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Foreword  
 
 

The conduct of PLHIV stigma Index 2.0 survey is a testament of Sierra Leone’s commitment to ending stigma 
and discrimination against People living with and affected by AIDS. HIV stigma and discrimination can pose 
complex barriers to prevention, testing, treatment, and support for people living with or at risk for HIV.   In 
Sierra Leone, even when HIV services especially testing and treatment are provided free, the fear of stigma 
and discrimination contribute to  low uptake.   

 
People living with HIV experience various forms of HIV related stigma and discrimination in Sierra Leone. 

They are shunned by family, peers, and the wider community; received poor treatment in health care and 
education settings; experienced judgmental attitudes, insults, or harassment. Some individuals with HIV have 
been denied or lost employment, housing, and other services; and have been victims of violence and hate 
crimes. HIV-related stigma and discrimination prevents individuals from disclosing their status even to family 
members and sexual partners, and/or accessing medical care and treatment. HIV-related stigma is made more 
complicated when individuals also experience stigma related to substance use, mental health, sexual 
orientation, gender identity, race/ethnicity, or sex work. 
 
This PLHIV stigma Index survey can be used to measure our performance as a country in eliminating all forms 
of stigma and discrimination since 2013 when the first PLHIV Stigma Index study was conducted.  The 2019 
survey used mix methods to explore the perception of PLHIV about stigma and discrimination ranging from 
disclosure and confidentiality, interactions with health services, internalized stigma and knowledge of 
national laws protecting their rights.   Additionally, it explored experiences of PLHIV relating to exclusion from 
family activities, exclusion from social and religious activities, being verbally harassed, gossiped or 
blackmailed.  

 
Finally, the finding of this survey is a call to action for all  partners or actors (national and international) 

responding to HIV. It places collective responsibility on all to eliminate all forms of stigma and discrimination 
against PLHIV including key populations with the view to achieving the global goal of ending AIDS by 2030.  

 
As a country, we cannot be complacent or continue to lag behind. It is time to revisit our national laws and 

repeal discriminatory provisions, incorporate stigma and discrimination reduction into our programs to 
awaken the consciousness of its negative effect. It is time to join other nations of the world to end AIDS as a 
global public health and development challenge. 

 
 

Rev. Alimamay Kargbo 
Chairman, Board of Directors 
NETHIPS 
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Executive Summary 

 
Introduction and Methodology 

 
The People Living with HIV (PLHIV) Stigma Index (Stigma Index) is the world’s largest social research 

project implemented by people living with HIV themselves. Sierra Leone conducted its first Stigma 

Index study in 2013. This is the second Stigma Index study (version 2.0), conducted in Sierra 

Leone from October to November 2019. 

 
 

The Network of HIV Positives in Sierra Leone (NETHIPS) coordinated and guided the 

implementation of the study with technical and financial support from Therapeutic Solidarity 

and Initiatives for Health (Solthis) and the Joint United Nations Programme on HIV/AIDS 

(UNAIDS). FOCUS 1000 served as the national research consultant of the study. NETHIPS, working 

together with key population (KP) organizations, identified the survey data collectors, 

supervisors and respondents from the existing PLHIV database. 

 
 

The purpose of the Stigma Index study is to collect information about the experiences of PLHIV 

as they relate to stigma, discrimination and their rights. The main aim of collecting such 

information and presenting it in the form of an Index is to broaden the understanding of the extent 

and forms of stigma and discrimination faced by PLHIV in different countries. The specific 

objectives of the Sierra Leone Stigma Index 2.0 were: 

 To document the various experiences of people living with HIV in Sierra Leone regarding HIV- 

related stigma and discrimination 

 To inform the development and implementation of national policies that protect the rights 

of people living with HIV 

 To shape the design of programmatic interventions so that they consider the issue of HIV- 

related stigma and discrimination within their context. 

 To measure changes over a period of time and explore the perceived trends of the level and 

depth of HIV and AIDS related stigma 

 To provide an evidence base for policy change and programmatic interventions 

 To strengthening the capacity of NETHIPS and its constituents in the process of conducting 

the study 
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The study used a mixed methods approach of quantitative and qualitative surveys of PLHIV as 

study participants. The tools used in the study were the standard Stigma Index 2.0 questionnaire 

and user guide developed by the International Partnership of the PLHIV Stigma Index, which 

includes the Global Network of People Living with HIV (GNP+), the International Community of 

Women Living with HIV (ICW) and UNAIDS. NETHIPS developed an additional qualitative survey 

guideline for focus group discussions (FGDs) and in-depth interviews (to develop case studies). 

 
 

Sierra Leone has 16 administrative districts, 2 of which were recently created. The study covered 

the 14 original districts. The sampling methodology for the Stigma Index interviews was 

purposive, including interviewees drawn from PLHIV who were recruited from health facilities, 

from NETHIPS affiliated community support groups, and from registers of organizations working 

with key population groups. A sample size of 800 PLHIV was targeted. This includes key 

populations living with HIV, such as men who have sex with men (MSM), transgender people, 

female sex workers (FSW), people who inject drugs (PWID) and people in prisons and other 

closed settings. 

 
 

The country adapted the recommended Stigma Index 2.0 sampling criteria. For the survey to be 

representative, a systematic random sampling approach was employed. Probability proportional 

to size (PPS) sampling was used. Selection criteria of the participants were agreed upon by the 

steering committee, with guidance from GNP+ and FOCUS 1000; parameters considered include 

age group, sex, sexual orientation and gender identity, population type, education, and 

geographic location. 

 
 

A 20-member Steering Committee comprising of key stakeholders collaborating in the national 

response to HIV and AIDS was formed in September 2019 under NETHIPS’ leadership to oversee 

the conduct of the Stigma Index 2.0. Membership of the committee comprised of representatives 

from the Government of Sierra Leone, the United Nations, international non-governmental 

organizations (NGOs), civil society organizations (CSOs), and key population community-led 

organizations and support groups. A List of members of the Steering Committee is in annex 7.5 

of this report. 



 

[Type 
here ] 

 

[Type 
here ] 

 

[Type 
here ] 

12 

 

 

Key Findings 

 
The results of the study are summarized below: 

 Out of a total of 800 sampled PLHIV, 773 (96.6%) were analyzed in the study. The remaining 27 

respondents were excluded during the cleaning process as they were found to be below the age 

of 18 years which was used as the cut-off age for this study. The largest proportion of 

respondents came from Western Urban district 166 (21.5%) 

 Of the total respondents, 71% reported being assigned female on their birth certificate, while 

29% reported being male. Nearly 20% of the respondents were below 25 years of age, while 

64.3% were in the age group 25-50 years and 17.4% of the respondents were 50 years of age and 

above. 

 While the study aimed for gender balance, more females were sampled in the age group 30-39 

years (30.1%) compared to males of the same age (28.1%). Similarly, there were more females 

(19.3%) in the age group 25-29 years than males (16.5%). In the age group 40-49 years, however, 

more males (19.6%) than females (18.6%) were included in the study. 

 Nearly one third, 194(28.7%) of the respondents had lived with HIV for less than one year prior 

to the survey, compared to 9.6% in 2013. Nearly fourteen percent (13.9%) of the respondents 

have lived with HIV between 10 and 14 years compared to 4% in 2013; this could be attributed 

to the high number of PLHIV on treatment. Almost four percent (3.6%) have lived with the virus 

for 15 years or more from the 2019 study compared to 2.4% in 2013. This indicates more people 

are living longer with HIV due to availability of care and support including lifesaving treatment. 

 Over one quarter (26.3%) of the respondents had no formal education, 44% of them had 

secondary education and only 10% of them had university or tertiary education. Only 16.4% of 

the respondents were in school. 

 The study described employment status of the respondents as that in which PLHIV were paid or 

receiving money for the work they did for others full-time, part-time, or casual work as 

employees. People who worked for themselves especially in business were not considered as 

employees. There was a slight change between the 2013 (11.8%) and 2019 (11.3%) status of full 

time employment of PLHIV. The report indicates that there has been a significant increase in full 

time self-employment from 20.7% in 2013 to 31.3% in 2019; however, a drastic decrease was 

noted in part-time self-employment from 25.7% (2013) to 11.6% (2019). This could be attributed 

to the increase reported in full time self-employment. Of importance to note is the increase in 

unemployment from 37.8% (2013) to 40.1% (2019). 
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Disclosure 

 
Respondents reported that their HIV status was mainly known to their partners (34.4%), to other 

family members (33.0%), their children (26.0%), and to their friends (22.0%). Less than 8% of their 

neighbours and employers knew their HIV status. School-going respondents reported that their 

teachers (0.9%) and classmates (0.8%) know their HIV status. 

 

The trend of disclosure within the household (wife, husband and children) has not changed between 

the two studies. More male than female respondents (42.9% vs 31.0%) had disclosed their HIV 

status to their partners in 2019. In the 2013 study, also more male than female respondents (54% 

vs 35.0%) had disclosed their HIV status to their partners. However, more female respondents than 

male respondents disclosed their HIV status to their children (29.7% Vs 17.0%) in 2019, as it was in 

2013 (39.2% Vs 27.2%). 

 

Experiences of stigma and discrimination 

Generally, PLHIV expressed concern about disclosing their HIV status; 47.6% of the respondents 

disagreed that disclosure of their HIV status had become easier over time, 42% of them disagreed 

that disclosure of their HIV status to people they do not know very well had been a positive 

experience on them, while 47.5% of the respondents reported that disclosure of their HIV status to 

people (such as partner, family, and close friends) had also not been a positive experience on them. 

 

PLHIV had experienced other people (other than family members) making discriminatory remarks 

about their status (10.3%), compared to 7.0% of the respondents having the experience of family 

members making the discriminatory remarks. Eight percent of respondents reported that they 

experienced someone making verbal abuse against them; 8.0% reported being blackmailed; 3.9% 

and 3.8% of respondents reported the experience of been excluded from social gatherings and 

family activities, respectively. In many of the dimensions of stigma and discrimination investigated, 

the male respondents seemed to have experienced a greater level of stigma and discrimination than 

their female counterparts. 

 

Internalized Stigma was more evident among the respondents in 2019 compared to the levels 

reported in 2013. 

 In 2019, internalized stigma among respondents who experienced difficulty in finding love was 

19.4%, low ability to cope with stress at 17.3%, low ability to have close and secure relationships 

with others at 15.0%, low desire to have children at 14.2%, difficulty in achieving personal or 
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professional goals at 11.5%, and the respondent’s low self-confidence at 11.5%. Internalized 

stigma was less demonstrated in respondent’s ability to respect others (3.5%), and his/her 

ability to practice the religion/faith in the way he/she wanted to practice it (4.3%). 

 Levels of internalized stigma differed by sex; females showed more levels of internalized stigma 

as compared to males in the respondent’s ability to contribute to community activities, (7.0% 

versus 4.0%) and having negative self-respect (8.0% versus 5.8%) respectively. Females also 

showed higher levels of internalized stigma than males in the domains of hiding their HIV status 

from others (82.5% versus 77.7%), and the feeling of shame (65.5% versus 55.5%) that they are 

HIV-positive. 

 Nearly nine percent (8.8%) of respondents reported isolating themselves (females 9.3%, males 

7.6%). Again, more females (8.4%) than males (7.6%) chose not to attend social gatherings. 

Most importantly, more women (16.2%) than men (10.3%) chose not to have sex with their 

partners because of their HIV status. 

 In 2013, 53.0% of respondents reported that they felt ashamed because of their HIV status;      

a larger percentage of females (58.0%) reported this feeling compared to male respondents 

(43.0%). Forty-six percent of respondents reported that they felt guilty because of their HIV 

status; a larger portion of male respondents (49.0%) felt this way compared to female 

respondents (44.0%). Twenty-five percent of respondents blamed themselves for their HIV 

status while 8.0% blamed others. 

 

HIV testing 

 Seventy-one percent of respondents reported that it had been their choice to take a HIV test. 

However, 5.6% of respondents reported that they were pressured by others to get tested, while 

1.6% of them were even forced to take an HIV test. Significantly, 21.3% of the respondents were 

tested without their knowledge and only found out after the test had been done. In summary, 

almost 30% of the respondents were either pressured, forced, or tested without their consent. 

Consent was reported to be higher in male (78.0%) than in female respondents (68.0%); and 

female respondents reported a significantly higher pressure to test for HIV (6.7%), than male 

respondents (2.7%). Similarly, more females had taken an HIV test without their knowledge 

(22.4%) than males (18.8%). 

 Study respondents reported a variety of reasons for taking an HIV test. The most common 

reasons reported were incidence of sickness that they or family members thought could be HIV- 

related (37.5%), or health care provider recommendation (20.7%), as an individual volition of 

the respondent to get tested (15.7%), and the belief that the respondent was at risk of getting 

HIV (15.1%). 
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General health status 

 When asked about their general health status at the time of interview, most of the 

respondents, 576 (74.5%) reported being in good health, 186 (24.1%) of them described their 

health status as fair, and 11 (1.4%) of them reported their health status was poor. 

 Of those who were diagnosed with other health issues in the 12 months prior to the survey, 

104 (13.5%) of them had been diagnosed with sexually transmitted infections, 79 (10.2%) of 

them diagnosed with tuberculosis, and 45 (5.8%) of them diagnosed with mental health 

conditions varying from anxiety, depression, insomnia, to post-traumatic stress (PTS). 

 
 

Service delivery experiences 
 

 Most of the respondents (731, 94.6%) reported receiving HIV treatment and care from 

government or public hospitals and clinics, while the rest received care and treatment services 

from private clinics (3.5%), or other sources include community-based care from drop-in centres, 

NGO clinics and or other community-run facilities (1.7%) 

 When asked about the confidentiality of their medical records, nearly 82% of the respondents 

were satisfied with the fact that their medical records were kept in a confidential manner and that 

such records would not be shared without their written Informed consent. However, 14.9% of the 

respondents reported that they were not aware if their medical records were shared with other 

people without their consent. Disturbingly, however, of the 731 respondents who received 

regular HIV care and treatment from government facilities, 27 (3.7%) reported they had the 

feeling their medical records were not kept confidentially. 

 Many PLHIV reported that actions or advice given by health professionals did not appear to 

stigmatize or discriminate them. Of concern, 2.3% of the respondents reported that they were 

advised by health professionals not to have children and were pressured or incentivized to get 

sterilized. 

 Mainly female respondents reported that they were pressured to use a particular infant feeding 

practice (3.9%), or pressured to take antiretroviral treatment during pregnancy to reduce the 

chance of HIV transmission rather than counseling them on this as an option. 
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Human rights and effecting change 

 Among the greatest human rights abuses reported were “being forced to get tested for HIV 

or disclosure of status in order to apply for job or get a pension plan” (5.7%), “being forced to 

get tested for HIV or disclosure of HIV status in order to get health care” 3.5%), and “being 

forced to get tested for HIV or disclosure of status in order to attend an educational institution 

or get a scholarship” (3.5%). 

 Of the 179 respondents who reported experiencing human rights abuses, only 21 (11.7%) of 

them said they tried to do something about the abuses. Of the 21 respondents who tried to 

respond to the abuses, 16 (76.2%) reported that the case filed against the human rights 

abusers had been settled. 

 Out of 773 respondents, 111 (14.4%) of them identified themselves as belonging to key 

populations of which 35 (4.5%) identified themselves as MSM, 4 (0.5%) as FSW, and 7 (0.9%) 

as PWID. This low identification of the PLHIV in the various key population groups can be 

attributed to stigma and discrimination. 

 Significant levels of stigma and discrimination have been experienced by study respondents 

across the key population groups identified in the study. The highest levels of stigma and 

discrimination felt by respondents were the reports that family members had made 

discriminatory remarks or gossiped about them (81%) or when they felt being excluded from 

family activities (81%). Members of FSW and lesbian/gay groups reported experiencing less 

stigma and discriminations than other key population groups. 
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Table 1: Comparison of basic indicators between Stigma 2.0 for 2013 and 2019 respectively 

 Stigma Index 2013 Stigma Index 2019 

Total % FSW % MSW % Total % FSW % MSW % 

Respondents 577 100 7 100 9 100 773 100% 4 100% 34 100% 

Age group 

18 to 19 years 18 3.1% 1 14.3% 0 0.0% 30 3.9% 0 0.0% 2 5.9% 

20 to 24 years 65 11.3% 4 57.1% 1 11.1% 124 16.0% 3 75.0% 14 41.2% 

25 to 29 years 85 14.8% 0 0.0% 3 33.3% 143 18.5% 1 25.0% 10 29.4% 

30 to 39 years 193 33.7% 1 14.3% 2 22.2% 228 29.5% 0 0.0% 7 20.6% 

40 to 49 years 151 26.4% 0 0.0% 3 33.3% 146 18.9% 0 0.0% 0 0.0% 

50+ years 61 10.6% 1 14.3% 0 0.0% 102 13.2% 0 0.0% 1 2.9% 

Total 573 100.0% 7 100.0% 9 100.0% 773 100.0% 4 100.0% 34 100.0% 

Years living with HIV 

0-1 year 55 9.6% 0 0.0% 0 0.0% 194 28.7% 2 33.3% 8 30.8% 

2-4 years 265 46.1% 3 42.9% 6 66.7% 194 28.7% 3 50.0% 13 50.0% 

5-9 years 218 37.9% 1 14.3% 3 33.3% 169 25.0% 0 0.0% 4 15.4% 

10-14 years 23 4.0% 3 42.9% 0 0.0% 94 13.9% 1 16.7% 0 0.0% 

15+ years 14 2.4% 0 0.0% 0 0.0% 24 3.6% 0 0.0% 1 3.8% 

Total 575 100.0% 7 100.0% 9 100.0% 675 100.0% 6 100.0% 26 100.0% 

Educational Level 

No formal education 284 50.0% 3 42.9% 0 0.0% 203 26.3% 2 22.2% 1 2.9% 

Primary/elementary school 134 23.6% 3 42.9% 0 0.0% 110 14.2% 0 0.0% 2 5.9% 

Secondary/high school 109 19.2% 1 14.3% 5 55.6% 340 44.0% 5 55.6% 25 73.5% 

Trade/vocational/Technical 
coll. 

41 7.2% 0 0.0% 4 44.4% 42 5.4% 1 11.1% 0 0.0% 

University/tertiary 
      78 10.1% 1 11.1% 6 17.6% 

Total 568 100.0% 7 100.0% 9 100.0% 773 100.0% 9 100.0% 34 100.0% 

Employment status 

Full-time employee 61 11.8% 0 0.0% 3 33.3% 87 11.3% 0 0.0% 8 23.5% 

Part-time employee 23 4.4% 0 0.0% 1 11.1% 44 5.7% 0 0.0% 3 8.8% 

Full-time self-employed 107 20.7% 1 16.7% 1 11.1% 242 31.3% 4 44.4% 3 8.8% 

Part-time self-employed 133 25.7% 1 16.7% 0 0.0% 90 11.6% 1 11.1% 3 8.8% 

Unemployed 193 37.3% 4 66.7% 4 44.4% 310 40.1% 4 44.4% 17 50.0% 

Total 517 100.0% 6 100.0% 9 100.0% 773 100.0% 9 100.0% 34 100.0% 

Currently in an intimate sexual relationship 

Yes 464 81.7% 6 85.7% 9 100.0% 537 69.5% 9 100.0% 28 82.4% 

No 104 18.3% 1 14.3% 0 0.0% 236 30.5% 0 0.0% 6 17.6% 

Total 568 100.0% 7 100.0% 9 100.0% 773 100.0% 9 100.0% 34 100.0% 

Partner also living with HIV 

Yes 34 7.7% 1 14.3% 0 0.0% 129 23.9% 2 22.2% 7 22.2% 

No       273 50.6% 5 55.6% 13 55.6% 

Unsure about his/her HIV 
status 

      137 25.4% 2 22.2% 8 22.2% 

Total 
      539 100.0% 2 22.2% 7 100.0% 
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Recommendations 
 

In line with the UNAIDS Key actions for addressing stigma and discrimination, and also in line with 

the Global Partnership key actions and minimum package of interventions against stigma and 

discrimination, recommendations have been made to address stigma and discrimination in seven 

settings at Individual/Household level, Community Level, in the Workplace Setting, Education 

setting, Health care setting, Justice setting, and Emergency and humanitarian settings. At each 

setting, programme and policy recommendations have been proffered. See table 22. 
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1.0 Introduction 

 
Background of HIV and AIDS Stigma Surveys 

All over the world, the AIDS epidemic is having a profound impact, bringing out both the best and the 

worst in people.  It triggers the best when individuals group   together   in   solidarity   to   combat 

government, community and individual denial, and to offer support and care to people living with 

HIV and AIDS. It brings out the worst when individuals are stigmatized and ostracized by their loved 

ones, their family and their communities, and   discriminated   against   individually   as well as 

institutionally (UNAIDS, 2003). 

 
HIV-related stigma and discrimination refers to prejudice, negative attitudes and abuse directed    at 

people living with HIV and AIDS.  Stigma marks people as   different   and   disgraced,   denying 

individual’s dignity, respect and right to fully participate in their community.  It may impede access to 

education, work or health care. It may also preclude marriage and the opportunity to bear and raise 

children. It may prohibit temporary or long-term migration for work or for other reasons, and it may 

prevent participation in religious or cultural ceremonies. Stigma may also trigger verbal or physical 

violence, isolation or complete ostracism. 

 

Across communities and borders, stigma and discrimination continues to be the number one issue 

identified by people living with HIV as a concern. Stigma remains a major barrier to accessing 

treatment and care, to adhering to treatment and to living a high quality life. 

 
Discrimination places people living with HIV and key populations in danger in their day-to-day lives by 

destroying families and communities, causing economic hardship and violating basic human rights 

(GNP+ Dec 2018, kick off launch event for the Global Partnership For Action to Eliminate all Forms of 

HIV-related Stigma and Discrimination). In 35% of countries with available data, over 50% of people 

report having discriminatory attitudes towards people living with HIV (UNAIDS, 2015) 

The People Living with HIV Stigma Index (Stigma Index) is the world’s largest social research project 

implemented by people living with HIV. Since the project began in 2008, it has been implemented in 

over 100 countries. Policy and programme managers’ have long recognized that to achieve  universal  

access  to  treatment,  prevention  and  services,  we  need  to  address  stigma and  discrimination. 

The Stigma Index provides a tool that measures and detects changing trends in stigma and 

discrimination experienced by people living with HIV. 
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The Stigma Index operationalizes the GIPA principle (greater involvement of people living with HIV), 

while building an evidence base and increasing advocacy. It aims to address stigma relating to HIV 

while also advocating on the key barriers and issues perpetuating stigma – a major obstacle to HIV 

treatment, prevention, care and support. It helps to improve workplace policies, informs debates 

about the criminalization of HIV transmission, and promotes the realization of human rights. 

 
The Stigma Index is a joint programme of GNP+, ICW and UNAIDS. It is also a part of the Global 

Partnership for Action to Eliminate all Forms of HIV related Stigma and Discrimination. The aim of this 

new partnership is to accelerate global action towards the elimination of HIV-related stigma and 

discrimination that persists in closing prevention, testing, and treatment gaps.  The  Partnership has 

launched a campaign to reach zero HIV-related stigma and discrimination, through harnessing the 

combined power of governments, civil society and the United Nations, to collaborate together on a 

joint action plan and strategy, using the unique skills of each constituency, to consign HIV-related 

stigma and discrimination to history (GNP + Global Partnership) 

 

SECTION I: BACKGROUND 
The HIV epidemic in Sierra Leone has been considered as mixed, generalized and heterogeneous. 

HIV affects different population sub-groups and all sectors of the population through multiple and 

diverse transmission dynamics. The Demographic and Health Survey (DHS) indicates HIV prevalence 

in Sierra Leone increased from 0.9% (2002) to 1.5% (2005) and 1.7% (2019). 

Sierra Leone has a population of over 7 million people according to the 2015 housing and population 

census with population divided into a sex ratio of 96.8 males to 100 females with literacy of 51.4% 

in any language. 

The 2019 Sierra Leone Demographic and Health Survey report showed that 28% of women and 

33% of men have comprehensive knowledge about HIV. Among young people aged 15-24 years, 

29% of young women and 28% of young men have comprehensive knowledge. Discriminatory 

attitudes towards people living with HIV was very high with 80% of women and 71% of men 

expressing discriminatory attitudes towards people living with HIV. 

Sierra Leone like in many countries, people living with HIV experience stigma and discrimination, 

which is one of the factors linked to the spread of the HIV epidemic. Stigma and discrimination 

continues to create barriers to accessing HIV prevention, testing and treatment services and putting 

lives at risk. “Stigma and discrimination is an affront to human rights and puts the lives of people 

living with HIV and key populations in danger.” (UNAIDS, 2017) 
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In order to generate information on the magnitude and effects of stigma and discrimination of PLHIV 

in the country, Sierra Leone conducted the first stigma index study in all the districts in 2013 

(NETHIPS, 2015) and found varying levels of stigma and discrimination among the affected 

populations. From a sample of 577 people living with HIV from all 4 provinces and 14 districts the 

study showed that 11.7% of people living with HIV in Sierra Leone reported being denied family 

planning services and 8.5% reported avoiding going to a local clinic when they needed to; 

internalized stigma was also high, with people living with HIV feeling ashamed (53.4%), guilty 

(45.6%), and even suicidal (5.9%) as a result of their HIV status; and about 25.1% of people living 

with HIV reported low self-esteem. 

 
Since the conduct of the first stigma index study in 2013, this second stigma index has been 

conducted in 2019 to serve as an effort to further document the level of HIV related stigma, 

discrimination and human rights violations among people living with HIV in Sierra Leone. NETHIPS 

coordinated and guided the implementation of the study with technical and financial support from 

Solthis and UNAIDS. FOCUS 1000 served as the national research consultant of the study. 

 
 

1.1 Study Objectives 
The specific objectives of the Stigma Index were: 

 To document the various experiences of people living with HIV in Sierra Leone regarding HIV- 

related stigma and discrimination 

 To inform the development and implementation of national policies that protect the rights 

of people living with HIV including Key and Priority population 

 To shape the design of programmatic interventions so that they consider the issue of HIV- 

related stigma and discrimination within their context. 

 To measure changes over a period of time and explore the perceived trends of the level and 

depth of HIV- and AIDS-related stigma 

 To provide an evidence base for policy change and programmatic interventions. 

 To strengthen capacity in terms of building the knowledge, skills, experience, credibility and 

sustainability of NETHIPS in the conduction of such study 
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1.2 Ethical Considerations 

Prior to the conduct of the Stigma Index an application for ethical clearance was submitted to the 

Sierra Leone Scientific and Ethics Review Committee of the Ministry of Health and Sanitation 

(Annex 7.2). Ethical clearance was received on October 3rd 2019. 

During the data collection phase, informed consent was obtained from each interviewee prior to 

the start of interviews in both the quantitative and qualitative data collections using the Stigma 

Index guidelines. Confidentiality in the data collection process was maintained throughout the 

conduct of the study. 

To further ensure confidentiality interviews were conducted by the data collection personnel at 

the locations approved by the interviewees. For anonymity, unique identifiers were assigned to 

respondents and interviewee responses without names so that data collectors were not able to 

identify respondents once cleaned and finalized data were sent to the internet server. 

The scope and deliverables for the conduct of the study are provided in Annex 7.10 of this this 

report. 

 

1.3 Launching of the Stigma Index Study. 

Before the start of the study, NETHIPS in collaboration with FOCUS 1000 gave an 

overview of the study in a meeting of Steering Committee that was set up to oversee the 

conduct of the study. The Steering Committee included key stakeholders in the national 

response including representation from PLHIV and key populations. (See Annex 7.6: List 

of names of Steering Committee members) 

During the launching of the study, the following activities were also undertaken: 

 Validation of the study terms of reference 

 Identification and appointment of the research coordinator 

 Discussion of the sampling frame and approval of the sample for the study 

 Validation of the Study Road Map for the study. (See Annex 7.7: Study Road 

Map) 

 
The Stigma Index was also launched to stakeholders at the National AIDS Secretariat on the 15th 

of October, 2019. In attendance were participants or Stakeholders from Ministries, Departments 

and Agencies and NGOs in the country 
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2.0 Methodology 
The methodology used in this study was a cross-sectional mixed methods of quantitative and 

qualitative survey methods through the application of “The People Living with HIV Stigma Index 

2.0” (questionnaire and user guide) and a qualitative survey guidelines, and complemented by a 

desk review of issues relating to stigma and discrimination of PLHIV in Sierra Leone. The 

qualitative study using semi-structured in-depth interviews and FGDs was conducted in four 

Districts including Western Area Urban and Rural from October to November 2019. A snowball 

sampling of participants was conducted across the districts. The participants were spread across 

five categories (See table 2) of PLHIV from the selected districts. 

 
 

2.1 SCOPE and sample size of the Stigma Index. 
The study was done in all the original 4 administrative regions and 14 districts in Sierra Leone 

engaging PLHIV as both data collectors and respondents. 

The sampling methodology for the Stigma Index interviews was purposive including 

interviewees, drawn from PLHIV recruited from health facilities, community support groups, and 

registers of key population organizations. 

The Stigma Index targeted a sample of about 800 PLHIV, including people from key populations 

such as gay men and other MSM, transgender people, FSW, PWID, and people in prisons and 

other closed settings. Special consideration was given to the distribution of the sample across 

the four regions in the country, urban/rural, sex, and age. 
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Table 2: Summary of Sample of the PLHIV that were to be interviewed 

 
 

 
Type of PHLIV 

Frequency 
in the 
sampling 
frame 

Percentage 
in the 
Sampling 
frame 

 
 

 
Sample 

 

 
Sampling 
interval 

 
Sampling 
starting 
point 

FSWs 565 11% 85 6 434 

MSMs (M=77, TG=45, TG-MTF=9) 122 2% 18 6 24 

PWIDs (F=27, M=70) 97 2% 15 6 29 

West General Pop (F=633, M=206) 839 16% 127 6 711 

South General Pop (F=204 , M= 446 ) 646 12% 98 6 111 

North General Pop (F= 668 , M= 278 946 18% 140 6 887 

East General Pop (F=953 , M=369 ) 1322 25% 200 6 34 

Prisons W/A (F=1, M=48) 49 1% 10 4 1 

Kenema PLHIV not in Support groups 
(F=178, M=59) 

 
237 

 
4% 

 
36 

 
6 

 
15 

Bo PLHIV not in Support groups (F=194, 
M=53) 

 
247 

 
5% 

 
37 

 
6 

 
8 

Makeni PLHIV not in Support groups 
(F=56, M=14) 

 
70 

 
1% 

 
11 

 
6 

 
2 

Western Area PLHIV not support groups 
(F=99, M=51) 

 
150 

 
3% 

 
23 

 
6 

 
5 

Total 5290 100% 800  

 

To be representative, a systematic random sampling approach was employed based on 

PPS sampling from a database that was given by NETHIPS to FOCUS 1000. Selection 

criteria of the participants were agreed upon between NETHIPS and FOCUS 1000, 

considering factors such as age group, sex, sexual orientation and gender identity, 

population type, education, and geographic location (see Table 2). Figure 1 shows the 

map of locations of where data was collected in the districts. 
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Figure 1: GPS map of Sierra Leone showing location of data collection sites for the Stigma Index 2.0, 2019 

The table below shows the FGD participants from each of the provincial headquarter towns of 

Makeni, Kenema, Bo and Freetown where it was possible to have participants in sufficient 

numbers to conduct the FGDs 

 

Table 3: Focus Group Discussions for the Sierra Leone PLHIV Stigma Index 2.0 

 FGD Groups Type No. of 
FGD 

Number of 
Participants 

1 General PLHIV 4 6 – 10 

2 MSM 4 6 – 10 

3 FSW 4 6 – 10 

4 PWID 4 6 – 10 

5 Prisoners 4 6 – 10 
 Total 20 36 – 60 
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Table 4: In-depth Interviews (Case Studies) for the Sierra Leone PLHIV Stigma Index 2.0 

 Group Type Number 

1 General PLHIV 2 

2 MSM 1 

3 FSW 1 

4 PWID 1 

5 Prisoners 1 
9 Total 5 

 
 

Participants for the FGDs and in-depth interviews were recruited through contact with NETHIPS 

and key population organizations. In-depth interviews (case studies) participants were purposely 

recruited. The research team also explained to the participants about the study before obtaining 

verbal consent. Common research ethics principles were followed in carrying out this study, 

including seeking informed consent, where the rights to refuse, withdrawal, and confidentiality 

were explained to participants. Subsequently, verbal consent was obtained from each 

participant. Verbal informed consent was approved by the Ethical Board, and this study was 

conducted in accordance with the Sierra Leone Research and Ethics Committee. 

 

2.1 Recruitment and training of data collectors and interviewees 
A total of 28 data collectors (all PLHIV) were recruited through advertisement. Interviews were 

held based on a selection criteria developed by NETHIPS in collaboration with FOCUS 1000. (See 

Annex 7.3: Selection guidelines of interviewers for the Sierra Leone Stigma Index Study 2.0). In 

addition to the PLHIV data collectors, 14 supervisors from FOCUS 1000 were also added to the 

data collection team to ensure quality of data entry into digital tablets that would be used for 

data collection in the quantitative survey. For the qualitative survey a total of 8 data collection 

facilitators and note takers (all PLHIV) were also recruited (See Annex 7.8: List of trained data 

collectors and supervisors). 

 

2.2  Survey Tools and instruments 
2.2.1 Quantitative Questionnaire 

The data collectors were trained on the use of the Stigma Index 2.0 standardized structured 

quantitative questionnaire (Annex 7.5: SI Questionnaire 2.0). Themes covered in the study 

include: (1) the profile of the respondents; (2) their experiences of stigma and discrimination 

from other people; (3) access to work, health, and educational services; (4) internal stigma; (5) 

knowledge on rights, laws, and policies; (6) effecting change; (7) testing and diagnosis; (8) 

disclosure and confidentiality; (9) treatment; and (10) having children. 
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2.2.2  Qualitative discussion guidelines 

To complement responses from the quantitative survey, the data collection facilitators and note 

takers (all PLHIV) were trained by FOCUS 1000 on FGD processes using the FGD guides that were 

developed for that purpose. The FGD discussants were interviewed to elicit their understanding 

of issues surrounding their HIV situation in relation to stigma, discrimination and their rights. The 

FGDs were organized into groups of PLHIV from the general population and from key population 

groups including MSM, FSW, PWID and prisoners. One FGD was held in each in the four regional 

headquarter towns totaling 24 FGDs with an average of 7 discussants per FGD (Annex 7.4: Focus 

Group Discussion Guidelines). The qualitative study was conducted in the regional headquarter 

towns because of the availability of the discussant groups in these large locations of the relevant 

PLHIV groups. In addition to the FGDs, in-depth interviews were conducted with 5 PLHIV case 

study participants. 

 

2.3 Data collection and analysis 
Data collectors were trained on digital data collection and reporting techniques using a digital 

data collection application called Open Data Kit (ODK). ODK is an open source application that 

allows quantitative information to be collected and processed via the application on computer 

tablets for easy and accurate data collection and reporting. Collected data were exported and 

stored on internet to ensure integrity and confidentiality of the collected data. To ensure 

confidentiality and integrity of the data collected an MOU was signed between FOCUS 1000 and 

each team member during the data collection process. The collected data which was stored on 

an internet server was downloaded into an Excel spreadsheet and further exported to SPSS 

application for statistical analysis. 

 
 

In the qualitative data analysis, researchers from FOCUS 1000 transcribed the interviews 

verbatim. The transcripts were thoroughly read at least three times by FOCUS 1000 technical 

research team. Thematic analysis was used to identify and analyze important themes, with the 

coding process involving recognition of and encoding the identified themes prior to 

interpretation. Themes that emerged from the interviewees’ narratives were pieced together to 

form a comprehensive picture of the participants’ shared experiences. The themes were divided 

into categories based on the participants’ experiences of living with HIV. A framework analysis 

method was used to analyze the data by themes of the Stigma Index 2.0 study. 
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3.0 Study Limitations 
A number of limitations and challenges exist that might have affected the research process and 

outcomes. Some of them relate to the methodology and analyses are described below. 

Methodology 

1) Key Population Groups: 

Although the survey methodology utilized PLHIV as interviewers, very few persons from key 

populations were included in the study, especially MSM, PWID and prisoners. This makes 

generalization of their experiences of stigma problematic. MSM, FSW and PWID were especially 

difficult to be persuaded to participate in the interviews due to their fear of possible negative 

repercussions related to their sexual orientation and risk activities. 

Persons living with disabilities who are HIV-positive were not identified in this study; however, 

there are pieces of evidence in other studies of this nature that these persons suffer multiple 

forms of stigma and discrimination and feel especially powerless to influence policies and 

programmes. 

The insufficient number of respondents in the key population groups considerably limits our 

understanding of the level of stigma and discrimination these groups encounter. Based on the 

FGDs and case studies, the key population groups (MSM, FSW, PWID, transgender people and 

prisoners) felt inhibited to disclose their membership in these groups due to stigma. Future 

stigma studies should include a specific recruitment strategy to engage persons in key population 

groups including persons living with disability and not rely on a generalized recruitment process. 

 

Analysis 

1) Inconsistent responses indicating that some of the interviewers needed more training on 

probing on certain questions to ensure more consistent responses. Therefore, more time and 

intensive training period may have increased the familiarity of the interviewers with the survey 

tools and interviewing techniques. 

2) As mentioned previously, very few persons identified being in a key population group (e.g., 

MSM, transgender people, FSW, PWID, prisoners, etc.) based on the sampling frame from the 

records of PLHIV from the support groups. Therefore, the analysis has been mainly limited to 

breakdown by other socio-demographic characteristics. 

3) There were more females respondents compared to males in the study due to the feminized 

nature of the epidemic in Sierra Leone as was reflective in the sampling frame from the records 

provided for the study. This is represented by the dynamics of the epidemic in the country. 
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4) Registers used for sampling did not disaggregate by rural and urban residents (urban 

populations considered locations with 2000 people and above). There is need for government to 

reclassify urban and rural populations to enhance future studies. 

5) There are limitations to Stigma Index 2.0 standardized questionnaire. More insight may have 

been gained if additional questions on the quality of care and treatment received from health 

care providers, access to medicines, and quality of interactions with other non-health service 

providers were included. 

 
 

4.0 Findings of the quantitative study 

4.1 Distribution of respondents by district 
Out of a total of 800 sampled PLHIV, 773 (96.6%) were analysed in the study. The remaining 27 

respondents were excluded during the cleaning process as they were found to be below the age of 

18 years. The majority of the respondents came from Western Urban district 166 (21.5%), followed 

by respondents in Kenema district 150 (19.4%), and Bo district 86 (11.1%). The least number of 

sampled respondents came from Kambia district, 7 (0.9%). 

 
Table 5: Distribution of respondents by district in the quantitative Sierra Leone PLHIV Stigma Index 2.0 

study, 2019 

 
District 

 
Frequency 

 
Percent 

Bo 86 11.1 

Bombali 64 8.3 

Bonthe 15 1.9 

Kailahun 34 4.4 

Kambia 7 0.9 

Kenema 150 19.4 

Koinadugu 23 3.0 

Kono 57 7.4 

Moyamba 16 2.1 

Port Loko 53 6.9 

Pujehun 20 2.6 

Tonkolili 19 2.5 

W/R 63 8.2 

W/U 166 21.5 

Total 773 100.0 
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4.2 Socio-demographic Characteristics of the respondents 
Seventy-one percent of the respondents reported to be female while nearly one-third (29%) of them 

reported to be male as indicated on their birth certificates. However, nearly 5% of those who were 

assigned male at birth identified as female, while less than one percent (0.7%) of those assigned 

female at birth identified as male. Significantly, over ten percent (10.3%) of those who were assigned 

male at birth described themselves as transgender. A good percentage (3.4%) of the respondents 

preferred not to answer to the question relating to their current gender orientation. See table 6. 

 

Table 6: Sexual orientation of the respondent 

 
Sex on birth 
certificate 

Gender orientation different from that on birth certificate 
 
 

Total  

Female 
 

Male 
Prefer not to 

answer 

 

transgender 

Female 544 (99.1) 4(0.7%) 1 (0.2%) 0 (0%) 549 

Male 11 (4.9%) 185 (82.6%) 5 (2.2%) 23 (10.3%) 224 

Total 555 189 6 23 773 

 
Most of the respondents were in the age group 30-39 years (29.5%), followed by those in the age group 

40-49 years (18.9%) while young people below 25 years of age were 19.9% cumulatively. People aged 50 

and above years accounted for 13.2% 

 

Nearly one fourth, 155 (23%) of the respondents had lived with HIV for less than one year prior to the 

survey. Approximately fourteen percent (13.9%) of the respondents have lived with HIV between 10 -14 

years, only 3.6% of them have lived with the virus for 15 years or more. 

 
Twenty-six percent of the respondents had no formal education, 44% of them with secondary education 

and only 10% of them had university or tertiary education. There were many more males 55.8% with 

secondary education as compared to 39.2% females with the same level of education. Consistent with the 

general population, 7.4% of females had university or tertiary education as compared with 16.4% of males. 

Only 16.4% of the respondents were in school at the time of the study. 

 

The study described employment status of the respondents as that in which PLHIV were paid or receiving 

money for the work they did for others full-time, part-time, or casual work as employees. People who 

worked for themselves especially in business were not considered as employees. One-sixth (60.1%) of the 

respondents reported being full-time employees, while 11.2% of them were part-time and 31.4 % of them 

were self-employed or business owners. Nearly one in four (39.9%) of respondents were unemployed. 
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 Table 7: Personal demographics of respondent 

 
 

Respondents 

 
Female 

 
Male 

 
Total 

  
FSW 

 
MSM 

# % # % # % # % # % 
 

Respondents 
 

549 
 

71% 
 

224 
 

29% 
 

773 
 

100% 
 

4 
 

100% 
 

34 
 

100% 

Age group  

18-19 20 3.6% 10 4.5% 30 3.9% 0 0.0% 2 5.9% 

20-24 93 16.9% 31 13.8% 124 16.0% 3 75.0% 14 41.2% 

25-29 106 19.3% 37 16.5% 143 18.5% 1 25.0% 10 29.4% 

30-39 165 30.1% 63 28.1% 228 29.5% 0 0.0% 7 20.6% 

40-49 102 18.6% 44 19.6% 146 18.9% 0 0.0% 0 0.0% 

50+ years 63 11.5% 39 17.4% 102 13.2% 0 0.0% 1 2.9% 

Total 549 100.0% 224 100.0% 773 100.0% 4 100% 34 100.0% 

How long have you lived with HIV 

0-1 year 140 29.3% 54 27.7% 194 28.8% 2 33.3% 8 30.8% 

2-4 years 125 18.5% 69 10.2% 194 28.7% 3 50.0% 13 50.0% 

5-9 years 122 18.1% 47 7.0% 169 25.0% 0 0.0% 4 15.4% 

10-14 years 78 11.6% 16 2.4% 94 13.9% 1 16.7% 0 0.0% 

15+ years 14 2.1% 10 1.5% 24 3.6% 0 0.0% 1 3.8% 

Total 479 100.0% 196 100.0% 675 100.0% 6 100.0% 26 100.0% 

Educational level 

No formal education 175 31.8% 28 12.4% 203 26.1% 2 22.2% 1 2.9% 

Primary/elementary school 91 16.5% 21 9.3% 112 14.4% 0 0.0% 2 5.9% 

Secondary/high school 216 39.2% 126 55.8% 342 44.0% 5 55.6% 25 73.5% 

Trade/vocational 28 5.1% 14 6.2% 42 5.4% 1 11.1% 0 0.0% 

University/tertiary 41 7.4% 37 16.4% 78 10.0% 1 11.1% 6 17.6% 

Total 551 100.0% 226 100.0% 777 100.0% 9 100.0% 34 100.0% 

Current employment status 

In full-time work (as an employee) 38 6.9% 49 21.7% 87 11.2% 0 0.0% 8 23.5% 

In part-time work (as an employee) 28 5.1% 18 8.0% 46 5.9% 0 0.0% 3 8.8% 

Working full-time, but not as an employee (self- 
employed or business owner) 

198 35.9% 46 20.4% 244 31.4% 
 

4 
 

44.4% 
 

3 
 

8.8% 

Doing casual or part-time work (self-employed or 
paid work for others) 

 

57 
 

10.3% 
 

33 
 

14.6% 
 

90 
 

11.6% 
 

1 

 

11.1% 

 

3 

 

8.8% 

Unemployed 230 41.7% 80 35.4% 310 39.9% 4 44.4% 17 50.0% 

Total 551 100.0% 226 100.0% 777 100.0% 9 100.0% 34 100.0% 

Currently in an intimate sexual relationship 

Yes 371 67.3% 168 74.3% 539 69.4% 9 100.0% 28 82.4% 

No 180 32.7% 58 25.7% 238 30.6% 0 0% 6 17.6% 

Total 551 100.0% 226 100.0% 777 100.0% 9 100% 34 100.0% 

HIV Status of Partner 

Yes, my partner(s) is also HIV-positive 76 20.5% 53 31.5% 129 23.9% 2 22.2% 7 25.0% 

No, my partner(s) is not HIV-positive 185 49.9% 88 52.4% 273 50.6% 5 55.6% 13 46.4% 

Unsure about the HIV status of my partner(s) 110 29.6% 27 16.1% 137 25.4% 2 22.2% 8 28.6% 

Total 371 100.0% 168 100.0% 539 100.0% 9 100% 28 100.0% 
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4.3 Disclosure and confidentiality 
When people are diagnosed with HIV, they are generally confronted with the option of disclosing 

their status to other people including their loved ones such as partners, children, other family 

members and friends, their neighbors, employers and even community members. However, 

their status is sometimes disclosed to the named groups of people without their consent. In this 

study, respondents were asked whether groups of people knew their HIV status. If such groups 

of people knew, respondents were asked whether their status was ever disclosed without their 

consent. See table 8 and Figure 2. 

 

Table 8: Percentage of respondents who reported their HIV status was disclosed to a set of people and 
to whom the disclosure was made without their consent 

 
Group of people 

 
HIV status disclosed 

HIV status disclosed, 
but without 

my consent 

Partners 
34.4% 1.9% 

Children 
26.0% 0.8% 

            Other family members 
33.0% 1.9% 

Friends 
22.0% 1.7% 

Neighbours 
7.4% 2.1% 

Employers 
7.4% 0.4% 

           Teacher/school admin 
0.9% 0.1% 

Classmates 
0.8% 0.0% 

Community leaders 
5.8% 0.4% 

 
Respondents reported that their HIV status was mainly known to their partners (34.4%), to other 

family members (33.0%) their children (26.0%) and to their friends (22.0%). Less than 8% of 

respondents’ neighbours and their employers knew their HIV status. School going respondents 

reported their teachers (0.9%) and classmates (0.8%) generally do not know their HIV status. 
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More male respondents (42.9%) disclosed their HIV status to their partners than the female 

respondents (31.0%). However, more female than male respondents disclosed their HIV status 

to their children (29.7% Vs 17.0%) and to their family members (35.9% Vs 25.9%) respectively. 
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Figure 2: Female and Male disclosure of HIV status with and without consent 

 

 
4.3.1 Experiences felt on disclosing HIV status 

During data collection, respondents were asked to indicate whether they agreed or not to 

certain statements with regard to their experiences disclosing their HIV status. The scale of 

agreement with the statements ranged from agreed, somewhat agreed, or disagreed. The table 

below shows agreement with the statements on experiences felt by the respondents when their 

HIV status were disclosed; 

Table 9: Respondents’ agreement with statements of their experiences on disclosure of their HIV status 

Statements Agree 
Somewhat 

agree 
Disagree 

Not 
Applicable 

In general, disclosing your HIV status to people you are close to 
(e.g., partner, family, close friends) has been a positive experience. 

 
34.2% 

 
13.3% 

 
36.2% 

 
16.3% 

In general, people you are close to were supportive when they first 
learned about your HIV status. 

36.9% 13.8% 29.6% 19.7% 

In general, disclosing your HIV status to people you don’t know 
very well has been a positive experience. 

13.2% 10.6% 42.4% 33.8% 

In general, people you don’t know very well were supportive 
when they first learned about your HIV status. 

 
13.6% 

 
12.4% 

 
38.4% 

 
35.6% 

In general, disclosing your HIV status has become easier over time. 
23.2% 13.8% 47.6% 15.4% 
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Nearly half of the respondents (47.6%) did not agree with the statement that “their experiences on 

disclosure of their HIV status has become easier over time”. Over 42% of the respondents disagreed 

with the statement that “disclosing their HIV status to people they don’t know very well had 

resulted into a positive experience”. Approximately half (47.5%) of the respondents agreed or 

somewhat agreed that “disclosure of their status to people (such as partners, family, and close 

friends) had felt a positive experience”. Over fifty percent (50.7%) of the respondents agreed or 

somewhat agreed that “partners, family, and close friends had been supportive when they first 

learned about their HIV status”. 

 

4.4 Experience of Stigma and Discrimination 
PLHIV often felt and experienced stigma and discrimination because of several factors including 

gender, religion, sexuality, ethnicity and socio-economic status. The survey attempted to examine 

these “layers” of stigma and measure in what ways the respondents experienced stigma and 

discrimination. 

A significant proportion had felt stigmatization in the following ways: 

 Exclusion from social gatherings or activities (e.g., weddings, funerals, parties, clubs) 

because of your HIV status 

 Exclusion from religious activities or places of worship because of your HIV status 

 Exclusion from family activities because of your HIV status 

 Awareness of family members making discriminatory remarks or gossiping about you 

because of your HIV status 

 Awareness of other people (other than family members) making discriminatory remarks or 

gossiping about them because of their HIV status 

 PLHIV ever verbally harassed by someone such as (e.g., yelled, scolded, or was otherwise 

verbally abusive) because of their HIV status 

 Ever been blackmailed because of their HIV status 

 Ever physically harassed or hurt (e.g., pushed, hit, or was otherwise physically abusive) 

because of their HIV status 

 Ever been refused employment, or lost a source of income, or job because of their HIV 

status 

 Job description or the nature of the job ever changed, or ever been denied a promotion, 

because of their HIV status 

 Wife/husband or partner(s) ever experienced discrimination because of their HIV status 



 

[Type 
here ] 

 

[Type 
here ] 

 

[Type 
here ] 

37 

 

 

 

The Table below shows the types of stigmatization and discrimination experienced/felt by respondents in the 
stigma index study. 

 

Table 10: Types of stigma and discrimination felt by PLHIV disaggregated by gender 

 

Ways in which respondents felt they were 
stigmatized 

Female Male Total 

More 
than 12 
months 
ago 

Within 
the last 
12 
months 

More 
than 12 
months 
ago 

Within 
the last 
12 
months 

More 
than 12 
months 
ago 

Within 
the last 
12 
months 

1. Exclusion from social gatherings or activities 
(e.g., weddings, funerals, parties, clubs)  

 

2.9% 
 

3.8% 
 

4.0% 
 

4.0% 
 

3.2% 
 

3.9% 

2. Exclusion from religious activities or places 
of worship  

 
1.3% 

 
2.4% 

 
1.8% 

 
1.3% 

 
1.4% 

 
2.1% 

3. Exclusion from family activities  
2.0% 3.5% 4.0% 4.5% 2.6% 3.8% 

4. Awareness of family members making 
discriminatory remarks or gossiping about 
you  

 
4.6% 

 
6.6% 

 
5.8% 

 
8.0% 

 
4.8% 

 
7.0% 

5. Awareness of other people (other than 
family members) making discriminatory 
remarks or gossiping about them  

 
7.3% 

 
10.2% 

 
4.9% 

 
10.7% 

 
6.6% 

 
10.3% 

6. Ever verbally harassed by someone such as 
(e.g., yelled, scolded, or was otherwise 
verbally abusive)  

3.8% 7.7% 2.7% 8.9% 3.5% 8.0% 

7. Ever been blackmailed  
2.9% 8.2% 0.9% 7.6% 2.3% 8.0% 

8. Ever been physically harassed or hurt (e.g., 
pushed, hit, or was otherwise physically 
abusive)  

 
1.5% 

 
4.9% 

 
1.3% 

 
3.1% 

 
1.4% 

 
4.4% 

9. Ever been refused employment, or lost a 
source of income, or job 2.6% 2.0% 1.8% 1.3% 2.3% 1.8% 

10. Job description or the nature of the job 
ever changed, or ever been denied a 
promotion 

 

.7% 
 

2.4% 
 

2.2% 
 

2.2% 
 

1.2% 
 

2.3% 

11. Wife/husband or partner(s) ever 
experienced discrimination 2.6% 4.6% 2.2% 4.9% 2.5% 4.7% 

 
The assessment shows that there were incidences of stigma and discrimination experienced by 

respondents in all the dimensions investigated across both genders. Significantly, there has been 

increase in stigma and discrimination within the last 12 months prior to the survey. PLHIV 

reported experiences of people making discriminatory remarks about their status, both from 

family members (7.0%) and other people outside of the family (10.3%). They also reported 

experiences of verbal abuse by someone (8.0%); experience of blackmail (8.0%); exclusion from 

social gatherings (3.9%) or family activities 3.8%). In all the dimensions of external stigma and 

discrimination investigated, the male respondents seemed to have experienced a greater level 
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of stigma and discrimination than their female counterparts. 

 

4.5 Internalized Stigma and Resilience 
Internal stigma, also referred to as “felt” stigma or “self-stigmatization” is used to describe the 

way a person living with HIV feels about himself/herself. This is especially when such people feel 

a sense of shame about being HIV-positive. This type of stigma can lead to low self-esteem, and 

a sense of worthlessness and depression. Studies12 have shown that the psychological state of 

mind of PLHIV is characterized by various negative thoughts about their HIV status in areas of 

self-respect, ability to respect others, ability to cope with stress, ability to have close and secure 

relationships with others, ability to find love, desire to have children, achievement of personal 

or professional goals, ability to practice a religion/faith as they would want to, and ability to 

contribute to community. 

 
Participants reported that internalized stigma was mostly reported in areas such as respondents’ 

ability to find love (19.4%), ability to cope with stress (17.3%), ability to have close and secure 

relationships with others (15.0%), desire to have children (14.2%), achievement of personal or 

professional goals (11.5%), and in the respondent’s self-confidence (11.5%). Internalized stigma 

was less demonstrated in respondent’s ability to respect others (3.5%), and his/her ability to 

practice the religion/faith in the way he/she wanted to practice it (4.3%). 

 

Levels of internal stigma differed by sex (See figure 4 below): female respondents reported more 

internalized stigma than male respondent as shown in their ability to contribute to community 

activities (7.0% versus 4.0%) and negative self-respect (8.0% versus 5.8%) respectively. 

Females also reported higher levels of internalized stigma than males in the domains of hiding 

their status from others (females 82.5% versus males 77.7%); the feeling of shame for being HIV 

positive was higher in females (65.6%) than in males (57.6%). However, more males than females 

expressed guilt for being HIV positive (58.5% versus 48.3%) respectively. Approximately one- 

third (29.0%) of the respondents reported a feeling of worthlessness but there was no difference 

between the sexes on this issue. 

 

 
1
 Turan, Bulent, Henna Budhwani, Pariya L. Fazeli, Wesley R. Browning, James L. Raper, Michael J. Mugavero, and Janet M. Turan. 

"How does stigma affect people living with HIV? The mediating roles of internalized and anticipated HIV stigma in the effects of 
perceived community stigma on health and psychosocial outcomes." AIDS and Behavior 21, no. 1 (2017): 283-291. 
2
 Rendina, H. J., Millar, B. M., & Parsons, J. T. (2018). The critical role of internalized HIV-related stigma in the daily negative 

affective experiences of HIV-positive gay and bisexual men. Journal of affective disorders, 227, 289-297. 
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Figure 3: Agreement with statements concerning the HIV status of respondents 

Generally, the study showed deep feelings of internal stigma existing among respondents 

irrespective of their age (see Table 11 below). Nearly one fourth (24.9%) of young people below 

24 years that are living with HIV reported having low self-esteem and sometimes feel worthless. 

Over one in five of respondents (21.5%) in this age group either hide their HIV status from others 

or found it difficult to tell people about HIV infection. 

 

Over sixty-eight percent of the respondents in the age group 25-49 years reported feeling 

‘ashamed’ of them being HIV positive and therefore prefer to hide their status from others. 

Those aged 30-39 years reported greater feelings of self-blame and guilt as well as report having 

low self-esteem. The large percentage (73.8%) of respondents in the age group 18-39 years who 

feel worthless and therefore suicidal is a cause for concern, especially as a result of self-stigma 

attached to their status. 
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Table 11: Percentage distribution of Internalized Stigma by age 

Type of Stigma 18-24 
yrs 

25-29 
yrs 

30-39 
yrs 

40-49 
yrs 

50+ 
yrs 

 
Respondents 

Difficult to tell people 
about my HIV infection 

21.3% 18.3% 30.2% 18.9% 11.4% 630 

Being HIV positive makes 
me feel dirty 

22.0% 22.1% 28.7% 19.1% 8.1% 136 

I feel guilty that I am HIV 
positive 

22.7% 19.4% 30.3% 16.9% 10.6% 396 

I am ashamed that I am 
HIV positive 

20.5% 21.1% 30.1% 16.8% 11.7% 489 

I sometimes feel 
worthless because I am 
HIV positive 

 

24.9% 
 

19.1% 
 

29.8% 
 

14.7% 
 

11.6% 
 

225 

I hide my HIV status from 
others 

21.5% 17.9% 30.8% 18.5% 11.3% 627 

 
 
 
 Table 12: Percentage of respondent’s ability to meet needs over the past 12 months as shown by his/her 

internalized stigma and resilience 

 Has 
been positively 

affected by 
my HIV status 

 

Has not been 
affected by my 

HIV status 

Has 
been negatively 
affected by my 

HIV status 

 
 

Not 
Applicable 

My self-confidence 37.8% 50.2% 11.5% 0.5% 

My self-respect 36.6% 55.5% 7.4% 0.5% 

My ability to respect others 38.0% 57.7% 3.5% 0.8% 

My ability to cope with stress 28.2% 0.0% 17.3% 53.6% 

My ability to have close and 
secure relationships with others 

 
27.6% 

 
55.6% 

 
15.0% 

 
1.8% 

My ability to find love 25.9% 50.7% 19.4% 4.0% 

My desire to have children 25.4% 54.5% 14.2% 6.0% 

Achievement of my personal or 
professional goals 

26.5% 53.8% 11.5% 8.2% 

My ability to contribute to my 
community 

32.0% 59.2% 6.5% 2.3% 

My ability to practice a 
religion/faith as I want to 

 
38.3% 

 
56.5% 

 
4.3% 

 
0.9% 
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This study did not show any systematic reduction of negative feelings with length of time that 

respondents are living with HIV (Table 13 below). For most types of stigma, the negative feelings 

increase from lower levels in the first year to higher levels in the subsequent years living with 

HIV, especially between 5-9 years. However, there is seeming reduction in the negative feelings 

in the periods between 10 years and above. 

 

Table 13: Percentage distribution of internalized stigma in respondents by length of years with HIV 

 
Type of internalized stigma 

0-1 
years 

2-4 
years 

5-9 
years 

10-14 
years 

15+ 
years 

Difficult to tell people about my HIV 
infection 

85.1% 79.9% 84.4% 75.5% 66.7% 

Being HIV positive makes me feel dirty 17.5% 15.5% 21.6% 10.6% 20.8% 

I feel guilty that I am HIV positive 51.5% 53.6% 58.1% 44.7% 41.7% 

I am ashamed that I am HIV positive 60.8% 68.0% 64.7% 55.3% 62.5% 

I sometimes feel worthless because I am 
HIV positive 

28.9% 31.4% 31.7% 23.4% 25.0% 

I hide my HIV status from others 76.8% 86.6% 85.6% 71.3% 79.2% 

 

4.5.1 Social Restrictions as result of internalized stigma 

As a result of internal stigma, PLHIV can exclude themselves from certain activities in society. For 

example, PLHIV can restrict themselves in participating or attending social gatherings, choosing 

not to seek health care or applying for jobs, isolating themselves from family and/or friends, and 

refusing to have sex with their partners. 

 

When asked about their participation in the activities mentioned above, respondents in this 

study reported restricting themselves from several of the activities in the last 12 months because 

of their HIV status: Nearly nine percent (8.8%) of respondents reported isolating themselves 

(females 9.3%, males 7.6%), more females (8.4%) than males (7.6%) chose not to attend social 

gatherings, and more females (16.2%) than men (10.3%) chose not to have sex with their 

partners because of their HIV status. However, men chose to place greater restrictions on 

themselves than women such as choosing not to seek health care (3.6% men versus 2.4% 

women) and choosing not to apply for jobs (men 6.3% versus women 5.1%). 
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Figure 4: Percentage of PLHIV who avoided activities in the last 12 months because of HIV in 

 
 

4.6 Interactions with Health Care Services 
4.6.1 HIV Testing, Diagnosis and treatment 

Seventy-one percent of respondents reported that it was their choice to get tested for HIV (Table 

14). However, 5.6% of respondents reported that they were pressured by others to get tested, 

with 1.6% being forced to take an HIV test. Significantly, 21.3% of the respondents were tested 

without their knowledge and they only found out after the test had been done. The decision to 

get tested themselves was higher in male 78%) than in female respondents (68%); however, 

female respondents reported a significantly higher pressure for been tested for HIV (6.7%), than 

male respondents (2.7%). Similarly, more women than men (22.4% versus 18.8% respectively) 

had been tested for HIV without their consent. 

 
 

Table 14: Percentage of respondent’s choice to be tested for HIV 

Respondents choice to be tested for HIV Total N (%) Female N (%) Male N (%) 

Yes, it was my choice 549 (71.0%) 375 (68.3%) 174 (77.7%) 

Yes, but I was pressured by others 43 (5.6%) 37 (6.7%) 6 (2.7%) 

No, I was tested without my knowledge 
and only found out 
after the test had been done 

 

165 (21.3%) 
 

123 (22.4%) 
 

42 (18.8%) 

No, I was forced to take an HIV test without 
my consent 

12 (1.6%) 10 (1.8%) 2 (0.9%) 

No, I was born with HIV or acquired HIV in 
infancy/childhood and was 
not aware I had been tested 

 

4 (0.5%) 
 

4 (0.7%) 
 

0 (.00%) 
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Study respondents reported a variety of reasons for taking HIV test. The most common reasons 

for being tested included incidence of sickness that they/family members thought the sickness 

could be HIV related (37.5%), or health care provider recommendation (20.7%), or as the 

individual volition of the respondent to get tested (15.7%), and the belief that the respondent 

was at risk of getting HIV (15.1%). See table 14 for various reasons shown by respondents. After 

testing for HIV, 61.3% of them reported that they immediately or on the same day of testing 

positive went for treatment. About a quarter of them (24.3%) went for treatment within one 

month after testing positive (Figure 6). 

 
 

 
Figure 
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Figure 6: Percentage of respondents’ time of delay before taking HIV ARV treatment 
 

Reasons respondents stated for delaying in taking treatment includes the non-family members 

knowing about their status (63.9%), worry of their partner, family or friends would know about their 

HIV status, afraid that health workers would treat them badly or disclose their status without their 

consent (41.9%), and that they were not ready to deal with the HIV infection (Figure 7). 

 
 
 
 
 
 
 
 
 
 
 
 
 

Figure 7: Reasons for hesitating, delaying or preventing one from getting care or treatment for HIV 

 
 
 
 
 

Table 15: Percentage of respondents currently taking HIV (antiretroviral) treatment by 
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age group 

Age group (years) Yes No Total 

18-19 83.3% 16.7% 30 

20-24 94.4% 5.6% 124 

25-29 95.1% 4.9% 143 

30-39 93.4% 6.6% 228 

40-49 94.5% 5.5% 146 

50+ years 91.2% 8.8% 102 

Total 93.4% 6.6% 773 

 
Most of the respondents, 722/773 (93.4%), reported that they were taking HIV (antiretroviral) 

treatment at the time of the study. There was no significant difference between males 14/224 

(6.3%) and females, 37/549 (6.7%) who reported they had stopped taking the HIV (antiretroviral) 

treatment. 

 

Ten percent of the respondents in the age group 50+ years reported that they had discontinued 

taking the HIV (antiretroviral) treatment compared to other age groups; which was the highest 

figure reported. When asked about the main reason of discontinuing the treatment, 25 (52.1%) 

of them stated the cost of the medication was not affordable for them. Some respondents, 12.5% 

do not regularly take treatment because of their inability to collect the medications from the 

clinic or that they are fearful of someone knowing about their HIV status without their consent. 

Other reasons for discontinuing the treatment are shown on table 16 below. 

 
    Table 16: Percentage of respondents who reported main reason for stopping ARV treatment 

 
Main reasons for continuing with ARV treatment 

 
Frequency 

 
Percent 

I am not ready to deal with my HIV infection 1 2.1% 

I am unable to collect medications at the clinic or 
pharmacy 

6 12.5% 

I am worried someone would find out my HIV status 6 12.5% 

I am worried the healthcare workers would treat me 
badly or disclose my HIV status without my consent 

1 2.1% 

I do not feel treatment is needed 5 10.4% 

Medication is not affordable for me 25 52.1% 

Other 4 8.3% 

 
 

 
4.6.2 General Health Status 

When asked about their general health status, most of the respondents 576 (74.5%) reported 



 

[Type 
here ] 

 

[Type 
here ] 

 

[Type 
here ] 

50 

 

 

they were in good health, 186 (24.1%) of them described their health status as fair, and 

11(1.4%) of them reported their health status was poor. Of those who were diagnosed with 

some disease conditions in the 12 months prior to the survey, 104 (13.5%) of them had been 

diagnosed with sexually transmitted infections, 79 (10.2%) of them diagnosed with TB 45 

(5.8%) of them diagnosed with mental health conditions varying from anxiety, depression, 

insomnia, to post-traumatic stress (PTS) (See figure 8 below).  

 

 
  

Figure 8: Percentage of respondents with Diagnosis of a health condition in the last 12 months 

 

Of the 295 respondents who were asked whether they had taken or were currently on treatment 

for the above condition(s), less than half of them, 139 (47%) responded to the affirmative, while 

156 (53%) reported that they had not taken any treatment for the stated conditions. 
 
 

Respondents were asked whether they had been bothered about conditions, such as the feeling 

of nervousness, feeling anxious or on edge, the feeling of not being able to stop or control 

worrying, having little interest or pleasure in doing things, and the status of being feeling down, 

depressed, or hopeless in the last two weeks prior to the stigma index. The level of worry was 

measured in terms of the frequency of occurrence of the feelings on the scale of “most of the 

time”, “Once or twice”, “several times”, and “never” happened. Figure 9 below shows the 

occurrence of the feelings respondents stated they were bothered about. 
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3.4% 
13.5% 

5.8% 
TB

Hepatitis

STI (herpes, gonorrhea, etc)

Mental health condition ( anxiety,
depression, insomnia, PTS)



 

[Type 
here ] 

 

[Type 
here ] 

 

[Type 
here ] 

47 

 

 

 
 

 

 

 

 

‘ 

 

 

 

 

Figure 9: Frequency of been bothered by certain health conditions in the last 2 weeks. 

About 37.3% of the respondents reported the feeling of being down, depressed or hopeless as 

most  bothering, followed by  36.9% of respondents  saying they  had not being able  to  stop or 

control worrying, then 32.3% having the feeling of little interest or pleasure in  doing things and 

29.1% of them the feeling of nervousness, anxious or being on edge. 

When the respondents were asked whether they had received any type of support such as 

counseling in the last 12 months to address the identified problems, 272 (35.2%) of them 

reported receiving support from counselling, material and food support, medication and family 

support. 

 

4.6.3 Service delivery experiences 

Most of the respondents, 731(94.6%) reported receiving HIV treatment and care from 

government or public hospitals/clinics, followed by 27 (3.5%) of respondents receiving treatment 

or care from private clinics, 1.7% of them reported receiving treatment and care from various 

sources such as community- based care from drop-in centers, multiple unknown sources and 

NGO clinics and facilities. 

 

Respondents were asked to describe the type of treatment they received from health care 

workers when seeking HIV-specific health care in the 12 months preceding the survey. 

As stated above, most of the respondents reported receiving treatment and care from health 

facilities and are not denied access to health care. However, several respondents reported having 

discriminatory treatments from the health workers. Figure 10 below shows the experiences 

respondents perceived when receiving health care. 
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Figure 10: Experiences perceived by respondents when receiving care from Health workers in the 2 
months 

Study participants reported having experienced a general lack of confidentiality like being talked 

badly or gossiped about 7.1% or telling other people about their HIV status 8.8%, experiencing 

verbal abuse like yelling, scolding or name calling (5.5%), or being advised not to have sex (5.2%), 

or health workers taking extra precautions such as wearing double gloves when they have 

contact with them (6.7%). 

 

When asked about the confidentiality of their medical records, nearly 82% of the respondents 

were satisfied with the fact that their medical records were kept in confidential manner and that 

such records would not be shared without their written informed consent. However, 14.9% of 

the respondents reported that they are not aware whether their medical records are shared with 

other people without their consent. Disturbingly, of 731 respondents who received their HIV care 

and treatment from government/public facilities, 27 (3.7%) of them stated they knew their 

records were not kept confidentially. 
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4.6.4    Sexual and reproductive health 
Contact with health care professionals can sometime lead to fear, stigma and discrimination. 

During data collection, respondents were asked to indicate whether a healthcare professional 

had advised or done any following things to the respondents solely because of their HIV status, 

as presented in the table below. Many PLHIV reported that actions or advice given by health 

professionals did not appear to stigmatize or discriminate them. However, some PLHIV (2.3%), 

reported that they were advised by health professionals not to reproduce children and were 

pressured or incentivized to get sterilized. Female respondents reported that they were 

pressured to use a particular infant feeding practice or pressured to take antiretroviral treatment 

during pregnancy to reduce the chance of HIV transmission rather than counseling them on this 

as an option (Table 17). 

 

Table 17: Advice or things done to PLHIV by health professionals in the last 12 months that could be 

perceived as stigma and discrimination 

 

(*)Percentages do not add up to 100% due to some participants who refused to answer to these questions 

Things done or advise given by the health 
professional 

Not 
applicable 

 
No 

 
Yes 

 
Number 

Advised you not to mother/father a child 4.9% 92.8% 2.3% 773 

Pressured or incentivized you to get sterilized (a 
surgical procedure to prevent you from having 
children; for example, a vasectomy or tubal 
ligation) 

 
11.3% 

 
87.6% 

 
1.2% 

 
773 

Sterilized you without your knowledge or consent 10.5% 89.3% 0.3% 773 

Denied you contraception/family planning 
services 

11.8% 87.7% 0.5% 773 

Told you that in order to get your HIV 
(antiretroviral) treatment you had to use 
contraception, or a specific method of 
contraception 

 
9.1% 

 
90.4% 

 
0.5% 

 
773 

WOMEN ONLY (*)     

Advised you to terminate a pregnancy 11.1% 87.6% 1.1% 549 

Pressured you to use a specific type of 
contraceptive method rather than counseling you 
on a range of available options 

 
18.5% 

 
79.3% 

 
0.8% 

 
549 

Pressured you to use a particular method of 
giving birth/delivery option 

11.5% 87.6% 0.5% 549 

Pressured you to use a particular infant feeding 
practice 

13.5% 80.9% 5.5% 549 

Pressured you to take antiretroviral treatment 
during pregnancy to reduce the chance of HIV 
transmission rather than counseling you on this 
as an option 

 
12.4% 

 
79.1% 

 
8.4% 

 
549 
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4.7 Human Rights 
Respondents were asked to indicate whether they have had any experience of their human rights 

being abused. Examples of such abuses include being forced to get tested for HIV or disclosure 

of one’s HIV status etc., as stated in Table 18. Among the greatest human rights violations 

reported were “being forced to get tested for HIV or disclosure of status in order to apply for job 

or get a pension plan” (5.7%), “being forced to get tested for HIV or disclosure of HIV status in 

order to get health care” (3.5%), and “being forced to get tested for HIV or disclosure of status 

in order to attend an educational institution or get a scholarship” (3.5%). 

Of the 179 respondents who admitted experiencing human rights abuses, only 21 (11.7%) of 

them admitted they tried to do something about the abuses. Of those who tried to do something 

about the abuses, 16 (76.2%) reported that either the matter had been dealt with or the matter 

was still in the process of being dealt with. 

 
Table 18: Experiences of human rights abuses because of HIV status 

Experiences in Human Rights abuses No 

Yes, but 
NOT 

within the 
last 12 
months 

Yes, 
within 

the last 
12 

months 

 
Prefer 
not to 
answer 

I was forced to get tested for HIV or disclose my status in 
order to obtain a visa or to apply for residency or 
citizenship in a country 

 
97.8 

 
1.0 

 
0.5 

 
0.6 

I was forced to get tested for HIV or disclose my status in 
order to apply for a job or get a pension plan 94.3 2.8 1.2 1.7 

I was forced to get tested for HIV or disclose my status in 
order to attend an educational institution or get a 
scholarship 

96.5 2.6 0.0 0.9 

I was forced to get tested for HIV or disclose my status in 
order to get health care 96.5 0.9 1.4 1.2 

I was forced to get tested for HIV or disclose my status in 
order to get medical insurance 98.6 0.9 0.1 0.4 

I was arrested or taken to court on a charge related to 
my HIV status 98.4 0.8 0.1 0.6 

I was detained or quarantined because of my HIV status 99.0 0.8 0.1 0.1 

I was denied a visa or permission to enter another 
country because of my HIV status 97.7 1.0 0.5 0.8 

I was forced to disclose my HIV status publicly or my 
status was publicly disclosed without my consent 

 
99.0 

 
.6 

 
0.4 

 
0.0 

I was forced to have sex when I did not want to. “Forced” 
means physically forced or coerced. 97.7 .8 1.0 0.5 
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4.7.1 Knowledge of national laws in Sierra Leone to protect people living with HIV from 
discrimination 

When the respondents were asked if they knew of any national laws that protect them from 

discrimination, 638 (82.5%) of them answered in the affirmative. When asked whether they had 

done anything to address violations of the laws, the following responses were given as shown in 

the graph below. Over 75% of the respondents reported they had not done anything to address 

the human rights abuses and discrimination. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Figure 11: Actions done by respondents to address their human rights abuses and discrimination 

 
 

4.8 Stigma and discrimination among key populations 
Respondents were asked to identify themselves as members of the following key populations: 

MSM, women who have sex with women (WSW), gay/homosexual men, lesbian/gay women, 

bisexual as those who have sexual relationships with both sexes, sex worker or those who sell 

sex for money, Transgender people, and those who ever injected or habitually used drugs such as 

heroin, cocaine, or methamphetamines (PWIDs). Table 19 below shows who identified themselves 

in the listed categories above. 
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Table 19: Distribution of the respondents who identified themselves as members of key population 

groups in the study population 

 
 

Members of the key populations were asked whether they had experienced any stigma and 

discrimination along the lines of the listed questions below because of their membership 

groupings: 

 Have you ever felt excluded from family activities because you are a member of the group? 

 Have you ever felt that family members have made discriminatory remarks about or gossiped 

about you because you are a member of the group? 

 Have you ever felt afraid to seek health services because you worried someone may learn you 

because you are member of your group? 

 Have you ever avoided seeking health services because you worried someone may learn you 

are a member of the group? 

 Has someone ever verbally harassed you because you are a member of the group? 

 Has someone ever blackmailed you because you are a member of the group? 

 Has someone ever physically harassed or hurt you because you are a member of the group? 

 

 

 

Table 20 below shows the level of stigma and discrimination in the key population groups. 

Because of the low number of respondents in the key population groups, one should be 

hesitant in generalizing these levels of stigmatization in the wider MSM population. 

 
 
 
 
 

Key Population group 
Number among 

respondents 
Percentage 

MSM 35 4.5% 

Gay/homosexual 13 1.7% 

WSW 4 0.5% 

Lesbian 21 2.7% 

Bisexual 21 2.7% 

Sex worker/person who sells sex 10 1.3% 

Transgender 23 3.0% 

PWID 7 0.9% 
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Table 20: Experience of stigma and discrimination by Key Populations 

 

 
Stigma and Discrimination experiences 

 
MSM 

(n= 35) 

Gay/ 
Homo 
(n= 13) 

 
WSW 
(n= 4) 

 
Lesbian 
(n= 21) 

 
Bisexual 
(n= 21) 

Sex 
worker 
(n= 10) 

 
PWID 
(n= 7) 

Have you ever felt excluded from family 
activities because you are HIV positive 

 

34.3% 
 

46.2% 
 

25.0% 
 

23.8% 
 

81.0% 
 

30.0% 
 

42.9% 

Have you ever felt that family members 
have made discriminatory remarks about 
or gossiped about you because you are 
HIV positive 

 
37.1% 

 
53.8% 

 
0.0% 

 
33.3% 

 
81.0% 

 
50.0% 

 
28.6% 

Have you ever felt afraid to seek health 
services because you worried someone 
may learn about who you are HIV positive 

 

22.9% 
 

46.2% 
 

0.0% 
 

14.3% 
 

52.4% 
 

30.0% 
 

14.3% 

Have you ever avoided seeking health 
services because you worried someone 
may learn you are HIV positive 

 

25.7% 
 

38.5% 
 

0.0% 
 

28.6% 
 

47.6% 
 

30.0% 
 

14.3% 

Has someone ever verbally harassed you 
because you are HIV positive 

 

34.3% 
 

46.2% 
 

25.0% 
 

33.3% 
 

71.4% 
 

30.0% 
 

28.6% 

Has someone ever blackmailed you 
because you are HIV positive 

 

37.1% 
 

30.8% 
 

25.0% 
 

33.3% 
 

66.7% 
 

20.0% 
 

14.3% 

Has someone ever physically harassed or 
hurt you because you are HIV positive 

 

34.3% 
 

30.8% 
 

0.0% 
 

28.6% 
 

61.9% 
 

30.0% 
 

42.9% 

 
Significant levels of stigma and discrimination have been experienced by study respondents across all 

the key population groups identified in the study. However, there were more stigma and 

discrimination experiences among the respondents who identified as bisexuals in all the stigma 

discrimination categorizations investigated in the study. The highest levels of stigma and 

discrimination felt by respondents were the reports that family members had made discriminatory 

remarks or gossiped about them (81%) or when they felt being excluded from family activities (81%). 

Sex workers and lesbians reported experiencing less stigma and discriminations than other key 

population groups. 
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5.0 Qualitative research findings 

5.1 The content of the interview 
The FGD (20 FGDs with approximately of 140 participants) and in-depth interview case study 

(5) participants were asked about their reaction to their HIV diagnosis, how they felt when they 

sought treatment and disclosed their HIV status to their close family, friends, and networks. In 

addition, their health situation during pre- and post-initiation of treatment was sought. Their 

access to treatment, care, and health information, in addition to their experiences of stigma 

and discrimination was explored. 

 

5.2 Analysis 
Both the FGDs and in-depth interviews were transcribed verbatim, with the transcripts 

thoroughly two to three times) by the technical research team. A framework analysis method 

was used to analyze the transcribed data. Thematic analysis was used to identify and analyze 

important themes, with the coding process involving recognition of and encoding the identified 

themes prior to interpretation. Common themes that emerged from the interviewees were 

analysed to form a comprehensive picture of the participants’ shared experiences similar to the 

experiences which were HIV with the themes identified in the Stigma Index 2.0 study. 

 

 
5.3 Themes and Categories that emerged 

 

Table 21: Categorization of responses by themes of FGD and Case study discussants responses 

Themes Categories 

HIV testing  What makes them seek HIV testing 
 Reaction to a HIV positive status 

 Counseling 

 Perceived sources of infection 
 Optimism about own health 

Forms of stigma  Stigmatization and rejection within the family 
 Stigmatization at the health facility 

 Stigmatization at workplaces 

 Fear of HIV disclosure to avoid stigma 
 Reducing stigma through patients’ perspectives 

Dimension of HIV related stigma  Verbal stigma 

 Social stigma 
 Perceived stigma 



 

[Type 
here ] 

 

[Type 
here ] 

 

[Type 
here ] 

55 

 

 

 
 
 

Themes Categories 

Dimensions of HIV related discrimination  Relational discrimination (families, 
friends, colleagues, community members, 
teachers, etc.) 

 Discrimination by spouse or by sexual 
partner 

 Attitudes of health care workers 

Coping strategies to reduce HIV related stigma 
and discrimination 

 Spiritual devotion 
 Acceptance of one’s status 

 Concealing the identity of ARVs 

 Sharing experiences about how to 
manage stigma and discrimination in 
Support groups 

 Disclosure 

Factors contributing to self- stigma  Misconceptions about HIV 
 Blame 

 Denial and rejection 

 stereotyping 
 Discrimination 

 

 

5.4 HIV testing with responses to test results 
Participants expressed their reactions to their HIV positive diagnosis. This theme was divided into 

the following four categories namely: reasons for HIV testing, reactions to a HIV positive test, 

HIV counseling, and perceived source of infection. 

 

5.4.1 What pushed them to seek HIV testing? 

The majority of the study participants reported that they were not aware of their HIV status until 

they became severely sick and hospitalized, whereas a few participants mentioned that they 

were tested because their spouses were diagnosed as HIV positive. Participants’ responses are 

as follows: 

“First, I had TB and went to the doctor and tested for TB. I was diagnosed as TB positive and I 

started taking TB drugs, but my situation did not change while all other people who were taking 

TB drugs in the hospital were recovering. Then the doctor asked for general blood examination, 

and I accepted. When the doctor took the blood and examined, they found that I have HIV”. (FGD, 

MSM, Participant, Kenema) 
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“I was tested in Bo Government hospital, and before that, I used to go to pharmacies and… When 

I reached to Bo Government hospital, I was very ill and very weak.” (FGD, PWID, Female 

Participant, Bo) 

 
“I became sick and had diarrhea for six days, and then I was taken to Dworzack community 

health centre. First, they gave me TB drugs, but my health was not getting better, so they 

suspected that I have HIV. They conducted blood check-up and the result became HIV positive. 

Then I was transferred to a Government hospital”. (KII, Prisoner, Male Participant, Western 

Urban) 

 

Some of the study participants stated that they were called for a blood test after their spouses 

were found to be HIV-positive. 

 

“After marriage, I went to Freetown for treatment of road accident. After I came back, I was 

getting sick, and the wife was already very ill and died. Her sister told me that my ex had HIV and 

died as result of AIDS. After that, I contacted the hospital, where, after blood test, I was confirmed 

HIV positive”. (KII, PLHIV, Male, Participant, Makeni) 

 

“My husband became HIV positive, so they asked him if he has a wife. Then I went for blood test 

and I was confirmed HIV positive”. (FGD, PLHIV, Female Participant, Bo) 

 
Some respondents reported that their friends who come for HIV testing had already developed 

AIDS. They also indicated that people rarely came for voluntary testing, making an early diagnosis 

difficult in Districts where the qualitative discussions took place. 

 

 
5.4.2 Reactions to Positive Test 

Majority of the participants had negative reactions to HIV positive results. They reported being 

shocked and/or in denial to accept the test result, while some even became aggressive towards 

the health care providers. Below are some quotes from the respondents: 

 
“When I was tested positive for the first time, I could not believe it and I didn’t accept that I have 

the disease. I was in shock, so I gave a wrong number to the doctors so that they cannot find me. 

I was hiding for almost three months”. (FGD, MSM, Participant Bo) 
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“I was in shock, felt hopeless, and I was near to be getting mad. I was discriminated and isolated. 

My ex-wife was diagnosed as HIV positive, so she told me to go to the hospital and get a test for 

HIV. We went together to hospital. I was tested, and the result was positive for HIV. (FGD, FSW, 

Participant, Western Urban) 

 
I did not accept it, and went to another hospital for retesting, the result was the same, I was 

confirmed positive for HIV. I accepted it and started taking the drugs”. (FGD, FSW, Participant, 

Western Urban) 

 

5.4.3 Counseling 
Most of the participants stated that they had pre- and post-test counseling. They were counseled 

to accept their new status, to initiate ART and to disclose their HIV status to at least their close 

family members. Here are some of their quotes: 

“I travelled all the way to Freetown from Kenema and I was welcomed by HIV staff and one of 

the staff told me that even he himself is positive for HIV, so I should calm down. He gave me 

counseling”. (FGD, PLHIV, Female Participant, Kenema) 

 

Some of the experienced PLHIV who were interviewed also, confirmed that PLHIV are provided 

counseling before and after the test. However, both participants and providers agreed that 

people come to testing facility at a late stage of the disease and that is when counseling was 

provided. 

 

“When health professionals are performing blood test, they told us that test includes HIV test and 

they demonstrate them of how test works. They also counsel us PLHIV about the results, and help 

to disclose our status”. (PLHIV, Male, Participant, Makeni) 

 
However, as one of the participants reported, counseling is not provided to everyone. 

“A woman stated that she did not receive counseling, and health providers never informed her 

about her HIV-positive status. After a while, I questioned my dad why I am taking this drug for a 

long time. My dad told me that I am HIV positive and told me to calm down”. (FGD, FSW, 

Participant, Western Urban) 

 
 
 

5.5 Perceived source of infection 
Several participants reported that they were infected with HIV by their spouses. Female 

participants blamed their husbands for the transmission of the infection. While one male 
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participant stated that he became infected after having sex with women in his early adulthood, 

another male participant also related the source of infection to his wife, who died of AIDS. 

Because HIV is associated with promiscuity and adultery, people mainly attribute their infection 

to an acceptable source. 

 
“I asked my dad why am I positive? I used to hear that people who commit adultery, get infected 

with HIV and I am married woman and have not had adultery or infidelity. Then my dad told me 

maybe your husband was positive and transmitted it to me, later I divorced him”. (KII, PWID, 

Female Participant, Bo). 

 

“I think I got the infection through sexual contact. I was young, and I did not know about this 

disease and never heard of it and did not know about condoms or sexually transmitted diseases. 

So, that is how I got it”. (FGD, MSM, Participant Kenema) 

 

 
5.7 Optimism about own health 

Participants indicated optimism about their health after taking ART, which encouraged them to 

adhere to treatment and can be a lesson to others to come forward to accept their HIV status 

and seek treatment. 

 

5.8 Forms of stigma and discrimination 
The study participants reported that they were stigmatized, ashamed, discriminated, rejected, 

and isolated by their community, family, friends, the general society as well as their employers 

and health providers. Participants stated that their community holds stigmatizing attitudes and 

exhibits stigmatizing behaviors toward PLHIV. Some respondents have lost their jobs because of 

discrimination, some were abandoned by their husbands or wives, others were forced not to 

disclose their HIV status for fear of discrimination, while others avoided diagnostic test or hid 

their status or even default from the ART just to avoid rejection and discrimination. 

 

5.8.1 Stigmatization and rejection by the family and society 

Participants stated that they were made to feel ashamed and were insulted because of their HIV 

status. They reported daily experiences of stigmatization, verbal abuse, and rumors about their 

HIV status. Respondents reported that they felt isolated, rejected, and that they lost contact with 

their families, friends, neighbors, and the community. 

 

“My mother rejected and left me alone. She did not talk to me until she died”. (FGD, FSW, 

Participant, Makeni) 
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“I do not interact with neighbours; they know about my situation. They do not speak to me” (KII, 

PLHIV, Male Participant, Bo). 

 
“My family and people around me treated me badly. I was very sick and had a baby, I could not 

wash clothes because I had an infection and scar in my hand, no one helped me, even I had 

nothing to eat but no one wanted to visit me”. (KII, FSW, Participant Kenema). 

 

“When I was confirmed positive with HIV …my uncle said to other family member “don’t bring 

her home, let her stay in the hospital for the rest of her life”. Other members of my family and 

friends discriminated me and didn’t want me to be one of them, the only person who was on my 

side is my dad” (FGD, FSW, Participant, Makeni). 

 
“When I became positive, my husband divorced me because of HIV” (FGD, PWID, Female, 

Participant Makeni) 

 
“One day I went to a restaurant, when I sat on the table there was another guy who was sitting 

there, when he saw me, he moved to another table because he knew that I am HIV positive”. 

 

“When I went to a ceremony, people were eating food together, but I wasn’t allowed to share 

with them because of my HIV-positive status. Even sometimes in the mosque some people will 

not stand and pray close to me. I need to be patient otherwise I will be mentally ill when I face 

such discrimination”. (Case study, MSM Participant, Western Urban) 

 

“They told me that I and the dogs should share same plate and eat together, I and the dogs will 

be in the same hospital”. (FGD, PLHIV, Female Participant Kenema) 

 

 
5.8.2 Stigma at the workplace 

PLHIV were fired from their jobs and discriminated by their colleagues. They reported being 

called derogatory names and subjected to inhumane conditions. The statements of PLHIV also 

included accounts of mistreatment and being likened to animals such as dogs. 

 
“I was working as welder. Now I am not working because my work colleagues discriminated me 

and they didn’t want me work with them, just because of I am an HIV positive”. (KII, MSM, 

Participant Kenema) 
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5.8.3 Stigma at health facilities 

PLHIV are not only stigmatized and rejected by their families and society but also discriminated 

by the health care professionals. Some of them shared their experiences of witnessing a forced 

discharge from the health care facilities. In one instance, an expectant mother was denied a C- 

section procedure after she was found to be HIV positive. Their quotes are as follows: 

 
“Although we have very low antenatal care coverage, every woman who goes to the Princess 

Christian Maternity and Children’s Hospital (PCMCH) or a hospital during her pregnancy 

undergoes HIV test. Pregnant women who are HIV positive give birth in specific hospitals, like our 

hospital. Recently, we have experienced a case of HIV positive woman who attended a hospital 

for delivery. She was in a labour room when they found out that she was HIV-positive, they 

discharged her immediately and refused to deliver her in their hospital”. (Case study, Female 

Participant, Western Urban) 

 

“Pregnant women who live with HIV are not treated well in other hospitals. When they find them 

to be HIV positive, they immediately send them to our Hospital”. (FGD, FSW, Participant Kenema) 

 

 
5.9 Fear of HIV disclosure to avoid stigma 

All participants stated about their feelings of fear and rejection in relation to the disclosure of 

their HIV status. Participants who have disclosed and those who have not disclosed their HIV- 

positive status reported that revealing and sharing their HIV status with other people, including 

close family and friends, will put them in trouble and stigmatization. The main reason for not 

wanting to tell and share their HIV status is the fear of stigma and discrimination. 

 

“They discriminate you if they get to know about your HIV-positive status. I did not tell my family 

and friends that I am HIV-positive. I am scared if I disclose this, I will be discriminated”. (FGD, 

PLHIV Male, Participant Bo) 

 
“People do not know that I have HIV, because if I tell them, they will discriminate me”. (FGD, FSW, 

Participant, Makeni) 

 

“There are people who have signs and symptoms of HIV, but don’t want to go for diagnosis 

because they are afraid of stigma and rejection. One of my friends, who I suspected that he had 

HIV, refused to go for blood test, and he died in few months later. The reason of his refusal was 

that he was afraid of rejection and stigma”. (KII, MSM, Participant, Kenema) 
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Health providers approved participants’ narratives regarding people’s fear of disclosure of their 

HIV status. According to the health providers, stigma associated with HIV is detrimental to 

people’s motivation in seeking HIV diagnosis and treatment. 

 
“When someone is suspected to have HIV, rumors spread in the town, and for curiosity, people 

in the neighborhood begin to scrutinize the movement of the person such as his/ her visit to the 

hospital. For that reason, PLHIV may not come to the hospital for diagnosis and treatment 

because if neighbors see them around the hospital, they will label and stigmatize them”. (FGD, 

PLHIV, Female Participant, Makeni) 

 

One of the participants even reported that he defaulted the treatment because he is 

overwhelmed by the stigma and discrimination subjected to him on a daily basis. 

 

“I stopped taking the drugs, and my condition began to worsen. When I was taking drugs 

regularly, I was getting better, but after I was stigmatized and bullied, I started hating the drug 

and stopped taking it”. (KII, PWID, Female Participant, Bo). 

 

 
5.10 Coping strategies to reduce HIV related stigma and discrimination 

The participants presented their perspectives about addressing and reducing stigma and 

improving the life of PLHIV. They were of the opinion that raising awareness and educating the 

people about HIV is important to reduce stigma. Participants also pointed out the importance of 

moral support to improve the lives of PLHIV and to ensure their rights for dignity and respect. 

Some of the participants mentioned that supportive behavior from people around and praying 

to God would also reduce stigma. 

 

“By increasing awareness and health education among the public will reduce stigma”. (Case 

study, PLHIV, Male Participant, Western Urban) 

 

“I think the lives of PLHIV can be improved if they receive moral support”. (Case study, PLHIV 

Female Participant, Western Urban) 

 
“We provide counselling to people who come to us, but we do not go to town for awareness 

creation. General population have limited awareness about HIV. There are organizations that 

conduct awareness-workshops, which often last for one-day. That is not enough. There is a need 



 

[Type 
here ] 

 

[Type 
here ] 

 

[Type 
here ] 

62 

 

 

for aggressive media-based awareness campaign involving the health providers, policy makers, 

religious leaders, and community leaders”. (Case study, Male Participant, Bo) 

 

 
5.11 Dimensions of HIV-related stigma 

Different forms of HIV-related self and other stigma among PLHIV were experienced by 

respondents: 

 

5.11.1 Verbal Stigma 

Participant reported that if one is suspected of being HIV positive and on ART, he/she is given 

names that imply that his/her days of staying alive are numbered. The stigmatizing names 

included phrases such as “keys to mortuary.” This is what one of the respondents said: 

 

“Sometimes it is not the disease that kills…it is the bad words and remarks from people. One day 

I heard one person telling a patient who was on ART that she was key to mortuary because he 

believed that, once you are on ART you are about to die”. (FGD, PWID, Male respondent, Makeni) 

 
This tendency of labelling people living with HIV, or name calling, is part of gossip and accounts 

for most of the stigmatizing behaviours from the community. The participants argued that 

labelling is conceptualized as society’s symbolic punishment for those who are considered to 

have violated sexual moralities. 

 

5.11.2 Social Stigma 

The respondents expressed fear of being morally judged for being HIV positive and on ART. Their 

fear was based on the observation that community members tend to associate HIV positive 

status with engagement in immoral behaviours, as expressed by one of the respondents: 

 
“I was worried about the response of my partner and other people close to me. I was concerned 

that they would want to know how I got infected. So I asked myself, how will they understand 

me? But I believe I got infected with HIV when I had a blood transfusion. I have never been a 

prostitute”. (FGD, PLHIV, Female respondent, Kenema) 

 

A similar concern was expressed by another respondent: 

“It really pained me and I cried a lot. I asked myself, where did I get this disease? But then I 

realized that I got it from my parents. One day I went to visit my aunt and I saw my young brother 

(who was taken in by my aunt after the death of our mother) using antiretroviral drugs. I asked 

my aunt and then I knew I also got HIV from our parents. I noticed I’m HIV positive in 2006 but I 
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did not let anybody know because I feared how they would regard the circumstances that made 

me get infected”. (FGD, FSW, Female respondent, Western Urban) 

 
These participants, particularly women, attributed social stigma to community members’ 

perceptions that all HIV positive people were prostitutes or engaged in promiscuous sexual 

behaviors and that being on medication means one is about to die. 

 

5.11.3 Perceived Stigma 

Respondents expressed a fear of being stigmatized; the feeling that they might be treated 

negatively by family and community members, as expressed by one of the respondents: 

 
“I have not taken my medication on two occasions when relatives and neighbours were in my 

house and have never disclosed my status to them. I did not have time to take out the medicine 

from my drawer”. (FGD, PLHIV, Male respondent, Bo) 

 

“I frequently face this problem of trying to hide my medicine from others because I am living in a 

rented single room with others and I feared if they see my ARVs they will tell others I am infected”. 

(FGD, PLHIV, Male respondent, Bo) 

 
Respondent’s feared negative consequences if their HIV status became known to their close 

relatives. They had experienced friends and relatives gossiping and ostracizing people living with 

HIV. Indeed, it was reported that the fear of stigma prevented some users of antiretroviral drugs 

(ARVs) from seeking support, even when they were seriously sick, and this also may affect their 

adherence to ARVs: 

 

“The society does not know my HIV status because I have not told them and will not, since they 

have a negative attitude towards PLHIV and those on ARVs. One day, when I came to clinic, there 

was a woman from Baoma who was very sick and came to the clinic alone because she did not 

want anyone to know where she was going to. (FGD, FSW, Female respondent, Makeni). 

 
 

5.12 Dimensions of Discrimination Experience among PLHIV 
The respondents experienced various forms of discrimination, including relational 

discrimination, mistreatment by health care workers, blame and rejection by spouses, and 

workplace discrimination. 
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5.12.1 Relational Discrimination 

Respondents experienced changes in relationships when spouses, family members, friends, and 

neighbours discovered that he/she was on ART. This was well narrated by one of the 

respondents: 

 
“One day when I came back from work I saw something unusual from my neighbours. I thought 

about the situation for some time but didn’t get an answer. Later, one of the neighbours came 

and told me what happened a few hours ago. She told me that my son came out with my ARV 

container thinking that it was children’s play device because when the ARVs are in a tin and 

shaken, they produce a certain sound. That day, I forgot the keys of the drawer where I usually 

keep my medicines. One of my neighbours told my son to give the medicines to her and she went 

to the pharmacy to confirm if they were truly ARVs or not. After confirming, she brought them 

back to my son and from that day our friendship changed, because previously we used to cook 

and eat together, but nowadays she is no longer interested in sharing anything with me…. She 

told other neighbours about it and caused me to be very unhappy”. (Case studies, Female 

respondent, Bo) 

 
 

5.12.2 Spousal Discrimination 

Respondents complained of blame and less support from their partners once diagnosed with HIV 

and because of the fact that they were on ART. In spite of a reduction of internalized stigma, 

some respondents experienced blame-related stigma from their spouses and their communities. 

This was well narrated by one of the respondents: 

 

“I was told I have HIV and I had to start treatment. I told my husband, but suddenly he left and 

came back after a week and divorced me. He told me to go to my relatives so that they could take 

care of me when I fall sick because he blamed me as the source of the problem”. (FGD, PLHIV, 

female respondent, Kenema) 

 

A similar concern was expressed by a male respondent: 

“My wife is the one who brought the disease. I warned her many times about infidelity but she 

did not care. When I told her that I’m HIV-positive she deserted me and went to her parent’s 

home. She left me with a 3-year-old child”. (KII, PWID, male respondent, Bo) 

 
When stigma is experienced within the family, its consequences could be harder to overcome 

and result in treatment interruption. 
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5.12.3 Attitudes of Health Care Workers 

Respondents reported that sometimes they experienced discrimination from health care 

providers, manifested by neglect, verbal abuse, overusing of protective materials such as gloves, 

and paying little attention to their concerns. The following quote is illustrative: 

 

“Sometimes, if you ask health care providers something, they do not respond to your question. 

They pretend to be busy, though most of the time it is not true that they are busy, they just ignore 

us. Sometimes they use abusive language against us and they delay giving services. They don’t 

value people on ART anymore in this world. When you arrive late to the clinic you are told that 

you will be referred to facilities closer to where you live. They use this to threaten us, because 

they know most of us move away from the nearby facilities to avoid discrimination”. (Case study 

studies, MSM, Male respondent, Kenema) 

 

“…The hospital assistant put my folder separately. It seemed that she intended to separate my 

folder from others. But…never mind… I dared not to argue with her. Um… I remember once I have 

been hospitalized for nearly two months but the doctor did not prescribe me any medication. I 

asked the doctor ‘Do I need any medication?’ He felt strange and did not answer me. After a few 

days, I asked him again and he replied me loudly ‘Do you know what disease you suffered? It is 

AIDS!!’ His attitude made me think that I was convicted of any misbehavior. As there were other 

patients here, I thought they might hear what the doctor said. I felt embarrassed and dismal. 

(Case studies, PLHIV, Male Participant, Bo) 

 
Four respondents complained about the care they were given at Makeni Government hospital; 

Nurses at this hospital were accused of doing inhuman things that influenced respondents’ 

decisions to move to Holy Spirit hospital. For instance, one of the respondents claimed the 

following: 

 

“At Makeni Government hospital, some nurses delay in attending to patients and use offensive 

statements. One day, a nurse told me “take your file - and she continued, saying ‘I am not the 

one who gave you HIV’. Whenever I see that nurse or remember those words - it hurts a lot [the 

participant cried after narrating that painful experience]”. (Case study studies, FSW, Female 

respondent, Makeni) 
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5.13 Coping Strategies Adopted to Deal with HIV/AIDS Stigma and Discrimination 
Key coping mechanisms that emerged from respondents’ narrations included spiritual devotion, 

acceptance of the illness, seeking information and/or exchanging views about the illness, 

preemptive disclosure, putting ART in an unlabeled envelope, and swallowing ARVs in the wash 

room [toilet]. 

Spiritual Devotion 

The majority of respondents indicated that their faith in God gave them courage to adhere to 

medication. They received spiritual and psychological support from the religious leaders. 

Spiritual devotion appeared to be a strong coping strategy among study respondents: 

 
“I pray to God every time I take my medicine and I believe one day Jesus Christ will cure me”. 

(Case study studies, PLHIV, female respondent, Kenema) 

 

The study revealed that respondents’ belief in the healing power of God had better health 

outcomes as their belief reduced their self-stigma. Indeed, their level of faith in the healing- 

power of God was so high that some thought that, even if they died, it would not be because of 

HIV; it would be God’s will. The following quote is illustrative: 

 
“I get comfort from my religion because God is the one who enables us to live. In general, I 

perceive AIDS as a common disease and death is not necessarily caused by AIDS. You can sleep 

without being sick and still die. So, I believe if I die, then it is God’s will and not AIDS”. (KII, PWID, 

male respondent, Makeni) 

 

5.14 Acceptance of the status of being HIV positive 
The study respondents accepted the condition of being HIV positive and considered HIV/AIDS as 

no longer fatal, particularly after they started ART and experienced a remarkable improvement 

in health. One of the respondents shared his feelings as follows: 

 
“I see HIV as any other disease, and I do not think that I will die because of it. When I die, I will 

know it is God’s will, not because of AIDS. If I were to die, I could have died when I was very sick 

those days”. (FGD, PWID, female respondent, Western Urban) 
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A similar concern was expressed by another respondent: 
 
 

“My conscience has reconciled with the problem, so I regard it as just any other common disease”. 

(KII, FSW, Female respondent, Bo) 

 
The notion of regarding HIV/AIDS as an ordinary disease has been internalized mainly by the 

respondents who were on ARV for three years or more. Some respondents spoke of the support 

they received from their families as having contributed to the peace of mind they were 

experiencing. 

 

5.15 Concealing ARVs 
Respondents stated that, in the face of stigma and discrimination, they are compelled to conceal 

the identity of ARVs by putting them in an unlabeled envelope, or one bearing a drug name that 

is unfamiliar to most lay people. This measure was well expressed by one of the respondents: 

 

“I remove ARVs from their original container and put them in a plain envelope from where I take 

them, even in the presence of other people”. (FGD, FSW, Female respondent, Western Urban) 

 

 
5.16 Managing stigma and discrimination in support groups 
Social support groups seemed to play an important role in handling stigma and discrimination. 

Such groups constitute a forum for learning about challenges related to living with HIV and how 

to manage stigma and discrimination. 

The following quote is illustrative: 
 
 

“We discuss with my fellow support group members different challenges related to stigma and 

discrimination and how to cope with it. In this way, we comfort each other. We meet weekly in 

our support group. Also, my wife comforts me. She is a hospital employee, so she knows these 

things well”. (FGD, PLHIV, Male respondent, Kenema) 

 

5.16.1 Pre-emptive Disclosure 

Some people on ART disclose their HIV status to family members, neighbours, and/or work 

colleagues and talk very freely about it and the challenges they face, there-by pre-empting 

gossip. 
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This coping mechanism was well narrated by one of the respondents: 
 
 

“I have disclosed my status to almost everybody because I am sometimes seen on the television 

or heard on the radio revealing that I am HIV positive (I am an AIDS activist). At my workplace 

(school) everybody knows I am infected. It helped me a lot to disclose my status because I 

sometimes feel unable to work and I just tell my boss by phone that I am sick. He always 

understands the situation and my colleagues say jokingly “mmmh! Today viruses have woken up 

and are harassing her, that’s why she was not able to report to work. One day, one of my 

colleagues told me that some of teachers were saying that I didn’t come to school yesterday 

because viruses were harassing me, but I just told her, I don’t care (she laughs). (Case studies, 

Female respondent, Makeni). 

 

People of this kind, who disclose and talk freely about their HIV-positive status, can strengthen 

others living with HIV by helping them overcome internalized stigma, cope with stigma, rebuild 

their self-esteem, and develop skills to take leadership roles in anti-stigma education and action. 

 

5.17 Factors contributing to self-stigmatization among PLHIV 

5.17.1 Misconceptions about HIV 

Some members described that misconceptions about HIV contributed to their self- 

stigmatization. Misconceptions about HIV seemed to be common among the members. Such 

misconceptions included misunderstandings in HIV-related treatment and complications, 

longevity after HIV infection, and its mode of transmission. For instance, members perceived 

that HIV was equal to death and no effective treatment was available. These misconceptions 

have brought them feelings of fear and hopelessness about the future, such negative feelings 

about HIV further lead to low self-esteem of oneself. For example, one participants reported: 

 

“I had no idea about HIV. Um… It should be an incurable disease, which was the only thing I knew. 

Therefore, I was really afraid of being identified”. (FGD, Prisoner, male participant, Western 

Urban) 

 

5.17.2 Attribution of self-responsibility 

HIV infection has been considered as an illness that is attributed to high-risk behaviours. For 

those members whose acquisition of HIV was due to unsafe sex, they deemed it as their own 

fault and responsibility, and they showed feelings of guilt. Along with being ashamed of their 

infection, they also revealed that they felt embarrassed and guilty if their status was disclosed. 
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“I felt mad about myself when I was diagnosed with HIV. I really hate myself… Since I had 

unprotected sex with a female sex worker in eastern part of Freetown, I was really afraid that 

people around me would know how I got HIV”. (FGD, PWID, male participant, Makeni) 

 

5.17.3 Social rejection 

For most respondents, HIV infection is considered as a shame to both PLHIV and the groups they 

belong to. From the interview it was obvious that many members were rejected from their social 

circles. 

 

“The moment my parents recognized my infection status, my mother kept on murmuring and 

blaming me, whereas my father said nothing. They did not accept me at all, so I left my home 

eventually… I hate myself”. (KII, FSW, female participant, Kenema) 

 
“Because of my infection, I divorced with my wife. Actually, our marriage lasted for 5 years after 

my infection, but we did not have sex during that time. She was really afraid of me. I later realized 

she had extramarital relations and we eventually broke up. I could not accept that…I was really 

upset, and I have tried to commit suicide… It seemed that everyone would not respect me and 

like me…, which also made me dislike myself”. (FGD, PLHIV, male participant, Western Urban) 

 

5.17.4 Societal Stigma 

Findings also suggest that public stigma about HIV appears to be the cause of their self- 

stigmatization. Some respondents revealed that PLHIV were perceived by the society as people 

who always patronizes sex workers or people who deserves to die. This stereotyping has further 

portrayed PLHIV as bad people, which jeopardizes their self-worth: 

 

“From the perspective of society, PLHIV is “someone who deserves to die” as they risk their lives 

to get sexual pleasure. You could have chosen to use condom, but why hadn’t they used it? To 

others, all PLHIV are regarded as drug users or homosexuals. However, this is understandable, as 

I used to have the same belief myself”. (Case study, PWID, male participant, Bo) 
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6.0   Programme and Policy Recommendations 
 

Table 22: Programme and Policy recommendations from study findings and issues and gaps to be addressed 

Level/Setting Recommendations 
Individual/Household level Programme Recommendations 

 Increase the number and accessibility of support and peer groups 
for people living with HIV, key populations, and women and girls 
to support disclosure, stigma and discrimination associated with 
HIV and the multidimensional effects on women’s health and 
wellbeing. 

 Provide mental health services to address self-esteem, self-
efficacy, coping skills, and quality of life to reduce self-stigma. 

 Provide accurate and timely information to enable women and 
girls to know and assert their rights. 

 Create opportunities for people living with HIV, women and girls, 
key populations and build their capacity and provide spaces for 
them to meaningfully engage, influence, advocate and engage in 
decision making for program development, and ensure they are 
part of the design, development, implementation, monitoring and 
evaluation of programs. 

 Ensure access to gender-based violence services and reduce 
barriers by developing sufficient infrastructure, training staff, and 
addressing concerns that reporting will lead to retaliation, and 
lack of confidentiality. 

 Provide adolescents and young women with access to services 
that ensure confidentiality, no age restrictions, link to prevention 
interventions, sexual and reproductive health information and 
services, comprehensive sexuality education, life skills 
programming and social welfare services. 

 Develop strategies tailored to the needs of people living with HIV 
to cope with internalized and anticipated stigma such as sports-
based programs, individual counseling, and technology-based 
support. 

 Deliver programs that support a household as well as the 
individual affected, including access to family planning, issues 
related to consent and disclosure, preventing coerced or forced 
sterilization, male engagement and resource prioritization. 

 Raise awareness and knowledge among families about HIV (how it 
is and is not transmitted) and risk reduction strategies, including 
skills building for safer sex negotiation, and reducing anticipated 
and perceived stigma. 

 Ensure that policies and practices do not promote further stigma 
and discrimination by ensuring that affected populations are 
included in their design, implementation, monitoring and 
evaluation. 

  

Community Level Programme Recommendations 
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Level/Setting Recommendations 
  Engage and train community leaders, women’s groups, youth 

groups about HIV and stigma to disseminate information in their 
community. 

 Provide community spaces for different stakeholders to work 
together. For example, getting faith-based organizations to work 
with local health departments to raise awareness of HIV, develop 
peer leaders and promote congregation-based HIV Testing. 

  

Workplace Setting Programme Recommendations 
 Engage Parliamentarians and other decision makers to increase 

their capacity to understand and develop non-discriminatory 
policies. 

 Ensure there is no discrimination on the basis of real or perceived 
HIV status in recruitment, continued employment, in pursuit of 
equal opportunities or termination of contract. 

 Ensure that people living with HIV are free of violence and 
harassment in the workplace, and there are measures in place to 
ensure confidentiality of data including personal and medical 
data. 

 Disseminate information on existing HIV workplace policy and its 
provisions to all staff so that they understand their rights as well 
as ways to address any violations of the policies. 

 Promote HIV testing and know Your Status initiatives to workers, 
either alone or through multi-disease testing and provide access 
to or linkages with HIV treatment services. 

 Educate staff on opportunities to seek redress. Make workers 
aware of opportunities to claim their rights. Provide information 
about linkages to external partners including  legal services 
providers 

 

Policy Recommendations 
 Base HIV workplace policies on the principles of: non-

discrimination; gender equality; healthy work environment; social 
dialogue; non-screening for the purpose of employment; 
confidentiality; continuing employment relationship; prevention; 
as well as care and support. 

 Develop and enforce an education sector-wide zero tolerance 
policy on HIV-related stigma and discrimination. 
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Level/Setting Recommendations 
Education setting Programme Recommendations 

 Deliver good quality, comprehensive HIV and sexuality education 
that provides learners with the knowledge, skills and values they 
need to eliminate misconceptions related to HIV and promote 
gender equality, non-discrimination, inclusiveness and human 
rights. 

 Implement policies and programmes that address the specific 
needs and vulnerabilities of orphans and young people affected 
by HIV, including through linkages between education and social 
protection programmes and school feeding. 

 Support measures that promote student retention without regard 
to HIV status, pregnancy/parenthood, sexual orientation and 
gender identity/ expression, disability, or economic status; and 
that support safe and hygienic sanitary facilities including through 
the provision of menstrual health products. 

 

Policy Recommendations 
 Develop and enforce an education sector-wide zero tolerance 

policy on HIV-related stigma and discrimination. 

 Revise national education-sector guidelines to promote treatment 
adherence, support school health programmes and linkages with 
health services, and ensure young people living with HIV have 
access to safe and confidential support for treatment adherence. 

 Establish workplace policies to prevent and address instances of 
discrimination and harassment against teachers and education 
staff on the basis of health status, gender, or gender non-
conforming behavior. 

  

Healthcare setting Programme Recommendations 
 Monitor levels of discrimination in health-care settings including 

the experiences of health service users as well as attitudes and 
practices of service providers. 

 Empower service users through provision of health literacy to 
ensure individuals and communities understand their rights and 
quality standards in accessing services and discrimination-free 
health care including through peer support; increasing 
understanding of access to justice including through programmes 
supporting patient rights. 

 Engage people living with HIV, women and girls and key 
populations within the health sector in the design, 
implementation and evaluation of services to ensure services: are 
acceptable, accessible and of quality and based on the principles 
of medical ethics; address stigma and promote non-discrimination 
and the right to health; promote linkages between communities 
and formal health systems and across health and social issues 
with intersectional links to HIV. 

 
 
 
 

Policy Recommendations 
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Level/Setting Recommendations 
 Ensure that a comprehensive Sexual and Reproductive Health 

policy is included in the national Strategic Health Policy that 
includes HIV. 

 Review and improve sanctions for health care providers that 
display inappropriate professional behavior and enforce the 
existing codes of conduct of health staff that violates the rights of 
PLHIV  

 Develop a patient rights document that identify patients’ rights 
and responsibility 

  

Justice setting Programme Recommendations 
 Implement and enforce antidiscrimination and protective laws, 

derived from human rights and gender equality standards, to 
eliminate stigma, discrimination and violence against women and 
girls and key populations. 

 Prevent violence against key populations, women and girls and 
address stigma and discrimination in partnership with key 
population-led and women-led organizations. 

 Provide and increase access to HIV-related legal services such as 
legal information and referrals; legal advice and representation; 
alternative/ community forms of dispute resolution; engaging 
religious or traditional leaders and traditional legal systems (e.g. 
village courts) with a view to resolving disputes and changing 
harmful traditional norms; and strategic litigation. 

 Deliver legal literacy programs such as awareness-raising 
campaigns that provide information about rights and laws related 
to HIV 

 Sensitize lawmakers and law enforcement agents 
 

Policy Recommendations 
 Monitor, review, and reform laws, regulations and policies 

relating to HIV (TB and Hepatitis 

  

Emergency and 
humanitarian setting  

Programme Recommendations 
 Support the needs of people living with HIV in conflict and crisis 

through providing safe access to care and treatment; these 
services can serve to reduce internalized HIV stigma as well. 

 Strengthen the capacity of community health workers and build 
community interventions, ensuring appropriate linkages between 
communities and formal health systems in emergency settings. 

 Include provisions for people living with HIV in emergency plans 

 Engage and ensure meaningful participation and involvement of 
people living with HIV, women and girls, key and affected 
populations, as well as of community-based organizations, in 
interventions to reduce HIV-related stigma and discrimination in 
emergency and humanitarian settings. 
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7.0 Annexes 
7.1 Sampling frame and sample of PLHIV that were interviewed 
 

 
Sampling frame 

and sample of PLHVs for data collection.xlsx 
 

 
7.2 Ethical Clearance 

 

 
 
 
 
 

7.3 Selection guidelines of interviewers for the Sierra Leone Stigma Index Study 2.0 

The Network of HIV Positives in Sierra Leone (NETHIPS) in partnership with the National 

HIV/AIDS Secretariat (NAS), SOLTHIS and UNAIDS is seeking to select 28 interviewers to 

conduct a data collection for the People Living with HIV Stigma Index study 2.0 (Stigma 

Index). 

People living with HIV often face stigma and discrimination.  At the same time, many 

organizations work to overcome stigma and discrimination and to improve the rights of 

PLHIV.  This  tool  is  designed  to  collect  and  study  the  experiences  of stigma  

associated   with  HIV  by  PLHIV,   examining  the  direct  and  indirect  effects    on 

individuals with a view to strengthening advocacy efforts. 

The Stigma Index can enhance the quality of life of PLHIV, the PLHIV Stigma Index gives 

PLHIV an opportunity to be involved directly in the research whose outcomes affect them. 

The study will take place nationwide and we hope to interview about 800 people living 

with HIV. 

 
Interested persons must meet the following conditions: 

1. Living with HIV 

2. Have a good level of literacy (comfortably read, write and speak English) 

3. Fluently speak the local languages commonly used in their district of residence 
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4. Have experience in investigation and data collection 

5. Available from 5th September to 18th September, 2019. 

6. Previously took part in a similar survey would be added advantage 
 
 

Experience in mobile technology data collection (KoboCollect) is an added advantage 
 
 

This is a voluntary role however successful candidates will be compensated for 

travel and accommodation costs related to the study. 

In order to apply, 

• Send a letter stating why you would be a good candidate 

• Summary CV (specify level of study). 

Letter of recommendation from your District Steering Committee Chairperson 

or member of the National Executive Committee. 

Send applications to Mulunesh Tennagashaw House, 261 Regent Road, Grafton or by 

email to nethips2006@yahoo.com no later than Friday, 27th August, 2019. 

 
NOTICE: SELECTION OF INTERVIEWERS FOR THE PEOPLE LIVING WITH HIV STIGMA INDEX 

2.0 

As part of the implementation of the People Living with HIV Stigma Index 2.0 (Stigma 

Index)the steering committee will select 24 interviewers who will be trained to conduct 

interviews and build up a national database of stigma and discrimination faced by people 

living with HIV in Sierra Leone. This tool is designed to collect and study the experiences 

of HIV-related stigma, examining the direct and indirect effects on individuals with the 

end goal of strengthening advocacy and programmatic efforts to overcome stigma and 

discrimination. 

mailto:nethips2006@yahoo.com
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The Stigma Index can enhance the quality of life of a Person Living with HIV and gives 

him a sense of belonging and opportunities to enjoy the treatments available to them. 

The study will include a sample of 800 people living with HIV from across the country. 

 
Interested persons must meet the following criteria: 

Essential: 

1. Living with HIV. 

2. Have good level of literacy (comfortably read, write and speak English) 

3. Available for the period of the project (5th September to 18th September 2019) 

4. Understanding of and commitment to the ethos of this project similar to the activities 

engaged in the previous stigma index study 

 
Desirable 

1. Have experience in investigation and data collection 

2. Willingness to travel 

3. Experience in mobile technology data collection (KoboCollect) 

Remuneration 

This is a voluntary role however you will be compensated for travel and accommodation 

costs related to the study. 

Application 

Hand delivered applications will be received no later than Friday, 27th August 2019 or by 

email at: nethips2006@yahoo.com 

 Summary CV a page by specifying the level of study and experiences 

 Cover letter showing how you meet the criteria 

More information about the international project can be found on www.stigmaindex.org 

mailto:nethips2006@yahoo.com
http://www.stigmaindex.org/
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7.4 Focus Group Discussion Guidelines 
7.4.1 Informed Consent 

Introduce self, observers and each other. We're doing this as part of a study investigating the 

issues relating to stigma against people living with HIV. Researchers from NETHIPS, and FOCUS 

1000, are conducting the study. 

 

Introduce format of focus group: 

We want to find out what you think about various issues relating to the stigma and 

Discrimination PLHIV’s face, so we can understand the extent and forms of stigma and 

discrimination faced by people living with HIV. Your participation is very important because 

what you say will help to improve care, support and treatment interventions as well as the 

participation of PLHIV in the society. We want everyone to feel free to say exactly what he or 

she thinks (no matter how silly or crazy it might seem).  EVERYTHING you say here will be kept 

confidential and anonymous - no one will ever know what you personally said (only what 

everybody's combined responses are). Please speak up if you disagree with what's being said - 

we want lots of different ideas and opinions. What I'll do is begin by asking some general 

questions to get the discussion going, I will be writing down what you say (with  no names of 

course! This is totally anonymous), and just in case we can't get everything down on paper 

we're tape recording this session. 

 
Any questions before we start? 

 
Go to the interview guide. 

 

 
Personal experience, feelings, concerns, and behaviours 

1. What negative feelings about yourself do you sometimes have being HIV positive? 

What are the challenges you face in overcoming negative feelings? 

2. Do you feel ashamed or guilty about yourself been HIV positive? If yes, what do you do 

to overcome such feelings? 

a. Do you also blame others for your condition? 
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3. Do you sometimes have the feeling to give up your life (commit suicide) because of 

your situation? If yes what do you do to overcome this feeling? 

4. Did you ever feel been gossiped about? Who are the people you sometimes feel 

they gossip you? 

5. Do you sometimes fear to attend social gatherings? Which social gatherings do you fear 

to attend? 

6. What can you say about your self-esteem or dignity? 

7. Do you go for counselling overtime to help you overcome feelings of stigma? 

Partners 
8. Do you have a sexual partner? If yes, have you ever told that person about your 

condition? If yes, 

a. What reaction did you get from that partner 

b. What psychological pressure have you experienced from that partner? 

9. If you have not told your partner about your status, 

a. Why not? 

b. How comfortable are you by not disclosing your status to your partner? 

10. Have you in anyway decided not to have sex? If yes, why have you decided not to 

have sex? 

Friends and neighbours 

11. Are you comfortable to disclose your status with friends and neighbours? If no, why not? 

12. Do you believe someone has disclosed your status to anybody including your friends 

and neighbours without your consent? If yes, what are the reactions of your friends 

and neighbours towards you that make you believe your status has been disclosed? 

13. Do you feel your HIV status has been disclosed by your support group or 

Organisation without your consent? If yes, what did you do to address this 

problem? 

 

Religious Environment 
14. Would you feel comfortable to disclose your status in a church or mosque that 

you worship? If no, why not? 

15. What is your experience with reactions within the religious environment when people 

talk about PLHIV? 

16. Have you ever experienced any exclusion of a PLHIV from religious activities? If yes. Why? 

17. How comfortable are you attending religious activities? 

18. What is the opinion of people with religious beliefs with regard to HIV infection? 
 

Employment 

19. Have you ever been refused a job/work or promotion? If yes why? 

20.  How comfortable are you in your workplace among co – workers and employers if they 

know your status? 

21. Have you ever taken any decision to stop working? If yes why? 

Healthcare 

22. Have you ever been denied health services because of HIV status? If yes, 

a. What services were you denied from 

b. How do you know you were denied the services? 

23.  What have been some of the negative reactions from healthcare professionals 
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towards PLHIV? 

24. What have you been counselled on with regard to your HIV status? 

a. Sexuality 

b. Marriage and child birth 

c. Drug use, etc. 

d. Others. Please specify 

25.  What is your experience with regards to attendance at local clinic or hospital 

when you need health care? 

Rights Abuse 

26. To what extent has your rights as a person living with HIV been abused? 

27. Have you ever been denied health insurance or life insurance because of your HIV 

status? If yes? How do you feel? 

Effecting Change 

28. What role would you be willing to play to address the problems faced by PLHIV? 

29. How would you confront the challenges faced by PLHIV with regard to stigma 

and discrimination? 

Which organizations do you know or have worked with that help with stigma and discrimination? 
30. What are the ways you have adopted to cope with stigma in your environment? 

How effective has that been? 

 
 

7.5 List of steering Committee Members for stigma Index 
 
 

No. Name 
Institution/ 

Organization 
Email 

1 Alren Vandy NACP alrenvandy@gmail.com 

2 Isaac Offei Ahemesah UNAIDS AhemesahI@unaids.org 

3 Pauline Kibe SOLTHIS csso.sl@solthis.org 

4 Edmund Makiu UNICEF emakiu@unicef.org, 

5 Ginika Egesimba ICAP ge2179@cumc.columbia.edu  

6 Jeanne Kamara Christian Aid JKamara@christian-aid.org 

7 Miata Jambawai AHF Miata.Jambawai@aidshealth.org 

8 Fredrick Kamara HRC-SL fredlynkam@yahoo.com 

9 Harry Ben Alpha CARKAP-SL carkapsl@yahoo.com 

10 Habib Taigore Kamara SLYDCSL habibtaigore@gmail.com 

11 Hudson Tucker DIGNITY dignity.association2@gmail.com 

mailto:alrenvandy@gmail.com
mailto:AhemesahI@unaids.org
mailto:csso.sl@solthis.org
mailto:emakiu@unicef.org
mailto:ge2179@cumc.columbia.edu
mailto:JKamara@christian-aid.org
mailto:Miata.Jambawai@aidshealth.org
mailto:fredlynkam@yahoo.com
mailto:carkapsl@yahoo.com
mailto:habibtaigore@gmail.com
mailto:dignity.association2@gmail.com
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No. Name 
Institution/ 

Organization 
Email 

12 Paul Sengeh FOCUS 1000 psengeh@gmail.com 

13 Martin Ellie NETHIPS mundae1312@gmail.com 

14 Musu Jimmy NETHIPS-VoW 
musujimmy@yahoo.com, 
jimmymusu@gmail.com, 

15 Marie Benjamin SWAASL swaasl@yahoo.com 

16 Aruna Rashid Koroma RODA rashidaturash@yahoo.com 

17 Idrissa Songo NETHIPS nethips2006@yahoo.com 

18 Marta Lado PIH mlado@pih.org 

19 Paul Brima Bangura   ci.sierraleone@gmail.com 

 
 
  
 
 

7.6 Road map of Study implementation 

Stigma Index Study 

2019_Proposed Roadmap_02 10 19.xls
 

 
 

 

7.7 List of qualitative data note-takers/facilitators, quantitative data 
collectors and supervisors 

 
 

    

List of Data 

Collectors  for Stigma Index qualitative study and supervisors list..docx

mailto:psengeh@gmail.com
mailto:mundae1312@gmail.com
mailto:swaasl@yahoo.com
mailto:rashidaturash@yahoo.com
mailto:nethips2006@yahoo.com
mailto:ci.sierraleone@gmail.com
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7.8 CVs of FOCUS 1000 staff implementing the Stigma Index Study 

 
 
 
 

7.9 Scope of the assignment 
The Scope of work and deliverables that were identified for the conduct of the Stigma Index: 

 
7. Develop an inception report with detailed methodological approach, timelines and budget for the 

Sierra Leone People Living with HIV Stigma Index 2.0 implementation 

8. Adapt training tools in accordance with The People Living with HIV Stigma Index 2.0 user guide and 

coordinate translation of the Questionnaire to local languages (if appropriate); 

9. Work with the Core Technical Task Team to prepare a research protocol and submit for ethical 

approval in accordance with the Sierra Leone Ethics and Scientific Review Committee, or – in an 

exceptional case – through a waiver from the relevant body/bodies of the Ministry of Health and/or 

National HIV/AIDS Secretariat. 

10. Conduct training for the Stigma Index interviewers (people living with HIV, to be selected) and other 

research assistants (e.g., for qualitative research component) in preparation for the data collection 

(interviews using the questionnaire, focus group discussions, etc.); 

11. Supervise fieldwork and data collection and ensure its compliance with the methodological 

approach in the approved research protocols; 

12. Perform data management, quality assurance, and analysis; 

13. Produce reports of the Sierra Leone People Living with HIV Stigma Index 2.0; 

14. Strengthen the capacity of NETHIPS by building the networks’ knowledge, skills, experience, 

credibility and sustainability in the process of conducting the study. 

15. If deemed necessary through a risk assessment, act as the fiduciary agent for NETHIPS during the 

implementation of the study. 

 

Deliverables 
 
 

The expected deliverables for the assignment are: 
 
 

 An inception report, demonstrating understanding of the assignment, scope of work, and 

proposed approach (including sampling methodology) and timeline for deliverables. 
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 Data collection tools (in particular for qualitative research that complements the Stigma Index) 

and Stigma Index questionnaire in local language(s) 

 Research protocols including all relevant annexes (such as cover letter, CVs of team members, 

participant consent forms, participant information sheets, data collection tools, confidentiality 

agreements for team leaders and data collectors, results dissemination plan, among others). 

 Ethics clearance approval from the relevant Institutional Review Board (IRB) (i.e. the Sierra 

Leone Ethics and Scientific Review Committee), or – in an exceptional case – through a waiver 

from the relevant body/bodies of the Ministry of Health and/or National HIV/AIDS Secretariat. 

 To design and facilitate a 3-day training of the local researchers who will be engaged to collect 

the data, and produce a training report. 

 Cleaned raw data, including quantitative datasets in Excel or other relevant data format (Note: 

GNP+ provides a data entry tool that may avoid the need for SPSS; also avoids extra software 

costs), as well as qualitative data such as records and/or transcripts of case study interviews and 

participatory group discussions 

 A first draft of the Stigma Index Report, including a slide deck summarizing the background, 

methods, findings, conclusions and recommendations of the stigma index report. 

 To present the preliminary results of the Stigma Index Report at a national technical validation 

meeting, seeking feedback on the findings and discussing preliminary recommendations with key 

national stakeholders. 

 The final People Living with HIV Stigma Index 2.0 assessment report, including a full report and a 

summary report. 

 An advocacy strategy developed by NETHIPS in consultation with other key population networks 

and relevant civil society stakeholders to influence improvement in policy and program 

interventions. 

 An assignment close-out report, documenting successes, challenges and recommendations for 

future studies of a similar nature. This close-out report should also clearly demonstrate how the 

selected organization built the knowledge, skills, experience, credibility and sustainability of 

NETHIPS in the process of conducting the Stigma Index study. 


