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DIC		  Drop in Centre

FGD		  Focus Group Discussion
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HIV		  Human Immunodeficiency Virus
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STI		  Sexually Transmitted Infections

VCT		  Voluntary Counselling and (HIV) Testing

Sexual identity definitions
Double decker	 : Double deckers are homosexual/bisexual men who do not have either feminine (Kothi) or macho (Panthi) 

gender identity in South Asia. They are from socio-economically backward classes.

Hijra	 : A member of a traditional male to female transgender community who may or may not have undergone 
castration.

Kothi	 : Kothis are feminine homosexual/bisexual men in South Asia.  They are from socio-economically backward 
classes. Often, Hijras are called Kothis.

Panthi	 : Kothis and Hijras often refer to their men sexual partners as Panthis, meaning macho men. Kothis/hijras refer 
to all gender normative men (excluding Kothis and double deckers) as Panthis.

MSM	 : Includes double deckers, kothis and panthis and hijras (not all of whom are sex workers).

Satla [Kothi]	 : A homosexual or bisexual man with feminine identity and who cross-dresses.

Transgender	 : A person who has ‘crossed gender’, e.g., transvestites, transsexuals, hijras.

Transvestite	 : A person who prefers wearing clothes of the other gender.

Transsexual	 : A person who has undergone surgical operations (sex reassignment surgery) to change their sex.
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Early diagnosis and treatment of HIV infected 

individuals increases the longevity and quality of 

their lives. In addition, it can help prevent onward 

transmission to sexual partners and infants of infected 

mothers. Since 2006, the Karnataka government has 

been scaling up services for HIV voluntary counselling 

and testing (VCT), anti-retroviral treatment (ART), 

prevention of parent to child transmission (PPTCT) 

and care through CCC. However, despite high HIV 

prevalence rates among female sex workers (16.3 

percent)(Ramesh, Moses et al. 2008) and men who 

have sex with men / transgenders (17.6 percent)

(Indian National AIDS Control Organisation (NACO) 

2008), utilisation of free government HIV services by 

these key populations has remained low. 

In order to understand the barriers to utilisation of 

HIV related services by the key population and to 

identify strategies to overcome these barriers, KHPT 

undertook a study. This report presents findings of 

the study.

26 focus group discussions (FGD) were carried 

out with homogenous groups of 6-15 FSW, MSM, 

transgenders and NGO peer-educators, in 6 

districts across Karnataka. A total of 302 individuals 

participated in the FGD (125 FSWs, 56 MSM, 6 

Transgenders, 100 female peer-educators and 15 

male peer-educators). Interviews were tape recorded, 

transcribed, translated and analysed to examine 

barriers and motivators to utilisation of HIV testing 

and treatment services. 

Personal, inter-personal (community) and structural 

(service provider) factors were found to influence HIV 

services utilisation by the key population. Structural 

factors were sub-divided into perceived quality of 

care and access factors. 

Personal factors: Knowledge about HIV 

transmission, symptoms and prevention was 

generally good among the respondents. Most 

respondents also knew about VCT services and 61.6 

percent said they had previously been tested for HIV. 

Knowledge of the other HIV services, such as PPTCT, 

ART, CCC was poor, particularly amongst FSWs, 

MSM and transgender. Very few respondents had 

accessed these services. In addition to knowledge 

barrier, a key personal barrier among respondents 

who had not accessed VCT services, was the fear or 

‘mental agony’ of a positive HIV test result, with some 

preferring never to know if they were HIV positive. 

Key personal motivators for those who had accessed 

VCT services were awareness of the benefits of early 

diagnosis and treatment, including the desire for 

protecting their children from infection. 

Inter-personal (community) factors: Sex work, 

homosexuality and HIV infection are all highly 

stigmatised within the Indian society and thus the 

main inter-personal barrier to accessing HIV testing 

and treatment services were stigma and discrimination 

from families, neighbours, landlords, schools and 

others, if seen or discovered accessing these 

services. Discrimination included, being rejected by 

husbands and families, being made destitute, being 

‘taunted’ or ‘looked down upon’ by neighbours; 

landlords refusing to rent their houses; and children of 

positive key population being disallowed by schools. 

For brothel-based FSWs, the lack of support from 

madams, and the fear of violence from local ‘goons’ 

outside the brothel, posed additional inter-personal 

barriers to accessing HIV services. 

Structural (service provider) factors: The main 

structural barriers to accessing HIV services were 

related to perceptions of the quality of care provided 

by these services and to access to these services. 

(i) Perceived quality of care: discrimination by and 

homophobia among staff at testing and treatment 

services were the main factors contributing to 

respondents’ perception about quality of services 

Executive Summary
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offered. Discrimination and homophobia were 

elaborated in terms of derogatory comments by 

service providers, little understanding among 

service providers about sex work and sexuality, 

assumptions by service providers that key population 

were HIV positive because they sell sex, refusal by 

service providers to treat key population, sending 

key population to the back of the queue or to other 

hospitals, prescribing medication without conducting 

a medical examination, and prescribing ineffective 

treatment. 

Thus, for respondents who had not accessed 

HIV testing and treatment services, perceived 

discrimination at these services was a major de-

motivator to HIV service utilisation. For MSM and 

transgender respondents who had accessed HIV 

services, homophobia and discrimination were again 

reported. Although actual discrimination against 

FSWs was reported at ART centres and some PPTCT 

services, this was not true of most VCT or care and 

support centres. Thus, the perception of discrimination 

by FSWs was not always realistic in practice. 

One strategy suggested by respondents to improve the 

quality of care of HIV services was that NGOs should 

sensitise and create awareness among  HIV service 

providers on issues facing the key population.  

(ii) Access : Key access barriers to utilisation of HIV 

services included having to travel long distances to 

access these services; costs associated with travel 

and having to pay for ‘free services’; requirements 

for ration and ID (identity) cards (which are often not 

available to key population) to access treatment; 

requirement of a ‘buddy’ to access ART; and the 

location of services within hospital settings. In addition, 

ART services were reported to be overstretched and 

under resourced, with respondents reporting long 

waiting time, lasting several days; shortage of CD4 

testing and ART kits; and ART rationing by staff.

To help overcome some access barriers, participants 

frequently reported peer educators accompanying 

KP to HIV services.

Conclusions and Recommendations

Multiple personal, inter-personal and structural 

barriers prevent utilisation of HIV services by the key 

population. Overcoming these barriers will require a 

multi-faceted approach, involving sex workers, local 

communities, service providers and policy makers. 

Continued education of the key population and their 

families and communities on HIV transmission and 

prevention and HIV testing and treatment services, 

as well as, the benefits of early HIV diagnosis, is 

necessary to overcome the personal barriers. 

The provision of HIV testing and care clinical services 

through NGOs is one of the key recommendations of 

this study to overcome the major inter-personal and 

structural barriers to accessing HIV services. Offering 

routine HIV testing as part of the overall package of 

care should reduce stigmatisation and discrimination 

of the key population. In addition, provision of mobile 

VCT services by NGOs to hard-to-reach groups, such 

as brothel-based FSWs, is recommended to facilitate 

HIV testing utilisation. 

HIV awareness and sensitisation training of HIV 

testing and treatment service staff on key population, 

increasing the capacity of ART services, installing 

water supply in government PPTCT maternity wards 

and educating the general population about sex work, 

sexuality and HIV to reduce stigma, are additional 

recommendations.  

Facilitating access to HIV testing and treatment 

services is crucial in enabling key populations to claim 

their right to good health.
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1.1 HIV situation in India 
India has been experiencing an emerging HIV 

epidemic with 2.5 million people estimated to be 

HIV infected. (UNAIDS 2008) The HIV epidemic is 

highly heterogeneous, with evidence for diminishing 

incidence in some areas, while increasing in others.

(UNAIDS 2008) The majority of HIV infections occur 

through heterosexual transmission, with unprotected 

paid sex being a major transmission route, 

particularly in the southern states (Indian National 

AIDS Control Organisation (NACO) 2008; UNAIDS 

2008). Karnataka state in the south of India is ranked 

fourth in the country in terms of HIV epidemic severity 

(Indian National AIDS Control Organisation (NACO) 

2007), with an estimated prevalence of 1 percent 

among ante natal clinic attendees and 7.1 percent 

among STI patients (Indian National AIDS Control 

Organisation (NACO) 2008). 

1.2 Vulnerability of the key 
population to HIV infection

Mapping of sex workers in the 18 districts of Karnataka 

estimated that over 80,000 FSWs and 23,000 MSM 

/ transgender sell sex within Karnataka. Together 

these groups are referred to as the ‘key population’ 

(KP). FSWs are usually illiterate and poor, with many 

entering the profession to provide for their children 

and families, following the death of or desertion by 

their husbands. FSWs in Karnataka usually solicit sex 

in brothels, lodges, their homes or on the streets. 

MSM and hijras (transgenders) may or may not sell 

sex, and may have sexual encounters either as a 

livelihood option, or as an opportunity to assert or 

explore their sexuality.

Society and the state view sex work as immoral and 

Chapter 1 Background
illegal. Sex work and same sex relationships are highly 

stigmatised within Indian society. As a result, the 

key population frequently experience discrimination 

from their families, neighbours and even the state. 

Moreover, sex work and the sexual preferences of 

MSM / hijras intersect with their gender, caste and 

ethnic identities and poverty and further stigmatise 

and marginalise them. Their rights and entitlements in 

terms of access to health, education, social services 

and state protection are frequently violated. 

Multiple barriers to safe sex exist for these groups, 

including lack of knowledge about HIV / STI’s amongst 

the key population and their clients, lack of availability 

of condoms, sexual violence and coercion. Poverty 

compels sex workers to accept higher payments 

offered by clients for unprotected intercourse. High 

turnover of sexual partners, coupled with barriers 

to safe sex, means the key population is particularly 

vulnerable to HIV infection.

1.3 HIV prevention activities 
with the KP

The Karnataka Health Promotion Trust (KHPT) was 

established in December 2003. One of the first projects 

of the Trust, Sankalp and Corridors aimed to develop 

and scale up targeted interventions on HIV prevention 

among high-risk populations (FSWs, MSM and hijras) 

in 18 of 27 districts in Karnataka. These projects were 

supported by the India AIDS Initiative (Avahan) of the 

Bill & Melinda Gates Foundation. Yet another initiative, 

Samastha, a 5-year project of KHPT funded by the 

United States Agency for International Development 

(USAID) works to address HIV and AIDS prevention, 

care, support and treatment needs of vulnerable and 

affected populations in 12 high prevalence districts in 

Karnataka and 4 coastal districts in Andhra Pradesh. 
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Finally, the Spruha project under GFATM round 6 is 

working to establish community care centres across 

Karnataka and Maharashtra. 

Three critical risk reduction interventions, tailored 

to the local situations and needs, have been 

implemented in an integrated fashion in each of the 

18 priority districts in Karnataka under the Avahan 

(BMGF) initiative. These include:

1.	 Peer-education outreach (with an emphasis 

on condom promotion), to enable community 

members to identify barriers to reduction in STI 

and HIV risk and vulnerability and to plan ways to 

address them; 

2.	 Improved quality and accessibility of high-quality 

STI services for the key population; and

3.	 Community mobilisation, collectivisation, and 

empowerment. 

These HIV prevention programs are currently being 

implemented in 177 towns and 2296 villages across 

the state, working with over 65,123 FSWs and 19,624 

MSM / transgender.(Karnataka Health Promotion 

Trust 2007).

1.4 HIV testing, treatment and 
care and support services in 
Karnataka.

HIV testing, treatment, care and support services are 

essential in promoting the long-term health and survival 

of people infected with HIV. Furthermore, prevention 

of parent to child transmission (PPTCT) services are 

crucial in the prevention of HIV transmission from HIV 

positive mothers to their infants. However, due to the 

non-availability of affordable HIV care and support 

services, including anti-retroviral treatment (ART), HIV 

testing was not actively promoted among the key 

population when the HIV programmes were originally 

implemented. 

However, since 2006 this situation has been changing, 

with an exponential increase in government supported 

HIV care and support services, including ART, in 

response to the escalating HIV epidemic. Thus, 

between 1999 and 2006, the number of government-

run HIV testing services in Karnataka increased 

from 7 to 566 (Figure 1). Voluntary counselling and 

testing (VCT) services and PPTCT services have also 

expanded to the subtaluka level institutions (Figure 2), 

with varying degrees of infrastructure and capacity. 

(NIMHANS 2007)

One ART centre has been established in every 

district; 22 CD4 testing machines are functional in 

the state; and 36 community care centres provide 

ART adherence counselling and follow up services, 

manage main opportunistic infections and reach 

out to individuals and families in their homes. Thus, 

prevention programs are now able to provide a 

continuum of service, from HIV prevention to testing, 

treatment, support and care.
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1.5 Low utilisation of HIV 
services by the key population

Despite the availability of these new HIV testing and 

treatment care services and even as  HIV prevalence 

had reached an estimated 16.3 percent among FSWs 

and 17.6 percent among MSM in 2008, utilisation of 

HIV services by the key population has remained low. 

Indeed, baseline cross-sectional integrated biological 

and behavioural assessment (IBBA) survey data from 

2,312 randomly sampled FSWs surveyed across 

five districts (Mysore, urban Bangalore, Bellary, 

Shimoga, Belgaum), found that although more than 

90 percent had heard of HIV/AIDS, only one third 

(38.7 percent) had heard of VCT services, and only 

28.2 percent reported ever having been tested for 

HIV (Indian Council of Medical Research and Family 

Health International 2007) Preliminary discussions 

with sex workers reveal that reasons for low service 

utilisation include: low risk perception to HIV infection; 

ignorance about services; stigma and discrimination 

within services; and fear of breach of confidentiality 

by service providers.

Elsewhere, studies of HIV service utilisation have 

focused on VCT services only, with the majority 

undertaken with the general population. Key barriers 

to VCT have been reported as (i) fear of knowing 

the result (ii) low perceived risk of infection (iii) fear of 

stigmatisation (iv) lack of availability of VCT services (v) 

shortages of counsellors (vi) distrust of health services 

(vii) concerns about confidentiality (viii) fears of being 

seen accessing services and (ix) transportation 

difficulties (Galvan, Bing et al. 2000; Downing, Knight 

et al. 2001; Morin, Khumalo-Sakutukwa et al. 2006; 

Ma, Detels et al. 2007; Matovu and Makumbi 2007; 

Ngo, Ratliff et al. 2007; Meiberg, Bos et al. 2008; 

Wang, Li et al. 2008). Interestingly, factors related to 

HIV treatment do not seem to be as important (Morin, 

Khumalo-Sakutukwa et al. 2006; de Wit and Adam 

2008). The few published studies conducted with 

FSW populations identified a lack of HIV awareness, 

a lack of knowledge about VCT services, low HIV risk 

perception, fears of incarceration, bribes and other 

treatment costs, and discrimination within health care 

settings as barriers to service utilisation. (Dandona, 

Dandona et al. 2005; Ngo, Ratliff et al. 2007; Wang, Li 

et al. 2008).Important influences as to whether MSM 

in industrialised countries chose to test or not include 

self perceived risk, health status, attitudes to testing, 

past health service use and perceived stigma and 

fear of test results. (Stall, Hoff et al. 1996) 

Removing identified barriers may not necessarily 

increase utilisation of health care services (Parkhurst, 

Danischevski et al. 2005; Dimitrova, Balabanova et 

al. 2006)., and there is little published evidence as to 

what motivates individuals to access VCT services. 

Offering rapid HIV testing in mobile VCT units to 

hard-to-reach populations such as sex workers and 

migrant workers; (Morin, Khumalo-Sakutukwa et al. 

2006; Matovu and Makumbi 2007) routinely offering 

HIV counselling and testing as part of health care 

services to reduce stigma and discrimination and 

increase utilisation by women (who would previously 

have required their partner’s permission); (Bond, 

Lauby et al. 2005; Matovu and Makumbi 2007) 

and providing VCT at home to reduce the stigma 

of being seen accessing services,(Matovu and 

Makumbi 2007) are strategies which have increased 

utilisation of VCT in several sub-Saharan countries. 

Among the general population in South Africa and 

Zimbabwe (Morin, Khumalo-Sakutukwa et al. 2006; 

Meiberg, Bos et al. 2008), symptoms of AIDS, high 

perceived risk (unfaithful partner) and pregnancy were 

key motivators amongst participants who accessed 

VCT, whereas among injecting drug users in the U.S., 

motivators included the desire to protect others from 

HIV, convenience, and support from outreach workers 

and clinical staff. (Downing, Knight et al. 2001). 
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1.6 Purpose of this Study

This study was undertaken with members of the key 

population across 6 districts in Karnataka, to examine 

the barriers to HIV service utilisation across different 

typologies of sex workers and the strategies, if any, 

which are either currently used or recommended by 

the key population to overcome them. 

1.7 Study Objectives

The objectives of this study were:

1.	 To explore the knowledge, perceptions, 

experiences and barriers related to accessing HIV 

related services (including VCT, PPTCT, ART and 

care and support services) by FSWs, MSM and 

transgender populations.

 2.	To provide recommendations from the key 

populations to increase their utilisation of HIV 

services.
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2.1 Study Population 
Focus Group Discussions (FGD) were conducted with 

homogenous groups of 6-15 key population members 

(FSW, MSM, transgenders/hijras) and NGO staff 

(peer educators, community mobilisers) in 6 districts 

in North, Central and Southern Karnataka (Figure 3). 

Participants gave individual informed consent before 

the focus group commenced and each session 

followed the same format. 

Figure 3. Map of Karnataka showing the districts 

surveyed

2.2 Focus Group Moderators

Each FGD was led by a trained moderator who 

followed guidelines developed for this study. Groups 

discussed knowledge around HIV transmission 

routes, perception of own / community to risk of HIV, 

benefits and drawbacks to knowing one’s own status, 

and experiences, barriers and suggestions to utilising 

VCT, PPTCT, care and support and ART services. 

2.3 Data Analysis

Each FGD was conducted in the local language, 

Kannada and recorded manually by a ‘recorder’ and 

taped using audio-cassette. Following each FGD, 

the notes taken by the recorder were translated 

into English and were used to provide an overview 

of the discussions. The cassettes from each FGD 

were transcribed in Kannada by the moderators and 

these transcriptions were subsequently translated 

into English by a translator. Transcribed manuscripts 

from the 26 FGDs were coded under the following 

categories: (i) Knowledge about HIV (ii) Knowledge 

about HIV services (iii) Perceptions of own / community 

risk to HIV infection (iv) Perceptions of HIV services (v) 

Access to services (e.g. distance, costs).  Sections 

were then further sub-divided as themes emerged 

from the analyses.

2.3 Limitations of this study

It is possible that since all information has been 

gathered in groups settings through FGD, individual 

PLHIV may have withheld sharing of some information 

related to their experiences of accessing services 

lest their HIV status be disclosed.  Private in-depth 

interviews with PLHIV may have provided additional 
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information to barriers and motivators to accessing 

and utilisation of HIV services. The districts where the 

FGDs were conducted were selected purposively, 

to include different geographic regions across the 

state and may not represent experiences of the 

key population in other districts. Respondents for 

this study were also selected purposively (and not 

randomly) to ensure representation of the typologies 

of key population in each of the 6 districts. Hijras were 

selected from Bangalore urban only. Thus, the views 

expressed in these FGD may not be representative of 

the key population as a whole, and the views of hijras 

are likely under-represented.
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A total of 26 FGDs were conducted during March / 

April 2008 across 6 districts in the state of Karnataka, 

namely, Bangalore, Bellary, Belgaum, Hubli, Davangere 

and Dharwar (Table 1). Each FGD contained between 

6-15 participants (mean 11.6) with a total of 302 

individuals taking part. 11 FGDs were held with 125 

FSWs; 5 FGD were conducted with 56 MSM (kothis 

During analysis of the FGD transcripts, it emerged that barriers to accessing HIV services encompassed a complex 

inter-play of personal, inter-personal (community) and structural (service provider) factors. The findings of the study are 

thus categorised accordingly. 

FGD Date Name of 

NGO

District Participants Typology  Participants Ever visited VCT
Yes No

1 31/03/08 Action aid Davangere FSWs Home Based 11 8 3
2 31/03/08 Action aid Davangere PE Staff 9 9 0
3 01/04/08 Action aid Davangere MSMs Kothis & DDs 9 8 1
4 02/04/08 BCT Dharwar FSWs Rural Home 14 5 9
5 02/04/08 BCT Dharwar PE Staff 14 14 0
6 03/04/08 Suraksha Hubli CF Staff 15 11 4
7 03/04/08 Suraksha Hubli MSMs Kothis & DDs 9 3 6
8 04/04/08 SPAD Hubli FSWs Street based 15 3 12
9 04/04/08 SPAD Hubli PE Staff 14 14 0
10 09/04/08 Myrada Bellary FSWs Brothel Based 8 4 4
11 09/04/08 Myrada Bellary FSWs Home Based 12 1 11
12 10/04/08 Myrada Bellary PE Staff 9 9 0
13 10/04/08 Myrada Bellary MSMs Kothis & DDs 15 5 10
14 11/04/08 Sangama Bangalore MSMs Kothis & DDs 10 10 0
15 11/04/08 Sangama Bangalore PE Staff 13 13 0
16 12/04/08 Suraksha Bangalore PE Staff 12 12 0
17 12/04/08 Suraksha Bangalore FSWs Home Based 11 3 8
18 14/04/08 BIRDS Belgaum FSWs Home Based 11 3 8
19 14/04/08 BIRDS Belgaum FSWs Street Based 12 4 8
20 15/04/08 BIRDS Belgaum PE Staff 15 5 10
21 15/04/08 BIRDS Belgaum MSMs Kothis & DDs 13 7 6
22 16/04/08 BIRDS Belgaum FSWs Home Based 11 2 9
23 16/04/08 BIRDS Belgaum FSWs Brothel Based 10 7 3
24 11/04/08 Sangama Bangalore MSMs Hijras 6 2 4
25 19/04/08 Pragathi Bangalore FSWs Street based 10 10 0
26 24/04/08 Pragathi Bangalore PE Staff 14 14 0

Total 302 186 116

and double deckers) and 1 FGD was conducted 

with 6 transgenders (hijras). In addition, 8 FGDs were 

conducted with 100 female peer-educators and 1 FGD 

was conducted with 15 male peer-educators. Of the 11 

FGDs conducted with FSWs, 6 were with home-based 

FSWs, 3 were with street-based FSWs and 2 were with 

brothel-based FSWs (Table 1).  

Chapter 3 Study Participants

Table 1
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The study began with a hypothesis that lack of 

knowledge about HIV and HIV testing and treatment  

services or low perceptions of personal risk to HIV 

infection could be the main reasons for sex workers 

not accessing HIV services. However, this was not 

generally the case, with most participants displaying 

good knowledge about HIV and accurate perceptions 

of the communities’ vulnerability to HIV infection. 

Most also knew about VCT services and where 

they could access these services at the government 

hospitals. Instead, fear of an HIV test result and lack of 

knowledge about ART, care and support and PPTCT 

services were the main personal barriers to accessing 

testing services.

4.1 Knowledge

4.1.1  Knowledge of HIV and AIDS

• HIV transmission

Among all 26 FGD groups there was a clear 

understanding of the risk of unprotected sexual 

contact (anal, vaginal intercourse) for transmission of 

HIV and other STI’s. Similarly, all groups knew that to 

prevent sexual transmission of HIV they needed to 

use a condom during intercourse. The elevated risk of 

HIV infection resulting from concurrent STI infections 

was mentioned by some groups. Knowledge of 

other HIV transmission routes was also generally 

comprehensive, with contact with infected blood 

(transfusions, injections and / or shaving blades) 

cited by all groups and mother to child transmission 

mentioned by all but 3 FGD groups (Rural home-

based FSWs, Dharwar; home-based and brothel-

based FSWs, Belgaum). 

Most participants tended to know that HIV could 

be transmitted from mother to child but knowledge 

around preventing this varied. Whereas some MSM 

groups were lacking information:

Chapter 4 Personal Factors
“...if a pregnant woman has HIV, it is better she 

get the pregnancy terminated. Because, what is 

the guarantee that the child is not born with HIV? 

Instead of undergoing hell of a problem after 

giving birth, it is better to get it aborted.” (MSM, 

Belgaum).

With the exception of some home-based FSWs 

(Bellary, Dharwar, Belgaum), FSW groups were 

mostly aware that mother-child transmission could be 

prevented by treatment of the mother during labour 

and of the child just after delivery:

“…A tablet called neviraprine is given to the 

woman 2 hours before the delivery. Neviraprine 

drops are administered to the child soon after its 

birth.” (Peer Educator, Bellary).  

Indeed, hijras even described helping a community 

member to prevent HIV transmission to her child:

“…the neighbours got organized and  managed 

to get the injection from a private hospital and 

conduct her delivery at home. We paid 450 rupees 

at a private hospital for neviraprine tablet and gave 

it to this pregnant woman.” (hijras, Bangalore).

Routes through which HIV cannot be contracted 

(kissing, sharing utensils / bed sheets, mosquito 

bites, hugging, touching, breathing the same 

air) were correctly identified by most groups, 

with misconceptions of transmission routes rare. 

Exceptions were among street-based FSWs in Hubli 

who thought transmission could occur from an 

asthmatic HIV positive husband to his wife through 

“mingling of breaths”. 

Brothel-based FSWs in Bellary thought HIV could be 

transmitted both from touching infected semen and 

also from toilets:

“After those having HIV use a bathroom we must 

first wash it with bleaching powder and then only 

we must use it. Otherwise it would come to us 

also.”
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Likewise, peer educators in Bangalore thought HIV 

could be transmitted through food:

“His infected blood got mixed up in Panipuri (an 

Indian savoury) that the girl ate and she got the 

infection too. This was reported in a newspaper.”

• HIV symptoms

Knowledge around the lack of symptoms associated 

with HIV infection differed between groups. Whereas 

some groups (6/26) correctly cited:  

“…Positive persons look like all of us, you cannot 

tell a positive person from others.” (Peer Educators, 

Bellary), 

There were some misconceptions among MSM and 

hijras in Bangalore, brothel-based FSWs in Bellary 

and home-based FSWs in Belgaum who thought it 

was possible to tell someone’s HIV status by their 

appearance: 

“We can tell by looking at their face if someone 

has HIV. Their face would have been blackened. 

Or it would have gone pale and skin has wrinkles. 

Their limbs would have swollen…” (Brothel-based 

FSW, Bellary).

Despite knowledge about symptoms, some 

community members reported judging how risky 

sexual partners were by their appearance:

“If some party looks smart they have sex without 

condom” (MSM, Davangere).

 “…In darkness, who looks how, is there any 

infection on their body, they just go get rough used 

(have sex) and come back.” (hijras, Bangalore).

• HIV treatment

Knowledge about anti-retroviral therapy (ART) varied 

hugely between groups, with many participants, 

particularly home-based FSWs, brothel-based FSWs 

and hijras, being either unaware that HIV treatment 

exists or aware conceptually that HIV can be treated, 

but unable to provide details on how or where this 

might happen. In contrast, most MSM and peer 

educator groups, as well as a minority of FSW, had 

comprehensive knowledge around CD4 count testing; 

the need to take (ART) tablets regularly; the need to 

take tablets for life once started; and the need to 

adopt other ‘healthy behaviours’ to remain well:  

“If we have HIV we cannot leave it at just the 

treatment. We have to take CD4 count. If it is less 

than 200 then start ART treatment…They advice 

us to eat well and take care of our health properly. 

Once we started with ART treatment we have to 

take ART tablets lifelong” (peer educators, Hubli). 

4.1.2 Knowledge about services 

• VCT Services

Overall, knowledge around HIV testing and VCT 

(Voluntary and Counselling and Testing) services was 

good with just under two thirds (61.6 percent) of 

participants reporting previously having been tested 

for HIV. Thus, with the exception of home-based 

FSWs in Davangere and street-based FSWs in Hubli, 

virtually all groups were aware of HIV testing: 

“If one gets tested one will know he has HIV.” 

(Home-based FSW, Belgaum). 

Furthermore, many groups also knew that testing 

should be repeated every 3 to 6 months. Although 

there was some confusion among some around the 

tests performed at the NGO managed clinics – some 

thought they were tested for HIV there too – virtually 

all groups correctly identified the ICTCas a place they 

could go for an HIV test. 

• PPTCT Services

Conversely, awareness of the other government HIV 

care services was generally quite poor. The majority 

were unaware of PPTCT services and / or had not 

experienced these facilities. Only some participants 

knew that PPTCT services existed at government 

hospitals:  

“…If the pregnant mother is HIV positive she 

should be asked to have the delivery conducted 

in the government hospital.” (peer educator, 

Belgaum), 
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• ART and care and support Services

Similarly, many participants were unaware of ART or 

care and support services:  

“We have no information about Care and Support 

centre.” (Street-based FSW, Hubli).

Some participants however knew about ART 

services:

“We have to take three of such packets, one packet 

per month. After you finish one packet, you should 

return it to the hospital and get the next packet. 

You should take the tablets consistently...” (peer 

educators, Dharwar), 

“Yes we know. Only those people living with 

HIV/AIDS get admission there.” (Home-based 

FSW, Bangalore), 

4.2 Fears related to HIV test 
4.2.1 Fears of a positive result

A major barrier to HIV testing to emerge from all the 

FGD was the fear of the impact of a positive HIV result 

on an individual’s mental health:

“…We are mentally upset. If we directly and 

plainly come to know that we have HIV, it is really 

very scaring.” (Home-based FSW, Belgaum)

 “If one learns that they are positive, they become 

terribly upset. They get so much disheartened that 

they commit suicide.” (MSM, Bellary).

As a result of this fear, some groups reported going 

for testing, but not returning for their results:

“…All of us, about 11 of our friends went together 

to undergo HIV test… The doctor asked us to 

come back the next day to receive the results. But, 

no one turned up to receive the results. They did 

not go there again for the dread of finding out that 

they have HIV.” (MSM, Belgaum).

Thus, several groups explained that community 

members would prefer to remain ignorant to their HIV 

status rather than face the knowledge that they are 

HIV positive:

“What is the use in knowing that we have HIV? If 

it is there, it is there, what about it.” (peer educator, 

Dharwar)

“Many people resort to their fate and decide to 

live as long as their fate permits them and one day 

die quietly. Everyone has to die one day, no one 

can escape. This is the kind of philosophy they 

follow.” (peer educator, Hubli).

4.2.2 Fear of drawing blood for the test

A few female participants also expressed fears around 

the actual blood drawing process:

“I am scared of the needle. So I have not gone for 

testing.”  (Street-based FSW, Hubli)

“Some people think that at the testing centre, they 

draw excess blood on the pretext of the test and 

sell it for the price.” (peer educator, Belgaum)

They also voiced concerns about the health impacts 

this could have:

“…Some of the women grumble saying, every time 

we go there they take so much of blood in pretext 

of testing, do you know how much time we take 

to recoup so much of blood?” (Street-based FSW, 

Bangalore)

4.3 Overcoming personal factors
4.3.1 Benefits of an HIV test

Knowledge and information has helped alleviate fears 

of a positive test result among some community 

members:

“The fear of HIV is gone because of the information 

we got about it.” (MSM, Hubli).

Thus, all groups except four (Brothel-based FSWs, 

Bellary; MSM, Hubli; MSM, Bangalore; hijras, 

Bangalore) identified some advantages to getting 

tested for HIV: 

“It is in fact useful. If we come to know that we 

don’t have HIV, it is great relief. If we happen to 

have HIV, we can seek proper medication. Either 

way it is useful.” (Home-based FSW, Bellary).
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Many detailed the benefits of early diagnosis:

“…it is good to get tested for HIV. If we don’t get 

tested we would just die. If we learn we have HIV, 

they give suitable injections, tablets, food…” 

(Home-based FSW, Davangere).

Some also understood the positive impact that  

knowing one’s status could have on others:

“…If by any chance we found out that we have 

HIV, we take measures such as consistently using 

condoms, to prevent HIV spreading to others.” 

(MSM, Belgaum).

“It is advisable to get tested in initial stages before 

it is too late. Just in case something bad happens 

to us, who will take care of our children, they will 

be in streets.” (peer educators, Hubli).

The relief of a negative test result was also cited as a 

gain of getting tested:

“It is good to know our HIV status… If we found 

out we are not infected, we could be careful in 

future.” (Rural home-based FSW, Dharwar)

“All of us went to government hospital and got 

HIV tested. They said none of us has HIV, we felt 

extremely happy.” (Home-based FSW, Belgaum).

4.3.2   Benefits of accessing other HIV services

Although most participants were unaware of the other 

HIV services available to them, among those who did 

know had positive experiences:

“…They were so kind to me that they got all the 

medicine free of cost for me… Now my child is 

well. He does not have HIV.” (Brothel-based FSW, 

Belgaum)

“If HIV infected pregnant women faces any 

problem in delivery, they wear hand gloves and 

remove the baby and save the baby.” (Street-based 

FSW, Hubli)

In addition, most had positive perceptions about the 

effects of treatment:

“I got CD4 count checked up in Dharwar and 

they gave me tablets. I take them every day. I am 

feeling all right after taking the tablets.” (Rural 

home-based FSW, Dharwar)

“If we have HIV and if we take tablets we will 

be all right. It is similar to taking tablets when 

we had fever and become all right.” (Street-based 

FSW, Hubli)

As a result, some were keenly aware of the advantages 

of receiving ART:

“With the CD4 count coming down our health 

deteriorates. We will certainly die. We must live. 

With this strong wish they surely go and seek 

ART treatment, despite the hurdles, if any.” (Peer 

Educators, Bellary)

Similarly, the perceived benefits of care and support 

services included both treatment and palliative care:

“...They keep them there till the end, means till 

they get well.” (peer educator, Bellary)

4.4 Recommendations

Thus, in summary, knowledge around HIV 

transmission, symptoms and treatment was 

generally good among the respondents. They were 

also generally well informed about the risk of HIV 

transmission during unprotected intercourse and 

many were also able to identify multiple barriers to 

safe sex. 

However, the respondents lacked complete 

knowledge of available care services and had strong 

fears related to drawing blood for the test and knowing 

their results.

It is recommended that the project peers need to 

be trained to understand the benefits of early testing 

and to develop skills to communicate the same to 

the key populations. Peers of the project can also be 

role models by undergoing testing themselves. This 

will also help in using experience sharing as mode 

of motivating the key population. Awareness about 

PPTCT services among peers should be created and 
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the task of checking if anyone in their cohort is pregnant 

should be made regular. They should be made aware 

of the importance of referring pregnant women to the 

PPTCT. Awareness about ART and CCC services 

should be created among peers including benefits of 

early entry into care programme.

Peers should know how to follow up a positive 

pregnant sex worker. Ongoing education on HIV 

transmission routes, symptoms, prevention and 

continued awareness generation on the risks of 

unprotected intercourse, in particular among rural, 

brothel and home-based FSWs, transgender, as well 

as with their clients, spouses and regular partners / 

lovers, are needed. 

Some of the recommended strategies to address the 

personal barriers include: inviting positive speakers 

from key population during meetings of the Drop in 

Centre (DIC) and community meetings, equipping the 

project clinic counsellors to do pre test counselling, 

accompanied referral, inviting the ICTC and ART 

counsellor as a special speaker during community 

meetings to share about the confidential services. The 

project should use micro planning tools to prioritise 

the key population who need to be motivated to 

undergo tests. This would include those who have 

repeated STI, those who are new to sex work or have 

high client volume, etc. These tools should be also 

used to ensure that those who are tested positive are 

enrolled into pre - ART / ART.
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Sex work, same-sex relationships and infection with 

HIV are all highly stigmatised within the Indian society. 

Accessing HIV services has the potential to expose 

community members to their families, neighbours and 

broader community as having some or all of these 

socially undesirable characteristics. Thus, a major 

barrier to accessing all HIV services has been the fear 

of families, neighbours and others finding out, and the 

repercussions which would follow. 

5.1 Stigma and discrimination 

5.1.1 Families

For some FSWs, simply being seen at the ICTC could 

mean others would discover they sell sex for a living:  

“Those who do the sex work secretively, hiding 

it from everyone, would not go for HIV test. By 

any chance if she goes there, someone will notice 

her there, tell it to her husband, saying, ‘hey, I saw 

your wife going to government hospital.’ Then 

her husband suspects her movements…” (Peer 

Educators, Davangere)

“Those who pursue the profession secretively 

don’t attempt to get tested…” (Home-based FSW, 

Davangere)

For some FSWs if husbands and / or families 

discovered they sold sex, it could lead to them being 

rejected by their families, and in some cases being 

made destitute:

“If the husband and the in-laws come to know 

about my undergoing test they would abuse me 

thoroughly. They may even throw me out of the 

house.” (Peer Educators, Bangalore)

The discrimination facing PLHIV was even more 

profound, and was a major disincentive to getting 

tested:

“In our community, if any woman is infected 

with HIV, she is condemned by her parents and 

neighbours; they talk abusively for her being a 

woman in sex work. They detest her.”  (Brothel-

based FSW, Belgaum) 

“When they come to know that I have HIV my 

parent- in- law have driven me out of the house. I 

have four children... My health is not good. I can‘t 

do hard work… I have absolutely no support for 

my life.”  (Rural home-based FSW, Dharwar)

Thus, inadvertent disclosure of HIV status was also 

problematic for those taking ART:

“The husband, the in-laws rebuke. They ask why 

she was taking the tablets. The women who fear 

this would not come for testing.” (Peer-educators, 

Bellary)

“If they are found to be positive, they would take 

medicine. To the take the medicine they have to 

go from mother’s place to husbands place; from 

husband’s place to mother’s place. We don’t 

know what they would do.”  (Home-based FSW, 

Bangalore)

The stigmatisation often continues after the death of 

the PLHIV:

“A mother had HIV. After it was revealed no-one 

touched her. She was kept away from main quarter 

of the house, in a lonely shed... Even after she died 

people abstained from going near the dead body. 

Son was left on his lone to take care of the last 

rites.” (Peer Educators, Bangalore)

Chapter 5 Inter-personal  
(community) factors
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5.1.2  Community elders

Especially in rural communities where deliveries are 

usually conducted at home, a key barrier to accessing 

PPTCT services was the fear of community and family 

members discovering a woman was HIV positive:

“Those people living with HIV, for the fear of 

husband and in-laws coming to know about their 

status, prefer to have the delivery conducted at 

home.” (Peer-Educators, Davangere)

Delivering a baby at hospital rather than at home 

goes against cultural norms and was therefore 

problematic:

“If the woman goes to government hospital for 

delivery it compromises the prestige of the elders 

in the family. They say, wait for a day or two, if you 

experience the delivery pain for a couple of days 

then you easily deliver the child, no problem.” 

(Rural home-based FSW, Dharwar) 

“Now, usually women have their first normal 

delivery conducted at home…So they don’t 

normally to go the hospital for delivery. Hence 

their deliveries are conducted at home.”  (Peer 

Educators, Belgaum) 

5.1.3  Neighbours

The fear of neighbours discovering a VCT visit or an 

HIV positive status was another barrier to accessing 

these services:

“It is very irksome in our villages. If we go for 

testing, they ask all sorts of questions, what do 

you want the test for? Why do you go there? What 

do you do here? That is why women don’t even 

think of going for test.” (Peer Educators, Dharwar)

“If I go to HIV testing, people come to know about 

it. They spread the rumour that I have HIV. With 

this fear they don’t go for HIV testing.”  (Peer 

Educators, Hubli)

The repercussions included being ‘taunted’ or ‘looked 

down upon’ by neighbours and being driven out of 

villages:

“…we have to suffer emotionally. The neighbours 

look down on us, taunt us.” (MSM, Hubli)

“…In some cases, if the neighbours learn about 

the positive status of a person they would drive 

them away from the neighbourhood.” (Rural home-

based FSW, Dharwar)

In addition, discrimination from landlords was 

reported:

“Our women have a problem in going to VCT. 

Because, the moment people come to know that 

we are in sex work, they don’t rent their houses to 

us.”  (Peer Educators, Bangalore)

Children were also often discriminated against:

“If our neighbours see us going to hospital, they 

suspect. I saw her going to hospital, why did 

she go there, they gossip. They tell others, don’t 

mingle with that woman, and don’t talk to her 

children…” (Rural home-based FSW, Dharwar)

“… I have two children. They are not positive. But 

still the neighbours discriminate against them, 

don’t allow their children to mix with my children. 

Due to our positive status people won’t rent 

the house to us. They make it an unwritten rule 

not to  rent their houses to HIV positive people. 

Tomorrow, when my children have no parents, 

what would be their future like?”  (Street-based 

FSW, Bangalore)

Often this has led to the children of PLHIV being 

forced to leave school by the school authorities:

“…Mother had AIDS. On learning this, the school 

authorities threw her son out of the school…entire 

village ostracize the family. Now the boy is not 

going to school.” (Peer Educators, Bangalore)   

Respondents’ perceptions indicate that the impact 

of stigma and discrimination towards HIV positive 

individuals could lead to suicide:

“…Due to absence of such secrecy, there is a 

possibility of the patient taking extreme steps to 

end one life.”  (Peer Educators, Hubli)



23

“Before he dies due to disease, he would kill 

himself hanging with a rope due to the cruel taunt 

of the people.”  (MSM, Davangere)

5.1.4  Sex Work Community

Experiences of stigma and discrimination from within 

the sex worker community itself were also reported, 

particularly by hijras and some MSM groups:

“If someone is HIV positive, even our own people 

move away from them. Our own community 

members do like that. That is why for the fear of 

disclosure none of us dare to get tested.” (Hijra, 

Bangalore) 

“… our own community members, if someone 

grew weak and frail or suffer from consistent 

diarrhoea and fever, they ridicule them saying, 

look there he has AIDS, he has ‘eight number’.” 

(MSM, Bellary)

Some even relayed disclosing the positive status of a 

community member: 

“As we don’t want the others to get infected, we 

disclose to the clients the fact that MSM has HIV.” 

(MSM, Bellary)

5.1.5  Clients

Finally, some key population members reported not 

getting tested because they were scared they would 

lose their livelihood:

“Younger girls come here with a need for earning 

money. If they [clients] found out that they have 

HIV, it would destroy their opportunity to earn 

their livelihood from this profession... With this 

thinking the new ones don’t attempt to get tested 

for HIV.” (Brothel-based FSW, Bellary)

 “…if the client learns about their HIV status, or 

learns that they had been for HIV testing, they 

would avoid coming to them. Such women avoid 

taking HIV test.” (Peer educators, Hubli) 

Barriers for brothel-based FSWs

Brothel-based FSWs in Bellary reported 

additional difficulties in accessing VCT 

services, due to fears of attacks by local 

‘goons’ or ‘rowdies’ outside the brothel:

“If we go to hospital alone for treatment, 

we encounter on the way the rowdies and 

goondas, quite a few of them. They harass 

us; force us for free sex. Similarly the police…

Though the fear of police less now, the dread 

of rowdies and goondas has not reduced. 

We are very much afraid of them. Our women 

are frightened to go anywhere outside, due 

to the fear of goondas.” (Brothel-based FSW, 

Bellary).

Brothel-based FSWs did not report madams 

supporting access to VCT services. As a 

solution, one group requested support in 

accessing these services:

“…the peers who work here should approach 

our brothel owners, convince them to send 

the girls there for testing at VCT, and take 

them along with them.” (Brothel-based FSW, 

Bellary).

Alternatively, they suggested outreach VCT 

services visit the brothel.  Although this had 

happened in the past, it had not occurred 

recently:

“Wherever we go we have problem of 

rowdies... That is why it is advisable that the 

staff from VCT centres should visit us at the 

brothel and conduct HIV test.” (Brothel-based 

FSW, Bellary).
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5.2 Overcoming inter-personal 
factors 

Respondents relayed strategies used to overcoming 

inter-personal barriers: 

“Some people wait for a time in the day when 

there are no people in streets and at such times 

they visit VCT centres. Even at the VCT centre, if 

they see someone known to them, they wait for 

them leave there and then go in to see the doctor 

and get the test done.” (peer educator, Davangere).

This included support of PLHIV by the key population 

community:

“…Now we sleep together with a HIV infected 

person, we eat together with them. Because we 

know that they need our love and affection. We 

should not treat them badly.” (peer educator, 

Bangalore)

“We help HIV infected ones. We all peers get 

together and help to conduct funeral rites. We take 

care of deceased person‘s children, we educate 

them.” (peer educator, Davangere).

5.3 Recommendations

In summary, there was a pervading fear of stigma 

and discrimination associated with accessing HIV 

testing and services. The fear of discrimination was 

from families, neighbours, elders, landlords, schools, 

clients and the sex worker community. The perceived 

consequences of knowing one’s HIV status and 

accessing treatment could far outweigh the benefits 

for some key population members. In addition, 

brothel-based FSWs could face additional access 

difficulties due to lack of support from madams and 

attacks by local thugs and ‘goons’ when they left the 

safety of the brothel. 

There needs to be more community awareness 

towards the need for early HIV testing and entry in 

care services. Workshops with lovers/ partners/ 

family about testing and positive living should be 

organized periodically. Crisis teams in the district 

need to be equipped to address issues of stigma 

and discrimination against key population, especially 

those who are positive. The project should also make 

the key population aware that such crisis facilities are 

available. 

The provision of HIV testing and treatment services 

by the implementing NGO’s as part of their standard 

package of clinical care would reduce fears about being 

seen accessing HIV services in hospital settings. It 

would also help reduce HIV stigma and discrimination 

amongst the key population as HIV testing and 

treatment would become part of the routine package 

of sexual health care. Key population who are on 

ART should be supported by providing nutrition and 

facilitating income generation, etc. Linkages need to 

be established with various entitlement programmes 

for the positive key population and their children. The 

community should be motivated and encouraged to 

take responsibility of the orphaned children or the 

positive sex workers. Education outreach work with 

madams and the provision of mobile VCT services for 

hard-to-reach groups such as brothel-based FSWs 

would help facilitate their access to HIV services. 
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Service provider factors greatly influenced the decision 

by key population to access HIV services. They have 

been divided into factors related to perceived quality 

of care services and factors related to access of HIV 

services,in this section. For those respondents who had 

yet to visit HIV testing, treatment or support services, 

poor experiences at other government health-care 

facilities was a major disincentive to access HIV services. 

For those who had used HIV services, perceptions were 

mixed, with VCT and care and support services viewed 

better than PPTCT and ART services

6.1 Perceived quality of care 

6.1.1  VCT services

Despite their fears and negative experiences at 

service centres for STI and other health services, 

when FSWs actually visited VCT services, the 

overwhelming majority reported positive experiences. 

In contrast, MSM and transgenders frequently 

reported homophobia and a lack of understanding 

about sexuality on part of the service providers. 

• Good staff attitudes towards female sex 

workers

Amongst FSWs, reports around staff attitudes were 

generally positive:  

“When we go there, they treat with respect. As we 

are known to them, the moment they see us they 

call us in.” (Peer Educator, Davangere) 

This included confidential counselling experiences 

with caring practitioners:

“When they are counselling, they speak only with 

us. If someone came at that time they ask them to 

sit outside till they are finished with us…We feel 

happy that they spoke to us in privacy.” (Brothel-

based FSW, Belgaum) 

For those FSW groups who reported negative 

perceptions, it was not always clear if they referred 

to experiences related to visiting government services 

in general, or specifically to visiting the VCT service 

centres. However, some groups did make the 

distinction between the two services:

“In VCT, they do not look down on us. But in 

government hospital, they treat us abusively. 

When we have gone for receiving some treatment, 

our very presence irritates the doctors there and 

they shout at us. But in VCT, the Madam asks 

us to sit in a chair, talks to us calmly with lot of 

patience. Gives all the information.” (Brothel-

based FSW, Belgaum)

• Discrimination against MSM and Hijras

In contrast, MSM and hijras frequently reported 

discrimination and homophobia, with a lack 

of understanding of sexuality by health care 

practitioners’:

“When our MSM go for testing, looking at us 

wearing pants and shirts, they annoy us so much. 

They ask sarcastic questions as how did you get it, 

what do you, what is MSM and they look down on 

us.” (MSM, Bellary)

“Once I had taken a community member… the 

doctor said, ‘why did you do sex without using 

condom? Sex has to be done at home. If you 

are married can’t you confine yourself to sex at 

home? Why do you people do sex this way?’... The 

particular person that I was talking about, came 

out and said with frustration, I would never ever 

come for the test here.” (MSM Peer Educators, 

Hubli)

Some MSM however reported positive staff attitudes 

and experiences:

Chapter 6 Structural (provider) factors
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“In VCT they treat us well, they don’t discriminate 

against us… In no way they look down on us in 

VCT.” (MSM, Bellary), 

The negative staff attitude caused the MSM to feeling 

uncomfortable about disclosing their sexuality:

“…During the counselling, when we mention that 

we are MSM, their expression changes in such a 

way that we doubt whether we should continue 

answering their further questions....” (MSM peer 

educator, Hubli)

Hijras talked at length about their experiences of 

discrimination, both in other structural settings such 

as trying to access ration cards, bank loans and voter 

ID cards, as well as in health care settings. Thus, they 

expected discrimination in accessing HIV services:

“…Whether it is government hospital or a private 

hospital, we don’t know how much they charge 

for a male or a female, but it is certain that they 

charge us double” (Hijras, Bangalore)

Some of them related actual experiences in 

discrimination while accessing HIV services: 

“In a government hospital, the moment they come 

to know that we have HIV, they keep a distance 

even while conducting the testing, they don’t 

speak to us properly…” (Hijras, Bangalore)

• Denial of services

For MSM and hijras, denial of testing was also 

reported:

“On our visit to VCT, they treat us like garbage. 

They ask us to queue up; stand here, stand there… 

We feel bad about this. We thoroughly regret 

going there; we prefer dying than getting insulted 

like this.” (MSM peer educator, Hubli)

• Confidentiality

The fear of others finding out about a HIV positive 

status emerged as  a key barrier to testing and 

respondents shared their perceptions on how this 

might happen:

 “Moreover, the result after the test is not kept 

secret; everyone will come to know; we don’t know 

how! Hence, the positive status of a person is open. 

Through a doctor of your acquaintance, through a 

friend or the hospital staff, or sometimes through 

the neighbours everyone will come to know about 

the positive status of a person.” (MSM, Bellary)

“Some people fear that, if they come to know 

someone of having HIV, they publish that matter 

in the paper and they put up the photographs in 

hospital. That is why they don’t go for testing.” 

(Rural home-based FSW, Dharwar)

“They fear, if we went to VCT and got HIV test, 

if by any chance I am found to be positive, they 

would not tell me, they would rather disclose it to 

our partner” (Home-based FSW, Bangalore)

However, despite these fears, there were no actual 

reports from any group of unauthorised disclosure of 

HIV status by VCT services:

“…even in government hospital, they don’t 

announce the result in the presence of other 

people, they reveal it to the person confidentially.” 

(Home-based FSW, Bangalore)

It appears however that unintented breaks to 

confidentiality could occur due to the poor design of 

some counselling facilities:

“The counselling chambers for men and women 

are adjacent to each other… When they do the 

counselling whatever we are talking can be heard 

in the other chamber, and even the people waiting 

outside can also listen to it. If such is the situation, 

how can I answer to their questions? It was not a 

private and confidential counselling; it was rather 

a public meeting.” (MSM peer educator, Hubli). 

• Quality of Tests

Participants expressed confidence around the 

accuracy of HIV test results at the VCT centre:

“…in government hospital, they do the tests thrice. 

By this we are sure whether or not we have HIV.” 

(MSM, Hubli)
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“Government hospital gives a correct report.” 

(peer educator, Bellary)

Moreover, participants did not feel confident with test 

results obtained at private hospitals: 

“We can get tested in private hospital also. The 

problem there is that, if you are positive they give 

report as negative, and if you are negative report 

would come as positive… But in government 

hospital, they conduct test thrice and results are 

correct and reliable” (MSM, Bellary)

“…If pay some extra money the private hospital is 

ready to give whatever report you prefer.” (MSM, 

Belgaum)

In summary, experiences at VCT were generally 

positive for FSWs but MSM and hijras reported 

discrimination and homophobia. Fears around breaks 

in confidentiality by the VCT service providers were 

common, but unfounded, except through unintentional 

disclosure during counselling. Furthermore, groups 

expressed faith in the quality of the HIV testing 

conducted at the government centres.   

6.1.2  PPTCT Services

The majority of participants were unaware of PPTCT 

(prevention of parent to child transmission) services 

and / or had not experienced these facilities. For 

those who were aware of these facilities, perceptions 

were generally poor and for the few participants who 

had used these services, experiences were mixed. 

• Poor quality facilities

The perceptions of the maternity wards were poor, 

with even basic facilities such as a water supply within 

the maternity unit reported as lacking:

“There is no water facility in government hospital.” 

(Street-based FSW, Hubli)

“Government hospital lack water facilities. It 

stinks everywhere.” (peer educator, Belgaum)

“There is no water facility there. There is not 

water available to bathe the baby after the birth...” 

(Home-based FSW, Belgaum) 

Thus, FSWs explained that only the poor would 

access such services:

“Only the poor go to government hospital.” (Street-

based FSW, Hubli)

• Staff attitudes 

Although there were descriptions of nurses and 

doctors mistreating women during labour,

“If the pain does not show up, the Ayahs and 

nurses pinch or beat up. Hence they don’t go to 

PPTCT.” (peer educator, Davangere),

For participants who had experienced PPTCT 

services, reports of staff attitudes were generally 

positive:

 “They don’t treat HIV infected as separate. Those 

from the community or from the society, they 

look after all of them equally and don’t do any 

discrimination.” (peer educator, Belgaum) 

“When we go to PPTCT, they observe our mental 

and emotional status; provide counselling… The 

doctors and nurses treat us kindly. They promise 

good care for us.” (peer educator, Hubli) 

• Demand for bribes

Negative reports of PPTCT services were usually 

related to discriminatory behaviour of health staff, and 

/ or the inability to pay bribes to them:

“…Promising me that they would do the delivery 

there only, they took 20,000 rupees from me and 

they did not treat me well. They were not touching 

me. First child which is female does not have HIV, 

but the present one, a male, which is born now, 

has HIV.” (peer educator, Hubli) 

“If you spend some money they will take very good 

care of you. They take about a thousand rupees 

for a delivery. Otherwise they don’t even glance 

at you. Only if you have money they treat you 

well…. They just show the baby and take it away. 

They take 1000 rupees for the male child; and 5000 

for a female child.” (peer educator, Bangalore)
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• Unnecessary medical interventions

A few participants expressed concern about ‘forced’ 

caesarean sections being conducted at PPTCT 

hospitals in order to extract more money from patients:

“In KIMS (one of the government hospitals), even 

when conditions exist for normal delivery they 

conduct caesarean section to remove the child.” 

(MSM peer educator, Hubli)

“In government hospital, even when the conditions 

exist suitable for a normal delivery they conduct 

caesarean operation and remove the child... This 

they do only with plan to extract more money 

from us.” (peer educator, Belgaum)

In summary, although many respondents are aware 

that HIV can be transmitted from mother to child, 

most do not know about PPTCT services. For those 

who do, barriers to use PPTCT services include poor 

facilities, discrimination, demands for bribes and fears 

about unnecessary medical interventions to extract 

money from patients. 

6.1.3  ART Services

Knowledge about ART services varied hugely 

between groups, with many participants, particularly 

home-based FSW, brothel-based FSW and hijras, 

either unaware that HIV treatment exists or aware 

conceptually that HIV can be treated, but unable to 

provide details on how or where this might happen.  

In contrast, most MSM and peer educator groups 

as well as a minority of FSWs had comprehensive 

knowledge around CD4 count testing, the need to 

take (ART) tablets regularly, the need to take tablets 

for life once started, and the need to adopt other 

‘healthy behaviours’ to remain well: 

“… I had taken one of my friends for CD4 count 

test. They did the CD4 test and asked him to come 

after three days. Before they give ART treatment 

they counsel and say, you should eat good food, 

consume fruits, non-vegetarian food, pulses, etc. 

You should have determination. The timings of 

taking the tablets should not be missed. If you 

miss there will be variation in your health.” (MSM, 

Davangere)

Despite this knowledge about the benefits of 

treatment, perceptions of ART services by those who 

had used them were frequently poor: 

 “…In comparison with VCT, ART Centre needs 

improvement.” (MSM, Bellary) 

• Discrimination

There were several reports of discrimination of key 

population by health care staff, including instances 

where ART treatment was withheld and staff did not 

attend to community members: 

“Once we had referred two patients. But the patients 

were not attended to. They neither conducted 

the CD4 count nor gave the ART treatment. The 

patient suffered a lot.” (peer educator, Belgaum)

 “Doctors at ART Centre do not attend to us 

properly. When CD4 count is done and found that 

the CD4 is less than 200, they should be given ART 

treatment. In one case, when our MSM underwent 

CD4 count test it showed 150. But the doctor 

declared that he does not need ART treatment… 

Because you see we do sex work. Their plan is not 

provide ART treatment to sex workers.” (MSM, 

Bellary)

 “There is one doctor in-charge there. He thinks 

that ART treatment is his personal property. He 

says treatment should be provided only to those 

whom I decide.” (MSM peer educator, Hubli) 

• Staff fears of HIV transmission

Sometimes discrimination was related to fears of staff 

about HIV transmission:

“About 8 days back one of acquaintances got 

admitted to government hospital… They were 

receiving treatment. In the meanwhile the doctor 

who went through their report got panicked. He 

directly and openly asked his staff not to touch 

the patient as the person has HIV. This is how a 

doctor in an ART Centre speaks. Even if the doctor 

does not behave this way, the staff there would 

certainly treat HIV patients discriminatively” 

(MSM, Belgaum).
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“…They hold the file brought by HIV positive 

person barely with two fingers. In ART Centre, 

they keep us in a far off distance while talking to 

us.” (MSM, Bellary) 

“When we go for counselling before getting the 

ART treatment, they shout at those HIV positive 

and ill treat them, ask them to stand afar...” (peer 

educator, Hubli).

In summary, for those who knew about ART services, 

discrimination was the key barrier to quality of care 

. Multiple access barriers also exist, and these are 

discussed in section 6.2 below. 

6.1.4  Care and support services

Most participants were unaware of care and support 

services. For the few who had heard about or 

experienced them, perceptions of quality of care 

were generally good, including remarks that staff was 

kind and good quality treatment and palliative care 

was provided to patients. Negative experiences were 

relared to homophobia among care and support 

providers. 

• Staff Attitudes

Perceptions of attitude of care and support service 

staff towards community members and PLHIV were 

generally excellent:

“…one thing is absolutely true, that they treat the 

positive people very well. There are no hurdles 

going there at all.” (MSM, Bellary) 

“… We have heard that the doctor there is a very 

nice person.” (MSM, Davangere)  

Rspondents shared how care and support service 

staff often took better care of patients than their own 

families did:

“There is an organization called ****** here. They 

admit the HIV positive there and provide them 

with treatment. There is a good hospital there. 

The doctor or the other members of the staff there 

don’t get weary. Even the family member may 

not take care of us, so well they take care of us… 

There are absolutely no problems in visiting and 

availing the service at ******.” (Brothel based FSW, 

Bellary)

“All the nurses and doctors there are very nice 

people and treat their patients so well. You have 

seen a mother who takes care of newly born 

baby; that is exactly how they look after us.” (Peer 

Educator, Bangalore)

• Quality of treatment and palliative care

Similarly, respondents reported good quality 

treatments and excellent palliative care, including 

provision of food for patients,

“...They provide good quality treatment and tonic, 

tablets etc. Further, they provide 10 Kgs. rice also.” 

(Peer Educator, Bellary)

“They provide milk and bread in that organization. 

Doctors visit every hour. They serve lunch in the 

afternoon. All sorts of arrangements are available. 

There are examples of those who were admitted 

there in a condition of dying any time, recovering. 

They say doors of our office are always opened.” 

(Peer Educator, Davangere)

Respondents also reported good support for children 

of PLHIV: 

“...If the patients have children, the centre takes 

care of their education and progress as well.” (Peer 

Educator, Bellary)

“If we become the members of the organization, 

*****, they provide ration. They help sending 

the children to school. They take care of us in all 

respect. They arrange for housing, get us tailoring 

machines, if we want to do some skill job they 

promise us to get some job. They take only persons 

living with HIV. They ask us to bring other HIV 

positive people also.” (Peer Educators, Hubli) 

Participants were aware that patients attending care 

and support services could get better:

“…If one goes there 2-3 months earlier, they can 

live 4-5 months well. We have seen people coming 

out rejuvenated from there.” (Peer Educators, 

Davangere)
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For those who do not survive, participants reported 

how palliative care continued after death:

“They admit the people living with HIV who are 

driven out from their families. If they die there, 

they take care of the last rites also. Till they get 

on well they take care of their food, bathing, etc,. 

well.” (Peer Educator, Davangere)

“...In *** Foundation, if the patient has no one to 

claim the body, they would complete the last rites 

also.” (Peer Educator, Bellary)

• Homophobia / discrimination

The major criticisms of care and support services 

again came from MSM (hijras had not accessed care 

and support services). Similar to the other services, 

they reported homophobia and discrimination:

“…Even the doctors there treat people living with 

HIV discriminatively.” (MSM, Bellary),

 “Our community members should have an 

exclusive Care and Support Centre. Because, if 

they are Satla (Transgender), they cut their hair, 

force them to wear pants and shirt. They don’t 

allow our community members to live as they 

want.” (Peer Educator, Bangalore)

In addition, peer educators in Bangalore reported 

poor experiences of their community members at 

care and support services:

“Those who receive treatment there have informed 

that it is very difficult there. Those who have gone 

there for taking the treatment stay there for about 

2-3 days, by fourth day they  quit and come out 

of the gates, such cases are also there. By looking 

at the patients in their last stage of AIDS, they 

get so scared that they are unable to stand it and 

they run away. Many have said openly, that the 

doctor there does not provide proper treatment … 

The organization is in a forest like place. We have 

to go into the forest. You don’t find even a single 

shop there. Our community members get bored 

there. As there is no one there to talk to them they 

can’t stay there. They come back.” (Peer Educators, 

Bangalore) 

In summary, the majority of respondents were 

unaware of HIV care and support services and had not 

experienced them. For the few who had, perceptions 

were generally good and staff attitudes, treatment and 

palliative care were reported as excellent. However, 

homophobia and discrimination by service providers 

were reported by some MSM. 

6.2 Access

In addition to barriers related to quality of care, 

several barriers related to access to HIV services 

were also reported. These included having to travel 

long distances to access services; having to pay 

costs for ‘free’ services; shortages of testing and 

treatment supplies necessitating multiple visits; long 

waiting times; the location of services within hospital 

settings; the requirement for ID and ration cards to 

access services; and the need for a ‘buddy’ before 

ART would be administered. ‘Access’ barriers 

were particularly problematic for those using ART 

services. 

6.2.1 Distance

Outside of urban settings, groups reported problems 

with travelling long distances for HIV testing and 

treatment services:

“They have to go to far off places for getting tested. 

For the problem of going so far also some people 

avoid going to testing.” (Rural home-based FSW, 

Dharwar) 

“It is quite far off, so we have not gone.” (Home-

based FSW, Bellary) 

Even within urban settings, the restriction of availability 

of ART services to a single hospital meant PLHIV may 

have to travel long distances to ART centres that are 

further away:

“Why have you kept the ART treatment only in ***? 

It should be made available in other government 

hospitals as well, such as *** Hospital, *** hospital, 

*** Hospital etc…. If one has to go *** Hospital for 

treatment, it is so far off, you see!” (Peer Educator, 

Bangalore)
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“In the present days of globalisation the rates of 

all essential things have gone up. Bus fare also has 

increased. So it is very difficult to go so far to receive 

ART treatment” (Peer Educator, Bangalore.)

Likewise, distance could be prohibitive both for 

rural FSWs needing PPTCT services and for others 

in the key population who require care and support 

services:

“…the government hospital is very far off from the 

villages…Those who have money may go, but we, 

villagers don’t go.” (Home-based FSW, Belgaum),

“Centres are far off. They don’t have strength even 

stand on their feet. They need support of someone 

to take them there.” (Peer Educator, Davangere)

6.2.2 Costs 

The costs associated with travelling long distances to 

access HIV services could also be prohibitive:

“Auto charges extra money; we don’t have money, 

we don’t go.” (Home based FSW, Bellary). 

The major complaint around costs however was 

having to pay for a ‘free’ service at government 

hospitals, including for treatment of STI’s: 

“They say everything is free; but it is free from 

the government side, not from their side; they 

take bribe for every service they provide, without 

which nothing will move.” (Home based FSW, 

Bangalore).

PPTCT services in particular were perceived to extract 

money from patients: 

“They say you get the services free of cost in a 

government hospital, but it is only pretension, 

they take money for every other thing. If you 

can pay the same money you can as well go to a 

private hospital for better service.” (Home-based 

FSW, Belgaum)

“The lack of money also prevents them from 

going.” (Home-based FSW, Bellary).

However, bribes were not reported at all services:

“If we choose to get tested [for CD4 count] 

outside, we have to spend rupees one thousand 

to four thousand every month. But they provide 

it free in government hospitals. They provide it 

in *** Hospital in Bangalore.” (Home-based FSW, 

Bangalore)

“…They don’t take any money there [at the care 

and support centre].” (Peer Educator, Bangalore)

“…In a private hospital they charge 5 to 6 thousand 

rupees for conducting caesarean operation. In 

government hospital, they do it free of cost.” 

(Home-based FSW, Belgaum)

Furthermore, there were reports that the situation 

was changing: 

“When we go to VCT, first we have to get a chit by 

paying ten rupees. Lately they are not taking this 

money.” (Peer Educator, Belgaum)

“Earlier when we used to go for testing, they used 

to ask us to pay Rs.10/-. When we ask, is it not 

it free for pregnant women, why do you ask for 

Rs.10/-, then they would say, all right, come.” (Peer 

Educator, Davangere).

6.2.3 Shortage of testing kits

Having to return due to shortage of HIV testing kits was 

another barrier to accessing HIV testing services:

“We got no time. Once we had been there to 

government hospital, then they said they don’t 

have a kit meant for testing…We can’t go there 

when we have work to do.” (Home-based FSW, 

Belgaum).

Insufficient supplies of CD4 testing kits at ART services 

were also reported:

“…HIV infected persons have to make 4-5 trips 

to undertake CD4 count test. They also put them 

off by saying that dates are not available for such 

tests. They ask them to come back some other 

day.” (MSM, Bellary). 
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“We refer the patients to ***. But the entire month 

they say they did not receive the kit and send back 

the patients… Waiting indefinitely, the patient 

gets frustrated and may commit something 

unbecoming or he may die of the illness.” (MSM 

Peer Educator,, Hubli).

6.2.4 Rationing of ART 

Rationing of ART was also reported by respondents:

“IPCC gives monthly targets. If the target crosses 

no one is given ART treatment.” (Peer Educator, 

Belgaum)

“…When he suffered with various illnesses he 

was to be taken to ART Centre. When he went 

there, they said the target of the month is over and 

asked him to come the next month. By next month 

that particular person had died. If this is the 

situation, why should there be an ART Centre?” 

(MSM, Bellary)

6.2.5 Overstretched Services

Staff shortages at VCT centres were occasionally 

reported: 

“…When I went there for the first time, they said 

doctor is not there and asked to come the next day, 

and then again the next day. Afterwards when the 

doctor was present myself and my husband went 

there and got tested for HIV.” (Rural home-based 

FSW, Dharwar) 

However overstretched services and long waiting 

times was a frequent complaint about ART services:

“…Those seeking ART treatment have to line up 

in queue daily. There would a line of about 300-

400 persons in the line” (Peer Educator, Bangalore) 

“For us the women in community, we need 4 

days to go there and get our medicine from there. 

Because, as people from various places get together 

there, there a huge crowd there. One single doctor 

has to handle a thousand strong crowds.” (Street-

based FSW, Bangalore)

This again could present a major barrier to access to 

treatment services:

“Our women do not access ART treatment. They 

would have attended CD4 test all right. But it takes 

up to four days for the doctor to attend them. Then 

they would take the blood for testing. Then again 

we have to wait another four days for the report to 

arrive. All put together, we have to waste ten days 

there” (Street-based FSW, Bangalore)

6.2.6 Location of services within hospital settings

The location of HIV services within hospital settings 

could readily lead to confidentiality being broken:

“In villages, if they come to know about someone’s 

HIV status, they would disclose the same to 

everyone. There is no confidentiality about the 

HIV positive…the villagers would not hesitate to 

presume that I had been to the hospital because I 

have HIV.” (MSM, Belgaum)

This was particularly problematic for ART services:

 “They have hung a board in the ART centre to 

indicate that it is meant for infected people. 

Obviously, if we go there, everyone will know 

that we have HIV. They will mistake us.” (Peer 

Educator, Davangere)

“Only *** knows that I am positive. I would have 

disclosed my positive status only with him. It is 

not public. But when I go there and wait in the 

queue, that I am HIV positive is made public. 

Everyone knows it.” (Peer Educator, Bangalore)

Participants explained how the fears of breaks in 

confidentiality could deter community members from 

accessing services:

“…Once a woman from our place visited this centre. 

She saw me there. She was scared seeing me there 

and was about to leave there. Then I stopped her 

and said, don’t worry, I am similar to you, I have 

also come receive ART treatment. Why are scared? 

I won’t tell anybody...” (Peer Educator, Hubli) 

“…All of them standing in the queue in the ART 

Centre are positive only. It is certain that they have 

come to receive ART treatment. It has become very 

difficult to receive ART treatment.” (Peer Educator, 

Bangalore)
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MSM also told of the homophobic abuse they could 

face while queuing in such a public arena:

“…They just make us go from pillar to post and 

in this shoving around we get terribly tired; as if 

we would die there only. If any of our community 

member go and stand in the line for accessing 

ART treatment, they talk abusively and say, see 

there ‘gandu’ has come, he gets it up in his ass and 

so he has AIDS. That is why he has come seeking 

for ART treatment. We die of extreme shame.” 

(MSM, Bellary) 

As a result, some felt that if treatment was made 

accessible outside of the government service centres, 

they would access such services: 

“Those who have money do not go to receive ART 

treatment. Because they fear the exposure... That 

is why for the sake of confidentiality they prefer 

to go to a private hospital. There are a few private 

hospitals, which provide ART treatment.” (Street-

based FSW, Belgaum)

Indeed, one participant explained how accessing 

services that are based some distance away could 

help protect confidentiality:

 “As the *** District Hospital is far off from 

here, and no-one can know if we go there, this 

is an advantage, hence people go there, all right. 

But, our office people should once take the HIV 

positive people and show the hospital.” (MSM, 

Davangere)

6.2.7 Ration and ID cards

Ration and ID cards are obtained when individuals can 

present evidence of their permanent address but for 

many KP members, including migrant and destitute 

sex workers, this is not possible. These cards serve 

as identity cards that are required to be produced 

while claiming several government services:

“Women in the community don’t have houses to 

live in. How can they get these ration cards and 

voters’ cards?” (Peer Educator, Dharwar)

Thus, the need to produce ration and ID cards 

to access services could prohibit key population 

members from getting tested for HIV;

“When we go there for testing they ask for ration 

card. For those who posses ration cards, it is all 

right? What about those who don’t have? Do all of 

our community people have ration cards?” (peer 

educator,, Dharwar)

“When there is no [NGO] clinic we go out to 

a private hospital and get tested. Because in 

government hospital they ask for a ration card or 

ask for voter’s ID.” (Hijra, Bangalore)

Lack of indentity cards also prevents key population 

from receiving treatment:

“One of the patients had come from another 

district... When they went there [to the ART centre] 

on the first day, they were sent back as the time 

of consultation was up. They say they attend only 

for one and a half hours and asked them to come 

during that timing. The patient is not able to even 

stand, impossible to hold him also. They were 

crying like anything. Counselling has been done. 

It did not go on well… Finally, they said that ART 

has to be given. Then they asked for the ration 

card. This person said, I don’t have a ration card 

and I am from Bellary. The moment they come to 

know that the person is from Bellary, they said, 

there is an ART centre in Bellary itself. Districts 

have quotas. Here treatment quota is available 

only those who belong to Dharwar district, Bellary 

people don’t have a quota here. You go to Bellary 

hospital, they give ART treatment there only.” 

(MSM Peer Educator, Hubli).

Respondents also explained how some ART service 

centres levied charges when ration cards could not 

be produced and insisted on sending CD4 count test 

results by postal mail before they would administer 

ART treatment:

“This person I am talking about was known to 

be positive. I had taken him for ART treatment. 

When we reached there they said, you have not 

had a blood test, you have to first undergo blood 

test, otherwise we will not be able to know about 
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the disease. The person did not have ration card as 

they had come from a village. Rejecting Rs.200/- as 

very less they have taken Rs.1000/- and done the 

test. Further they said, we will post you a letter 

about CD4 count test, then you can come and 

have CD4 count checked up. They also said that 

the letter should be brought along. Only then 

the test will be done. They say they would send 

it to postal address. Some of us live in rented 

house. What address should we register? Often 

the postman does not deliver the posts properly. 

Moreover village people hardly know their postal 

addresses. What address can they give?” (Peer 

Educator, Hubli]

The inability to produce the correct documentation 

could also preclude women receiving neviraprine 

during labour:

“…This woman I am talking about is from 

Dharwar... When she went there for delivery, they 

said, if you did not bring the report along we will 

not undertake deliver here, you can go. They sent 

her back. She was already in pains. That miserable 

woman comes and sits near our office and cries… 

By the time we located the person who had that 

report and brought that report to the spot, it was 4 

30. Till such time that woman, was there suffering 

severe pains. Despite our repeated request, the 

nurses just did not heed… When ultimately the 

report arrived and we showed it them, they had a 

glance at it and said, yes, this test was done here 

only. Then they made the admission and started 

providing treatment.” (MSM Peer Educator, Hubli)

6.2.8 ‘Buddy’ system

Finally, for PLHIV, ART service centres mandate 

that patients are accompanied by a friend or family 

member in order to receive treatment, presumably to 

help with adherence:

“In *** Hospital they provide ART treatment only 

if the patient is accompanied by another adult 

person… Because one needs to have someone 

who will serve the tablets to the patients from 

time to time and regularly. That person should be 

supportive to the patient. They counsel the patient 

for a long time.” (Peer Educator, Bangalore) 

Some respondents thought this support was helpful 

for community members:

“If we send the HIV patient for ART treatment 

alone, they would not go. Only if they are 

accompanied by an outreach worker or a peer 

educator, they would go. Because, they are to 

undergo all the tests, emotionally, as they are 

anxious, they would lose their cool. If they learn 

that it takes lot of time they would desist taking 

the CD4 count.” (Peer Educator, Belgaum)

“... Illiterates cannot distinguish. They think that 

both tablets are the same and swallow them. It 

is different with us. We have been trained and 

we know how to distinguish.” (Peer Educator, 

Davangere).

However, some other respondents indicate that this 

requirement could present yet another barrier to 

accessing treatment:

“…tell me, whom do I take as family, if the centre 

insists that I should take someone with me for 

testing. So, as a result I keep quiet and do not go.” 

(Home-based FSW, Bangalore) 

“… they asked the NGO to give a report mentioning 

that they did a house visit, and found no-one to be 

present at the patient’s house. Otherwise, bring 

along with the patient someone from their family. 

With this person, actually the father and mother 

were no more; his wife had a fight with him and 

left his home; if the hospital is bent up providing 

treatment only if someone comes with the patient, 

what would be his fate? Whoever is the person, 

the moment it is known that he/she has HIV they 

should start the treatment immediately.” (MSM 

Peer Educator, Hubli) 

The ‘buddy’ requirement could also result in a patient’s 

treatment being interrupted:

 “My husband used to take his elder brother with 

him; and they used to give the tablets. Once the 

elder brother had some quarrel with my husband 
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and he did not accompany him to ART Centre. My 

husband’s CD4 count dwindled down. We had to 

admit him in *** hospital. There he died within 

three days.” (Street-based FSW, Bangalore)

6.3 Overcoming barriers to 
quality of care and access 

Participants gave several examples of strategies they 

had used to overcome some of the structural barriers 

to accessing HIV services. In addition, although 

specific questions on NGO clinical services were not 

included in the FGD, a clear, unexpected outcome 

which emerged was community members’ high 

regard for the NGO services. Together these provide 

useful pointers as to strategies that could increase 

service utilisation by the KP.  

6.3.1 Perceived quality of care at NGO clinical 

services

• Sex work sensitisation

From the FGD it appears that NGO health staff 

attending to key population were sensitised towards 

sex workers:  

“….In our clinic, the doctor knows our women in 

the community well. They don’t ask embarrassing 

questions. They ask question which are useful for 

the treatment…. But in government hospital, they 

ask all sorts of questions; their way of asking cross 

question is a bit embarrassing.” (Peer Educators, 

Bangalore)

“…We can relate our problem here very openly. 

Same thing is not possible at a government 

hospital…” (Peer Educator, Belgaum)

Hence, the key population felt comfortable to disclose 

that they were sex workers and to speak openly about 

their ailments: 

“…Whatever STI’s we have, now we boldly come 

over here to our clinic and receive proper treatment. 

We cannot express our problems elsewhere; if we 

did it people move away from us.” (Brothel-based 

FSW, Belgaum)

“Though the services in government hospital are 

also almost free, we are not able to openly speak 

about our problems. But here we are comfortable 

in talking to our doctor. They patiently listen to 

us” (Home-based FSW, Bangalore)

• MSM / Transgender sensitisation

MSM also felt comfortable to disclose their sexuality 

at NGO run services: 

“The doctors in that clinic are specifically trained 

to respond to our issues. They treat us well... Our 

doctor there does not get weary of us, treats us so 

kindly.” (MSM, Bellary)

“We don’t consult outside. Because, I don’t know 

how to express the fact that I am MSM. That is why 

I don’t go. Whereas in our clinic, there are people 

known to us, we can freely share our problems 

with them...” (MSM, Hubli) 

• Confidentiality

Participants were confident that consultations between 

the doctors at the NGO clinics and themselves would 

remain confidential:

“…Most importantly, whatever we speak here 

with doctor remains confidential. As the problem 

with STI is to do with sexual organs, we cannot 

speak to an outside doctor very openly about such 

things.” (Peer Educator, Belgaum)

“If we undergo testing in our organization, the 

matter remains confidential and it is done free. 

It is not the same in government hospital, so we 

undergo test here only.” (MSM, Davangere)

• Exclusive services 

Respondents also liked the exclusivity aspect of the 

NGO clinical services:

“…The clinic in our organization is exclusively 

meant for our community people. We have our 

own doctor there. They don’t discriminate with 

us.” (Peer Educator, Bangalore)
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“We visit here once in a week and they treat us so 

well...” (Brothel-based FSW, Belgaum)

Indeed, exclusive services for key population were 

recommended as a strategy to increase VCT services 

utilisation:

“MSM should be tested separately. Then our 

community people would go for testing.” (MSM, 

Davangere)

• Quality of treatment

Community members expressed confidence in the 

quality of treatments provided at the NGO clinics:

“...They give good tablets. If for the same ailments 

we go to outside and take tablets, even for a 

week we will not get well.” (Home-based FSW, 

Belgaum)

“We get proper medicine in our clinic…” (Peer 

Educator, Bangalore)

• Absence of user fees

Groups frequently appreciated the absence of user 

fees at the NGO clinics: 

“We don’t have to pay our doctor here; it is all 

arranged by the organization.” (Home-based FSW, 

Bellary)

“…Services are free; hence we go there.” (Peer 

Educators, Belgaum)

“…in our clinic, whether it is table or ointment 

or tonic, everything is given free of cost.” (Home-

based FSW, Belgaum)

Moreover, many made favourable comparisons 

between NGO services and those provided at 

government hospitals:

“To look at from outside **** is a big institution. 

They put up board saying, “We in our institution 

provide tablets free of cost.” But they take the 

tablets outside paying Rs.5 for a tablet… They are 

available free in our clinic.” (Street-based FSW, 

Hubli)

“…They just almost silently do this test or that, 

charge us about 300 to 400 rupees and send us 

off…as the services here are available free [at the 

NGO clinic], they come and receive treatment.” 

(Peer Educator, Belgaum)

In summary, main ‘quality of care’ motivating factors, 

for accessing NGO clinical services include kind and 

competent health staff; lack of discrimination; a clear 

understanding of the issues around sexuality and sex 

work by clinical staff; exclusive, free and confidential 

services; and good quality treatment.

6.3.1 Overcoming barriers to quality of care at HIV 

service centres

• Sensitisation of HIV health staff

Participants suggested sensitisation training for HIV 

health staff on all aspects of sexuality and sex work:

“Wherever you go for seeking treatment or 

undergoing test, we find people who know nothing 

about us. They don’t know who is Satla Koti, what 

is PSK, who is hijra, etc. First of all they should be 

sensitized about such specific things. The doctors 

and counsellors should be specifically training 

in handling with the problems concerning us in 

particular.” (MSM, Bellary)

They also suggested employment of members from 

key population and PLHIV at the HIV service centres:

“Community members should be made 

counsellors. They would empathize with the 

feelings of the community members. It is good in 

all respects if the community member is made the 

counsellor.”  (MSM Peer Educator, Hubli)

“Community does not mean only members of the 

sexual minority. It will be good if a positive person 

is made the counsellor.” (MSM Peer Educator, 

Hubli)

Indeed, in HIV service centres where NGOs had 

already advocated for accessible and godo quality 

services, groups reported that staff attitudes had 

improved considerably:
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 “…One of the doctors from **** Hospital once 

came to Swati Mane, got all the information about 

Swati Mane... Now, when we go that hospital they 

treat us with honour and dignity. They said, now 

we realize the kind of harsh situations that would 

have pushed the women in Swati Mane into their 

sex work. Such a young doctor gives us so much 

respect. We feel honoured and happy.” (Peer 

Educator, Bangalore)

“Earlier all of them were admonished; not just the 

positive women, all of them... Now, such things 

don’t happen. We in Sangha have spoken to them. 

They now take care of the pregnant women well...” 

(Peer Educator, Bellary)

6.3.2 Overcoming barriers to accessing HIV 

services

Several groups provided examples of the various 

strategies used by individuals and by the NGOs to 

overcome barriers to access. 

• Peer educators accompanying key population to 

HIV service centres

Among current strategies adopted to facilitate 

access to VCT services, respondents reported that 

peer educators accompanied member of the key 

population: 

“We take the women for blood testing once every 

three months.” (Street-based FSW, Bangalore) 

“…Even after sensitizing them we need to take the 

community members and homosexuals to VCT, 

they don’t go on their own.” (MSM, Bangalore) 

Participants also reported that attending VCT services 

in groups facilitated access:

“The members of the organization get together 

once in a week and go for testing in a group.” 

(Home-based FSW, Bellary)

• Provision of referral letters from NGOs

In the absence of an available peer educator, a referral 

letter provided by the NGO was another strategy used 

by key population to facilitate access: 

“…Our office (NGO) issues reference letter to us 

to visit government hospital, hence they take good 

care of us.” (Home-based FSW, Davangere)

• Arrangment for free transportation 

The arrangement of free transportation to HIV 

service centres was another strategy that helped key 

population overcome barriers to access:

“Some people complain about the large distances. 

Then we take them in the vehicle of some of our 

acquaintances or make some other arrangements 

just to see that they are taken for testing.” (Rural 

home-based FSW, Dharwar) 

Respondents in Bangalore also reported the care and 

support service facilitating access in this way:

“…NGOs even take care of our transport. Someone 

should just inform them that there is a patient; 

immediately they would arrange for the vehicle 

and shift us and then take care of us with love, 

affection and faith.” (Peer Educators, Bangalore)

• Removal of user fees

Groups relayed how some HIV service centres had 

stopped extracting money from them, following 

resistance from service users:

“…Earlier they used to extract money from the 

patients. Now people have become so aware 

that even the villager question, why do ask for 

money?” (Peer Educator, Bangalore)

• Reduction in waiting time

Finally, participants suggested various strategies to 

reduce waiting time at ART service centres:

“Timings of ART treatment provision should be 

increased.” (MSM Peer Educator, Hubli) 

“If we extended the facilities of ART treatment to 

various places, the number of people in the queue 

gets reduced. Then one can seek ART treatment 

easily.” (Peer Educator, Bangalore)

In summary, strategies which have been successfully 

used by key population and some of the NGOs to 
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increase access to HIV services include sensitisation 

of HIV service staff; arrangement of free transportation; 

peer educators accompanying key population 

members to HIV service centres; and the removal of 

user fees. 

6.4 Recommendations

In summary, perceived quality of care and lack 

of access to HIV services are key barriers to HIV 

service utilisation by the key population. The major 

barriers related to quality of care include stigma and 

discrimination by health care staff towards the key 

population, in particular at ART and PPTCT service 

centres, as well as, homophobia towards MSM and 

transgender at all HIV services. 

The major barriers to access include having to 

travel long distances to access HIV services; costs 

associated with travel and bribes; lack of available 

HIV testing kits and rationing of ART; overstretched 

services leading to long waiting times; the location 

of services within hospital settings leading to breaks 

in confidentiality; and the requirement for ID cards, 

ration cards and a ‘buddy’ to access HIV services. 

Notably, none of these barriers were identified at 

the NGO-run STI services, with the key population 

reporting that they felt comfortable and safe to 

disclose their sexuality and had confidence in the 

quality of treatment and care they would receive at 

the NGO run services.  

To overcome the barriers to quality of care at existing 

HIV service facilities, this study recommends:

Sensitisation and awareness training on HIV 

and key population for all staff working at these 

facilities.  

Rules such as requirement of ration cards, ID 

cards and a ‘buddy’ to access various HIV 

services should be made flexible and user fees 

should be abolished. 

Continued expansion of ART services such that 

number of settings where ART can be accessed 

are increased and lengthy waiting time for 

patients is reduced. 

Maintenance of an efficient supply chain of 

testing kits to “stock out” situations. 

Provision of HIV services for the key population 

by the NGOs in the form of link ICTC. 

Cases of stigmatization and discrimination 

at the service facilities should be reported, 

documented and shared during the DAPCU 

meetings for appropriate redress.
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7.1 Personal factors 

Compared with sex workers and high-risk groups 

elsewhere (Downing, Knight et al. 2001; Ma, Detels 

et al. 2007; Wang, Li et al. 2008), low levels of HIV 

knowledge and low perceptions of risk to HIV infection 

were not major factors contributing to the low 

utilisation of HIV services among the key population 

in this study. Indeed, high levels of knowledge and 

awareness of HIV among respondents in this study 

were encouraging and suggest that peer education 

programmes have been effective in communicating 

safe sex messages. However, for some groups, 

particularly mobile brothel-based FSW and ‘hidden’ 

sex workers in rural areas, prevention messages are 

still needed.

Lack of knowledge about available HIV services, 

particularly those for treatment, care and support, 

and for prevention of mother to child transmission, 

was a major barrier to accessing services for some 

respondents. This has also been reported elsewhere 

as a factor that can inhibit HIV testing utilisation (Ngo, 

Ratliff et al. 2007; Wang, Li et al. 2008). 

When the HIV intervention programmes were initially 

established in Karnataka in 2003, free treatment 

and care services were not available and HIV testing 

was not actively promoted. As the provision of free 

HIV services has since changed in response to the 

escalating HIV epidemic, promoting HIV testing, 

treatment, care and support services among 

community members should become a key priority. 

This should enable early diagnosis and access to 

treatment of PLHIV and prevent onward transmission 

to sexual partners and infants.(Obermeyer and 

Osborn 2007)

For those who had good HIV awareness, the internal 

‘mental agony’ of a positive test result was a powerful 

disincentive for utilisation of VCT services, with 

some respondents preferring to remain ignorant of 

their status rather than discovering that they were 

HIV infected. This fear of knowing an HIV test result 

has also been reported elsewhere as a key barrier 

to utilisation of HIV testing services (Downing, Knight 

et al. 2001; Morin, Khumalo-Sakutukwa et al. 2006; 

Matovu and Makumbi 2007; Meiberg, Bos et al. 

2008). 

For those participants who had accessed VCT and 

other HIV services, the perceived personal benefits 

of doing so were identified as key motivators. The 

benefits included the relief of knowing their HIV status, 

being able to protect families (especially children) from 

HIV infection if they were infected, and experiencing 

others recover after receiving treatment, care and 

support services. Studies with injecting drug users 

have found that peer support and peer norms can act 

as motivators for HIV testing. (Downing, Knight et al. 

2001). Incorporating messages about the benefits of 

HIV testing, especially messages from peers, earlier 

into outreach education programmes could help key 

population overcome their fears and motivate them to 

undergo HIV testing. 

7.2 Inter-personal factors 

The pervading fear of stigmatisation and discrimination 

by others when discovered visiting a VCT centre 

or when HIV positive status is made public, were 

powerful inter-personal barriers to utilisation of HIV 

services by the key population. For community 

members who secretly sell sex and / or for men who 

have sex with men, accessing HIV services has the 

Chapter 7 Discussion and
Recommendations
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potential to double or triple their existing stigmatisation 

with the labelling as a sex worker, a homosexual and 

or a PLHIV. The consequences of family, neighbours 

and the wider community discovering a visit could be 

far-reaching, and could severely affect their family life, 

accommodation security, and their children. This fear 

of stigmatisation has been reported in many other 

studies, with HIV stigma encompassing death due 

to AIDS, fears around contagiousness and links with 

immoral behaviour (Galvan, Bing et al. 2000; Downing, 

Knight et al. 2001; Morin, Khumalo-Sakutukwa et al. 

2006; Ma, Detels et al. 2007; Matovu and Makumbi 

2007; Ngo, Ratliff et al. 2007; Meiberg, Bos et al. 

2008; Wang, Li et al. 2008). Indeed, a recent survey of 

PLHIV in Asia reported ridicule, harassment, physical 

assault and being made to change residence as 

some of the outcomes of this stigmatisation (Paxton, 

Gonzales et al. 2005). Sex workers in Northern China 

reported that they were more afraid of their families 

finding out they sold sex than they were of an HIV 

diagnosis.(Wang, Li et al. 2008) Thus, as Meiberg et. 

al. summarised “the more people fear negative test 

results and social stigma, the less likely it is that they 

will go for a test”.(Meiberg, Bos et al. 2008).

Elsewhere, strategies to overcome the fear of 

being seen accessing HIV services have included (i) 

provision of mobile VCT services which bring services 

to ‘hard-to-reach’ populations such as sex workers, 

(ii) provision of home-based VCT services and (iii) 

routine provision of VCT services within health care 

settings.(Matovu and Makumbi 2007) Routine VCT 

can help reduce stigma and discrimination and has 

helped improve access to and utilisation of VCT in 

several sub-Saharan countries (Bond, Lauby et al. 

2005; Matovu and Makumbi 2007). 

Given the excellent perception of the clinical services 

provided by NGOs and the location of NGO services 

outside of public settings, a key recommendation 

from this study to overcome inter-personal barriers 

and reduce HIV stigma and discrimination amongst 

the key population is to offer routine HIV testing at the 

NGO clinics as part of their overall package of care. 

In addition, the routine provision of ART at the NGO 

clinics would help promote HIV testing and increase 

ART utilisation. For hard-to-reach FSWs such as 

brothel-based FSWs, mobile VCT services delivered 

by the NGOs could help overcome inter-personal 

barriers and reduce stigma and discrimination within 

the sex worker community and increase HIV testing 

utilisation among them.(Morin, Khumalo-Sakutukwa 

et al. 2006) 

From this study, it is clear that strategies targeting 

the general population, aiming to reduce the stigma 

and discrimination facing PLHIV, FSW and MSM 

/ transgenders are also needed. Sensitisation 

and awareness training of journalists and police 

throughout Karnataka has already been undertaken 

with great success. (Gurnani, Beattie et al. 2009) 

Additional mass media campaigns which target 

illiterate members of the population, such as radio 

and television campaigns and pictorial messages 

on billboards and rickshaws, could help reinforce 

and spread appropriate messages. Workshops and 

awareness education with families of key population 

and PLHIV, including information on how to care for 

and support HIV positive family members, could also 

help reduce stigma and fear surrounding positive 

community members. 

Finally, legislation and policies protecting the key 

population against discrimination, violence, and 

homophobia, would also contribute to overcoming 

barriers to utilisation of HIV services. The recent 

ruling of the Delhi High Court, deeming the ban on 

homosexual sex as unconstitutional is an important 

first step in protecting the human rights of MSM and 

transgenders and should also help reduce stigma 

and discrimination against this group.

7.3 Structural factors 

Experiences of discrimination within health-care 

settings, including for HIV services, was a key 
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structural barrier here and has also been reported 

elsewhere (Elamon 2005; Ngo, Ratliff et al. 2007; 

Meiberg, Bos et al. 2008; Wang, Li et al. 2008). 

Interestingly, a study of key informants (health care 

staff) in Kerala found that health practitioners were 

often not consciously attuned to the discriminatory 

behaviours they were practicing (Elamon 2005; Ngo, 

Ratliff et al. 2007; Meiberg, Bos et al. 2008; Wang, 

Li et al. 2008). Similarly, a situational assessment of 

knowledge and attitudes amongst 596 counsellors 

in HIV services in Karnataka (2006) found that a little 

over half of them (51.8 percent) agreed homosexuality 

is against nature and social norms and the rest (41.9 

percent) thought laws against homosexuality should 

be strengthened.(NIMHANS 2007) Furthermore 

40 percent thought that good women are not sex 

workers and most (81.7 percent) felt good women 

only have sex with men they are married to. 

Clearly staff sensitisation and awareness training is 

needed in government run health and HIV service 

facilities to raise their awareness and understanding 

about FSW, MSM and transgender populations and 

thus improve perceptions of the key population towards 

these services. Indeed, respondents in this study 

reported that where NGO’s had already intervened, 

staff attitudes towards them had improved. 

The excellent perception of quality of care provided 

at the NGO clinics was a major motivation to access 

their HIV services. It also indicated that participants 

felt comfortable to talk about their concerns, their 

sexuality and their sexually transmitted infections at 

these services. Embedding HIV testing and treatment 

services within the NGO clinical services would 

likely overcome the structural barriers to HIV service 

utilisation that currently exist. 

Increasing the capacity of existing HIV services, 

particularly ART services, to reduce lengthy waiting 

time will help overcome structural barriers to 

accessing these services. Also, enforcement of laws 

prohibiting bribes; ensuring constant supplies of HIV 

testing kits,  CD4 count kits and ART; and ensuring 

adequate water supply in maternity wards, would 

help address the other structural factors contributing 

to poor perception of HIV services, specifically for 

PPTCT and ART services. Flexibility in rules such as  

requirement of identify proof or a “buddy” to access 

services should be considered. Finally situating 

service facilities closer to where key population live 

will help improve access. 

7.4 Recommendations

Based on the findings of this study, the following 

recommendations are made to policy makers 

and service providers, both government and non 

government for increasing the utilisation of HIV 

services by the key population:

For policy makers:

•	 Introduction of legislation which prohibits the 

discrimination of a person, including children, on 

account of their HIV status.

•	 Flexibility in rules regarding ration cards, ID cards 

and a ‘buddy’ to access HIV services. 

•	 The abolition of user fees for utilisation of HIV 

services.

•	 Increased supplies of HIV testing and treatment 

kits and abolition of ART quotas. 

•	 Continued expansion of ART services by 

increasing the number of settings where ART can 

be accessed.

•	 Co-location of HIV services with in services that 

key population access like NGO clinic.

•	 Improving the quality of care in government 

maternity units. 

For service providers:

•	 Training of peers and outreach staff on the 

benefits of early testing and entry into care. The 

outreach team should also be provided with skills 
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in communicating the same to the key population. 

The peers should be given exposure to the 

services.

•	 Ongoing education of key population on HIV 

transmission routes, symptoms, prevention snd 

care including available services.

•	 Involvement of capacity building of key population 

and their families in providing care.

•	 Mass awareness generation on HIV and mass 

sensitisation towards key population through 

media campaigns.

•	 Provision of HIV testing and treatment services 

by NGO’s as part of their standard package of 

clinical care for key population

•	 Provision of mobile VCT services for hard-to-

reach groups such as brothel-based FSWs.

•	 Training on HIV and sensitisation of key population 

for all staff working at HIV service facilities, including 

training on sexuality, MSM and transgenders. 

7.5	 Conclusion

This is one of the first studies to examine barriers 

and motivators to utilisation of HIV services by sex 

workers. It has thrown light on the various personal, 

inter-personal and structural barriers that prevent key 

population from utilising HIV services. The study has 

also generated insights into the factors that motivate 

utilisation of services by the key population, as well 

as, the strategies they have adopted to overcome the 

various barriers. will be crucial to improving service 

utilisation. Early access to HIV services can prolong 

the longevity and improve the quality of lives of PLHIV 

among KP. Moreover early HIV diagnosis can prevent 

onward HIV transmission to sexual partners and 

infants of infected mothers. Reducing the barriers 

to accessing these services is key for vulnerable 

populations to claim their right to good health. In 

addition it is the duty of HIV intervention programmes 

to ensure the populations they are working with are 

able to access the best quality HIV treatment and 

care available to them. 
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