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ABSTRACT

Kormilainen, Aino. Empowering HIV positive women in Nepal. 47p, 5 appendices.
Language: English. Helsinki, Fall 2017. Diaconia University of Applied Sciences.

Master’s Degree in Global Health Care.

Thesis’ goal was to clarify how empowering women with HIV will impact on their life
and stigma and discrimination towards them. Thesis was done in co—operation with
Nepalese NGO working with HIV positive women, Shakti Milan Samaj. Participants of
the thesis were participants of EWCAH-project, established by Shakti Milan Samaj to

empower HIV—positive women and raise the awareness of HIV.

Thesis was qualitative research based on the research questions. Data was collected
from focus group discussion of 8 HIV positive women. Collected data were analyzed
using content analysis. The results show that HIV positive women in Nepal face
stigma and discrimination in many aspects of life. Empowering HIV positive women
through projects like the EWCAH, will also help to reduce stigma and discrimination

against them.

Theoretical background of the thesis was based on literature review done using four

electronical databases.
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1 INTRODUCTION

In the last three decades, The Human Immunodeficiency Virus (HIV), has turned into
a global epidemic. WHO estimated that there were 36.7 million HIV positive persons
worldwide in the end of 2015. Worldwide HIV is one of the leading cause of death. In
Africa, it is the number one cause of death (WHO, 2015).

In Nepal, HIV prevalence is low compared to other South-Asian countries, however
prevalence is high and epidemic among some certain group. These groups are such
as female sex workers and people who inject drugs (Government of Nepal, 2004).
UNAIDS (2015) estimates that there are 39 000 people living with HIV in Nepal, but
due to lack of proper registration and health surveillance, the number might be much

higher.

Throughout the history of HIV, it has been a heavily stigmatized disease (Mondel &
Shitan, 2013). There are several reasons behind the HIV related stigma such as lack
of proper knowledge and education about HIV and its’s transmission, beliefs and mis-
conceptions (Nepal & Ross, 2010). Women are biologically more vulnerable to get
HIV-infection and they also face more HIV related stigma and discrimination than men
(Ho & Holloway, 2015).

HIV related stigma in Nepal is mostly due to cultural beliefs and general perception
about HIV and its transmission. Level of education and economic status also effect on
the stigmatizing. Women with HIV face more stigma and discrimination than men in
Nepal. This is due to the women’s role in society as mother and caregiver of the family.
Also, the beliefs of HIV in Nepal effect the stigma (Nepal et al., 2010). In Nepal, HIV
positive woman might be seen as a prostitute or unfaithful to her marital husband (Jha,
Plummer & Bowers, 2011).

In this thesis, | aim to clarify how empowering women with HIV will impact on their life
and stigma and discrimination towards them. This thesis was done in co-operation with
Nepalese NGO working with HIV positive women, Shakti Milan Samaj. Theory is

based in literature review, which was done using four different electronic databases.



Example of the literature review done on women and HIV can be found in appendix 1.

The results of the thesis are based in group discussion, where 8 women participated.

2 HIV/AIDS as a global and individual factor

2.1 The Human Immunodeficiency Virus (HIV)

The Human Immunodeficiency Virus (HIV) is a virus infection, which targets the im-
mune system and impairs the human’s defense systems against infections and some
cancers. Individuals with HIV will eventually become immunodeficient, because the
virus weakens and destroys the function of immune cells, mostly the CD 4 cells (T—
cells). Even though there is no cure to HIV, with antiretroviral drugs, the virus can be

controlled and transmission prevented (WHO, 2016).

The symptoms and signs of HIV varies depending on the state of infection. Some
individuals don’t have any symptoms on the early stage of HIV and because of the
lack of symptoms, might be unaware of the infection. Some individuals experience
common cold or influenza type of symptoms, such as sore throat, fever, muscle aches
and fatigue (CDC, 2016a).

HIV transmits to other persons by exchanging certain body fluids of infected, such as
blood, breast milk, semen, pre-seminal fluid, rectal or vaginal fluids. The body fluids
must be contacted with damaged tissues or a mucous membrane, or injected directly
to blood flow by using a needle or syringe. HIV can transmit during sex or sharing
infected needles or syringes. HIV doesn’t transmit by air, touch or sharing the food or
drinks (CDC, 2016b).

HIV does not only effect on the individual’s health, it also effects to the person’s social
life, mental health and financial aspects (Liping; Peng; Haijiang; Lahong & Fan, 2015).
HIV can develop into Acquired Immunodeficiency Syndrome (AIDS) which is the most
advanced stage of HIV. HIV will develop to AIDS within 2-15 years, depending on the
individual. The lifespan after the AIDS stage is diagnosed, varies from 2-3 years with-
out treatment (WHO, 2016).



2.2 The global HIV/AIDS epidemic

Since the first identification of HIV in the early 1980s much has been learnt about its
transmission, its symptoms and how it is the cause of AIDS. In the last three decades
HIV, has become a global epidemic. Countries, where the HIV prevalence is high are
facing huge socio-economic problems due to the infection. Cases of HIV are being
discovered worldwide, but most of the cases (97%) concentrate on the low and middle
income, specifically in the Sub-Saharan Africa. Most of the HIV positive people or peo-
ple in a risk to be infected with HIV, don’t have access to preventing, testing, medica-
tion or other care. Worldwide HIV is one of the leading causes of death and in Africa,
it is the number one cause of death. HIV infection does not only affect the individuals
and their health, it also effects on the community the individual is living, development
and economic growth of the nation (Mondel & Shitan, 2013, 301-302).

The global HIV/AIDS epidemic has taken different forms; in some nations or areas HIV
is spreading generally, where as in other parts of the world, however HIV is mainly
spreading among different groups of population, such as men who have sex with men
or inject drug users (Gaile & Hill, 2001, 327).

About half of the new HIV infections are been diagnosed with people under 25 years
old. Specifically, young women are biologically more vulnerable to get HIV than young
men. Also, the gender inequalities, such as sexual violence and not been able to ac-
cess the treatment increases women’s risk for HIV. Young women have two times more
bigger chance to get HIV infection than young men. Globally, around 50% of the HIV
positive are women and in Sub-Saharan Africa, 60% of the HIV positive people are
women (Mondel & Shitan, 2013, 302).

WHO (2015) estimated that in the end of 2015, there were 36.7 million HIV positive
worldwide. Total 2.1 million new HIV infections was discovered and 1.1 million people

died because of AIDS. The growth of incidence of new cases seems to be stabilized.



Worldwide there are fewer deaths related to AIDS and the number of new HIV infec-
tions are slowly decreasing. The incidence of HIV has fallen by 25% in 33 countries
between 2001 and 2009. 22 of these countries are in Sub-Saharan Africa (Sultan &
Adler, 2001, 1-2).

United Nations declared eight Millenium Development Goals in 2000. These goals
range from fighting the extreme poverty to halting the spread of HIV/AIDS and provid-
ing universal primary education by the target date in 2015. The MDG number 6 is to
combat HIV/AIDS, Malaria and other diseases. Target 6A is that by 2015, the new
infections of HIV will be halved and the spread of HIV/AIDS begin to reverse. By 2013
the new HIV infections fell approximately 40 percent since the declaration of MDGs
(UN, n.d.).

MDG target 6B is also about HIV and AIDS. It targets to achieve, by 2010, universal
access to treatment of HIV/AIDS for all those who need it. By 2014, there were 13.6
million people living with HIV globally, who received Antiretroviral therapy (ART). In
2003 the some number of people receiving ART was 800,000, so there was an obvious

increase in the number of people on ART (UN, n.d.).

In 1996, The Joint United Nations Programme on HIV/AIDS-UNAIDS was created to
response to the need for concentrated and focused efforts of wide range sector of
factors to battle HIV. UNAIDS is the leading delegate for global action against
HIV/AIDS. lts aims are to guide, strengthen and support worldwide efforts to bring
down the epidemic (UN, n.d.).



2.3 HIV/AIDS in Nepal

The first case of AIDS in Nepal was reported in 1988. HIV prevalence in Nepal is low
compared to other South Asian countries. UNAIDS (2015) estimates that there are 39
000 people living with HIV/AIDS in Nepal. Out of this 35 % (14 000) are women at a

ge 15 years or older. The prevalence of HIV of adult population is 0.3% out of Nepal’s
28 million population (UNAIDS, 2015). Due to the poor public health surveillance sys-
tems in Nepal, the prevalence of HIV is likely to be higher, than the given prevalence
(Pokhrel, Regmi & Piedade, 2008). In Nepal HIV/AIDS is emergent, major threat in the

health and socio-economic sectors (Nepal & Ross, 2010).

Even though the prevalence of HIV is generally low in Nepal, it is high and epidemic
among certain groups of population such as; people who inject drugs (PWID), Men
who have sex with men (MSM), transgender people, female sex workers (FSW) and
male labor migrants and their families (Government of Nepal, 2014). Until the late
1990s HIV infections were mainly common among female sex workers and injecting
drug users, but recently HIV is becoming more generalized health issue, mainly be-
cause of the high rate of male migration to India and Arab countries (Nepal & Ross,
2010, 22).

Poverty, low socio-economic status of women, prostitution, high rate of male migration
and illicit drug traffic are all vulnerability factors, which worsen the HIV epidemic. Also,
the sex trafficking of young girls from Nepal to India worse the epidemic (UNAIDS,
2004).

2.4 Women and HIV

Getting diagnosed with HIV is shocking to any individuals, but for woman it might be
even more devastating than for men. Women must consider about her possible chil-
dren, if they have been infected with HIV as well and also consider the possible future
pregnancies and the fact, that due to HIV-status of the woman, it might have more
complications than pregnancies of woman without HIV. For women, as natural care-
givers of the family, might be hard to prioritize their health and seek for treatment for
HIV (Wilkinson & Mercey, 2001, 87).



Women might face more fear and anxiety in the disclosure of their HIV-status than
men. This is due to women’s lower social status in many developing countries and the
fact, that in most of these countries women has less power to decide for themselves.
They might fear violence from their spouses or even rejection from the family and
society (Wilkinson & Mercey, 2001, 87-88). Women might be blamed for bringing the
HIV in the family (Nepal & Ross, 2010, 25).

2.5 Life with HIV

HIV changes people’s lives in all of its aspects. Addition to the possible physical symp-
toms the disease causes, it effects on the mental health of individual, social life, ap-
pearance of individual and role in society. In addition to normal stress factors in life,
HIV positive individuals has to cope with several other factors caused by HIV, such as
managing the chronic medical condition, fear, uncertainty and anxiety towards future,
changes in sex life and relationships and stigma caused by HIV (Hedge, 2001, 108—
109). HIV effects and changes individual’s life in psychological, physical and social

aspect.

2.5.1 Quality of life

Quality of life (QOL) is a broad concept that includes perception of individual’s physical
and psychological wellbeing, social relationships, personal beliefs and individual’s per-
ception of the environment and society, where he/she is living. WHO has defined qual-
ity of life as “an individual's perception of their position in life in the context of the
culture and value systems in which they live and in relation to their goals, expectations,

standards and concerns” (WHO, n.d.).

As a result of improvements in clinical treatment and the increase in life expectancy of
HIV-positive individuals, the quality of life of HIV-positive persons have become im-
portant subject to the researchers as well as for the healthcare professionals providing
treatment and care for people with HIV. Addition to the physical symptoms due to HIV,
it effects on other aspects of life of the individual living with HIV. Many HIV-positive

person struggle with socioeconomic problems, such as stigma and discrimination.



These features beside the physical symptoms have an impact on the QOL of the HIV-

positive individuals (Basavaraj, Navya & Rashmi, 2010, 75-76).

Individual’s coping strategies and stance towards HIV impacts on the HIV-positive per-
son’s quality of life. Abnegation of the disease, hiding of the disease and disengage-
ment from social relationships worsen the QOL and cause more stress. On the other
hand, if the individual living with HIV has gained good coping methods and social sup-
port and acceptance from community or society, even though diagnosed with HIV, the
QOL will be better than those without these methods and support (Basavaraj et
al.2010, 75-77).

Studies have shown that HIV-positive persons in Nepal have lower quality of life, than
those individuals not diagnosed with HIV. In a study by Smith et al.(2013, 279-281) it
was revealed that the overall QOL of HIV-positive persons was lower than those per-
sons who are not living with HIV. The lowest score of QOL was in psychological cate-

gory, suggesting more interventions to improve this domain is needed.

2.5.2 Empowerment of women

Empowerment has various meanings, depending on the context where it is used. First
and foremost, empowerment is about power; changing the power relation in favor of
those who previously exercised less power over their lives. Power has two main con-
trol aspects; control of resources, such as health and financial aspect and control of
ideology, including the control over beliefs and values. If power is control, then em-

powerment is the process of gaining control (Cornwall & Edwards, 2014, 3-5).

Empowerment can be defined as a process to improve individual’s or group’s capacity
to make intentional choices or transform those choices into desired actions and out-
comes (Alsop, Bertelsen & Holland, 2006,1).

Women’s empowerment is defined to be an approach that aims to change the power
relations in favor of women’s rights and create more equality between men and
women. Empowerment of women aims to ease the struggle of social justice for women

and equality through modifying the economic, social and political structures in national



and international level. This can be seen as a journey or process, which woman travels
alone or together in group to make changes in consciousness and collective power.
Empowerment is something that can’t be donated by someone else, but it is the
acknowledgement of un-equality and demanding the right to have rights and acting
individually so that the structures of society will become more equal for women (Corn-
wall & Edwards, 2014, 3-5).

2.5.3 Changes in mental health and physical well-being

HIV positive people’s psychological symptoms varies from mild distress to major psy-
chiatric illnesses, such as depression and post-traumatic stress reaction. In all of the
stages of HIV raised level of anxiety, depression, suicidal thoughts, ideation and acti-
vation are reported. How severe these symptoms and psychological effects will de-
velop, depends on the individual’s past traumatic experiences, pre-existing vulnerabil-

ity and current life situation and the experience of living with HIV (Hedge, 2001, 108).

Psychological symptoms may cause or worsen the physical symptoms such as fatigue
or pain. Diagnosis of HIV or significant worsening in the stage of HIV can be especially

stressful and aggravate the psychological burden of HIV (Hedge, 2001, 108-109).

The most stressful stage of HIV is usually the time of diagnosing with HIV. Most of the
individuals will react to diagnosis with shock, but will later recover from it. Some of
them will develop long-going, severe psychological symptoms or illnesses, such as
post-traumatic stress disorder. In the stage of diagnosis, person has to cope and de-
velop skills to live with chronic medical condition, that will effect on his daily life. Fear
and anxiety of future and what it will bring are common feelings. Fear of being rejected,
if found HIV-positive, is also very strong and common feeling among persons getting
diagnosed with HIV. Anger towards the possible resource of the infection might rise.
Shame and guilt of HIV diagnosis might make people to hide their HIV-status. Medi-
cation of HIV might also add or worsen the psychological symptoms. Medication can
cause symptoms like changes in mood or changes in dreams, such as nightmares
(Hedge, 2001, 108-109).



Addition to the symptoms caused directly by HIV, disease may cause some other phys-
ical symptoms or changes in physical well-being. Altogether, psychological and phys-
ical symptoms cause lowered quality of life. Changes in appearance of the individual,
such as weight loss, might cause stigma and discrimination of HIV positive person.
Changes in physical appearance have also connect to person’s self-esteem and it may
lower it (Hedge, 2001, 109).

2.5.4 Stigma and discrimination

Persons, who get stigmatized, difference somehow from the society’s or community’s
definition of ‘normal’ or ‘acceptable’. Stigmatization includes both social and psycho-
logical elements (Kleinman & Hall-Clifford, 2009, 418).

Throughout the history of HIV, it has been a disease with heavy stigma on it. The
stigma and discrimination of people living with HIV effects on all of life’s sectors includ-
ing private life, family relationships, work and education and roles in society. HIV is
often associated with despicable behaviors which differs from the society norms, such
as injecting drug use and sex trade. HIV is often also associated with death. Addition
to this, people might reject the HIV positive person, because of the fear being infected.
Because of these conceptions, HIV positive people are often discriminated and re-

jected by the society they live in (Ho & Holloway, 2015 10-11).

In Nepal, HIV/AIDS is generally known as a disease, that will lead to death eventually.
The general perception is that HIV/AIDS happens in sexual intercourse outside of mar-
ital relationships or to people, who seek to have sexual intercourse with prostitutes. In
Nepalese society, premarital or outside of marriage relationships are not tolerated.
Because of these perceptions people with HIV are facing huge discrimination from the
society and HIV positive people struggle to live within their own communities, which
will further force them to even leave their family and community (Jha, Plummer & Bow-
ers, 2011, 22).

There are many reasons behind the HIV related stigma in Nepal. The general belief of
HIV is that someone has been infected as a result of sin and it will cause untimely

death. Death is seen also as a punishment for making sin (Nepal & Ross, 2010, 25).



Hinduism is the main religion in Nepal. Religion plays a major role in Nepalese society
and daily life. According to Hinduism, untimely death is seen as a punishment for
something, that has been done wrong in the past life. This will cause stigma to HIV
positive people together with the beliefs of HIV (Nepal & Ross, 2010, 25). Some of the
misconceptions about HIV and its transmission are also rooted in the Hindu cultural
beliefs and practices, such as caste-related purity and philosophy of karma. HIV/AIDS

can be seen as a cause of bad karma or God’s punishment (Pokhrel et al.2008, 205).

Level of education and economic status effects on the stigma related to HIV. Lack of
knowledge and misconceptions about HIV and its transmission causes fear, hate and
rejection from the society. Study by Nepal & Ross (2010), revealed that educated HIV
positive people face less stigmatization than uneducated people with HIV. Also, HIV
positive people who have better economic status face less stigma than the lower eco-
nomic status HIV positive people. However, in study by Jha & Madison (2009) it was
revealed that, doctors and nurses had prejudices and stereotypes of HIV-positive per-
son. Even though the education, healthcare professionals lack proper knowledge of
HIV and its transmission, but they also lack sensitivity to treat HIV-positive patients
with dignity. Some of the doctors refuse to treat HIV-positive persons, because of fear

of getting infected or the fear, that they will be associated with HIV.

Community and society has a major role in the HIV related stigma. The communities’
beliefs, behavior and actions might either reduce the stigma or increase it. In Nepal,
joint families are common and usually women after marriage move to live with their in-
laws. In these joint families, daughter in-law is heavily stigmatized if she is infected
with HIV. In this case, she won’t receive support or care from the in-laws or the hus-
band, but if the male members of the family are infected, it is claimed that the daughter

in—law will take care of them and support them (Nepal & Ross, 2010, 25-26).

HIV related stigma can also be seen as restrictions such as denying the access to
kitchen, not sharing the same bathroom or bed and denying the participation in daily
routines or activities. Rejection from the family or community might also a result of
stigma (Nepal & Ross, 2010, 25).
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Figure 1. Summary of dimensions of HIV related stigma.

2.5.5 Women and HIV related stigma

When talking about the gender and HIV stigma, women often face more discrimination
and stigma of being HIV positive. Women with HIV are seen immoral and failures in
the roles given by society, such as mothers and care givers (Ho & Holloway, 2015).
HIV positive women are often stereotyped for having the infection due to immoral sex-
ual behavior even if the infection was transmitted by different means, such as injecting
drugs (Nepal & Ross, 2010, 25-27).

In a study by Jha, Plummer & Bowers (2011) revealed that women with HIV in Nepal
are often facing more stigma than the men. This is because of the perceptions of HIV
in Nepal. After women is diagnosed with HIV, she might be seen as a prostitute or
unfaithful to her marital husband. Also, the status of the woman in the eyes of hus-
band’s family, depends on the husband’s health. If the husband is diagnosed with HIV,
it might be seen as a wife’s fault and husband’s family members might think that wife

is behind the HIV. If women are widowed they might lose right for their husband’s



property, since in Nepalese society women are seen to be widowed because of sin

and widowhood itself attracts social consequences (Jha et al.2011, 31).

Studies have revealed four various reasons relating to the stigma of HIV positive
women in Nepal: (1) There are notable differences in the support provided to HIV pos-
itive men and women; (2) women with HIV are generally judged and blamed for their
infection; (3) HIV-positive women lose their economic and social opportunities and (4)
compared to the general population, HIV-positive have higher psychological burden
(Nepal & Ross, 2010, 28). Example of the literature review done on women and HIV

can be found on appendix 1.

3 PREVENTION OF HIV/AIDS IN NEPAL

Nepal’s national response to HIV and sexually transmitted diseases are guided by the
National AIDS strategies, which of the latest is the National HIV/AIDS Strategy 2011—
2016. The framework for HIV strategies is given from the national development plan,
which prioritize the HIV program the most important health related issue (Government
of Nepal, 2015 1).

Government of Nepal, Ministry of Health and National Centre for AIDS and STD Con-
trol has published the National HIV Strategic Plan 2016-2021 called ‘Nepal HIVISION
2020- Ending the AIDS epidemic as a public health threat, by 2030’. It has been
planned together with Nepali government, civil society networks, international partners
and services providers, under the leadership of the National Centre for AIDS and STD

Control (Government of Nepal, 2015, 1).

The National Plan’s aim is to build one unified, right-based HIV program, of which
strategies are integrated in Nepal’s public health services. The new National for 2016—
2021 is based on the previous plan and lessons learned from implementing the previ-
ous plan. With the plan, Nepal aim at responding to the Fast-Tracking challenges to-
wards ending the AIDS epidemic as a public health threat by 2030 (Government of
Nepal, 2015,1-3).



The National Center for AIDS and STD Control is responsible for implementation of
the National HIV Strategic Plan through the public health care in national, regional,
district and village levels. The implementation of the National Strategy includes the
coordination and co-operation between public actors and private sectors as well as
with the NGOs and civil societies, which are working with HIV (Government of Nepal,
2015,3).

Key populations will stay in the focus of the National HIV Plan. These key populations
in Nepal are; female sex workers, transgender sex workers, male sex workers, clients
of sex workers, transgender people, gay men and other men who have sex with men,
inject drug users, incarcerated people, mobile, migrant and displaced populations,
young people and uniformed services. Addition to this, all pregnant women are also in
the focus of the National HIV plan to prevent vertical transmission (Government of
Nepal, 2015,4).

Because the HIV epidemic in Nepal is concentrated on the key populations, the na-
tional HIV plan and most of the HIV related programs are focusing on them. Even the
concentrated epidemic, this is not enough to prevent the spread of HIV and raising the
awareness of HIV and its transmission. According to the president of National NGOs
Network Group Against AIDS-Nepal (NANGAN) Dal Bahadur GC (2017), much more
should be done. The programs related to HIV and raising the awareness of HIV should
be mainstreamed. Mainstreaming the information and education of HIV would reduce
stigma and raise the awareness of HIV. It might also change the risky behavior of
Nepalese migrant workers, as they are in risk of getting infected with HIV while working
outside of country, mostly in India.

In the Nepal’s school system, there is a certain curriculum of teaching about HIV and
other sexually related issues, but most of the teacher don’t get proper education for
teaching these things. This is sometimes also seen in healthcare providers, who might
have passed all the education needed to do their profession, but HIV and other trans-
mitted diseases and prevention for those are skipped. Also, the hesitation to talk about
HIV and/or other sexually related issues might arise from the community; in Nepal,
talking about sexually related things is inappropriate. There should be more education



for the healthcare providers, teacher and mainstream about HIV and its’ transmission,
to battle the spread of the disease, but also to battle the stigma and discrimination
related to it (GC, 2017). Mainstreaming of the HIV prevention and awareness of HIV
is also crucially due to the fact that in Nepal, HIV is spreading fastest among individu-
als 15 to 39 years old and one fourth of Nepal’s population is aged between 10 and
19 years. Furthermore, among the adolescents from rural area, there is a bigger risk
for them to join the high-risk groups of HIV such as migrant workers or female sex

workers, compared to the adolescents from urban areas (Pokhrel, Regmi & Piedade).

3.1 Shakti Milan Samaj

This Master’s Thesis was done in co—operation with Nepalese NGO, Shakti Milan Sa-
maj. Shakti Milan Samaj (SMS) is a Non—Governmental Organization, established and
lead by HIV positive women. SMS was founded in 2003. SMS’s primary mission is to
facilitate health care, ensure access to resources such as health care, human rights
of women and their children living with HIV/AID through advocacy, capacity building,
care and support and referral service for treatment. SMS has been working with the
on the issues with HIV/AIDS, human rights and violence against women, food and

nutrition security and socio-economic development (SMS, n.d.).

3.1.1 EWCAH-Project

EWCAH-project (Empowering women and children against HIV/AIDS) is a project im-
plemented by SMS. The project is carried out from January 2015 until December 2019.
Financial donor for this project is German NGO ‘Misereror’. This project’s aim is to
contribute to reduce to social discrimination and empower to women and children af-
fected by HIV/AIDS.

The project has three objectives:

1. EMPOWER: Economically empower the HIV/AIDS effected women through
vocational training and income generation activities.
2. AWARENESS: Raise awareness of stakeholders through behavior change

communication (BCC).



3. CAPACITY BUILDING: build institutional and human resource capacity of
agencies established by HIV/AIDS infected women, particularly Shakti Milan

Sama.

One of this project’s activities was to find and identify 20 indigents, HIV positive women
and through vocational training give them possibility to become employed or start their

own business (Shakti Milan Samaj, personal notification, 2016).

4 AIM OF THE STUDY AND RESEARCH QUESTIONS

This study’s aim was to clarify how empowering women with HIV will effect on their life
and stigma and discrimination towards them. This study aimed to give tools on devel-
oping programs aiming to empower women with HIV and reducing the stigma and
discrimination of HIV positive women in Nepal.

Research questions were:

-How the EWCAH—project effected on the HIV positive women’s quality of life?

-How the EWCAH-project effected on stigma and discrimination of HIV positive

women?



5 DATA COLLECTION AND ANALYZING

For this Thesis, qualitative research method was used. Qualitative research method
investigates culture, society and social phenomena and behavior through people’s ac-
tions or opinions. It is based on the lived experiences of participants of the research.
Qualitative research method doesn’t try to turn the verbal data into numerical, count-
able data. Instead, the data will remain in the verbal level. Qualitative research method
gives researcher a chance to focus on the qualities rather than quantity (Hogan, Dolan
& Donnelly, 2009, 9-11).

Qualitative research method was selected for this study because it is effective when
researching immaterial factors, like social norms, socioeconomic status, gender roles,
ethnicity and religion which role in the researching issue may not be easily seen (Ku-
mari, 2010, 104). There is little research done about empowering HIV positive women,
especially in Nepal. This is one of the reasons behind doing this particular study using

qualitative research method.

5.1 Focus group discussion as data collection method

Data for the thesis was gathered by focus group discussions. Focus group discussion
is a method to collect data in groups consisting participants with same background or
experiences. Not only focus group discussion gives information about the research
topic, it also gives the participants chance to comment on others experiences, change
ideas and it also gives answers why and how participants think the way they do. When
using focus group discussion, the group process can help participants to explore and

clarify the topic more than in individual interviews (Kitzinger, 1995, 299-300).

In the first place, the data collection method chosen for this study was individual inter-
views, but it changed to focus group discussion after the discussion of Shakti Milan
Samaj staff members. Individual interviews were chosen first for the data collection
method, because | thought the topic of the research is intimate and it would be easier
for the participants to share their experiences privately. After the discussion with Shakti
Milan Samaj staff members and taking into account the time limitations for collecting

the data in Nepal, data collection method was changed to focus group discussion.



5.2 Participants

For the data 8 women who participated in EWCAH—project, participated in the discus-
sion Because of the time limitations for this thesis and especially the time limitation for
the data gathering, | decided to narrow the number interviewees from the number of
all participants in the EWCAH-—project. Also, when doing a focused group discussions,
more than 10 participants at one time will be too big group. Focus group discussion
was audio recorded. Shakti Milan Samaj’'s project workers recruited the participants
for this study. For the interview, staff member from Shakti Milan Samaj worked as an

interpreter. The interview frame is in the appendices (Appendix 4).

5.3 Data analyzing of the focus group discussion

For analyzing the collected data, content analysis method was used. Content analysis
is a systematic analysis method to describe to the text that is being analyzed. Its aim
is to produce information about the research subject. Content analysis is the basic
analysis method for qualitative research and with it the collected data can be system-

ically organized and described (Kylma & Juvakka, 2007, 115).

The first step of the content analysis after the interview was to transcribe the audio
record. The focus group discussion lasted 90 minutes. The transcript was written in
font Arial and the size of the font was 12 and the space between the rows was 1,5.
Altogether the transcript was 8 A4 sized papers. After the transcript was done the
second phase of the analysis was getting familiar with the collected data and making
simplified expressions from the raw data. After this, the simplified expressions were
compared and grouped together with similar expressions to make categories out of it.
In this phase, the collected data and researcher’s interpretation will guide the grouping
(Kylma & Juvakka, 2007, 117-120). Example of the analysis of the data is in appendix
5.



6 RESULTS

6.1 Backround of the participants and previous knowledge of
Shakti Milan Samaj

Most of the participants had some sort of employment before getting familiar with
Shakti Milan Samaj. Mostly participants were self-employed in small businesses, such
as sewing business or running a small shop. While talking about background, partici-
pants did not mention family or role in society. They focused on talking about their

previous employment, before knowing SMS.

The experiences and knowledge of Shakti Milan Samaj and its work varied within the
participants. The means of getting familiar with SMS varied as well. Some of the par-
ticipants were advised to contact with SMS, when they were admitted to hospital, dur-
ing the time they got diagnosed with HIV. One participant told the hospital, where she
got diagnosed, advised her to contact SMS to get support.

One participant got diagnosed with HIV while staying with her husband in Delhi. After
getting the diagnosis, she returned to Nepal and attended one seminar, where she

was advised to visit SMS to get supported with HIV.

Part of the participants told they got to know SMS and its work through some other
NGO. Some participants were told to contact some other NGOs, but these NGOs did

not work with HIV positive women, so they were advised to contact SMS.

Most of the participants said SMS was the first NGO that they knew to be working with

HIV and women.

6.2 The EWCAH-project and reasons for participating

All the participants of the EWCAH-projects are members of SMS, so they were given
the priority to participate in all project arranged by SMS. Before the project, they were
asked if they were interested to participate and they got in the project according to

their interest. Participants were offered with seed money and economical support to



start or grow their own businesses. Some of the women got training for employment,

such as computer training or training to start their own business.

Participants said the interaction with other members and sharing experiences with
each other, helps on daily life and the life with HIV comes more bearable. Peer support

was also found important and it was mentioned by many of the participants.

6.3 Empowerment and effects of the EWCAH-project

Empowerment and its meaning was explained and understood in various ways by the
participants of the research. Some of them, experienced is as improvement in income
or improvement in educational level. Many participants mentioned words like courage,
confidence and activity while talking about empowerment. There was a separate ques-
tion for the effects of the EWCAH—project later in the interview, but the participants

told already the project’s effects while talking about empowerment.

6.3.1 Economic empowerment

Economic empowerment was mentioned by most of the participants, while talking
about empowerment and its meaning and experiences of empowerment. It was also
mentioned by most of the participants for the effects and outcomes of the EWCAH-

project.

Participants felt that they have got economic empowered through the training the pro-
ject offered. Through the training participants were able to establish their own small
businesses, such as running a small agricultural business or through the training they
got employed by employers, not themselves or the families. One participant told she
used to work in a village before the project and the training, but after the project, she

got a new work in city.

Economic empowerment had also other effects on the participants’ life than just im-
proving the financial situation of them or raise in income. Participants told, that when
they begin to earn their own money, they were no longer dependant on others and
could themselves decide on where to spend the earned money. One of the participant



felt that her dignity level has raised, because she is earning her own money. Addition
to this, participants felt that getting employed might reduce the stigma towards them.
Participants feel that the society is changing and people begin to think that HIV positive

women can work like any other persons.

6.3.2 Personal empowerment

Confidence, activity and courage were mentioned many times during the discussion
about empowerment. Participants told experiences of gaining more courage to speak
up for themselves or to defend HIV positive persons. One participant told about her
experience of living with her husband’s family, which discriminated her badly because
she was diagnosed with HIV. She felt the EWCAH-project helped her to gain courage
to say she wants to live on her own. She experienced empowerment as being able

and brave enough to make her own decisions.

6.4 Quality of life and meaning of good life

Discussion of quality of life and good life raised lot of different thoughts and experi-
ences among the participants. The most mentioned things that make good life were

positive attitude, health and education.



Positive
attitude
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Health | Satisfaction

- life

Education

Figure 2. Meaning of good life for the participants

Positive attitude towards life, even though living with HIV, helps you to be satisfied with
your current life and have a good life. Positive attitude and thinking was also related

to good health, which was related to good life by the participants.

She said apart from other mental goodness, it depends on your lenses, de-
pends what kind of lenses you are wearing, you can see all badly or good.

It depends on your lenses.

You need to think positive to strength and not make your immune system

more weak.

Develop positive attitude towards life. She doesn t feel sick even though she
is taking medicine. She finds the life beautiful.

All the mentioned things related to good life and quality of life, were non—materialistic.
One participant felt that materialism is not important and comparing what you have



with other people won’t make you happy. Satisfaction with your life and what you have

will make the life good.

6.5 Effect of HIV in daily life and stigma

All the participants had faced stigmatization due to their HIV diagnosis in some level.
Stigma could be seen in participants’ daily life as restrictions or restrains. Stigma and
HIV restrained the participants from normal daily life activities, such as entering the

kitchen or taking care of their daily tasks.

Stigma in social life and level; she went to shoemaker to repair her shoes,
shoemaker won 't sew the shoes if he knows she is affected with HIV. This

kind of activities are discrimination in social levels.

Stigmatization can arise from the family of HIV positive individual. Especially the par-
ticipants told experiences of getting discriminated or stigmatized by their in—laws. This
kind of discrimination happened, even though the husband was also diagnosed with
HIV. The husband did not face discrimination from his parents, but the daughter-in-law
did. In the discussion, this was explained by the Nepalese society and ignorance of

the transmission of HIV.

In Nepal people think if woman is having HIV it s not from good reason,
maybe she has been in some bad activities. Even though women are actu-

ally victims of their husbands of getting HIV.

Due to the fear of discrimination and stigma, participants felt that they need to hide
their HIV—status.

She wants to say that, her son is newly married, she is worried the new wife
will leave the house because she has HIV. Her son told the wife she is dia-
betic and she is taking diabetes medicine. She wants to tell, but she doesn t
want to tell now. She wants to tell some day, when they get emotionally at-

tached-she doesn t want to hide either.



6.6 Hopes and future

While discussing about hopes and future and EWCAH—-project’s part on it, the discus-
sion focused on the economical aspect. Most participants hoped to expand their busi-
ness which they had started with the seed money given by the project. Participants
also mentioned in this discussion, that they are happy that through the project and
their own businesses, they can take care of the financial side independently and they
can decide where to use the money earned by their business. Participants were sat-
isfied with the EWCAH—project and were hoping to continue with it in the future. One
participant felt the future seems very beautiful and she is hoping to be healthy in the

future. Another participant hoped that future will bring more satisfaction in life.



7 DISCUSSION

7.1 Discussion of the results

Participants were overall satisfied with the EWCAH—-project and its’ outcomes. They
felt empowered by the program. Mostly the satisfaction and feeling of empowerment
raised from the improvement in financial situation of the participants, but other out-
comes, such as personal empowerment was mentioned. EWCAH-project offered
seed money with/and training for the participants, such as computer training. Micro-
finance, combined with practical training of skills, which can be used for earning living,
have been proved to improve the women’s socio-economic empowerment and it’s also
related to the reduction of intimate partner violence. Addition to this, it has been shown
that microfinance combined with group activities improves the overall well-being of
women and reduces the stress related to poverty or health problems (Isangula, 2012,
81-82). This was one of the findings of this study as well; women felt the peer-support

and sharing things and thoughts related to HIV helped them to cope with the disease.

Addition to the economic empowerment, the participants felt the EWCAH-project had
increased their social- and self-confidence as well as it has increased activity of the
participants. This finding is supported by the findings of Upadhyay (2015) who found
that addition to economic empowerment, microfinancing programs combined with
skills training, improve women’s social, economic and self-confidence and it will in-
crease the activity and positive thinking of the women. Self-confidence is one of the
most important abstract related to the women’s perception of their capabilities and also

their actual level of capability and skills.

Stigma and discrimination due to HIV-diagnosis was familiar to all the participants and
all of them had face stigma in some level. Most of the stigma raised from the social
level, including family, especially in-laws, and community level. Women often face
more stigma due to HIV in Nepal than men. This is because of the traditional vision of
a woman as a mother and care giver in the family (Rai, 2008, 16).



Addition to the stigma from the social and community level, participants described the
stigma also as restrictions for doing their daily tasks or denying participation in daily
life routines, such as entering kitchen. According to Nepal & Ross (2010) this is com-

mon phenomena related to HIV stigma in Nepal.

The misconception and ignorance of HIV and its’ transmission increases the stigma
towards HIV positive women. There are several misconceptions of HIV’s transmission
and general belief is, that if women have got infected with HIV it is because of some
sin she did, or some inappropriate activity, such as prostitution. This kind of miscon-
ceptions make women hide and lie about their HIV-infection (Nepal & Ross, 2010).
This was also found in this study. Lying and hiding the disease will increase the dis-

ease related stress of HIV—positive persons (Wilkinson & Mercey, 2001, 88).

According to the findings of this study and previous studies, women living with HIV in
Nepal face heavy stigma and discrimination due to their HIV-infection in many levels,
including social and community level. Stigma and discrimination because of HIV im-
pacts on women’s daily life in many ways, such as restrictions to daily life activities or
making women hide and lie to their family and community about the disease, because

of the fear of being stigmatized.

Microfinance combined with training and group activities, will not only empower
women economically, but also increase their self- and social-confidence, making them
more satisfied with their lives and making them more independent. Projects, which
aims to empower women, like EWCAH-project, are needed in Nepal to battle and re-

duce the stigma towards women living with HIV.

7.2 Ethical discussion

When doing a research, all persons who allow their information to be used as a part
of research, permit the use of information in research (DIAK, 2012, 14). In this re-
search, the permit from the participants, was collected written in the beginning of in-
terview session. Permission to audio record the interview was also asked. In the be-
ginning of the interview session, participants were told the meaning, aim and purpose
of the study. They had free will to refuse from participating the study. When the data is



gathered, the author has to store the data so, that it doesn’t end up in any other pur-

poses than in the study it was permitted to (Kumar, 2010, 243).

Confidentiality was taken care so that single participants of the study can’t be recog-
nized and the information given by the participants was written in the report in a way
that is essential to the researched issue (DIAK, 2012, 14).

Ethical approval for this study was applied from Shakti Milan Samaj’s administration.
Agreement of thesis was done between the student, Shakti Milan Samaj and Diaconia

University of Applied Sciences.

Each participant was informed about the study, its aims and purposes before the in-
terview by information letter (Appendix 2) and verbally before the interview. Participat-
ing to the interview was voluntary. Each participant signed the consent (Appendix 3)
before the interview and allowed the interview to be audio recorded. The gathered
data was treated so, that individual participants can’t be recognized from the study.
After the report was finalized, the gathered data was destroyed and it won’t be used

in any other purposed than this study.

7.3 Validity discussion

For any research done, discussion and consideration of validity is essential. Proving
the validity of qualitative research, it might be harder than proving validity of quantita-
tive research, because in qualitative study, the characteristic and background of the
researcher is always present. For qualitative research to be successful its readers
have learned something new about the phenomena being researched (Holloway &
Wheeler, 2013, 299).

Audit trail of the research will help to evaluate the validity of qualitative study. Through
audit trail the reader can follow the process of the research and reasons behind the
decisions made before and during the research. Audit trail means detailed description
of the contextual, methodological, analytic and personal response of the research.
Contextual of the research describes the location and environment where the research
was done. It also includes description of the people and social context of the study



(Holloway & Wheeler, 2013, 299-300). In this study, the contextual description can be
found in chapters 2.3, 3 and 5.2. where the Nepal’s HIV situation, Shakti Milan Samaj
and participants have been described. Contextual description also includes the de-

scription of the interview situation, which is described in chapter 5.2.

Methodological description includes description of the chosen methodology for the
study and justification behind the choice. Methodological description is also important
if the research will be replicated. In qualitative research the study can’t never be fully
replicated, because the researcher is the main instrument in this study methodology
and researcher can’t be replicated. Also, other researchers might have different focus
and emphasis than the researcher of the original study (Holloway & Wheeler, 2013,
300-301). Methodology for this study and the justification for using that method can

be found in chapter 5 where the methodology is introduced.

Analytical description includes the introduction of the analysis method used to analyze
the collected data, its results and theoretical insights arisen from the analysis. Analysis
process is described in chapter 5.3 and the results of the analysis in chapter 6. Exam-

ple of the data analysis can be found in Appendix 5.

Personal response describes researcher’s self-awareness and its impact on the re-
search and its results. This also includes description of the thought process behind the
research. This is described in the discussion chapter of this study. Decisions, which
have impact on the research or its results, should be presented for the reader in the
final research report (Holloway & Wheeler, 2013, 301). Decisions and justifications for
those choices and decisions regarding this study and its results are shown in this final
report.

Through the description of the audit trail other criteria for evaluating the qualitative
study can be shown. Internal validity of the research means the results of the study
are real and true and they present the social reality of those who participated in the
study. Internal validity of the study can be shown by taking the research and its results
back to the participants and showing them the results of the study (Holloway &

Wheeler, 2013, 300). This thesis was send to Shakti Milan Samaj when the report was



finalized. Validity can also be proved by comparing the results of the study to the find-

ings of previous research.

Qualitative research should be loyal to the participants’ experiences and it should be
grounded in those. Researcher will always transform the original data and will take it
to a different level than participants have described the phenomena. Researcher’s
ideas are more abstract and more theoretical than the experiences described the par-
ticipants. After all the research is describing the interpretations of the researches,
even though it's surrounded by participants’ experiences (Lietz, Langer & Furman,
2006, 405).

Participants’ responses and honesty of the responses will have impact on the research
and its’ validity. It is rare, but sometimes participants lie about their experiences. There
is not a way to prove if the participants are speaking the truth or not, but the researcher
just must trust the participants (Holloway & Wheeler, 2013, 301). In this research, due
to language barrier between the researcher and participants, interpreter had to be

used to translate the discussion. Interpreter was one of the staff of Shakti Milan Samaj.

Using interpreter in the data collection phase has some consideration the research
should be aware of. These might be selective translating, when the interpreter makes
his/her own interpretations of the participants’ experiences and does not translate the
participants’ answers fully. This is related to impartiality of the interpreter as well (Mur-
ray & Wynne, 2001, 160). Because the interpreter was one of Shakti Milan Samaj
staff members, participants’ might have felt easier to talk to someone they already
knew, but this could have also been hurting the results of the research, because the
translation was not checked by another interpreter. There might be also a chance that
since the participants knew the interpreter, they might have answered as they thought

the interpreter wanted the answers to be.



LIST OF REFERENCES

Alsop, Ruth; Bertelsen, Mette & Holland, Jeremy 2006. Empowerment in Practice,

from Analysis to Implementation. World Bank Publications. 1-5.

Basaravaj, KH; Navya, M.A & Rashmi, R. 2010. Quality of life in HIV/AIDS. Indian
Journal of Sexually Transmitted Diseases and AIDS 2010 Jul-Dec; 31(2): 75-80.
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3122586/  Last  accessed on
22.9.2017

CDC, 2016a. Centers for Disease Control and Prevention. HIV basics. About
HIV/AIDS. https://www.cdc.gov/hiv/basics/whatishiv.html Last accessed on 3.3.2017.

CDC, 2016b. Centers for Disease Control and Prevention. HIV basics. Transmission.

https://www.cdc.gov/hiv/basics/transmission.html Last accessed on 3.3.2017.

Cornwall, Andrea & Edwards, Jenny 2014. Feminisms, Empowerment and Develop-

ment: Changing Women'’s Lives. Zed Books. 1-5.

DIAK, 2012. Towards research-orientation in professional practice. A guide to thesis
work at Diaconia University of Applied Sciences. Diaconia University of
Applied Sciences. 13-15. http://www.diak.fi/tyoelama/Julkaisut/Docu-
ments/C_17 ISBN_9789524931212.pdf Last accessed on 20.1.2017.

Gaile, Helene D. & Hill, Gena L 2001. Global Impact of Human Immunodeficiency Vi-
rus and AIDS. Clinical Microbiology Reviews. 2001 Apr; 14(2)327-335.
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC88977/ Last accessed on
31.3.2017.

GC, Dal Bahadur. President of National NGOs Network Group Against AIDS-Nepal
(NANGAN). Personal notification 5.3.2017.


https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3122586/
https://www.cdc.gov/hiv/basics/whatishiv.html%20Last%20accessed%20on%203.3.2017
https://www.cdc.gov/hiv/basics/transmission.html%20Last%20accessed%20on%203.3.2017
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC88977/

Government of Nepal, 2014. Country Progress Report on HIV/AIDS Response, Ne-
pal,2014. http://files.unaids.org/en/dataanalysis/knowyourre-
sponse/countryprogressreports/2014countries/NPL_narrative_re-
port_2014.pdf Last accessed on 20.1.2017.

Government of Nepal, 2015. National Centre for AIDS and STD Control, Nepal. Na-
tional HIV Strategic Plan 2016-2021. Nepal HIVISINO 2020-Ending the
AIDS epidemic as a public health threat, by 2030.
http://www.ncasc.gov.np//uploaded/National-HIV-Strategic-Plan-2016-
21-December-1-2016/National-HIV-Strategic-Plan-2016-21-December-
1-2016.zip Last accessed on 19.5.2017.

Hedge, Barbara 2001. Psychological and Mental Health Issues. Article in book ABC
of HIV and AIDS, edited by Michael W. Adler, Simon G. Edward, Robert
F. Miller, Gulshan Sethi and lan Williams. BMJ Books 2001. Sixth edition.
108-113.

Ho, Szu Szu & Holloway, Aisha 2015. The impact of HIV-related stigma on the lives
of HIV-positive women: an integrated literature review. Journal of Clinical
Nursing Vol.25, Issues 1-2. http://www.research.ed.ac.uk/por-
tal/files/19932285/Holloway A. The Impact of HIV related Stigma.pdf
Last accessed on 20.1.2017

Hogan, John; Dolan, Paddy & Donnelly, Paul 2009. Approaches to Qualitative Re-
search : Theory & Its Practical Application - A Guide for Dissertation Stu-
dents.9-11. http://search.ebscohost.com.anna.diak.fi:2048/login.aspx?di-
rect=true&db=e000xww&AN=1008507&site=ehost-
live&ebv=EB&ppid=pp_ Cover Last accessed on 22.8.2017.

Holloway, Immy & Wheeler, Stephanie 2013. Qualitative Research in Nursing and
Healthcare. John Wiley & Sons, Incorporated 2013. 297-304.
http://ebookcentral.proguest.com.anna.diak.fi:2048/lib/diak/reader.ac-
tion?doclD=707888 Last accessed on 25.9.2017.



http://www.ncasc.gov.np/uploaded/National-HIV-Strategic-Plan-2016-21-December-1-2016/National-HIV-Strategic-Plan-2016-21-December-1-2016.zip%20Last%20accessed%20on%2019.5.2017
http://www.ncasc.gov.np/uploaded/National-HIV-Strategic-Plan-2016-21-December-1-2016/National-HIV-Strategic-Plan-2016-21-December-1-2016.zip%20Last%20accessed%20on%2019.5.2017
http://www.ncasc.gov.np/uploaded/National-HIV-Strategic-Plan-2016-21-December-1-2016/National-HIV-Strategic-Plan-2016-21-December-1-2016.zip%20Last%20accessed%20on%2019.5.2017
http://www.research.ed.ac.uk/portal/files/19932285/Holloway_A._The_Impact_of_HIV_related_Stigma.pdf
http://www.research.ed.ac.uk/portal/files/19932285/Holloway_A._The_Impact_of_HIV_related_Stigma.pdf
http://search.ebscohost.com.anna.diak.fi:2048/login.aspx?direct=true&db=e000xww&AN=1008507&site=ehost-live&ebv=EB&ppid=pp_Cover
http://search.ebscohost.com.anna.diak.fi:2048/login.aspx?direct=true&db=e000xww&AN=1008507&site=ehost-live&ebv=EB&ppid=pp_Cover
http://search.ebscohost.com.anna.diak.fi:2048/login.aspx?direct=true&db=e000xww&AN=1008507&site=ehost-live&ebv=EB&ppid=pp_Cover
http://ebookcentral.proquest.com.anna.diak.fi:2048/lib/diak/reader.action?docID=707888
http://ebookcentral.proquest.com.anna.diak.fi:2048/lib/diak/reader.action?docID=707888

Isangula, Kahabi Ganka 2012. Improving Women’s and Family’s Health through Inte-
grated Microfinance, Health Education and Promotion in Rural Areas.
Journal of Sustainable Development Vol.5, No. 5; May 2012. 76-89.

Jha, Chandra Kat & Madison, Jeanne 2009. Disparity in health care: HIV, stigma and
marginalization in Nepal. Journal of the International AIDS Society. 12:16.
http://jiasociety.org/content/12/1/16 Last accessed on 23.3.2017.

Jha, Chandra Kat; Plummer, David & Bowers, Randolph 2011. Coping with HIV and
dealing with the threat of impending death in Nepal. Mortality-Promoting
the interdisciplinary study of death and dying. Volume 16, 2011 - Issue 1
http://dx.doi.org.anna.diak.fi:2048/10.1080/13576275.2011.535999 Last
accessed on 20.1.2017.

Kitzinger, Jenny 1995. Introducing focus groups. British Medical Journal; Jul 29;
311(7000): 299-302. https://www.ncbi.nlm.nih.gov/pmc/arti-
cles/PMC2550365/pdf/bmj00603-0031.pdf Last accessed on 16.2.2017.

Kleinman, Arthur & Hall-Clifford, Rachel 2009. Stigma: a social, cultural and moral
process. J Epidemiol Community Health 2009;63:418-419.
http://isites.har-
vard.edu/fs/docs/icb.topic889975.files/May%202nd/May%202nd%20ad-
ditional%20reading/Kleinman-J%20Epidemiol%20Commu-
nity%20Health-2009-Kleinman-418-9.pdf Last accessed on 18.5.2017

Kumar, Ranjit 2010. Research Methodology : A Step-by-Step Guide for Beginners.
104.http://diak.eblib.com.anna.diak.fi:2048/pa-
tron/FullRecord.aspx?username=diak&password=diak2012&p=743677 Last ac-
cessed on 9.10.2017.

Kylma, Jari & Juvakka, Taru 2007. Laadullinen terveystutkimus. Edita Publishing Oy.
115-120.


http://jiasociety.org/content/12/1/16
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC2550365/pdf/bmj00603-0031.pdf%20Last%20accessed%20on%2016.2.2017
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC2550365/pdf/bmj00603-0031.pdf%20Last%20accessed%20on%2016.2.2017
http://isites.harvard.edu/fs/docs/icb.topic889975.files/May%202nd/May%202nd%20additional%20reading/Kleinman-J%20Epidemiol%20Community%20Health-2009-Kleinman-418-9.pdf
http://isites.harvard.edu/fs/docs/icb.topic889975.files/May%202nd/May%202nd%20additional%20reading/Kleinman-J%20Epidemiol%20Community%20Health-2009-Kleinman-418-9.pdf
http://isites.harvard.edu/fs/docs/icb.topic889975.files/May%202nd/May%202nd%20additional%20reading/Kleinman-J%20Epidemiol%20Community%20Health-2009-Kleinman-418-9.pdf
http://isites.harvard.edu/fs/docs/icb.topic889975.files/May%202nd/May%202nd%20additional%20reading/Kleinman-J%20Epidemiol%20Community%20Health-2009-Kleinman-418-9.pdf
http://diak.eblib.com.anna.diak.fi:2048/patron/FullRecord.aspx?username=diak&password=diak2012&p=743677
http://diak.eblib.com.anna.diak.fi:2048/patron/FullRecord.aspx?username=diak&password=diak2012&p=743677

Lietz, Cynthia A.; Langer, Carol A. & Furman, Rich 2006. Establishing Trustworthiness
in Qualitative Research in Social Work. SAGE Publications 2006. 419-
422. http://www.academia.edu/download/27215369/Truworthi-

ness in Qualitative Research.pdf Last accessed on 25.9.2017.

Liping Ma; Peng, Xu; Haijiang, Lin; Lahong, Ju & Fan, Lv 2015. Quality of Life of Peo-
ple Living with HIV/AIDS: A Cross-Sectional Study in Zhejiang Province,
China. https://doi.org/10.1371/journal.pone.0135705 Last accessed on
18.5.2017.

Mondel, MN & Shitan, M. 2013. Factors affecting the HIV/AIDS epidemic: an ecologi-
cal analysis of global data. African Health Sciences 2013 Jun;13(2): 301-
310. https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3824495/ Last ac-
cessed on 31.3.2017.

Murray, Craig D. & Wynne, Joanne 2001. Researching Community, Work and Family
with Interpreter. Community, Work and Family, 4(2), 157-170.

http://eprints.lancs.ac.uk/26079/1/Murray CWF 2001.doc Last accessed on
23.9.2017.

Nepal, Vishnu Prasad & Ross, Michael W. 2010. Issues Related to HIV Stigma in
Nepal. International Journal of Sexual Health, 22:20-21,2010.

Pokhrel, Pallav; Regmi, Shekhar & Piedade, Erica 2008. HIV/AIDS prevention in the
Nepalese Context. Evaluation & Health Professionals, Volume 31, Num-
ber 2. June 2008, 198-210. SAGE Publications.
10.1177/0163278708315924 http://ehp.sagepub.com Last accessed on
27.9.2017.

Rai, Bishwa 2008. HIV and AIDS: related stigma and discrimination in Nepal. 44th
International Course in Health Development (ICHD) September 24, 2007
- September 12, 2008.


http://www.academia.edu/download/27215369/Truworthiness_in_Qualitative_Research.pdf
http://www.academia.edu/download/27215369/Truworthiness_in_Qualitative_Research.pdf
https://doi.org/10.1371/journal.pone.0135705
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3824495/
http://eprints.lancs.ac.uk/26079/1/Murray_CWF_2001.doc
http://ehp.sagepub.com/

http://www.bibalex.org/Search4Dev/files/353724/193923.pdf Last ac-
cessed on 22.9.2017.

Shakti Milan Samaj, no date. Introduction. http://www.shaktimilan.org.np/in-
dex.php?route=information/about-us/path=2 Last accessed on
20.1.2017.

Shakti Milan Samaj, EWCAH project proposal. Personal notification. 2016.

Smith, Giri; Maniraj, Neupane; Sushil, Pant; Utsav, Timalsina; Koirala, Sagar; San-
tosh, Timalsina & Sashi, Sharma 2013. Quality of life among people living
with acquired immune deficiency syndrome receiving anti-retroviral ther-
apy: a study from Nepal. HIV AIDS (Auckl). 2013; 5. 277-282.
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3790835/ Last accessed
on 22.9.2017.

Sultan, Binta & Adler, Michael W., 2001. Development of the epidemic, article in book
Article in book ABC of HIV and AIDS, edited by Michael W. Adler, Simon
G. Edward, Robert F. Miller, Gulshan Sethi and lan Williams. BMJ Books
2001, sixth edition. 1-5.

UN, no date. Millenium Development Goals: AIDS. http://www.un.org/millenni-

umgoals/aids.shtml Last accessed on 19.9.2017.

UN, 2001. What is UNAIDS? Fact Sheet. http://www.un.org/ga/aids/ungassfact-
sheets/html/fsunaids en.htm Last accessed on 19.9.2017.

UNAIDS, 2015. HIV and AIDS Estimates, Nepal 2015. http://www.unaids.org/en/re-

gionscountries/countries/nepal Last accessed on 20.1.2017.

Upadhyay, Prakash 2015. Hierarchical to Gender Egalitarianism: Women Empower-
ment and Emancipation through Micro Finance in Rural Nepal. The Jour-
nal of Nepalese Business Studies Vol. IX, No.1. December 2015.48-62.


http://www.bibalex.org/Search4Dev/files/353724/193923.pdf
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3790835/
http://www.un.org/millenniumgoals/aids.shtml%20Last%20accessed%20on%2019.9.2017
http://www.un.org/millenniumgoals/aids.shtml%20Last%20accessed%20on%2019.9.2017
http://www.un.org/ga/aids/ungassfactsheets/html/fsunaids_en.htm
http://www.un.org/ga/aids/ungassfactsheets/html/fsunaids_en.htm
http://www.unaids.org/en/regionscountries/countries/nepal%20Last%20accessed%20on%2020.1.2017
http://www.unaids.org/en/regionscountries/countries/nepal%20Last%20accessed%20on%2020.1.2017

WHO, 2016. World Health Organization. HIV/AIDS Fact sheet. November 2016.

http://www.who.int/mediacentre/factsheets/fs360/en/ Last accessed on 3.3.2017

WHO, 2015. World Health Organization. Global Summary of the AIDS epidemic 2015.
http://www.who.int/hiv/data/epi core 2016.png?ua=1 Last accessed on 3.3.2017.

WHO, no date. WHOQOL: Measuring Quality of Life. Introducing the WHOQOL Instru-

ments. Health Statistics and Information Systems. http://www.who.int/healthinfo/sur-

vey/whoaqgol-qualityoflife/en/ Last accessed on 22.9.2017

Wilkinson, Chris & Mercey, Danielle 2001. Women and HIV article in book ABC of HIV
and AIDS, edited by Michael W. Adler, Simon G. Edward, Robert F. Miller, Gulshan
Sethi and lan Williams. BMJ Books, sixth edition. 87-90.


http://www.who.int/mediacentre/factsheets/fs360/en/
http://www.who.int/hiv/data/epi_core_2016.png?ua=1
http://www.who.int/healthinfo/survey/whoqol-qualityoflife/en/
http://www.who.int/healthinfo/survey/whoqol-qualityoflife/en/

APPENDICES

Appendix 1. Example of the literature review done on women

and HIV

Author and title of the re-
search

Research design

Aim of the research

Results

Conclusion

Ho, Szu Szu & Holloway, Aisha
2015.

The Impact of HIV-related
stigma on the lives of HIV-posi-
tive women: an integrated lit-
erature view.

An integrative literature
review, using five data-
bases.

Explore how HIV related
stigma effects on HIV-pos-
itive women’s lives and
identify the contextual
differences of HIV related
stigma to HIV positive
women.

Stigma towards HIV-posi-
tive women were found
to be in four themes; in-
dividual, relationships,
work and community.
HIV-diagnosis will cause
distress. Fear of being
stigmatized make women
to hide their HIV-status
and because of that, they
might not get proper
treatment in health care
services. By disclosing
HIV-status women might
be excluded from the so-
cial life, including being
rejected by friends and
family.

Women experiencing
stigma due to HIV face
several difficulties re-
lated to social and in-
dividual life, employ-
ment status and ac-
cess to healthcare.
Lack of support from
friends and family will
lead to psychological
distress. Cultural and
social norms and be-
liefs worsen the
stigma and discrimina-
tion towards HIV posi-
tive women.

Jha, Chandra Kat; Plummer, Da-
vid & Bowers, Randolph 2011.
Coping with HIV and dealing
with the threat of impending
death in Nepal.

Qualitative research, us-
ing modified grounded
theory of ‘Death Phobia’
related to HIV. In-depth
interviews with 20 partici-
pants.

The study aim to explore
the life experiences of
HIV-positive persons in
Nepal and how counseling
will contribute HIV-posi-
tive persons’ coping strat-
egies.

HIV-diagnosis will cause
psychological distress
and fear of the future and
untimely death. Lack of
support from family in
the time of being diag-
nosed with HIV might
lead to overuse of alcohol
or drugs. Overuse of sub-
stances as a coping
method is also interre-
lated with failure from
the social norms or roles,
such as women as a care-
giver and man as a bread-
winner of the family.

HIV diagnosis leads to
several changes in
person’s  psychologi-
cal, social, economic
and health aspects of
life. Fear of being stig-
matized make HIV-
positive persons to
hide their disease.
Death phobia is highly
associated with HIV
and might cause sui-
cidal behavior. In Nep-
alese culture woman
is considered to be
widowed due to some
sin. Moral issues and
misconceptions of HIV
and its transmission
will cause stigma.

Nepal, Vishnu Prasad & Ross,
Michael W. 2010.

Issues Related to HIV Stigma in
Nepal.

Qualitative research. Data
was collected through fo-
cus group discussions and
workshops with 70 partic-
ipants.

Explore issues related to
HIV stigma and mecha-
nism of stigmatization ex-
perienced by people living
with HIV and community

members in Nepal.

HIV is heavily associated
with untimely death,
which is seen as a punish-
ment for HIV-positive
persons, for something
“bad”, culturally unac-
ceptable done, such as
extramarital sex. Fear of
the transmission of HIV
orignorance of it will lead
to stigma by rejecting or
excluding  HIV-positive
persons form social life.

Blame is the key ele-
ment in HIV related
stigma in Nepal. Espe-
cially women and girls
get blamed for bring-
ing the HIV to the fam-

ily, no matter the
means of infection.
Cultural beliefs and

values play vital role in
HIV related stigma in
Nepal. HIV related




HIV-positive women are
often seen as prostitutes
or promiscuous.

stigma in Nepal is in-
terrelated with Nepa-
lese culture, including
the main religion Hin-
duism.

Jha, Chandra Kat & Madison,
Jeanne 2009. Disparity in
health care: HIV, stigma and
marginalization in Nepal.

Qualitative study, data
was collected by in-depth
interviews from 20 HIV-
positive and 10 partici-
pants, who injected drugs,
but have never undergo
HIV-test.

Explore health care re-
lated experiences and
perceptions of HIV-posi-
tive persons/those, who
are in risk to be HIV-posi-
tive.

Health care profession-
als, doctors and nurses,
have prejudices and ste-
reotypes of HIV-positive
persons. HIV-positive pa-
tients are seen as viola-
tors to cultural norms of
Nepal. Because of this,
many health care profes-
sionals deny to treat peo-
ple with HIV. Healthcare
professionals, even
though the education,
fear the infection itself or
being associated with HIV
and by treating HIV posi-
tive  persons, being
thought as well HIV-posi-
tive. Untimely death
caused by HIV was also
one reason for denying
the treatment for HIV-
positive persons. Fear of
stigma makes patients to
hide their HIV-status,
which will lead to compli-
cations in the treatment
or getting insufficient
treatment. By revealing
HIV-status patients were
treated hard handed or
unfriendly.

Stigma related to
HIV/AIDS in Nepal is
mostly due to the cul-
tural  beliefs and
norms. HIV is seen as
punishment for violat-
ing these norms. In
general, HIV is be-
lieved to be a disease,
that will cause un-
timely death and
someone have been
infected with HIV be-
cause of violating cul-
tural beliefs, such as
having  extramarital
sex or injecting drugs.
Stigma is heavily con-
nected to the fear of
being infected with
HIV.




Appendix 2. Information of the study

Information of the study

You have been participating in Shakti Milan Samaj's EWCAH empowerment program.
That is why | am contacting You. | am studying Master’s Degree in Global Health Care
in Diaconia University of Applied Sciences, in Helsinki, Finland. | am doing my Mas-
ter’s Thesis of HIV positive women and their quality of life.

This study’s aim is to clarify how empowering women with HIV will effect on their life
and stigma and discrimination towards them. This study aims to give tools on devel-
oping programs aiming to empower women with HIV and reducing the stigma and
discrimination of HIV positive women in Nepal.

Research questions for this study are:

-How the EWCAH project effected on the HIV positive women’s quality of life?

-How the EWCAH project effected on stigma and discrimination of HIV positive
women?

Research data will be collected by group discussion, which will be audio recorded. In
the discussion, Shakti Milan Samaj’s staff member will work as a translator. The data
will be treated so, that individual participant can’t be recognized and the data will be
destroyed after the final report is finished. The data won'’t be used for any other pur-
poses than this study. Participating in this study is voluntary and confidential.

With best regards,
Aino Kormilainen
Contact information



Appendix 3. Consent for the study

Consent for the study

| have been informed about the Master’s Thesis study, which | am taking partin. | have
been informed about the study’s aims and purposes. | have been informed of the
study’s data gathering methods.

| give my consent to be part of the study voluntary and the researcher to use my inter-
view as a part of this study. | also give the researcher consent to audio record the
interview.

Date and place

Participant

Researcher




Appendix 4. Interview frame

INTERVIEW DRAFT

a) Backround, Describe your life before the EWCAH project.

(Life before the project, work, family, role in society)

b) Effect of HIV in daily life. How did the HIV diagnosis effect on your life? How
life changed?

(Experiences of stigmatization, discrimination, effect of HIV daily life, family, work)

c) Shakti Milan Samaj and other HIV related NGOs, \What kind of experiences
or knowledge of NGO you had before the project? Knowledge of other NGO
or services available for people living with HIV?

(Knowledge of SMS, services, support, experiences in previous projects)

d) EWCAH project, How did you get to know EWCAH project? Describe rea-
sons for participating for the project?

(Knowledge, participating, reasons for participating, expectations towards the pro-

ject)

e) Empowerment. How do you understand empowerment? What does it mean
in your life?

(Understanding, experiences, meanings)

f) Quality of life. How would you describe good life? How do understand the
quality of life? What does it mean in your life?

(Meanings, understanding, good life)

g) Effect of EWCAH project Describe your life now after the project, share ex-
periences.

(Changes in daily life, quality of life, empowerment, effects)

h) Future How do you see your life in the future? What part EWCAH project has
on it? (Hopes, wishes, goals)



Appendix 5. Example of analysis of the collected data

come has raised, it af-

fects also other as-

pects of life.

She has now work, be-
cause of the computer

training.

has gone better.

She got work after

training.

effects in other aspects

of life.

Became employed.

Raw data collected | Simplified expres- | Sub category Main category
from the interview | sion

according to the in-

terpreter

The economical in- | Economic  situation | Raise in income and

Economic empower-

ment

She has been empow-
ered in every level,
like, when someone
discriminates HIV
positive persons, she

can speak up now.

She got the confidence
to say that she wants
to live on her own, af-
ter she got so much
discriminated staying

at with her husband s

family.

Has been empowered
in every level in life,
gain courage to speak
up against discrimina-
tion towards HIV pos-
itive persons.

Got confidence to say
she wants to live on
her own without dis-
crimination of hus-

band’s family.

Raise in confidence.

Making own decisions

of personal life.

Personal  empower-

ment




