[bookmark: _Toc365013554][image: ]Session: Empowering Support Groups

Session Rationale  
Peer support groups are a powerful way to reduce stigma and discrimination and provide PLHIV and their caregivers the emotional support they need. Volunteers who work at the grassroots level can play an important role in strengthening support group and leadership capacities.  
 Time 2 hours      [image: ] Audience Volunteers in IST and their work partners
Terminal Learning Objective	
After learning about ideal care, support, and treatment services, participants will develop an action plan to be used at their sites that addresses one or more of the following areas: (a) improve referral of PLHIV from voluntary counseling and testing center and treatment centers to community care and support services, (b) increase PLHIV adherence to treatment, or (c) increase PLHIV retention in care, support, and treatment services.
Session Learning Objectives 
1. Participants identify at least two strengths and two gaps of group support after reading and evaluating a camp form of a support group. 
2. Participants select an activity to strengthen the capacity of support groups in their community through a task in teams of two.
Session Knowledge, Skills, and Attitudes (KSAs)
1. Participants value the power of support groups. (A)
2. Participants review the definition of support groups and kinds of support groups. (K)
3. Participants assess the effectiveness of support group organization and functioning. (S)
4. Participants select an activity to strengthen the capacity of a support group. (S)
Prerequisites 	
Global Core Training: HIV/AIDS 1 and 2 (or any other HIV/AIDS Basics session), Care, Support, and Treatment sessions: Overview of Care, Support, and Treatment; Community Perspectives on Care, Support and Treatment Part I; and Community Perspectives on Care, Support, and Treatment Part II, 
  
Sector:		Health
Competency:		Support HIV Prevention and Care
Training Package:		Care, Support, and Treatment
Version:		Dec-2013



Trainer Expertise:		Peace Corps Health or HIV trainers with general knowledge of HIV care, support, and treatment; in-country trainers with technical knowledge and, as appropriate, a co-trainer who is a PLHIV.
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Session: Empowering Support Groups
Date: [posts add date]
Time: [posts add xx minutes]
Trainer(s): [posts add names]
Trainer preparation:
  
1. Set up the workshop room with participants sitting in a circle, preferably without tables in front of the seats. 
2. Write the session learning objectives on a flip chart and tape them to the wall (you are welcome to substitute the use of a flip chart with a whiteboard).
3. Prepare [image: ] Trainer Material 1: Make copies of the page and cut out individual cards, each containing one quality-of-life item. Ensure enough copies to provide each participant with a set of the 10 cards.
4. Prepare [image: ] Trainer Material 3: Draw a large Continuum of Care Framework for the Information section on butcher block paper or flip chart paper and tape to the wall (or copy on a PPT slide for your convenience).
5. Prepare [image: ] Trainer Material 4: Write the question for evaluating the camp form of support group.
6. Photocopy [image: ] Handouts 1-3, one handout per participant.

7. Review the session plan with co-facilitators.

[bookmark: _Toc236737427][image: ] Materials:
Equipment
· LCD projector and laptop computer
· Flip chart stands and flip charts
· Index cards
· Markers
· Tape
Handouts
· Handout 1: Overview of HIV Support Groups
· Handout 2: Guidelines for Organizing Successful Support Groups
· Handout 3: Actions to Empower Support Groups
Trainer Materials
· Trainer Material 1: Quality-of-Life Items  
· Trainer Material 2: PowerPoint Slides (see separate file)
· Trainer Material 3: Continuum of Care Framework
· Trainer Material 4: Diverse Forms of Support Groups
[bookmark: _Toc359853530][bookmark: _Toc235768739][bookmark: _GoBack]

[bookmark: _Toc236737428][bookmark: _Toc364750611][bookmark: _Toc365013557][bookmark: _Toc368392148] Motivation	[image: ] 60 min
[bookmark: _Toc368392149]Your Support Group
Participants discover the importance of support groups by reflecting on their own vulnerabilities.  This activity will guide participants through the emotions of suffering intrinsic and extrinsic personal losses. It is hoped that by doing so, they will gain a glimpse into the losses that people with HIV suffer and thus appreciate the value of support groups in helping PLHIV cope with their losses. Feel free to substitute this activity with a local adaptation but please maintain the intent.

Post Adaptation: Please omit any content you have already covered adequately in other trainings. Alternatively, make reference to the material from prior trainings.
If you have a group of less than 25 participants, you can do this activity with the entire group. If you have a larger group, consider conducting the activity with smaller groups of 15 – 20 participants per group. Have all participants sit in a large circle.
Welcome participants and introduce the session. Briefly review the session learning objectives on a flip chart.
Distribute a set of 10 cards ([image: ] Trainer Material 1) to each participant. Ask them to put the cards down while listening to the instructions.
[image: ] Note: This activity has a higher impact if conducted in a somber environment. Do your best to create an atmosphere of silence and solemn as you begin.
Introduce the activity. 
[image: ] Possible Script: When someone contracts HIV, it can take many years before serious symptoms show up. During this time, the virus continues to spread and hurt the immune system. Due to the compromised immune system, one begins to succumb to diseases and infections associated with AIDS.  Living a normal life becomes more and more difficult, and you have to make certain choices. We are going to do an activity in which we try to experience the kind of losses that PLHIV suffer. Of course, what we will feel does not, in any way, come close to what PLHIV actually experience. But, if we do this genuinely, it will give us a glimpse.
Tell participants that the 10 cards represent 10 kinds of quality of life. Look at them and arrange them in order of priority – based on how important each kind of quality of life item is important to you.
Ask participants to give up two cards of quality of life items that they will remove from the list of cards. 
[image: ] Possible Script: When people get a positive result of their HIV test, they immediately suffer losses. Some feel that they have lost their dignity, others feel that have lost their family, while others feel they have lost their will to live. Imagine now that you have just been told that you have HIV. You feel such a sense of loss and as with any loss, you must give up some things. Select two cards of quality of life items that you will give up and remove them from the list of cards.
Allow two minutes for participants to process their experience of loss and then invite one or two to comment on how they feel.
 Tell participants to select two more cards of quality of life items that they will give up and remove from the list of cards.
[image: ] Possible Script: Even though you suffered some loss at the time of your HIV diagnosis, you still maintained relatively good health. But as time goes by, HIV begins to take a toll on your body and you begin to get ill regularly. Medical bills begin to pile up while your ability to work and earn a decent income gets compromised. You cannot maintain everything you had and the situation demands that you give up something. Select two more cards of quality of life items that you will give up and remove them from the list of cards.
Allow two minutes for participants to process their experience of loss and then invite one or two to comment on how they feel.
Ask participants to reflect. 
[image: ] Possible Script: Imagine now that you have AIDS. It has gotten worse and you must give up even more. In fact, you have even lost the freedom to choose what to give up. The disease dictates what you give up.
Walk around the room and randomly withdraw three cards from each participant. Ensure silence as you do this. When you are done, ask participants what it was like to give up control. Invite one or two to comment on how they feel.
Explain to participants that now that they’re left with little, they will now have to rely on the support of others to complement those areas that are lacking. 
Have participants get in pairs and share their remaining cards with the next person. 
[image: ] Possible Script: So, imagine that you are connected with someone like you. When you share what you have with another person, the two of you gain some of what you lost. Look at the quality of life items you have gained. How does it change you lives?
Allow two minutes for participants to process their experience of loss and then invite one or two to comment on how they feel.
Have two pairs of participants join together as and point out to participants that the more they shared with more people, the more they gained back. 
Now, invite all participants to stand tightly together, making a circle in the center of the room. Have them put all of their remaining cards on the floor and explain the purpose of the activity. 
[image: ] Possible Script: Look at the cards. Because we have one another, we have gained most of what we lost. We no longer focus on what we lost but what we can contribute to each other and how much stronger we are together. This is the power of support groups. So, let’s now look at what support groups are.

[bookmark: _Toc364750613][bookmark: _Toc365013566][bookmark: _Toc368392150]Information	[image: ] 30 min
[bookmark: _Toc368392151]Overview of Support Groups and Guidelines for Successful Support Groups 
Participants review the definition, importance, purpose, and kinds of support groups for PLHIV and their caregivers and guidelines for organizing successful support groups.  

1. Distribute [image: ]Handout 1: Overview of Support Groups. Tell participants that the handout summarizes information in the PowerPoint slides with more details.
[image: ] [SLIDE 2]: Explain to participants that a support group is a group of people who come together to talk about common experiences, problems, and concerns without being judged, blamed, stigmatized, or isolated[footnoteRef:1]. [1:  Fanelli C. and A. Moyo. 2008. Guidelines for Establishing and Operating Successful Support Groups for People Living with HIV. Baltimore: CRS] 

[image: ] [SLIDE 3]: Point out the Continuum of Care framework ([image: ]Trainer Material 3) posted on the wall. Tell participants that peer support is an important component in the Continuum of Care and helps link PLHIV and their caregivers to care and support services in the home, community, and clinic.
[image: ] [SLIDE 4]:  Further introduce support groups. 
[image: ] Possible Script: Peer support for people with similar life experiences has proven to be very effective in facing challenging and stressful situations and building a sense of community. People who have similar experiences can better relate, offer more authentic empathy and validation, and give each other practical advice and suggestions that professionals may not offer or even know about.[footnoteRef:2] Support groups are effective because members receive firsthand advice from peers – the information they get is practical, relevant, and credible.[footnoteRef:3]    [2:  Mead S. and C. MacNeil. 2006. “Peer Support: What Makes It Unique?” International Journal of Psychosocial Rehabilitation. 10 (2), 29-37.]  [3:  Fanelli C. A. and Moyo. 2008. Op. cit.] 

[image: ] [SLIDE 5]:  
[image: ] Possible Script: PLHIV form support groups to give and receive emotional, social, and spiritual support; to develop and sustain positive strategies for living with HIV; and to strengthen their knowledge. A support group is a place where PLHIV or caregivers can share experiences confidentially, gain self-confidence, make friends, and develop a public voice to overcome barriers.[footnoteRef:4] Support groups reduce isolation and stigma related to HIV. With the help of a support group, PLHIV or caregivers can overcome barriers, help to solve problems, and see that living with HIV is possible. Emotional support and reduction of stress can improve the physical, as well as the emotional, well-being of PLHIV[footnoteRef:5]or of people caring for PLHIV. [4:  Ibid]  [5:  Venter, W. November 2004. HIV/AIDS Prevention and Control: A short course for humanitarian workers, Facilitator Manual. RHRC Consortium.] 

[image: ] [SLIDE 6]: Tell participants that at the bottom of Page 2 of their Handout is a story that illustrates the power of support groups. Invite one participant to read the story aloud (“The Power of Support Groups”). 
Ask participants what struck them about the story. Let a few participants answer. They may mention how belonging to a support group enabled this woman to access training and get involved in community mobilization for free access to ART. This gave her skills and a sense of self-esteem that, in turn, allowed her to organize other support groups and get a fulfilling job with an NGO.
[image: ] [SLIDE 7]: Explain to participants that different support groups have different purposes.  Some examples of support group purposes are:    
To improve the quality of life of PLHIV and their families[footnoteRef:6] [6:  Fanelli, C., and A. Moyo. 2008. Op. cit.] 

To provide emotional support and coping mechanisms for support group members
To empower members with information on HIV prevention, care, support and treatment, including ARVs, and to learn from each other’s experiences
To fight against HIV-related stigma and discrimination and promote acceptance[footnoteRef:7] [7:  How to set up Support Groups. http://www.etu.org.za/toolbox/docs/aids/supportgroups.html (Accessed 06/28/2013)] 

Support groups provide a refuge from stigma and can collectively help address stigma in communities[footnoteRef:8] [8:  Ibid ] 

[image: ] [SLIDE 8]: Give examples of types of support groups. 
[image: ] Possible Script: PLHIV support groups may be organized around a particular issue and/or involve people with similar profiles and experiences. Examples of support groups include post-test clubs, treatment adherence groups, discordant couples support groups, teen clubs, care-givers group, etc.[footnoteRef:9] Post-test support groups are very important for people newly diagnosed with HIV. People may feel shock, denial, anger, fear, shame, depressed, a sense of loss, and low self-esteem. Linking these people with other PLHIV who are living healthy, positive lives through support groups helps provide hope at this crucial time when PLHIV are referred to care services.[footnoteRef:10]   [9:  Fanelli C. and A. Moyo. 2008. Op. cit.]  [10:  Colton, T., L. Dunnington, G. Hainsworth, and E. Israel. October 2006. Community and Home-Based Care for People and Communities Affected by HIV/AIDS: A Comprehensive Training Course for Community Health Worker. Watertown, MA: Pathfinder] 

 [SLIDE 9]: Tell participants that they will find a short description of a teen club for HIV-positive adolescents on their handouts (Page 3 of Handout 1). Ask someone to read the description. 
[image: ] [SLIDE 10]: Discuss the activities of support groups. 
[image: ] Possible Script: Depending on its purpose, support groups meetings may involve a wide range of discussion topics and activities. Disclosing one’s HIV status can be extremely stressful, so getting advice from support group members to think through what to say, when to disclose, and who to disclose to is very useful. Support group activities also depend on what is relevant for a particular group and range from positive living, treatment, adherence, and nutrition education to organized social events and celebrations.[footnoteRef:11] Your handout includes more examples.  [11:  GNP+ and UNAIDS. 2009. Positive Health, Dignity and Prevention: Technical Consultation Report. Amsterdam: GNP+] 

[image: ] [SLIDE 11]:  Give tips about working to build support group capacity. 
· Possible Script: In working to build the capacity of support groups, Volunteers must recognize that as someone without HIV, they may have little credibility. Being a good communicator and showing a caring attitude will help establish trust. To be a good communicator, ask open-ended questions, listen carefully, and repeat back to make sure you have understood. Safeguard confidentiality (never share personal information or discussions), never give wrong information, and find answers to questions you do not know. Use appropriate body language, pay attention, listen to not only what people say but how they say it, show understanding, be willing to help, and do not judge others.[footnoteRef:12] [12:  Colton, T., et al. October 2006. Op. cit.] 

 Post Adaptation: If any participants are already working with support groups in the country, invite them to say a few words about how they established credibility.  

Hold a 5-minute large group discussion. Ask participants what strikes them and how it compares to PLHIV support groups in their communities. Invite 1-2 participants to answer this question. If none have experience with support groups, proceed with the session.
Distribute [image: ]Handout 2: Guidelines for Organizing Successful Support Groups.
[image: ] [SLIDE 12]: Introduce the handout. 
[image: ] Possible Script: Research and experience has shown that support groups are more successful when there are clear and explicit agreements on the group’s purpose, scope, leadership structure, and other matters. Clear agreements help ensure smooth functioning of the group. Many support groups put these decisions into writing (e.g., a “constitution”) so the decisions are explicit and understood by all members.[footnoteRef:13] Handout 2 lists factors that contribute to the success of support groups. These include: having a clear purpose; respecting confidentiality of all members; defining the group’s scope or limits; defining leadership roles, responsibilities and structures; developing criteria for membership; agreeing on ground rules; deciding where and when to hold meetings so they are accessible and safe for members; planning topics and activities that meet members’ interests, needs and expectations; developing partnerships; and self-evaluating.  [13:  Fanelli C. and A. Moyo. 2008. Guidelines for Establishing and Operating Successful Support Groups for People Living with HIV. Baltimore: CRS] 


[bookmark: _Toc364750615][bookmark: _Toc365013575][bookmark: _Toc368392152]Practice	[image: ] 10 min
[bookmark: _Toc368392153]Diverse Forms of Support Groups 
While generic forms of support groups target adults and often take the setting of people sitting in a circle discussing issues of interest on a certain day of every week, support groups can take various forms. For example, Peace Corps Volunteers in Ukraine started Camp OHALOW, a form of support group that targets children living with HIV in a summer camp setting. Some may find this form of a support group unconventional and may thus bring into question the promised benefits. However, it is critical for participants to realize that the conventional forms of support group may not effectively apply to younger PLHIV. Therefore, Volunteers may need to be creative in engaging this demographic in support groups. In this activity, participants will read more about Camp OHALOW in [image: ] Handout 3 and evaluate the strengths and gaps of the camp as a form of support group, drawing upon their experiences of loss from the motivation part of this session, the session information, and on their past experiences, whether with PLHIV or their own experiences of seeking support for personal problems. If you decide to adapt this activity, please restore this intent.
Post Adaptation: If you have time in your schedule to visit a support group (not one in session), feel free to substitute it with this activity, particularly if it is a teen support group.
1. Introduce the activity. 
 Possible Script: We will now do an activity in which you evaluate the strengths and gaps of a support group. As we have seen from the session, there are so many types of support groups and different demographics of PLWHIV or caregivers may respond differently to each type. For example, teens and children living with HIV may not respond positively to a support group where people sit in a circle and discuss their issues. You may need to be creative in working on a support group for this age group. 
Ask participants to read about Camp OHALOW in [image: ] Handout 3.
Ask participants to come up with answers to the question on Trainer Material 4. Ask participants to think about how a camp could be a form of support group and write two strengths of this approach in serving as a support group and two gaps that they would address if they were organizing a camp for children or teenagers.
Give the end time (5 minutes). Ask if the task is clear. If no, clarify the task.
After 5 minutes, discuss their responses in a large group. Write their answers on a [image: ] flip chart. 
 Note: Learning Objective 1 is assessed here in the large group discussion when participants identify at least two strengths and two gaps of a support group after evaluating the camp form of a support group. 
[bookmark: _Toc364750617][bookmark: _Toc365013584][bookmark: _Toc368392154]Application	[image: ] 20 min
[bookmark: _Toc368392155]Helping to Organize or Empower Support Groups

Participants think about their role in working with a PLHIV or caregiver peer support group and brainstorm practical ways that they can help organize or empower support groups 

1. Distribute [image: ] Handout 3. Tell participants that the handout describes some ways that Volunteers have organized or strengthened PLHIV peer support groups. This ranges widely from coordinated, national efforts to more simple actions.

2. Then, read aloud the task for teams of two in [image: ] Handout 3. Tell participants to:
a. With their work partner or one other participant, think about one thing they could do to organize or strengthen an HIV support group that is relevant and appropriate for their role and community’s context.
b. Write their idea on an index card(s) with their name(s) and post it on the gallery wall.
c. We’ll review these briefly when all ideas are posted.

3. Give the end time (about 10 minutes). Ask if the task is clear. If yes, let the teams of two work together. If no, clarify the task.

4. As participants to post their index cards on the gallery wall, organizing them into similar categories. 

5. Invite participants to gather in front of the cards on the gallery wall. Hold a 5-minute large group discussion as follows.
a. Briefly summarize what participants intend to do to strengthen support groups.  Highlight any activities you find particularly appropriate or creative.  
b. Share 2-3 observations of the proposed activities, for example:
i. The feasibility and appropriateness of the proposed activities given Volunteer roles
ii. How the proposed activities relate to what was discussed following the support group panel
iii. How the proposed activities relate to the guidelines for organizing successful support groups
 Note: Learning Objective 2 is assessed here by trainer’s review of team-proposed activities written on index cards.
[bookmark: _Toc359853534][bookmark: _Toc235768743][bookmark: _Toc236737436][bookmark: _Toc364750619][bookmark: _Toc365013593][bookmark: _Toc368392156]Assessment
Learning Objective 1 will be assessed during the Practice section in the large group discussion (Participants identify at least two strengths and two gaps of a camp form of support group).

Learning Objective 2 will be assessed during the Application section by reviewing proposed activities written on index cards. (Participants select an activity to strengthen the capacity of support groups in their community through a team task).

[bookmark: _Toc359853535][bookmark: _Toc235768744][bookmark: _Toc236737437][bookmark: _Toc364750620][bookmark: _Toc365013594][bookmark: _Toc368392157] Trainer Notes for Future Improvement	
Date & Trainer Name: [What went well? What would you do differently? Did you need more/less time for certain activities?]

[bookmark: _Toc368392158]Resources
Fanelli, C. and A. Moyo. 2008. Guidelines for Establishing and Operating Successful Support Groups for People Living with HIV. Baltimore: CRS
Peace Corps. HIV/AIDS Training Resource Kit [ICE T0136K]
The Peace Corps. Nonformal Education (NFE) Manual [ICE M0042]
The Peace Corps. Roles of the Volunteer in Development: Toolkits for Building Capacity [ICE T0005]
[bookmark: _Toc359853536][bookmark: _Toc235768745][bookmark: _Toc236737438][bookmark: _Toc364750621][bookmark: _Toc365013595][bookmark: _Toc365029644][bookmark: _Toc368392159][bookmark: h1] [image: ] Handout 1: Overview of HIV Support Groups	
Definition of a Support Group

A support group is a group of people who come together to talk about common experiences, problems and concerns without being judged, blamed, stigmatized, or isolated.[footnoteRef:14]   [14:  Fanelli C. and A. Moyo. 2008. Guidelines for Establishing and Operating Successful Support Groups for People Living with HIV. Baltimore: CRS] 


Importance of Support Groups

Peer support for people with similar life experiences has proven to be very effective to help people face challenging and stressful situations and build a sense of community. People who have similar experiences can better relate, offer more authentic empathy and validation, and give each other practical advice and suggestions that professionals may not offer or even know about.[footnoteRef:15] Support groups are effective because members receive firsthand advice from peers – the information they get is not “theoretical” but practical, relevant, and credible. By joining support groups, people realize that they are not alone.[footnoteRef:16]    [15:  Mead S., and C. MacNeil. 2006. “Peer Support: What Makes It Unique?”International Journal of Psychosocial Rehabilitation. 10 (2), 29-37.]  [16:  Fanelli C. and A. Moyo. 2008. Op. cit.] 


PLHIV form support groups to give and receive emotional, social, and spiritual support, to develop and sustain positive strategies for living with HIV and to strengthen their knowledge. PLHIVs in a support group form strong bonds and find needed acceptance and understanding. A support group is a place where PHIV can share experiences confidentially, gain self-confidence, make friends, and develop a public voice.[footnoteRef:17] Support groups reduce isolation and stigma related to HIV. With the help of a support group, PLHIV can overcome barriers, help to solve problems, and see that living with HIV is possible. Emotional support and reduction of stress can improve the physical, as well as the emotional well-being of PLHIV.[footnoteRef:18] The story in the box below illustrates the importance of support groups. [17:  Ibid]  [18:  Venter, W. November 2004. HIV/AIDS Prevention and Control: A short course for humanitarian workers, Facilitator Manual. RHRC Consortium.] 


The Power of Support Groups
I lost my baby boy in 2000 to HIV when he was six months old. He had been ill and was tested without my consent. The result was disclosed to my boss, who fired me soon after. I had very little support and no job. I took ARVs and was doing well on treatment. I also joined a support group for people living with HIV and began to volunteer within the group in 2001. After getting trained in counseling, I provided group counseling at a maternity home. I have been an active member of the Treatment Access Movement in Nigeria since 2001, a coalition of people living with HIV and others who fought for free access to ART. I then joined the Nigerian Community of Women Living with HIV/AIDS and started a peer counseling and support group for women and vulnerable children.  Many women were afraid to disclose their status to their spouses for fear of being thrown out, so they could not access PMTCT services. Afterward, I worked for an international NGO as a peer educator and adherence counselor. Currently I worked for an organization as the adherence advisor in Nigeria. My job includes initiation and facilitation of support groups for mothers and children. I recently received an award for workplace HIV/AIDS stigma reduction. I continue to advocate for organizations to amend employment policies to include noncompulsory screening with the option not to disclose the results to the employer and that promotes access to care and treatment. I have been able to achieve all of this because I received peer support from my support group and met other people living with HIV.[footnoteRef:19] [19:  Rabkin, M. 2009. “Peer Education in HIV/AIDS Care and Treatment Programs.” In: Marlink RG, Teitelman ST, eds. From the Ground Up: Building Comprehensive HIV/AIDS Care Programs in Resource-Limited Settings. Washington, DC: Elizabeth Glaser Pediatric AIDS Foundation; http://ftguonline.org.] 


Purpose of Support Groups

Different support groups have different purposes. Some examples of support group purposes follow:    
· To improve the quality of life of PLHIV and their families
· To provide emotional support and coping mechanisms for support group members
· To empower members with information on HIV prevention, care, support, and treatment, including ARVs, and to learn from each other’s experiences
· To build social networks of people with similar challenges
· To fight against HIV-related stigma and discrimination and promote acceptance[footnoteRef:20] [20:  How to set up Support Groups. http://www.etu.org.za/toolbox/docs/aids/supportgroups.html (Accessed 06/28/2013)] 


Support groups provide a refuge from stigma and can collectively help address stigma in communities. Belonging to a support group helps to overcome self-stigma – when PLHIV endorse negative beliefs about themselves.  

PLHIV support groups are often the hubs for complementary peer education activities. Treatment buddies offer one-on-one support over a long-term period and are especially effective for people who recently learned their status or have started ART. Buddies offer personal and frequent support to peer PLHIV, for example, by reminding them to take their ARV drugs on time (treatment buddies) or accompanying them to the clinic[footnoteRef:21] (peer assistants or navigators). Mentor Mothers is a program whereby mothers living with HIV are trained to provide health education and psychosocial support to their peers.[footnoteRef:22] [21:  Fanelli C. and A. Moyo. 2008. Op. cit.]  [22:  Mentor Mother Model. http://www.m2m.org/what-we-do/mentor-mother-model.html. (Accessed on May 15, 2013)] 


Kinds of Support Groups
PLHIV support groups may be organized around a particular issue and/or involve people with similar profiles and experiences. Examples of support groups include post-test clubs, treatment adherence groups, discordant couples support groups, teen clubs, etc.[footnoteRef:23]  [23:  Fanelli C. and A. Moyo. 2008. Op. cit.] 


Post-test support groups are very important for people newly diagnosed with HIV. People may feel shock, denial, anger, fear, shame, depressed, a sense of loss, and low self-esteem. Linking these people with other PLHIV who are living healthy, positive lives through support groups helps provide hope at this crucial time when PLHIV are referred to care services.[footnoteRef:24]   [24:  Colton, T., L. Dunnington, G. Hainsworth, and E. Israel. October 2006. Community and Home-Based Care for People and Communities Affected by HIV/AIDS: A Comprehensive Training Course for Community Health Worker. Watertown, MA: Pathfinder] 

Support groups for men who have sex with men (MSM) provide safe spaces where men can talk openly and explore issues of sexuality, gay relationships, and safer sex.[footnoteRef:25]   [25:  Peace Corps. HIV/AIDS Training Resource Kit. [ICE T0136K]] 


Adolescents living with HIV benefit from opportunities to be with their peers because of their experiences of physical, social, and verbal stigma, and discrimination, isolation, and abuse in schools or other institutions.[footnoteRef:26] Note that children under the age of 18 must have the informed consent of their parents and guardians to participate in a support group and these groups should have an adult facilitator who signs a confidentiality contract.[footnoteRef:27] An example of a teen club, which included a peer support component, is described in the box below.   [26:  Kanesathasan, A., et al. 2011. Equipping parents and health providers to address the psychological and social challenges of caring for children living with HIV in Africa. Arlington, VA: AIDSTAR-One]  [27:  Fanelli C. and A. Moyo. 2008. Op. cit.] 


Teen Club for HIV-Positive Adolescents

In 2005, the first Teen Club for HIV-positive adolescents in Botswana was started at the Botswana-Baylor Children’s Clinical Centre of Excellence (COE). The mission of Teen Club is: to empower HIV-positive adolescents to build positive relationships, improve their self-esteem, and acquire life skills through peer mentorship, adult role-modeling, and structured activities, ultimately leading to improved clinical and mental health outcomes, as well as a healthy transition into adulthood.
The Botswana Teen Club currently has over 450 active members and attendance is increasing every month. Teen Club events typically occur on Saturdays and have included large group games, drama activities, pool parties, safaris, movie nights, and art sessions. They also incorporate educational components into events, including topics on reproductive health, ARV adherence, disclosure, life skills, college preparation, personal finance management, and goal-setting. Teen Club strives to give each teen the opportunity to normalize their social experiences and to improve their outlook on life.[footnoteRef:28] [28:  Teen Club: A Peer Support Group for HIV-positive Adolescents http://www.aidstar-one.com/promising_practices_database/g3ps/teen_club_peer_support_group_hiv_positive_adolescents (Accessed on May 16, 2013)] 

Support Group Discussion Topics and Activities

Depending on its purpose, support groups meetings involve a wide range of discussion topics and activities. Examples are listed in the table below. Disclosure, a very sensitive topic, is often discussed within support group settings. Disclosing one’s HIV status can be extremely stressful, so getting advice from support group members to think through what to say, when to disclose, and who to disclose to is very useful. Support group activities also depend on what is relevant for a particular group. For example, in Kenya, a PLHIV support group recognized that many members were struggling with ART adherence due to heavy social drinking. So, they established a support group styled on Alcoholics Anonymous, which led to discussions on social norms of excessive drinking. This led to a decline in alcoholic consumption by PLHIV members and their families.[footnoteRef:29] [29:  GNP+ and UNAIDS. 2009. Positive Health, Dignity and Prevention: Technical Consultation Report. Amsterdam: GNP+] 


Examples of Support Group Discussion Topics and Activities
	Training in peer counseling
	Strategies for treatment adherence
	Support for disclosure

	Updates on HIV/AIDS research
	Treatment literacy
	Talks and presentations from experts

	Appropriate exercise and sports
	Basic information on HIV/AIDS
	How to access care and support services

	Social events and celebrations
	Self-care and positive living
	Nutrition education and counseling

	Group counseling sessions
	Positive health, dignity, and prevention, including correct condom use
	Advocacy to address stigma and discrimination



Volunteer Credibility in Working with Support Groups

In working to build the capacity of support groups, Volunteers must recognize that as someone without HIV, they may have little credibility. Being a good communicator and showing a caring attitude will help establish trust. To be a good communicator, ask open-ended questions, listen carefully and repeat back to make sure you have understood, safe-guard confidentiality (never share personal information or discussions), never give wrong information, find answers to questions you do not know, use appropriate body language, pay attention, listen to not only what people say but how they say it, show understanding, be willing to help, and do not judge others.[footnoteRef:30] [30:  Colton, T., et al. October 2006. Op. cit.] 



[bookmark: _Toc368392160][bookmark: h2][image: ] Handout 2: Guidelines for Organizing Successful Support Groups
Research and experience has shown that support groups are more successful when there are clear and explicit agreements on the group’s purpose, scope, and leadership structure. Clear agreements help ensure smooth functioning of the group. Many support groups put these decisions into writing (for example in a constitution) so that the decisions are explicit and understood by all members.[footnoteRef:31]   [31:  Fanelli C. and A. Moyo. 2008. Guidelines for Establishing and Operating Successful Support Groups for People Living with HIV. Baltimore: CRS] 


Knowing what makes a successful support group is important for PLHIV who belong to support groups or who wish to form support groups, as well as NGOs, CBOs, or health facilities who wish to help form or empower existing support groups. Note that while health facilities, NGOs, or others may play a role in forming and nurturing support groups, PLHIV must participate in a meaningful way in all aspects of support group formation and operation.[footnoteRef:32] Volunteers who help organize or strengthen HIV support groups should always do this with a PLHIV work partner or in the context of work with a health facility or a community and home-based care program. [32:  Ibid.] 


Guidelines for Successful Support Groups
Purpose: Support group members should develop and agree on the group’s overall purpose. This should be explicit and be put into writing. For example: “Our support group’s purpose is to improve the quality of life of our members by providing emotional support.”

Confidentiality: For some support groups, disclosure of HIV status is optional. Whether members’ status are shared or not, upholding confidentiality in any support group is absolutely essential.  Group members must understand what this means and commit to uphold confidentiality at all times.[footnoteRef:33] Some support groups require that members sign a contract with this commitment.[footnoteRef:34] To betray this trust may expose the group member to discrimination or violence.[footnoteRef:35] [33:  How to set up Support Groups. http://www.etu.org.za/toolbox/docs/aids/supportgroups.html (Accessed 06/28/2013)]  [34:  Fanelli, C., and A. Moyo. 2008. Op. cit.]  [35:  How to set up Support Groups. http://www.etu.org.za/toolbox/docs/aids/supportgroups.html (Accessed 06/28/2013)] 


Scope and Limits: Support group members should distinguish what a support group will do and not do – it’s scope and limits. For example, individual counseling, medical assistance, and family support are important, but not appropriate to be offered in a support group setting. Some support groups decide to avoid getting involved in income-generating activities as this may dilute the focus of the support group on emotional support.[footnoteRef:36] [36:  Fanelli, C. and A. Moyo. 2008. Op. cit.] 


Leadership Roles, Responsibilities, and Structure: Support groups should clearly define leadership roles and structure. This includes defining leadership positions, selection, and length of term or rotation procedures. Support group leaders should be skilled at building consensus among members. Leaders may be tasked to ensure that all members participate, uphold the constitution, organize effective meetings, and coordinate the group’s schedule of activities.[footnoteRef:37]   [37:  Fanelli, C. and A. Moyo. 2008. Op. cit.] 


Membership: Support groups should develop criteria for support group membership and define a maximum number of group members.[footnoteRef:38] Some groups are self-selected, made up of people who invite members from their circle of trusted friends. Other support groups (especially those operating in clinics) may welcome members referred by health service providers. Experience shows that it is difficult for groups to operate effectively with more than about 20 members.[footnoteRef:39] [38:  Ibid.]  [39:  How to set up Support Groups. http://www.etu.org.za/toolbox/docs/aids/supportgroups.html (Accessed 6/28/2013)] 


Ground Rules: Agreeing on ground rules is good practice for all organized groups, including support groups. Ground rules help maintain trust and open communication among members and may include listening to others when they speak, speaking one at a time, respecting other’s opinions, attendance expectations, agreeing on what language will be spoken, respecting time, how conflicts will be resolved, and circumstances under which a member would be asked to leave the group.[footnoteRef:40] [40:  Ibid.] 


Where and When Meetings are Held: Members must decide where and when to hold support group meetings. Places and times should be accessible, affordable, safe, and acceptable to all members. In making these decisions, support groups should consider the cost of transport and concerns about stigma and discrimination. Some support groups meet in a member’s home, a health clinic, church, university campus, or municipal hall.[footnoteRef:41] Support group members must also decide how often to meet (meeting frequency) and for how long (meeting length).   [41:  Fanelli, C. and A. Moyo. 2008. Op. cit.] 


Planning Discussion Topics and Activities: Support groups should plan events and activities that meet members’ interests, needs, and expectations. Successful support groups conduct regular needs and resources assessments of members, for example by holding a session where participants are asked to brainstorm a list of current needs and interests. Then, at a set period, perhaps 1-2 times a year, group members collectively prioritize events and activities for the upcoming period.  Maintaining a varied, relevant, and dynamic schedule is important in retaining members.[footnoteRef:42]   [42:  Ibid.] 


Partnerships: It is often beneficial for support groups to partner with health facilities, NGOs, and/or CBOs and this helps to maintain groups over the long run. Partners can help support groups stay abreast of information and opportunities.[footnoteRef:43]   [43:  Ibid.] 


Self-evaluation: Support groups should regularly self-evaluate and assess whether the group is meeting the needs of group members. Periodically, members should re-examine the purpose, functions, and activities of the support group[footnoteRef:44] using simple tools, such as a force-field analysis.     [44:  Ibid.] 



[bookmark: _Toc368392161][bookmark: h3] [image: ] Handout 3: Actions to Empower Support Groups	
Many support group members or leaders will benefit from technical training and skill-building in group processes. Examples are included in the table below.

	Technical training may include
	Group process skill-building may include

	· HIV treatment literacy
· Self-care strategies and positive living
· HIV risk reduction
· Stress management 
· Nutrition counseling
	· How to hold effective meetings
· How to conduct a needs assessment
· Active listening and empathy
· How to resolve conflict
· How to self-evaluate[footnoteRef:45] [45:  How to set up Support Groups. http://www.etu.org.za/toolbox/docs/aids/supportgroups.html (Accessed 6/28/2013)
] 




The Peace Corps has many excellent resources for strengthening the capacities of any group, including support groups. These documents include practical ways to help groups analyze and prioritize issues, actively listen, plan and facilitate meetings, give and receive feedback, etc. 
Roles of the Volunteer in Development: Toolkits for Building Capacity [ICE T0005] includes a wealth of information. The section on the Volunteer as Co-Facilitator is especially relevant for working with support groups.
Life Skills and Leadership Manual [ICE M0098], while written to strengthen youth leadership, can be adapted for leadership training and group functioning of HIV support groups.

Some Volunteers have organized national efforts to strengthen support groups:
In Ukraine, Volunteers organized a summer leadership camp for children living with HIV. Camp OHALOW (Overcoming HIV/AIDS and Leading Our World) was created in 2010 by Volunteers of the HIV/AIDS working group. The camp’s mission is to provide children living with HIV with an accepting environment to increase their knowledge about HIV/AIDS, foster social development, build leadership skills and confidence, and practice designing projects so that they may better serve their communities and live healthier, more fulfilling lives. At OHALOW, campers have opportunities to engage in traditional camp activities, such as sports, arts and crafts, and swimming, giving them a chance to experience a typical summer camp and have a carefree week sheltered from stigma and discrimination. Health and psychological sessions, led by trained medical experts, allow children to openly discuss and learn how to maintain safe, healthy, and fulfilling lives while infected with HIV/AIDS.  
Peace Corps/Honduras, working with the association of PLHIV in Honduras, sponsored a three-day workshop to strengthen support groups for PLHIV. Attended by 91 participants from across Honduras, the workshop presented a draft manual created by Peace Corps Volunteers, with information on how to initiate, structure, facilitate, and sustain support groups, as well as a menu of topics that respond to information needs of support groups.  

Task for Teams of Two: With your work partner or another participant, think about one thing you
could do to organize or strengthen an HIV support group that is relevant and appropriate for your
role and community’s context. Write your idea on an index card(s) with your name(s) and post on
the gallery wall. We’ll review these briefly when all ideas are posted.

[bookmark: _Toc359853537][bookmark: _Toc235768746][bookmark: tm2][bookmark: _Toc236737440][bookmark: _Toc364750622][bookmark: _Toc365013596][bookmark: _Toc365029645][bookmark: _Toc368392162][bookmark: tm1] [image: ] Trainer Material 1: Quality-of-Life Items	

Make copies of this page and cut out individual cards, each containing one quality-of-life item. Cutting out cards on this page will provide one set for each participant. Ensure enough copies to provide each participant with a set of the 10 cards.


	Loved One
 partner, lover, spouse, best friend, family
	Residence
 house, apartment 


	Bodily Functions
 sight, hearing, taste, sex, bowel and bladder control
	Physical Appearance
 weight loss, skin condition, overall physical condition

	Mental Reasoning
 sanity, memory, coherency, speech 

	Independence
 privacy, ability to make decisions, self-determination

	Physical Mobility
 ability to run/walk, ability to operate a bike, car…
	Future Plans
 vacations, travel, holidays, career, children


	Favorite Activity
 art, music, dancing, sports, hiking, pets

	Finances
 money, bank account balance, credit cards, savings, job











[bookmark: _Toc368392163][bookmark: tm3] [image: ]Trainer Material 3: Continuum of Care Framework	
Draw the Continuum of Care Framework on four flip charts and tape to wall or copy on a PPT slide for your convenience.
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[bookmark: _Toc368392164][bookmark: tm4] [image: ] Trainer Material 4: Diverse Forms of Support Groups
Write the text below on a flip chart, in large, clear writing. 

1. Read the description of Camp OHALOW (Handout 3), a form of support group that targets children living with HIV in a summer camp setting started by Peace Corps Volunteers in Ukraine.
2. Based on your experiences of loss from the activity we did earlier in this session, on the session information, and on your past experiences, whether with PLHIV or your own experiences of seeking support for personal problems, evaluate the strengths and gaps of the camp as a form of support group.
3. Working individually, write two strengths and two gaps on a piece of paper.
4. You have 5 minutes to complete the activity.
   
We will discuss your responses.
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