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HSERV539 Research Proposal 2005

Strengths and Limitations of PLHWA Advocacy in Bolivia

1. GENERAL OBJECTIVE

To determine the role and impact of people living with HIV/AIDS (PLWHA) in shaping HIV-related policy in Bolivia and provide recommendations for improving PLWHA advocacy.

2. SPECIFIC STUDY AIMS

A) To analyze PLWHA role in shaping government HIV-related policy (National AIDS Program, Parliament, President)

B) To analyze PLWHA role in the Global Fund process (in drafting proposal and currently) 

C) To analyze PLWHA role in shaping international organizations’ AIDS programs (PAHO, UNAIDS, UNFPA, UNICEF, UNAIDS)

D) To determine the “best practices” of PLHWA advocacy, based on Specific Study Aims A-C.

E) To analyze obstacles to PLWHA advocacy and to provide recommendations for improving these efforts.

3. PROBLEM AND RATIONALE
HIV-related policy (or the lack thereof), whether it be created by governmental bodies or by international institutions, has the ability to profoundly affect the lives of people living with HIV/AIDS (PLWHA).  In Bolivia, policy changes are necessary to help improve the quality of life of PLWHA, who face stigma and discrimination, and are in need of integral health services.  Very little national or international attention was paid to HIV/AIDS in Bolivia, until their grant proposal to the Global Fund to Fight AIDS, Malaria, and Tuberculosis was approved.  It is vital that PLWHA have a voice in the creation of HIV-related policy, especially in light of the fact that large amounts of money will soon be flowing into the country specifically for HIV/AIDS.  It is important to determine what role PLWHA have had in shaping HIV-related policy in Bolivia up until this point, and provide recommendations for how PLWHA can become better advocates in the policy-making process.  

The concept of including PLWHA in the policy-making process was first introduced in 1983 in Denver, Colorado, when PLWHA met and drafted the Denver Principles, which stated that people living with HIV/AIDS should be involved in every level of decision-making that related to HIV (NAPWA).  In 1994, this concept was forcefully reiterated in the Paris Declaration, by affirming that the response to the AIDS pandemic required greater involvement of people living with HIV, that they should be involved in the design and implementation of national and international policies and programs, and that governments should develop policies to facilitate this involvement.  The Declaration stated:

The success of our national, regional and global programmes to confront HIV/AIDS effectively requires the greater involvement of people living with HIV/AIDS... through an initiative to strengthen the capacity and coordination of networks of people living with HIV/AIDS.  By ensuring their full involvement in our common response to HIV/AIDS at all - national, regional and global - levels, this initiative will, in particular, stimulate the creation of supportive political, legal and social environments.  (APN+)

Despite the powerful concepts outlined above, neither the Denver Principles nor the Paris Declaration (which was signed by 42 countries) created major changes in the involvement of people living with HIV in the response to the epidemic (APN+).

The GIPA (Greater Involvement of People with HIV/AIDS) Principle, developed in 1997, built on the foundation created by the Denver Principles and the Paris Declaration.  GIPA is the principle that HIV-positive people should be involved at every level of the response to HIV/AIDS.  It is important to include the perspective of people living with HIV when making AIDS policy, as they can help design policies that protect their rights, improve the quality of their lives, and improve prevention efforts.  Better AIDS policy, related to both care and prevention, would ultimately be created if people living with HIV/AIDS were involved in the process.  This involvement can help governments abandon harmful legislation.  For these reasons, it is imperative to improve PLWHA advocacy efforts in Bolivia, so that they can meaningfully impact policy that affects their lives.
4.  METHODOLOGY

This is a descriptive study with qualitative data analysis, including direct observation, key informant interviews, and focus group discussions.  The target population is people living with HIV/AIDS that are involved in NGOs (the population universe is all PLWHA in Bolivia). 

Direct observation. Valuable information can be gathered through the direct observation of PLWHA engaging in advocacy activities.  This may occur at any of the sites that are visited.  An effort will be made to adjust the chronology of the project, based on if specific advocacy activities will occur in certain locations and on specific dates.  This has been selected as a data collection technique in order to see the advocacy work of the PLWHA in action.  It will also help the researcher become familiar with and understand the activities of the PLWHA organizations, in relation to advocacy.  The researcher will take field notes during direct observation.  Direct observation will help the researcher determine: 

· What types of advocacy activities the PLWHA organizations or individuals engage in.

· How advocacy activities are selected by each PLWHA organization.

· Which policymakers PLHWA are attempting to influence.

· Which members of the PLHWA organizations become involved in advocacy. 

· What, when, and how training in effective advocacy is provided to PLHWA.

· What resources are available to help individuals and organizations do advocacy activities.

Key informant interviews.  Valuable information can also be gathered through key informant interviews with policymakers (both from governmental agencies and international institutions), NGO directors/coordinators (of organizations that may be involved in HIV-related advocacy), and of the directors/coordinators of PLWHA organizations (see Appendix 1: Key Informant Interviews: Contacts).  These interviews will occur at various sites, with the majority occurring in La Paz and Santa Cruz.  For sample interview questions, see Appendix 2: Key Informant Interviews: Sample Questions.  The researcher will schedule appointments with the key informants prior to traveling to the following cities: Santa Cruz, Tarija, Sucre, Cochabamba, La Paz, and Trinidad.  Each interview will be tape recorded, and the researcher will take notes as well.

Focus Group Discussions.  Nine focus group discussions of PLWHA will occur.  Each discussion will have approximately 8-10 participants (although in some of the locations there may be fewer participants).  Participants will be selected from among the members of the PLHWA organization in each of the selected cities, and their selection will be based on their availability to participate and their involvement in advocacy issues.  Ideally, participants will include both women and men and will come from diverse socioeconomic backgrounds.  The coordinator of each selected organization will recommend individuals to participate in the discussion based on the criteria just outlined.  Throughout the country, it is estimated that approximately 75 PLWHA will participate in the focus group discussions.

Each focus group discussion will occur in a location that is both convenient for participants and ensures confidentiality.  Such a location may include the PLWHA organization’s office, an individual’s home, or a meeting space in another NGO.  The focus group discussions will occur in the following cities: Santa Cruz (3 groups), La Paz (2 groups), Cochabamba (1 group), Tarija (1 group), Trinidad (1 group), and Sucre (1 group).

All participants will have the right to choose not to speak about certain topics or not to respond to certain questions.  Choosing to participate in the discussion is a personal decision.  The identity of the participants will be confidential.  The researcher will act as a guide to the participants, using both open-ended and directed questions and she will guide the participants towards discussing the topics most relevant to the project (for sample questions, see Appendix 3: Sample Focus Groups Discussion Questions).  The focus group discussions will be tape recorded by the researcher.

Data Management.  I will take field notes of my direct observation experiences and will tape record the interviews and focus group discussions.    I will pay a small stipend to capable volunteers and/or staff at REDVIHDA to assist with the transcription of the tapes.  I will then edit the transcripts.  I will then translate the transcripts into English, receiving assistance from a native speaker with any unfamiliar words.  I will ask a bilingual individual to review my translations for errors.

Data Analysis.  The English translations will be printed so that coding can be done by hand.  Qualitative analysis will be done using open coding and the results will be presented thematically, using quotes and long narratives in order to illustrate those themes.  Coding will be done separately for the key informant interviews of policymakers, the key informant interviews of NGO directors/coordinators, the key informant interviews of PLWHA organization directors/coordinators, and focus group discussions.

Ethical Issues and Consent.  There are no foreseen ethical issues.  Names and identifying characteristics of participants in the focus group discussions will be kept confidential.  For a sample consent form, see Appendix 4: Focus Group Discussions: Sample Consent Form.

Limitations of Study Design.  The study only includes PLWHA from six cities in Bolivia, and does not include experiences from PLWHA living in all other parts of Bolivia.  In addition, only those PLWHA involved in organizations will be included in focus group discussions, excluding all other PLHWA. 

6. LOGISTICS 

Chronology

· June 20: Arrive in Santa Cruz, Bolivia

· June 21-July 10: SANTA CRUZ

· Direct observation; key informant interviews; conduct 3 focus group discussions

· July 11-July 14: TARIJA

· Direct observation; key informant interviews; conduct 1 focus group discussion

· July 15-July 19: SUCRE

· Direct observation; key informant interviews; conduct 1 focus group discussion

· July 20-July 27: COCHABAMBA

· Direct observation; key informant interviews; conduct 1 focus group discussion

· July 28-August 19: LA PAZ
· Direct observation; key informant interviews; conduct 2 focus groups discussions

· August 20-August 24: TRINIDAD

· Direct observation; key informant interviews; conduct 1 focus group discussion

· August 25-September 19: SANTA CRUZ 

· Transcription of tapes from key informant interviews and focus groups (I plan to pay capable volunteers and/or staff at REDVIHDA to assist with the transcription of the tapes)

· Edit transcripts

· Translate transcripts into English 

· Code English transcripts

· A second trip to La Paz may be scheduled during this time (if it is determined that further key informant interviews should be conducted).

· September 20: Leave Bolivia

Resources Available.  I will be based at Fundación REDVIHDA’s office in Santa Cruz.  Resources at my disposal in the organization’s office include: computer, internet, and printing.  In addition, the staff and volunteers at REDVIHDA will possibly be able to assist with the transcription of the tapes.  For a proposed budget, see Appendix 5: Budget.
Dissemination / Policy Impact Plan.  The results of the research will be distributed to each of the PLWHA NGOs in Bolivia.  It will be a compilation of the information gathered from direct observation, key informant interviews, and focus group discussions.  It will include the “best practices” in PLWHA advocacy, an analysis of the obstacles to PLWHA advocacy, and recommendations for improving these efforts.  The document will also be given to the members of Bolivia’s Country Coordinating Mechanism of the Global Fund.
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Appendix 1: Key Informant Interviews: Contacts [actual names removed]

Government

Programa Nacional de ITS/VIH/SIDA, Ministerio de Salud y Previsión Social
Programa Departamental de ITS/SIDA de Santa Cruz

Defensor de Pueblo
Selected Members of Parliament

Staff of President Carlos Mesa

Country Coordinating Mechanism, Global Fund
International Institutions
PAHO 

UNAIDS

UNFPA

UNICEF

USAID

Non-Governmental Organizations

Asamblea Permanente de Derechos Humanos (APDH)
Casa de la Mujer

Centro de Investigación Educación y Servicios (CIES)
Comunidad Encuentro de PVVS

CONAIN (Comité Nacional Interinstitucional)

CONATRE (Colectivo Nacional de Trabajo Respuesta al VIH y al SIDA)

Instituto Para el Desarrollo Humano (IDH), Programa SidAcción



Libertad

UNELDYS (Unidos en la Lucha por la Dignidad y la Salud)

Organizations of People living with HIV/AIDS

Equidades Positivas

Esperanza Positiva

Mas Vida

REDBOL (Red Nacional de Personas que Viven con VIH/SIDA en Bolivia)
REDVIHDA

Vivo Positivo (Cruz Roja) 

Vivo Positivo (IDH)

Voces VIHvas

WASYNANCYWA

Appendix 2: Key Informant Interviews: Sample Questions

The following are a list of sample questions to be used during the key informant interviews (these questions are for an individual who works in the Bolivian government).  The exact questions will vary, depending on if the individual being interviewed is from a governmental agency, an international institution, a non-governmental organization, or an organization of PLWHA.

1. What is your name, position, and organization?
2. How long have you been working in this capacity?
3. What aspects of your position relate to HIV/AIDS?
4. What does the word “advocacy” mean to you?
5. How do the advocacy efforts of outside organizations or citizens affect the creation of policy?  
6. What HIV-related policies has this agency created?
7. What are the channels available to PLHWA to provide input?  What is the communication structure?

8. What is your experience with advocacy efforts of PLWHA?

9. Do PLWHA advocate through organizations or on an individual basis?  Which method is more effective?  

10. How does this agency react to PLWHA advocacy?

11. What are advocacy techniques do PLWHA employ?  Are they effective?  

12. What could PLWHA do to become better advocates?

13. What issues are PLWHA currently advocating for or against?
14. What issues do you think PLWHA should be advocating for or against (but are not currently)?  What are the main issues that PLWHA should be advocating on?

15. What are some of the systemic barriers or obstacles to PLWHA being effective advocates?

16. What are some of the interpersonal barriers or obstacles to PLWHA being effective advocates?

17. What kind of training or skills do you think individuals need order to be effective advocates for or against HIV-related policy?  

18. Do you think the policies created in this agency affect the lives of PLWHA?  In what way?

19. What HIV-related policies would you like to see in place in Bolivia?


Appendix 3: Focus Group Discussions: Sample Questions

The following is background information that will be stated at the start of each focus group discussion, in addition to a list of sample questions to be used.  The exact questions will vary, and location-specific questions may be added.

Preliminary Information on Focus Group Discussions:

· The goal of this session is to have a discussion about how PLWHA have been involved in advocacy efforts relating to HIV/AIDS policy in Bolivia. This includes policy at the national governmental level (with the parliament, president, and National AIDS Program) and at the level of international institutions (the Global Fund, PAHO, UNFPA, etc.) 
· The information gathered in these focus group discussions will be used to help determine what has been working well in PLWHA advocacy, where have there been gaps, and what are some recommendations for improvement, so that PLWHA can have a stronger voice in the creation of HIV-related policy in Bolivia.
· The results of the entire project (which includes interviews and direct observation, in addition to focus groups) will be provided to each of the PLWHA organizations throughout Bolivia.  The results will also be provided to the Country Coordinating Mechanism members of the Global Fund.  
Guidelines for the Session:

· Being a part of this focus discussion is completely voluntary, and each participant is asked to fill out a consent form prior to participation.
· You always have the right to pass: if you do not want to speak about a specific question or subject, you do not have to.
· Your participation in this focus group is confidential.  Only the number of participants in each focus group will be reported (no names or other identifying characteristics will be revealed). 
· If you would like to rest or are thirsty or hungry during the session, please let me know and we will take a break.  I want the session to be comfortable for you.
· I will act as a guide during this process, using both open-ended and general questions and also more specific questions in order to focus on certain subjects.
· I will never judge anything that you say.  I am simply here to listen and guide the process.
Subjects/Questions:
1. How long have you each been involved in this organization?
2. How did you first learn about this organization?
3. What have your experiences been like as a member of this organization?
4. What does the word “advocacy” mean to you?
5. What does this organization do that you would characterize as advocacy?  
6. Who does the organization direct its advocacy efforts towards? (i.e. government? Global Fund? PAHO?)
7. How effective is this organization in doing advocacy?  What is it doing well?

8. What could this organization do better?

9. What issues are PLWHA currently advocating for or against?
10. What issues do you think PLWHA should be advocating for or against (but are not currently)?  What are the main issues that PLWHA should be advocating on?

11. Have you personally been involved in HIV-related advocacy?  In what way?  What was this experience like?
12. On a personal level, what are some of the barriers or obstacles to being effective advocates?

13. On an organizational level, what are some of the barriers or obstacles to being effective advocates?

14. What kind of training have you received in order to be an effective advocate?  

15. What skills do you think are needed to be an effective advocate?  

16. Would you like to receive training in advocacy?  What kind of training would be useful?

17. What are the channels available to PLHWA to provide input?  What is the communication structure?

18. Who are the key policymakers that create policy that affects the lives of PLHWA?  Have you ever had contact with these people?  Has this organization had contact with these people?  If there has been no contact, why not?

19. How much do you feel like you know about the following agencies and how they create HIV-related policy: National AIDS Program, parliament, president, Global Fund, PAHO, UNAIDS, UNFPA, UNICEF, USAID?

20. Do you feel like you have an understanding of what kinds of policies affect the lives of PLWHA?

21. What policies would you like to see in place in Bolivia?

Appendix 4: Focus Group Discussions: Sample Consent Form

The following is a sample consent form that will be given to focus group discussion participants prior to the discussion.  

Consent Form

TITLE OF PROJECT: 
PLWHA Advocacy in Bolivia
IMPLEMENTATION:

June – September 2005
CONFIDENTIALITY AND CONSENT:  

The Researcher, (insert name), will ask you to participate in a discussion with up to nine other people about PLHWA advocacy in Bolivia.  The discussion will be guided by a series of questions (attached for your perusal).   Your agreement to participate in this exercise will be strictly confidential.  

The results of this and other focus group discussions, along with other data the researcher is collecting, will be distributed to various PLWHA organizations and the Country Coordinating Mechanism of the Global Fund.  There is also a possibility that the information will be published in a journal at some point in the future.  

No names or other identifying information will be disclosed about the participants in the focus group discussions.

RIGHTS:

1. You do not have to answer any questions that you do not want to answer;

2. You may request a break at any point during the discussion;

3. You may leave the discussion at any time.  

However, your honest answers to these questions will help illuminate. 

By signing this form we agree and understand that it is an indication of your willingness to participant in a focus group discussion with the researcher.  Would you be willing to participate? 
---------------------------------------------------------------------------------------------------------------------

Please indicate (()

I agree to participate


(









I do not agree to participate 

(
Signed:

__________________________



______________________________

(Print Name)





(Print Name)                           

__________________________



______________________________

(Signature of Researcher)




(Signature of Participant)

Date:  ___/ ___/_____ ( DD/MM/YYYY)

Appendix 5: Budget

Personnel:










Transcription of tapes from interviews and focus groups
$300

TOTAL






$300

Material:



Tape Recorder





$60


Blank Tapes






$40


Internet Access/Use





$50


Printing Costs






$50


TOTAL:






$200

Transport:  










Flight to/from Bolivia





$1300


Transportation between cities in Bolivia (buses & flights)
$250


Local Transport





$50


TOTAL






$1600

Food:











TOTAL






$300

Lodging:



Host Family in Santa Cruz




$300


Lodging in Other Cities




$250


TOTAL






$550

GRAND TOTAL:  






$2950







