to PLHIV on services provided to them. This wil help
improve the way people work with them through their involvement and
participation in issues that affect them.



ANNEXES

Annex 1: Source Data Tables

Table 1: Number of respondents by sex and age group

% of % of % of %
age group male | male Female | female Transgender | transgender Total | total
Youth aged 18-

19 1 0.82% 12 3.32% 0 0% 13 3%
Adultaged 20-
24 years 8 6.56% 49 13.57% 0 0% 57| 12%
Adult aged 25-
29 years 138 14.75% 85 23.55% 0 0% 103 21%
Adultaged 30-
39 years 40 32.79% 128 35.46% 0 0% 168 35%
Adultaged40-
49 years 47 38.52% 77 21.33% 0 0% 124 26%
Adult 50+ years ] 6.56% 10 2.77% 0 0% 18 4%
Total 122 | 100.00% 361 100.00% 0 0% 483 | 100%
Table 2: Number of respondents by Relationship Status
Relationship Female :ﬁof | Male %olf % total
‘emale male Total
Married/cohabiting with partner
home 96 26.59% 53| 43.44% 149 31%
Married/cohabiting but partner
away 25 6.93% 4 3.28% 29 6%
In a relationship but not living
together 75 20.78% 23 18.85% 98 20%
Single 129 | 35.73% 35| 28.69% 164 34%
Divorced/separated 14|  32.38% 6| 4.92% 20 4%
Widow/Widower 2| 6.09% 1| o0.s2% 23 5%
Total 361 | 100.00% 122 | 100.00% 483 100%
































































