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Report submitted by South India AIDS Action Programme (Siaap)



ACRONYMS AND ABBREVIATIONS

AIDS

-
Acquired immunodeficiency syndrome

ART

-
Antiretroviral therapy or treatment 

ARV

-
Antiretrovirals

CAB

-
Community Advisory Board

CBO

-
Community-based organization

CSO

-
Civil Society Organization

CVCTC+
-
Community Voluntary Counseling and Testing Centre

DOTS

-
Directly Observed Treatment, Short course
FGD
 
-
Focus Group Discussion

FIRM

-
Foundation for Integrated Research in Mental Health. 

GBT

-
Gay, Bisexual and Transgender and Transsexual

HIV

-
Human Immunodeficiency Virus

IEC

-
Information Education and Communication

INP

-
Indian Network for People living with HIV/AIDS

ISF

-
Indian Social Forum

KII

-
Key informant in-depth interview

MoU

-
Memorandum of Understanding

MSM

-
Male who have sex with Males

NGO

-
Nongovernmental organization

PEP

-
Post Exposure Prophylaxis

PIE

-
People living in the Immediate Environment

PLHA

-
People living with HIV/AIDS

PMC

-
Project Management Committee

PRI

-
Panchayat Raj Institutions

PSW

-
People in Sex Work

RNTCP
-
Revised National Tuberculosis Control Programme
S & D

-
Stigma and Discrimination

SACS

-
State AIDS Control Society

SIAAP
-
South India AIDS Action Programme

SPSS

-
Statistical Package for Social Sciences

SWAM
-
Social Welfare Association for Men

TN

-
Tamil Nadu

UP

-
Universal Precautions
VCTC

-
Voluntary Counseling and Testing Centre

WINS

-
Women's Initiatives

WSW

-
Women in Sex Work

EXECUTIVE SUMMARY

Project context

· Fast increasing spread of HIV epidemic in four high prevalence states and one contiguous state in South India.

· Low utilization of HIV-related services by members of marginalized communities. Poor health leads to loss of earning capacity and reinforces poverty in these communities

· Low utilization of services by those known to be HIV+, due to stigma and discrimination and advocate for better quality, confidentiality and non-judgmental care and support services. As a result, fear of disclosure keeps people away from testing and treatment centers. The need, therefore, is to reduce stigma and discrimination and build up the self-esteem and capacities of marginalized groups.

· Inadequate responses from the public health sector to make services accessible to these populations

Initial Successes of the project
· Formation of a coalition of eight partner organizations who have been able to work together in smooth cooperation and coordination.

· Establishment and operationalisation of seven CVCTC+, as planned. The centres have run successfully in the initial phase as shown by the increasing number of persons accessing the services – testing, counseling and referral – on offer. 

· Community mobilization has got off to a good start. Already, with increasing awareness and involvement of target communities, there is every reason to hope that dents have been made in entrenched social attitudes and prejudices.

· A baseline survey to assess existing levels of stigma and discrimination has been completed by all partners and its findings, both qualitative and quantitative, have been collated.

Advocacy Initiatives outside the Project context

· Advocating with RNTCP to provide DOTS treatment to Sputum Negative HIV Positive Patients.

· Advocating against Discrimination by writing a letter to the Chief Justice to prevent expulsion of HIV Positive children from school.

· CVCTC is used as link point in providing vaccinations for Infants and Antenatal care is also provided. (annexure 1)
Challenges
· High turnover of staff, especially those recruited from target communities.

· Lack of budget provision for testing and treatment kits.

· No accreditation from State AIDS Control Societies. 

· Formation of new positive networks by members of community who have long association with coalition partners, thereby creating waves of disturbance in the existing network under INP+

· Lack of common procedures in the operations of the CVCT Centres, viz., Testing protocols, Counseling Protocols, etc.

 Next implementation period
· Sharing the baseline survey report with all the community members in their native Language, obtaining feedback on the findings, analyzing them and planning a course of action based on them.

· Collection of data for building advocacy issues.

· Availability of PEP and UP in hospitals in the project areas – Situation analysis 

· Strengthening functional groups in target communities.

· Training Health Care Providers and Lawyers in the areas

· Developing suitable IEC material

· Assessing availability of treatment in government health institutions, planning and initiating advocacy with government authorities on the basis of the assessment.
· Some partners have been in dialogue with the state to recognize these VCTCs and accredit them, and all will take it up in the next 6 months.
Introduction

“Challenging AIDS Related Poverty: interventions with ownership, diversity, reach and innovation for poor and marginalized communities in South India” is a four-year project (January 2006 to December 2009), funded by the European Union through HIVOS, the Netherlands, and implemented in the four high risk states of India – Andhra Pradesh, Karnataka, Maharashtra and Tamil Nadu and the contiguous state of Kerala – by a coalition of eight Community Based Organisations (CBOs) / Non Government organizations (NGOs). These are SWAM in Chennai, the Indian Network for People Living with HIV/AIDS (INP+), a national network covering Chennai, Tiruvallur and Kancheepuram districts of Tamil Nadu for this project in Tamil Nadu; the Humsafar Trust, Mumbai, a male sexual health agency working with males having sex with males (MSM) populations in Mumbai and Thane district, Maharashtra; Sangama in Bangalore and Samraksha, working in Raichur district of Karnataka for the project; WINS in Thirupathi, Andhra Pradesh; the Foundation for Integrated Research in Mental Health (FIRM), Trivandrum, Kerala, working with marginalized groups; and South India AIDS Action Programme (SIAAP), Chennai, Tamil Nadu, the lead partner and working with women in sex work in Theni District;. (Map provided in annexure 2)
Objectives

The overall objectives are to reduce poverty and improve the quality of life of poor and marginalized communities affected by or vulnerable to HIV and AIDS and empower civil society organizations (CSOs) to check the spread of HIV and reduce the impact of AIDS in the project area.

Specific objectives are to reduce stigma and discrimination (S&D) and increase equitable access to means of prevention, treatment delivery, care and support for people in sex work (PSW); gay, bisexual, transgender and transsexual people (GBT); people living with HIV & AIDS (PLHAs) and their families; and people living in the immediate environment (PIE) of target communities. This is being implemented through establishment of Community based Voluntary Counseling, Testing, Support and Care Centres (CVCTC+) and promoting functional self help groups of members of target communities to address the sociological, psychological and medical factors that increase their vulnerability to HIV & AIDS.

The project’s rationale stems from the need to ensure that people use testing and treatment facilities and benefit from them. It was seen that uptake in government established centres is very low. This is mainly due to the S&D that marginalized groups face in these centres; this discourages them from accessing HIV testing facilities. Hence the purpose is not merely to increase the number of CVCTC+ but to facilitate them to access appropriate prevention, care and support services in the area, from the individual institutions offering them. Thus CVCTC+ acts as a bridge to link the needs of marginalized and vulnerable people and availability of services.  The centres are to act as a hub for vulnerable communities, drop-in-centres which are HIV friendly, providing group education to reduce fear and self stigma through efficient counseling.

ACTIVITIES 
1. Establishment, formalization and operationalisation of the coalition

The first and essential key activity was the formation of an organizational framework within which the eight coalition partners would cooperate to implement the project. All the partner organizations are working for many years in the HIV prevention. They have all been working with marginalized groups – PSW, MSM, PLHA, etc, have had previous contact and are aware of each other’s work. This has contributed to good coordination and cooperation from the beginning of the project.

 SIAAP, as the nodal agency for the project, has appointed a project coordinator who is responsible for coordination. A Project Management Committee (PMC) has been formed to effectively implement the project. Its members are the heads of all partner agencies or persons nominated by the agencies. The PMC meets once in three months to review progress and guide project staff. During the said period, four meetings were held in the months of January, April, July and October. The first was concerned with understanding the project and planning for it; the second, with discussing progress in the first quarter, deciding the indicators for baseline survey; the third, with examining the second quarter’s progress, and discussing various ways and means to obtain CVCTC+ accreditation; the fourth discussed results obtained from the baseline survey. The meetings are held as per the structure given in the PMC policy. (Annexure 3)
PMC meetings are held in different centres in rotation and, as part of the meeting, PMC members visit the host organization's CVCTC+ and Board members of the host organization are also present. This provides an occasion for monitoring and for obtaining suggestions from visiting partners. 

Major outcomes of the PMC meetings are: (Annexure 4 – Summary and Minutes of PMC meetings)
· Signing of MOUs between SIAAP and each of the other seven partners on the agreed objectives, actions, methods and financial arrangements. These agreements were signed in January 2006 at the beginning of the project period.

· Agreement on the choice of a name – – for the coalition. 

· Evolving a code of conduct for relations between partners. (Annexure 5)
· Discussion of training needs.

· Drawing indicators for the baseline survey and approving survey methodology.

· Refining/ simplifying log frame to help quantify levels of achievement in different activities. (Annexure 6 - Ms. Pascale Debord Slama's Monitoring Report)
· Discussions on participation in Indian Social Forum.

Results:

· Understanding each others perspectives and growing in solidarity

· Learning about advocacy needs as well as advocacy attempts

· Clarifying proposal and log frame related issues 

· Resolving differences among different partners

Log frame, mentioned above as a major outcome of PMC activity, provides a matrix, in both summary and detail, for listing project objectives and providing expected results, indicators and methods of verification against each of the objectives.  
2. Establishment and operationalisation of CVCTC+

Seven CVCTC+ have been established in various project areas. The choice of sites depended on HIV prevalence, density of marginalized groups and nearby ART centres. Four of them are situated in the major state capitals of Mumbai, Chennai, Bangalore and Trivandrum. The other three are in the district centres of Karnataka at Raichur, of Tamil Nadu at Theni and of Andhra Pradesh at Thirupathi. Whether in major cities or in smaller urban or peri urban locations, easy accessibility to the center by target or vulnerable groups were the criteria. Sites were selected in areas largely frequented by vulnerable communities such as PLHA, WSW and MSM. Another criterion is the involvement of community members, as far as possible, in site selection and establishment of the centres. 

 In Chennai, the CVCTC+ is in Koyambedu, city’s largest wholesale vegetable and fruit market, with a constant flow of l trucks from all over south India and a sizeable MSM population. The other centre in TN is in Theni District, close to the bus stand; a local women’s group is involved both in selection and operation of the centre. The centre in Bangalore is close to both the city railway station and main bus terminus. There is also a large floating MSM population in the area for whom the centre is easy to access. Peri urban Sirwar in Raichur has poor development indices and high HIV prevalence. The centre on the outskirts of Thirupathi lies in a low-income settlement where medical services are almost non-existent.

The care taken in site selection and in involving target communities, as well as setting up infrastructure – renting premises, making necessary repairs, procuring furniture and equipment – required an average period of about four months for a centre to become operational.

Staff recruited for the centres included project officers, accountants, office assistants, medical officers, counselors, nurses, lab technicians and outreach workers. Efforts were made to involve community wherever possible especially with the selection of outreach workers. Wherever possible the counselors were drawn from the community and to make this possible, community members were consciously trained to become effective counselors. Most recruitment was accomplished by the middle of the year; however, in some centres, high turnover of out reach workers made fresh recruitment necessary even later in the year.

Results:

At the end of the project’s first year, seven CVCTC+ have been established, fully staffed and operationalised, testing is being done in six of them, followed by referrals to government hospitals for further medical assistance. However, one partner has chosen to get the testing done at the government centre. There is a steady increase in the number of visits, by community members, to avail themselves of counseling and testing facilities. Referrals are taking place and condom distribution is sizeable (and consistently increasing) in five of the centres.

 In measurable terms, there have been 1131 visitors, 1121 counseling occasions, 1069 tested – of which 138 were positive – 314 general referrals and 35 ARV referrals and distribution of 47,726 condoms. 

3. Capacity building

The four trainings conducted for staff from all partners related to baseline research, accounting, vision and philosophy, and treatment education.

· Baseline research training enabled Research participants to understand the need for such research, to collect quantitative data, conduct FGDs and key informant interviews, and code documents. The subsequent dissemination workshop was an opportunity to share experiences regarding data collection, identify gaps. 

· Accountants of all partner organizations were updated on accounts requirements and procedures. An accounting manual was prepared and circulated. 

· The vision and philosophy training provided project officers with an understanding of the spirit behind the project. They also learnt about partner organizations and a committee of project officers has been formed to share experiences periodically.

· Treatment education provided technical knowledge about combinations of drugs available, practical problems related to adherence to ARV drugs, resistance to drugs, side effects, counseling, referral, home based care and confidentiality

In addition to the common training, each partner organization carried out training as per its perceived needs, for orientation, induction and foundation, understanding HIV/AIDS, counseling, project proposal, employment issues of PLHAs, and community PRI training. There was also training in some centres on communication and counseling, outreach work, advocacy and employment issues facing PLHAs.

4. Mobilization of target communities to access CVCTC+
Methods of mobilizing the target communities included contact through one-to-one and one-to-group sensitization meetings, village education meetings, meetings with village leaders, youth, women’s groups, devadasis, training for many of these groups, health camps, nutrition workshops, exhibition stalls for awareness, production and distribution of IEC material, staging of street plays; special events connected with World AIDS Day; formation of networks. Initially, some partner organizations utilized the IEC material developed by their respective centres.

In outreach work, a snowballing technique was most commonly adopted, with the outreach worker getting to know one key person in a community who would help identify others who may need the Centre's services. Trained workers from the centres patiently built up a chain of contacts, gaining the confidence of community members and increasing their awareness of HIV/AIDS and the need for testing and treatment.

To counter people’s reluctance to buy condoms from recognized outlets, some centres undertook direct distribution to target communities; trays were kept in one centre and boxes placed in public toilets were also stocked with condoms. 

A needs assessment study in one project area showed high levels of stigma, in particular self-stigma among PLHAs. There also exist low knowledge levels about HIV/AIDS and negative attitudes towards minority sexual communities.

Results:

6957 new contacts were made among vulnerable people through outreach work. 80 sensitization meetings were held for a total of 1077 persons; 19075 persons attended 180 meetings for youth groups; 1574 persons were sensitized at 4 exhibition stalls, and 377 at five health camps. There were three advocacy meetings for 50 persons. Nine street plays and 11 candle light memorial events resulted in 950 contacts.

Four of the centres have produced IEC material for local and wider distribution, some in more than one language.

Several staff members, particularly outreach workers, have been recruited from among vulnerable communities.

All agencies are facilitating formation of functional groups. 

Many vulnerable persons – including PSW, MSM and PLHA – have been identified, rapport has been established and they are being motivated to access services at the centres.

 Thousands of condoms were picked up by people from trays and boxes provided at some centres and in public toilets.

All seven centres have formed networks of vulnerable groups.

In 11 panchayat meetings (translated copy of resolution format - annexure 7), resolutions opposing stigma and discrimination against PLHA have been passed.

Empowering the community and making community members move towards taking on ownership of the centres is an ongoing task.

5. Baseline survey

The baseline survey was planned to assess existing levels of stigma and discrimination among target communities in project areas. Mixed methods were used to enable both qualitative and quantitative assessment. Formats for the survey, included a questionnaire to be used in key informant interviews and focus group discussions (FGDs) among target communities. The first step was a pilot study, based on interviews and group meetings with MSM and transgender communities in Chennai. Following this, guidelines were prepared and then discussed by the PMC at its meetings in April and July. The draft questionnaire was tested in June in project areas. An Operational Manual for the baseline survey was prepared and training conducted in research methodology for all partners. 

Notably, each stage of the baseline survey was discussed and approved by the relevant Community Advisory Board (CAB), formed to ensure community participation in the activity.

Results and results-objectives linkage

In all, 401 interviews have been conducted among community members, as well as 32 focus group discussions (FGDs) and 14 key informant interviews. Information gathered in the survey has been collated. Analysis of the information and action based on it will be pursued in the second year of the project. Information has been collected from PLHAs, WSWs, MSMs and PIEs. They have been broadly categorized into qualitative and quantitative findings. The former describes types and a level of S&D suffered by members of the different groups and provides case studies and quotations as examples. Various contexts and sources of S&D are identified for each group: family, health care settings, SACS and other government agencies, media, workplace, educational institutions, police, rowdies, clients of sex workers, neighbors and society in general, stigma by association and self stigma. From all these sources, S&D takes various forms – verbal abuse, refusal of treatment, social isolation, physical and sexual violence, extortion, false allegations, betrayal of confidentiality about the person’s positive status, loss of work, expulsion from school. For MSM and Hijras, there is the additional problem of denial of civil rights – for example, they are not able to get ration cards or open bank accounts. Yet another burden for all groups is self stigma (internalization of stigma) which causes guilt and self-blame. The findings also describe public attitudes towards these vulnerable groups through description of opinions expressed during FGDs of the general population. These show that opinion is divided regarding acceptance of WSWs, MSMs, etc; there is also a tendency towards superficial moral judgments.

Quantitative findings have been derived from information obtained from the same groups – PLHAs, WSW, MSM and PIE. Indicators used in collecting and tabulating information were knowledge about HIV, HIV testing, discrimination in health care setting, forced sex, violence and harassment, psychological support. For PIEs, different sets of indicators were used to measure levels of knowledge and prejudice. Detailed figures so obtained have been tabulated. Summaries of quantitative data for each group are provided here.

Among 101 PLHA participants, 75% were aware of at least three correct modes of HIV transmission and 89% were aware of how to protect themselves from getting HIV through sex. In Chennai and Sirwar, nearly 10% of the participants reported that they had been tested on a mandatory basis. About one-half of the participants reported that informed consent was not taken before their first HIV test, though they may have gone voluntarily for testing. Only 25% of PLHA have disclosed their status beyond a few trusted individuals (more than three persons) and 69% of those who live with partners have disclosed their HIV status to their sexual partner. In the last year, 57% of PLHA had experienced at least one incident of discrimination and 87% had experienced discrimination in health care settings. 69% of PLHA had self-stigma with feelings of shame, guilt, and self-blame.

Among 75 PIE participants, only 47% could identify three correct modes of transmission of HIV and 36% could identify three correct HIV prevention measures. While 92% identified unprotected sex as one of the modes of HIV transmission and 89% knew how to protect themselves from getting HIV through sex, only 67% knew HIV could be transmitted by needle-sharing. In spite of the relatively high knowledge level about HIV transmission, 89% expressed fear of contracting HIV from casual (non-invasive) contact with PLHA. Though only 7% reported that they would blame persons living with HIV/AIDS for their illness, 24% reported that they would feel ashamed if they are associated with a PLHA.

Among 65 WSW participants, 91% were aware about the sexual mode of HIV transmission and that condom use can prevent transmission through sex. However, only 66% were aware that needle sharing could also spread HIV. Among the 40 WSW who had gone for HIV testing, only 60% reported that informed consent was taken before their first HIV test. Majority did not disclose to health care providers that they are WSW. Among those who did so, a majority did not report any negative attitude from health care providers due to rapport between health care providers and WSW, fostered by local NGOs/CBOs. In the last year, the percentage of those WSW who reported: forced sex is 40%; physical abuse is 37%; verbal abuse is 55%; blackmail for money is 45%; and threat to life is 45%. Majority reported other sex workers as a major source of psychological support.

Among 160 MSM and Hijra participants, 64% were aware about at least three correct modes of HIV transmission, though 88% were aware about the sexual mode of HIV transmission.  And 95% were aware about how to protect themselves from getting HIV through sex. Among the 50 MSM/Hijras who had gone for HIV testing, 94% reported that informed consent was taken before their first HIV test. Not all MSM have disclosed their same-sex/bisexual behavior to counselors or doctors. Among those who did so, a majority did not see any negative attitude among health care providers due to the rapport built by local agencies working with these populations. In the last year, the percentage of those MSM and Hijras who reported forced sex is 46%; physical abuse is 44%; verbal abuse is 66%; blackmail for money is 31%; and threat to life is 24%. Majority reported that they look to their ‘community friends’ (other MSM or Hijras) for psychological support.

(Full report annexure 8)

Advocacy for action against stigma and discrimination

Advocacy is one activity that has been slow to take off in the project. This is mainly because common advocacy strategies, based on ground realities, will be devised following detailed analysis of the findings of the baseline survey. Meanwhile, in two of the eight project areas, some advocacy activity has been initiated; consisting mainly of sensitization Programmes for police and health care personnel. These are two important groups frequently in contact with the target communities and their attitude and behaviors are crucial to increase or decrease S&D. In both cases, encouraging initial responses have been noted.

KEY ACHIEVEMENTS

1.
Management of the Project among 8 partners could be attributed to effective functioning of the PMC which meets regularly. 


2.
Establishment and operationalisation of all seven centres: All centres are equipped, staffed and functional.

3.
Mobilization of the community: There is steady and increasing use of the facilities offered by the centres and a growing number of contacts are being made through outreach work.

4.
The baseline survey:  All partners have completed the baseline survey in their project areas. The survey has provided both qualitative and quantitative data on existing levels of S&D. This was done in a systematic manner, with training in research to build staff capability. Survey findings will provide a sound base for future planning and action.

5.
The budgets were put to effective use by mobilizing materials / resources available elsewhere, for e.g., SACS.  

CHALLENGES, DIFFICULTIES AND DELAYS

1.
Lack of provision in the budget for testing and treatment kits has slowed down implementation.  The budgetary provision was not made in the expectation that these supplies would be available from nearby government centres and hospitals. This has not happened and staff at different centres had to find various ad hoc and temporary means of obtaining the kits. In the initial stages, this problem delayed operationalisation of some centres; later, when visitors had to be sent to government facilities because kits were lacking, there was a dropping off in the number of those who actually did go for such testing.

2.
Delay in obtaining accreditation and permission for testing from the relevant SACS.

3. Difficulties in retaining staff on a long-term basis, especially those recruited from target communities.

4. Coordination with the some of the partners to get timely information.
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