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Infroduclion

India has about 2.25 million people living with HIV, with an adult prevalence
of 0.31% in 2009. There is a steady decline in prevalence over the years from
0.41% in 2000 through 0.36% in 2006 to the current level in 2009. This trend

is an outcome of effective strategies of programming in the last 3 decades

in the country. At the same time the coping capacities of PLHIV to the social
and economic impacts of HIV continue to challenge the uptake of prevention
as well as treatment services. Impact challenges relate to, among others, job
security, poor access to health care facility, low access to nutritional support
and education for children. Studies have shown that stigma and discrimination
related to HIV severely impedes access of PLHIVs to livelihood options and
treatment access minimising the opportunities to earn and remain healthy.
There is, thus, a need for creative response to ensure that PLHIV have access to
many of these critical needs for their sustenance.

According to the 2006 UNDP NACO NCAER study average HIV household

income is lower by 34% than non-HIV households. It is also evident that HIV
widow households are economically worse off than other HIV households

with lower incomes, poorer living conditions, fewer amenities at home with
higher borrowings or asset liquidation. Close to 40% of adults living with HIV,

in the country are women, of whom 43% live alone without any kind of assets
and support systems. It is clear that there is an urgent need to protect people
living with HIV, especially women, from further socio-economic shocks. Social
Protection schemes play a crucial role in helping PLHIV in managing such shocks.

Social Protection refers to public interventions to assist individuals, households
and communities to manage risk better and that provide support to the critically
poor.t National AIDS Control Programme in India, with technical support from
UNDP, has been focusing on improving access of the PLHIV to the existing social
protection schemes. Efforts have been made to adapt the existing schemes

to include PLHIV (HIV-sensitive) as well as to initiate new schemes that direct
address the issues of PLHIV (HIV-specific).

! From Safety Net to Springboard - Social Protection Sector Strategy; World Bank 2001



This document is an effort to put together a list of key social protection schemes that could
be accessed by the PLHIVs in India. The schemes have been categorised as preventive,
protective and promotive measures based on the following understanding:

Preventive - seek to avert deprivation and deal directly with poverty alleviation. They include
social insurance for economically vulnerable groups and, in agriculture, strategies of crop or
income diversification.

Protective - provide relief from deprivation. Examples include social assistance for those
unable to work and pensions. Other protective measures can be classified as social services,
such as free health services.

Promotive - aim to enhance real incomes and capabilities, which is achieved through a range
of livelihood enhancing programmes targeted at households and individuals, such as micro-

finance.

The latter section contains information and analysis of some key schemes.?

2 This analysis was done by PWN+, the national organisation of WLHIV, with support from UNDP and Swasti,
and presented to the Planning Commission in June 2011. This summary derives the issues, challenges and
recommendations from the experiences of WLHIV in accessing the schemes.
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Summarj and Anafjsis of Some
Key Schemes of Different Ministrics

{rom (hc Pcrspcefivc: of Women

Living with HIV

This section contains information and analysis of some key schemes. This analysis was

done by PWN+, the national organisation of WLHIV, with support from UNDP and Swasti,
and presented to the Planning Commission in June 2011. This summary derives the issues,
challenges and recommendations from the experiences of WLHIV in accessing the schemes.






Minisf}'j of Rural Dcvcfopmcnf

Schemel

1. Name of the Scheme

Indira Awas Yojana (lAY)

2. Brief Description

The objective of the Indira Awas Yojana is primarily to help construction/up gradation of
dwelling units in rural areas. Indira Awas Yojana is a Centrally Sponsored scheme funded on
cost-sharing basis between the Government of India and the State Governments in the ratio
of 75:25

3. Relevance of the Scheme

e Scheme is very relevant for the PLHIV as it addresses the important need of shelter
for them.

e Many of the women living with HIV experience destitution as they are thrown out of
their homes (parental or marital).

e NACO- NCAER-UNDP study shows that around 90% women are thrown out of married
homes after the husband dies of AIDS.

e Homelessness would further increase their vulnerability as a result of unhygienic living
condition, poor access to health care, nutrition and access to many of the services. They
will also be at high risk to violence.

e ltis difficult for PLHIVs, especially women, to get a home for rent — particularly if the
status is known. Even if the status is not known, there is always the fear that they will be
discovered and thrown out.

Rangamma (name changed), 28 year old woman from Andhra Pradesh, had no home of her
own after the death of her husband with two small children to look after. She accessed the
IAY scheme and this is what she had to say: “......today, even though my husband is not there,
we have a shelter to live in. Otherwise house rent will be an additional burden to me that
increases my vulnerability.”

Houses made under the IAY are based on quality standards and have smokeless chulha
(PLHIV are prone to TB and co-existence of HIV & TB infection is common) and toilet, which
improves quality of life, and prevents illness.
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4. Issues and Challenges of PLHIV

A number of PLHIV are not falling under the selection criteria for IAY and are not able to
access the scheme.

There is no special provision for PLHIV under this scheme and PLHIV are reluctant to take
this issue up as this may reveal their identity.

Inherent challenges in the IAY programme as experienced by PLHIV

& Cumbersome process (including getting multiple signatures and documents) and
repeated visits to government offices to get the scheme sanctioned. This becomes
difficult for PLHIV due to their bad health and even more so for a woman.

Amount is inadequate given the rise in cost of materials.

Even if sanctioned, corrupt practices and unjustified demands make it impossible for
women living with HIV. Involvement of politicians makes it worse (e.g., centralisation
of power in politicians in the north east).

& Delays in approval, grant release and implementation.

5. Recommendations
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e Include PLHIV within the scheme as a special category beneficiary

e Make the procedures simple, less stigmatising for PLHIV — if their status has to be
revealed.

e Reduce the grant release to two installments to avoid delays in release.

e Ensure that houses are not allotted for PLHIV in isolation from others (leading to ghetto-
ising) and not demarcated with a name (such as Beggars Colony for beggars).

Scheme 2

1. Name of the Scheme

Swarnjayanti Gram Swarozgar Yojana (SGSY)

2. Brief Description

The objective of the Swarnjayanti Gram Swarozgar Yojana (SGSY) is to bring the assisted
poor families (Swarozgaries) above the Poverty Line by ensuring appreciable sustained level
of income over a period of time. This objective is to be achieved by, inter alia, organising
the rural poor into Self Help Groups (SHGs) through the process of social mobilisation, their
training and capacity building and provision of income generating assets.



3.

Relevance of the Scheme

In a study done by NACO-NCAER-UNDP on Macro-Economic Impact of HIV and

AIDS in India (2006), it was found that household income within the HIV household
decreased by 66.25% due to rising cost of treatment and loss of job. Per capita monthly
expenditure was four times higher than the non-HIV household due to treatment costs.
It was also reported that close to 46% of the HIV households borrowed from money
lenders to meet the rising cost of living, compared to only 27% of non-HIV households.?

Several women face destitution and denial to property after the death of their positive
husbands. They are unable to raise voice, seek justice due to fear of stigma from
community.

Loss of job due to status being known or absenteeism due to illness —results in decrease
in income.

Poverty is thus one of the major shocks experienced by an HIV household requiring
support in poverty reduction strategies.

Santhi (name changed), a woman in her late 20s from Kerala, had an ailing husband due
to AIDS and with increased treatment cost had lost all the properties. She is also infected
but healthy. Supported by the District network through a loan, which she invested in
small business, she is able to meet the cost of treatment and maintain a reasonable living
condition.

Support from NGOs, civil society and private sector is project-based and not sustainable.

Several positive women have formed SHGs of their own and are in a position to access
this scheme. However, they are not allowed to become members of federations, a pre-
requisite for bank loans.

SGSY scheme, modified to address the needs of WLHIV would be of great support in
improving their household income and reducing poverty levels.

4. Issues and Challenges of PLHIV

WLHIV groups are not granted loans by banks due to their positive status, lack of
security/collateral and low savings of WLHIV groups (due to lack of family income to
support the women).

WLHIV are scattered and this impacts the functioning of the SHG. Becoming a member
of a mixed group is difficult as other members do not welcome WLHIV.

! http://data.undp.org.in/hiv/BigPicture.pdf
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5. Recommendations

e Include PLHIVs as a beneficiary group in the scheme and support formation of SHGs of
WLHIV.

e PWN/women resource centers should become mother-NGO and get assistance for
support to and monitoring of WLHIV groups.

e Improve access to credit facility, ensuring confidentiality and without being stigmatised.

e Focused training and skill building support for initiating income generation activities
— given their physical and health condition.

o Sensitise Block SGSY Committee, Banks, DRDAs to the issues and needs of PLHIV,
especially women.

e Block SGSY committee, while selecting the activities for funding, should give priority to
PLHIV groups.

e Waive minimum duration of existence for accessing of scheme for WLHIV.
e Relax collateral requirement for WLHIV.

e SGSY should recognise that WLHIV are bankable and have used other sources for funding
which have worked.
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Scheme 3

1. Name of the Scheme

National Rural Employment Guarantee Scheme (NREGA)

2. Brief Description

The Mahatma Gandhi National Rural Employment Guarantee Act aims at enhancing

the livelihood security of people in rural areas by guaranteeing hundred days of wage-
employment in a financial year to a rural household whose adult members volunteer to do
unskilled manual work.

3. Relevance of the Scheme

e The NACO-NCAER-UNDP study (2006) found that unemployment within the HIV
household increased from 3.6% to 9.8%.

e Key reason for unemployment is increased frequency of ailments.
e 74% PLHIV did not disclose their HIV status in the workplace due to fear of losing job.

e Pressure to earn is great as 71% of PLHIVs had dependents half of whom were sole
breadwinners of the family. Almost 50% were in debt.?

2 http://data.undp.org.in/hiv/BigPicture.pdf



Thus on the one hand increase in expenditure and on the other hand a shaky employment
situation further pushes PLHIV into poverty. Therefore access to employment is a critical
need of PLHIV.

4. Issues and Challenges of PLHIV

e NREGA most often offers only physical hard labour which makes it difficult to access for
most of the PLHIV who are on ART and in bad health condition.

e Though there is provision to provide softer work under the schemes to PLHIV in some of
the states, due to lack of communication, officials are not aware of this and therefore,
PLHIV cannot take advantage of this benefit.

e Stigma and discrimination and breach of confidentiality are major issues for accessing
the scheme under provision for PLHIV to do softer work.

e The officials lack sensitivity towards PLHIV.

5. Recommendations

e Sensitise NREGA officials to the issues and needs of PLHIV, especially women.

e Provision of softer job to PLHIVs and add PLHIV as a special category beneficiary within
the scheme.

e In case PLHIV have no access to soft work — should have access to daily unemployment
allowance.

e Soft work — should be defined in consultation with NACO and network of PLHIV.

e Women and girls infected and affected by HIV should be given preferential allocation for
work to ensure steady income.

e WLHIV on ART should be given short breaks periodically during the day, if needed.

Scheme 4

1. Name of the Scheme

Indira Gandhi National Widow Pension Scheme (IGNWPS)

2. Brief Description

The objective of the scheme is to benefit widows in the 45-64 age group who fall under the
poverty line by providing them a pension amount of Rs. 200/- every month. It is withdrawn if
the woman remarries on moves above the poverty line.
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3.

Relevance of the Scheme

WLHIV are unable to have a permanent employment or a constant source of income, as
the illnesses associated with HIV make them too debilitated to work or due to the stigma
associated with the positive status.

The woman often faces rejection from her family (both natal and marital) due to her
status as a widow and as a PLHIV and thus lacks support.

90% of the HIV widows in the NACO-NCAER-UNDP study were forced to leave their
marital homes.

79% of positive women were denied a share in their husband’s property.
43% positive women were living alone.

The inability to work, or secure an employment causes them to be unable to generate
income for the family responsibilities.

The PLHIVs also need to be on ART, and to respond to ART well, they need to have
proper nutrition, securing which requires money.

Thus, support from the state for subsistence becomes absolutely essential for PLHIV widows.

4.

Issues and Challenges of PLHIV

Most WLHIV become widowed at a young age and do not fall in the required age group
of 45-64 years and thus, unable to access the scheme.

Inherent challenges in the scheme as experienced by PLHIV
& Amount is inadequate given the rise in cost of materials

¢ Need to get signatures of the Ward Counsellor, Tahsildar and MRO of the mandal
— makes the process time consuming and cumbersome.

5. Recommendations

Include PLHIVs within the scheme as a special category beneficiary and waive the age
criterion for them. (This has been successfully done in the states of Nagaland, Tamil
Nadu and should be done centrally)

Increase the pension amount; Rs. 200 is a very insufficient amount. The pension amount
should be increased. While rice, dal can be/ being provided through other schemes,
there is a need for intake of fresh vegetables and additional medicines for PLHIV.
Therefore, the need for increased pension.

Make the procedures less stigmatising for PLHIV — if their status has to be revealed.

Easier and hassle-free documentation criteria — affidavit or death certificate should
be enough.

Speedy approval and disbursal of entitlement.



Scheme 5

1.

Name of the Scheme

National Family Benefit Scheme

2.

Brief Description

The objective of the scheme is to provide work, education and social assistance in case of old
age, sickness, disablement and other deserving cases. The programme essentially looks at
assisting people, especially destitute families and mothers living in poverty to tide over the
illness and death of the breadwinner. The financial assistance given to the family is Rs.10,
000 on the death of the breadwinner and Rs. 200 per month as pension.

3.

Relevance of the Scheme for PLHIV

Women living with HIV, due to their positive status and often experience destitution
after the death of the husband, and are pushed into poverty with limited access to
resources to meet their and family’s needs.

& 90% of the HIV widows in the NACO-NCAER-UNDP study were forced to leave their
marital homes.

& 79% of positive women were denied a share in their husband’s property.
& 43% positive women were living alone.

Majority of widows living with HIV/AIDS are in the 18-35 age groups. Many of them are
compelled to do sex work to support themselves and their children.

Extension of this programme would enable them to improve their lives and access better
health care, psycho-socio support etc.

. Issues and Challenges of PLHIV

Not all PLHIV come under the BPL category and would therefore not be eligible for the
scheme even though there is a need for such a coverage.

. Recommendation

All widows of PLHIV should be eligible automatically irrespective of BPL status.
Make the procedures less stigmatising for PLHIV — if their status has to be revealed.

Easier and hassle-free documentation criteria — affidavit or death certificate should
be enough.

Speedy approval and disbursal of entitlement.
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Minisfpf of Women and Child
Dcvc[opmcnf

Scheme 1

1. Name of the Scheme

Short Stay Home for Women and Girls

2. Brief Description

Categories of women/girls/children included under this scheme include those who have
been forced into prostitution, leave their homes without any means of subsistence and
have no social protection from exploitation and are facing litigation on account of marital
disputes, sexually assaulted, victims of mental maladjustment, emotional disturbances
and social ostracism, those who escape from their homes due to family problems,
mental/physical torture and need shelter, psychiatric treatment and counselling for their
rehabilitation and re-adjustment in family/society.

3. Relevance of the Scheme for PLHIV

e Evidence shows that more than 80% women get thrown out of their homes after death
of an HIV infected husband or when their positivity is disclosed.

e Homelessness would further increase their vulnerability as a result of unhygienic living
condition, poor access to health care, nutrition and access to many of the services. They
will also be at high risk to violence.

e 79% of positive women were denied a share in their husband’s property.
e 43% positive women were living alone.

e ltis difficult for PLHIVs, especially women, to get a home for rent — particularly if the
status is known. Even if the status is not known, there is always the fear that they will be
discovered and thrown out.

During homelessness, it is important for WLHIV to have a safe place to live in with hygienic
conditions and access to basic amenities and nutrition — till they find or can afford a more
permanent residence.

An educated WLHIV who works in the development sector often regales the story of how
she has had to change house 19 times in the past few years due to stigma and/or unsafe
conditions and the difficulties she faces in finding a place to stay in during the frequent
changes.



4. Issues and Challenges

Awareness of facilities and services rendered by short stay homes is limited in the
general community as well as PLHIV.

Many women living with HIV (WLHIV) avoid availing services at the home due to their
previous experience of stigma and discrimination in the health or other facility.

These short stay homes are located in major towns and cities and their access is limited.
PLHIV are living across various villages and will find it difficult to reach.

Many of these short stay homes are overcrowded and inmates are not able to get proper
services.

As medical check-up is compulsory for stay at the home, most WLHIV are hesitant due to
fear of disclosure.

WLHIV are not welcome in short stay homes.

5. Recommendations

e Special short stay homes are required for WLHIV and other homeless/destitute women
— apart from the existing facilities which are meant only for those who are arrested/
rescued.

e Wider awareness about this scheme and the services that are offered here is needed.

e Staff and other inmates of short stay homes need to be sensitised about issues regarding
confidentiality, care and support to ensure stigma free environment.

e Increase the stipend for WLHIV inmates.

Scheme 2

1. Name of the Scheme

Nutrition Programme for Adolescent Girls (NPAG)

2. Brief Description

The scheme addresses the problem of under-nutrition among adolescent girls. Under the
programme, special additional assistance has been given to the states to provide food
grains (rice in Sikkim) to the identified beneficiaries totally free of cost through PDS (Public
Distribution System) @ 6 kg of Rice per beneficiary per month.
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3. Relevance of the Scheme for PLHIV

e Malnutrition weakens the immune system increasing the vulnerability and susceptibility
to infections. HIV infection further deteriorates the immune system.

e Adolescent girls living with HIV/AIDS are more vulnerable to many deficiencies and
infections due to their poor immunity and other vulnerabilities.

e HIV causes mal-absorption and excess nutrient loss that further increases their
nutritional requirement.

e Low economic family background aggravates the vulnerabilities. They have very poor
access to nutritious food intake and increase their vulnerability to several of the
infections.

e Arecent study by UNICEF has reported that 50% of the adolescent girls in India are
anaemic (56%)3. Further the study said - 47% girls in the age group of 15 - 19 year are
underweight and 43% of girls were married off before the age of 18. HIV prevalence
rate among girls in the age group of 15 to 19 years is 0.07%.* High level of malnutrition
among adolescent girls coupled with HIV prevalence makes the need for nutritional
support very high.

4. Issues and Challenges of PLHIV

e The scheme has not so far been availed by WLHIV and therefore no issues or challenges
have come up as yet.

5. Recommendations

e Include PLHIV adolescent girls as one of the key beneficiary groups under this scheme.
e Additional nutritional support (iron and protein rich) to girls and children living with HIV

e Angan Wadi Workers should be trained to address the issues of HIV infected and affected
adolescent girls.

e Priority focus by AWW on infected girls while following up on accessing the support.
e Ensure confidentiality while placing the name with Gram Sabha.
e Ensure presence of women panchayat leader at the point of weighing.

e Additional nutritional support (iron and protein rich) to girls and children living with HIV.

3 http://southasia.oneworld.net/todaysheadlines/over-50-adolescent-girls-in-india-anaemic-unicef
* International Institute for Population Sciences (IIPS) and Macro International (2007) 'National Family Health
Survey (NFHS-3) 2005-06', India: Volume 1



Scheme 3

1. Name of the Scheme

Rajiv Gandhi Scheme for Empowerment for Adolescent Girls (RGSEAG)

2. Brief Description

Focus of this scheme is self-development and empowerment of adolescent girls;
improvement in their knowledge on health, hygiene, nutrition, reproductive & sexual
health, family, child care; up-gradation of home-based skills, life skills and vocational skills;
mainstreaming of out of school girls; information and guidance on existing public services
such as PHC, CHC, Post Office, bank, police station, etc.; nutritional supplements.

3. Relevance of the Scheme for PLHIV Adolescent Girls

Adolescence is an age of constant turmoil due to psychological and bodily changes an
adolescent go through. Experience becomes much more acute for an HIV infected or
affected adolescent, particularly girls.

By this period most of the infected or affected adolescent girls would be orphaned

or is living with an ailing parent. Being the daughter of a PLHIV increases stigma and
discrimination from community they live in, school they study in and their own relatives.
This heightens their experience of trauma — affecting their mental and psychological
growth.

There are anecdotal evidences of single infected mother struggling to handle the stress
that their children go through, particularly the adolescents.

Adolescent children and girls living with HIV very often have physical and mental under-
development as compared to other children of similar age. The nutritional packages and
the special therapies being provided under this scheme would help the adolescent girls

living with HIV immensely in this regard.

The current National AIDS Control Programme does not provide any psycho social and
empowering support to Adolescent Girls who are either infected or affected by HIV
and AIDS.

Groups like Sakthis and Sahelis would enhance the life skills of these girls and allow them
to overcome barriers and access the health care system, which their mothers hesitated
to do.

Given these circumstances and due to their socio-economic background with limited
access to any psycho-social support, RGSEAG is an ideal scheme that could be of great
support to the adolescent girls who are infected or affected by HIV.
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4. Issues and Challenges of PLHIV

e The stigma and discrimination that prevails in society makes it difficult to club adolescent
girls infected and affected with HIV/AIDS with other adolescent girls’ group.

5. Recommendations

e At least in high HIV-prevalence districts, special focus should be given to infected and
affected adolescent girls under the scheme.

e In collaboration with NACO, special packages to address issues of positive adolescents
should be introduced in the training kits of AWW. The life skill programme already
available could be combined with the life skill training under this scheme to improve the
access to health care through ART centres.

e Anti-Retroviral Therapy (ART) Centres should also be designated as Centres for
implementation of this scheme to facilitate reaching the adolescent girls living with HIV
with the services/facilities. Where not feasible, close coordination between the District
Hospitals and ART Centres should be ensured.
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Scheme 4

1. Name of the Scheme

Support to Training and Employment Programmes for Women (STEP)

2. Brief Description

The STEP scheme mobilises women in small viable groups, provides training for skill up-
gradation and makes facilities available through training and access to credit. The scheme
enables groups of women to take up employment-cum-income generation programmes of
their own (including backward and forward linkages). It provides support services for further
improving training and employment conditions for women. The integrated package also
provides health check-ups, referral services, mobile creches and educational facilities.

3. Relevance of the Scheme for PLHIV

e Women living with HIV, due to her status and often after the death of her husband,
experience destitution and are pushed into poverty with limited access to resources to
meet her and family’s needs.

& 90% of the HIV widows in the NACO-NCAER-UNDP study were forced to leave their
marital homes.

79% of positive women were denied a share in their husband’s property.

43% positive women were living alone.



e Majority of widows living with HIV/AIDS are in the 18-35 age groups. Many of them are
compelled to do sex work to support themselves and their children.

e Extension of this programme would enable them to improve their livelihood and access
better health care, psycho-socio support etc.

4. Issues and Challenges of PLHIV

e A number of PLHIV are not falling under the selection criteria for STEP and are not able
to access the scheme.

e There is no special provision for PLHIV under this scheme and PLHIV are reluctant to take
this issue up as this may reveal their identity.

5. Recommendations

e Relax selection criterion and extend programme to include all women and girls living
with HIV to enable them to develop skills, avail of employment opportunities and
become independent.

Scheme 5

1. Name of the Scheme

Integrated Child Development Scheme (ICDS)

2. Brief Description

The ICDS is the largest programme for promotion of maternal and child health and nutrition
in India and the world. The program provides an integrated approach for converging all the
basic services for improved childcare, early stimulation and learning, health and nutrition,
water and environmental sanitation aimed at the young children, expectant and lactating
mothers, other women and adolescent girls in a community. The beneficiaries are children
below 6 years, pregnant and lactating women and women in the age group of 15 to 44 yrs.

3. Relevance of the Scheme for PLHIV

e All the key services provided through the ICDS scheme, viz, supplementary nutrition,
immunisation, health check-up, referral services, pre-school non-formal education and
nutrition & health education are services that would improve the health of the infected
mother and child and is an additional support particularly when they are on ART.
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4. Issues and Challenges of PLHIV

e There are issues of access, stigma and discrimination which could lead to limited access
to these services.

e AWW lacks skill, knowledge and capacity to handle health issues of infected children.

5. Recommendations

e Additional nutritional support (iron and protein rich) to girls and children living with HIV.

e Adequate sensitisation and skill building for AWW and helpers in AWC on issues of
PLHIV.

e Sensitisation efforts among key stakeholders and in the community on issues of PLHIV
and work on myth and misconception that will reduce stigma and discrimination.

e Invillages where the number of PLHIV is high, AWC can become an outreach support
for various services under NACP - like following up for antiretroviral treatment, referring
known cases of high risk to Integrated Counselling and Testing Centres and STI clinics,
etc.



MinisfgV of Health and Famifj Welfare

Scheme 1

1. Name of the Scheme

Janani Suraksha Yojana (NRHM)

2. Brief Description

Launched in 2005, the focus of this scheme is to increase institutional deliveries of
pregnant women in the country. Cash incentives are provided to pregnant mothers to have
institutional births as well as pre- and ante-natal care are the key services offered.

3. Relevance of the Scheme for PLHIV

Most of the infected women are from the lower economic class, requiring financial
assistance to access ANC services as well as PPTCT services.

Many of them discover of their HIV positive status during pregnancy and at the same
time, have to care for an ailing husband resulting in severe social, economic and
psychological trauma.

Institutional delivery and PPTCT care are of upmost importance to reduce the risk of
parent to child transmission.

. Issues and Challenges for PLHIV

Many PLHIV women avoid ANC services due to fear of stigma and discrimination in
the health care settings. Often, the service providers are unwilling to assist in delivery
and refer them to higher centres of health care. There are cases of women delivering
enroute since the hospital was unwilling to assist in delivery.

There is also a constant fear of breach of confidentiality of their status at the health care
facility. Fear of revealing the status to ASHA workers would prevent many of the PLHIV
pregnant women from accessing JSY.

Limited awareness on JSY among PLHIV, especially pregnant women, due to absence of
any focused awareness building among PLHIV pregnant women.
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5. Recommendations

e Focused efforts at increasing awareness among PLHIV women about benefits of JSY and
how to access the scheme.

e Departmental linkages and collaboration with DLN to promote early ANC registration of
PLHIV pregnant women.

e Early registration during pregnancy will ensure HIV testing and reduce the risk of Parent
to child transmission.

e Involvement of WLHIV in the designing and implementation of the scheme.

e Like in the northern states, the benefits of JSY through accredited private sector facilities
be extended to the entire country.

e Sensitise ANMs and ASHA’s to the issues of PLHIV pregnant women and training on
caring for infected pregnant women and lactating mothers.

e Sensitise health care workers (doctors, nurses) in PHC, CHC and District Hospitals to the
issues of PLHIV and training them in Universal Precaution.

Other Recommendations for MOHFW

1. Free transportation for all health-related travel for PLHIV and one companion (public
& private sector, reimbursement where public transport not available, ambulance for
pregnant women).

Ensure high quality diagnostics and treatment for TB across all centres in the country.
Strengthen RNTCP to HIV linkages; ART to gynaecologist to CBO linkages.

Ensure availability of PEP for universal precaution.

AN

For WLHIV, age criteria for pap smear should be waived to facilitate early detection of
cervical cancer.

o

Ensure community participation in different advisory committees.
7. Automatic inclusion of PLHIV in National lliness Fund.

8. Ensure functional testing facilities, especially in the Northeast, in all district hospitals.



Minisfg of Housing’ and Urban
Povcrfj Alleviafion

Scheme 1

1. Name of the Scheme

Rajiv Awas Yojana

2. Brief Description

Rajiv Awas Yojana (RAY) is meant for the slum dwellers and the urban poor and aims at
assigning property rights to slum dwellers. Upgrading slums, the occupied land or a part
thereof is allocated to the slum-dwellers to enable them to have access to housing and
basic amenities such as drinking water, sewerage, drainage, street lighting, roads, social
infrastructure, etc.

3. Relevance of the Scheme for PLHIV

e In many cases widows are forced to leave the house by in-laws after the death of the
husbands and experience destitution.

e A number of PLHIV have left rural areas and are living in urban slums in unhygienic
condition, which increases risk to their health and life.

e Poor sanitation and unhygienic conditions further reduces the immunity of PLHIV.

e This scheme looks at improving overall quality of living of slum dwellers and will play an
important role in their social upliftment and self esteem.

e \Various studies and discussion with PLHIV have reported that housing is one of their key
requirements. PLHIV parents are scared that their children will become destitute after
their death if they do not have their own house.

e Housing is one of the basic needs and providing physical comfort it gives PLHIV
confidence and helps them lead a better and healthier life.

e Having a house in the urban areas — increases their access to treatment facilities.
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4. Issues and Challenges of PLHIV

Many PLHIV are living in rented houses and will not be eligible for availing benefits under
RAY.

In certain cases, PLHIV may not have the financial resources to avail this scheme.

5. Recommendations

Include PLHIV as one of the beneficiary groups and prepare guidelines to help them
access the scheme.

Support in possible loans for PLHIV who cannot afford the cost.

Link up with DLN and local NGOs working with PLHIVs to identify and support PLHIV in
accessing the scheme.

Application and allotment process to respect confidentiality of the PLHIV; Careful
allotment to ensure that all PLHIV are not allotted houses together which will lead to
stigma and ghetto-ising.



Minisfg of Social Juslicc and
Empowcrmcnf

Scheme 1

1. Name of the Scheme

Dr. Ambedkar Medical Aid

2. Brief Description

This scheme envisages financial assistance to poor SC patients whose annual family income is
less than Rs. 50,000/- and require surgical operation for ailments like Kidney, Heart, Liver and
Cancer and any other life threatening diseases including knee surgery and spinal surgery. The
maximum ceiling of medical aid is 75% of the total cost estimate of treatment or Rs. 1 lakh,
whichever is lower.

3. Relevance of the Scheme

e A high proportion of PLHIV have need for regular hospitalisation due to opportunitstic

infections at the onset of AIDS. The cost of treatment is high and is a drain on their income.

e Many PLHIV, due to their poor health status, are not able earn regular wages and
absenteeism reduces their income.

4. Issues and Challenges of PLHIV

e Itis achallenge for PLHIV located in interior areas to get the application recommended by
MP, DM/Collector/Deputy Commissioners, or Secretaries of concerned State/UT.

e Besides there is also an issue of breach of confidentiality, if they have to reveal their status
to these officers.

e Hospital may be located at considerable distance from PLHIV residence and will require
considerable time and money for travelling.

e Health care professionals not willing to undertake treatment/surgery on PLHIV due to stigma.

5. Recommendations

e PLHIV who meet the criteria should be given preference.

e Amend the scheme to ensure HIV infection is included as one of the life threatening
diseases/conditions.

e Sensitise key providers about the need to maintain confidentiality.

e Develop protocols to ensure that the confidentiality of PLHIV is maintained.
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Nalional ch’af Scrviecs Auf[lOI'ifj
(NALSA)

Scheme 1

1. Name of the Scheme

Legal Aid Clinics

2. Brief Description

Legal Aid Clinics are intended to provide legal relief easily accessible to the indigenous and
backward sections of the society. A lawyer manning the legal aid clinic provides legal services
to the people. The thrust is on the basic legal services like legal advice and assisting in
drafting of notices, replies, applications, petitions, etc.

3. Relevance of the Schemes to PLHIV

e PLHIV face a number of instances of stigma and discrimination at household, workplace,
community and institutional levels. They constantly face issues related to loss of job or
loss of property due to their HIV status. They are denied their basic right to education,
health care, right to equal work opportunities, privacy & confidentiality, etc.

e PLHIV are often not aware of their rights and entitlements.

e NACO-NCAER-UNDP study shows that around 90% women are thrown out of married
homes after the husband dies of AIDS.

e More than 70% of people who access legal aid clinics for PLHIV in Tamil Nadu are women
and most of them are related to property rights.

e WHO study in India, Thailand, Indonesia and Philippines shows that 34% of PLHIV
respondents faced breach of confidentiality in the health care settings.

e Therefore, the need for legal support is crucial.

e Dearth of NGOs, civil society in provision of legal support to the PLHIV in the country.
Where they are involved, it is project-based and not sustainable. Therefore, the need for
government intervention.



4. Issues and Challenges

The fear of disclosure is one of the main reasons PLHIV do not access their rights and
entitlements and when their rights are infringed do not seek legal support.

Generally legal procedures are expensive and time consuming. So, people avoid getting
into legal tangle.

PLHIV generally face legal problems from close family members and do not want it to be
made public.

5. Recommendations

Make legal issues of PLHIV a focus area within NALSA with a focal point looking into the
issues and possible interpretations of law in favour of PLHIVs.

Training of judiciary including judges, lawyers and paralegal staff on issues of PLHIV
(refer NALSA article 1987 Sec 16b).

PLHIV need to be provided with free legal awareness about rights and entitlements
through awareness building initiatives.

Train/Engage PLHIV, especially women, as paralegal workers.

Involve Women Resource Centre/District Level Network (DLN)/positive women
representatives in the outreach for legal aid support to PLHIV.

Speedy redressal of cases/petitions through mechanisms including existing ones like Lok
Adalats.
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Minisfg of Labour and Emp[ojmcnf

Scheme 1

1. Name of the Scheme

Rashtriya Swasthya Bima Yojana

2. Brief Description

The scheme provides health insurance cover of Rs. 30,000 per annum to workers in the
unorganised sector who are below poverty live and up to five members of their families. The
yearly premium is Rs.1,511. The beneficiaries are eligible for the coverage of costs of both
in-patient health care services and day care procedures that do not require hospitalisation.

3. Relevance of the Schemes to PLHIV

e A high proportion of PLHIV have need for regular hospitalisation due to opportunitstic
infections at the onset of AIDS. The cost of treatment is high and is a drain on their
income.

e Many PLHIV, due to their poor health status, are not able earn regular wages and
absenteeism reduces their income.

4. Issues and Challenges

e Not all PLHIV come under the BPL category and would therefore not be eligible for the
scheme even though there is a need for such a coverage given the high cost of treatment
of opportunistic infections.

e Even though a directive has been issued regarding removal of HIV from the exclusion list,
most states are not aware of this.

5. Recommendation

e Automatic inclusion of PLHIV as beneficiaries irrespective of BPL status. Once done,
¢ Ensure confidentiality while placing the name of beneficiaries with Gram Sabha.
¢ Sensitise key providers about the need to maintain confidentiality.

¢ Develop protocols to ensure that the confidentiality of PLHIV is maintained.



Dcparfmcnf of Food and Public
Distribulion

Schemel

1. Name of the Scheme

Antyodaya Anna Yojana

2. Brief Description

The scheme provides special food based assistance to destitute households comprising of
the aged, infirm, disabled, old persons (above 60), pregnant and lactating mothers, widows
and single women without regular support, etc. to create a hunger-free India. Antyodaya
card beneficiaries are entitled to 35kgs of either rice at Rs.3 per kg or wheat at Rs.2 per kg
per month at designated ration shops.

3. Relevance of the Scheme for PLHIV

e Inastudy done by NACO-NCAER-UNDP on Macro-Economic Impact of HIV and
AIDS in India (2006), it was found that household income within the HIV household
decreased by 66.25% due to rising cost of treatment and loss of job. Per capita monthly
expenditure was four times higher than the non-HIV household due to treatment costs.
It was also reported that close to 46% of the HIV households borrowed from money
lenders to meet the rising cost of living, compared to only 27% of non-HIV households.®

e Several women face destitution and denial to property after the death of their positive
husbands. They are unable to raise voice, seek justice due to fear of stigma from
community.

e Loss of job due to status being known or absenteeism due to illness — results in decrease
in income.

e Poverty is thus one of the major shocks experienced by an HIV household requiring
support

e Malnutrition weakens the immune system increasing the vulnerability and susceptibility
to infections. HIV infection further deteriorates the immune system.

e People living with HIV/AIDS are more vulnerable to many deficiencies and infections due
to their poor immunity and other vulnerabilities.

° http://data.undp.org.in/hiv/BigPicture.pdf
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4. Issues and Challenges to PLHIV

e Not all PLHIV come under the eligibility criteria, but require the assistance provided by
the scheme.

5. Recommendations

e Inclusion of PLHIV as automatic beneficiaries (as done in Chhattisgarh). Once done,

*

*

Adopt procedures and mechanisms to protect the identity and confidentiality of
PLHIV.

Involve District level Networks (DLNs) and Targeted Intervention (Tl) partners of the
National AIDS Control Programme to ensure inclusion of all needy PLHIV.

Sensitise key providers about the need to maintain confidentiality.

Develop protocols to ensure that the confidentiality of PLHIV is maintained.



Other Ministrics

Scehmel

1. Name of the Scheme

National Old Age Pension

2. Brief Description

It is a fully-funded Central scheme, implemented by Panchayats and Municipalities. It is to
benefit people who are 65 years or more and are destitute (no regular means of subsistence
from his/her own source of income or through financial support from family members

or other sources). The Central Government contribution is Rs. 200 per month per eligible
person. The state contribution varies from state to state.

3. Relevance of the Scheme

WLHIV are unable to have a permanent employment or a constant source of income, as
the illnesses associated with HIV make them too debilitated to work or due to the stigma
associated with the positive status.

The woman often faces rejection from her family (both natal and marital) due to her
status as a widow and as a PLHIV and thus lacks support.

90% of the HIV widows in the NACO-NCAER-UNDP study were forced to leave their
marital homes.

79% of positive women were denied a share in their husband’s property.
43% positive women were living alone.

The inability to work, or secure an employment causes them to be unable to generate
income for the family responsibilities.

The PLHIVs also need to be on ART, and to respond to ART well, they need to have
proper nutrition, securing which requires money.

Thus, support from the state for subsistence becomes absolutely essential for PLHIV widows.
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4. Issues and Challenges of PLHIV

e Most WLHIV become widowed at a young age and do not fall in the required age group
of 65 or above years and thus, unable to access the scheme.

e Amount is inadequate given the rise in cost of materials. While rice, dal can be/ being
provided through other schemes, there is a need for intake of fresh vegetables and
additional medicines for PLHIV. Therefore, the need for increased pension.

5. Recommendations

e Reduction of age criteria for PLHIV to 35 years.
e Increase the pension amount; Rs. 200 is a very insufficient amount.
e Make the procedures less stigmatising for PLHIV — if their status has to be revealed.

e Speedy approval and disbursal of entitlement.









