[bookmark: _Toc365013554][image: ]Session: Care and Support Access and Retention

Session Rationale 
	
	Participants explore two key challenges in care and support: access and retention in services. They analyze underlying factors, including gender, economic factors, and stigma and how Volunteers can address these in their communities. 

This session is specific to access and retention in care and support. Therefore, it scarcely touches on treatment adherence. This is an important distinction to note as adherence to treatment mainly applies to PLWHIV who are on ART. Access and retention in care and support, on the other hand, extends to PLWHIV who are not yet on ART. In fact, access and retention in care and support interventions are most beneficial to PLWHIV when started soon after testing positive.   


 Time 1 hour, 50 minutes     
[image: ] Audience Volunteers in IST and their work partners
Terminal Learning Objective	
After learning about the ideal care, support, and treatment services, participants will develop an action plan to be used at their site 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 will identify at least four challenges and barriers to access and retention in care and support services and related solutions by analyzing a case study and reflecting upon observations and information gathered during community integration.
2. Participants will brainstorm at least five do-able actions to improve access and retention in care and support services in their communities by completing a table.
Session Knowledge, Skills, and Attitudes (KSAs)
1. Participants will appreciate the feelings and reactions of someone newly diagnosed with HIV. (A)
2. Participants will identify challenges and barriers to access and retention in care and support services. (K)
3. Participants will brainstorm do-able actions to improve access and retention in care and support services appropriate to their role and community context. (S)

Prerequisites 
Global Core Sessions: Medical HIV/AIDS session (or any other HIV basics session); Overview of Care, Support and Treatment session in the Care, Support, and Treatment Training Package  

Sector:		Health
Competency:		Support HIV Prevention and Care
Training Package:		Care, Support, and Treatment
Version:		December 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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[bookmark: _Toc365013556]Contributing Posts: Sub-regional PC HIV coordinator for Central America, PC/South Africa
Session: Care and Support Access and Retention
Date:  [posts add date]
Time:  [posts add xx minutes]
Trainer(s):  [posts add names]
Trainer preparation:
1. [bookmark: _Toc236737427]Organize participant seating in small groups, if possible, at small café-style tables, with 5-6 participants per group/table.
2. Write session learning objectives on a flip chart and tape to wall (Feel free to substitute the use of flip chart paper with whiteboard).
3. Prepare Trainer Material 1: Using butcher block paper or four flip charts, draw a large (size of four flip charts taped together) Continuum of Care framework and tape to a wall space; or re-use the one made in previous sessions in this training package
4. Prepare Trainer Material 2: Test the video clip “The Witch Doctor,” http://www.viewchange.org/videos/the-witch-doctor (5 minutes, 17 seconds), for picture quality and sound. Be prepared to play the video from your saved file in case Internet connectivity is challenging (if needed, request a copy of the video on a removable drive at least one week in advance from oghhsupport@peacecorps.gov).   
5. Prepare Trainer Material 3: Write video clip discussion questions on flip charts.
6. Review Trainer Material 4 PPT (see separate file) and practice talking through the slides, and prepare any notes needed. 
7. Prepare Trainer Material 5: Write the practice section small group task on a flip chart.
8. Prepare Trainer Material 6: Write the application section small group task on a flip chart
9. Photocopy Handout 1: One copy for each participant.
10. Photocopy Handout 2 (see separate file): One copy for each participant.
11. Photocopy Handout 3: One copy for each participant.
12. Review the session plan with co-facilitators. 
[image: ] Materials:
Equipment
· One pad of flip charts and at least two flip chart stands (if available, have one flip chart stand per small group)
· LCD projector and laptop computer
· Markers
· Tape
Handouts
· Handout 1: Access and Retention: Importance, Data, and Barriers
· Handout 2: Faith Restored in Tanzania (see separate PDF file)
· Handout 3: Do-able Actions to Improve Access and Retention in Care and Worksheet
Trainer Materials
· Trainer Material 1: Continuum of Care Framework on butcher block paper or four flip charts
· Trainer Material 2: Video clip “The Witch Doctor” http://www.viewchange.org/videos/the-witch-doctor
· Trainer Material 3: Video clip discussion questions on flip chart
· Trainer Material 4: PowerPoint (see separate file)
· Trainer Material 5: Practice section small group task (on flip chart)
· [bookmark: _Toc236737428][bookmark: _Toc364750611][bookmark: _Toc365013557]Trainer Material 6: Application section small group task (on flip chart) 
[bookmark: _Toc370805939]Motivation	[image: ] 20 min
[bookmark: _Toc370805940]Voluntary Testing and Counseling: The Gateway to Care and Support?
[bookmark: _Toc365013558]Participants view a short video from Kenya (“The Witch Doctor,” http://www.viewchange.org/videos/the-witch-doctor, 5 minutes 17 seconds), which tells the story of a young man newly diagnosed with HIV. Will he go for post-test care and support services? 
Welcome the participants and introduce the session. Briefly review the Session Learning Objectives on the flip chart.
Point to the Continuum of Care framework wall chart (see [image: ] Trainer Material 1). Explain to participants that voluntary counseling and testing (VCT) is the gateway for PLHIV to access needed care, support, and treatment services. (Point at the VCT circle on the Continuum of Care Framework). Then introduce the video from Kenya titled, “The Witch Doctor,” which demonstrates how one person accessed this gateway and how he reacted after being tested.
[image: ] Note: If you are unfamiliar with the Continuum of Care Framework, please refer to the Overview of Care, Support, and Treatment session.
View the video clip “The Witch Doctor” (http://www.viewchange.org/videos/the-witch-doctor Trainer Material 3)
Show the questions below (as per Trainer Material 3), one at a time. Facilitate a large group discussion to answer each question. Where appropriate, paraphrase the questions or probe further to generate an interesting discussion on the factors that facilitate or hinder access to testing and post-test care and support.
· Going by what you saw in the video and what you may already know, what factors helped the young man access the testing and counseling clinic to begin with?
[bookmark: _GoBack][image: ] Note: Possible answers are that there was a large, clear sign advertising the service and where to go.  The service was free. The young man had enough money to pay for the matatu (bus) to get to the counseling and testing facility.  
· What did the young man experience after being tested? What emotions did you observe?  
[image: ]Note: Possible answers are that he was nervous and anxious, shaking his legs. After learning his status, he appeared dazed and shell-shocked and imagined himself dead. In the bus afterward, he was sweating and scared and imagined his family grieving after his death.
· What happened at the testing and counseling clinic to encourage the young man to seek care and support?
[image: ]Note: Possible answers are that the health service provider was sympathetic, nonjudgmental, and told him that PLHIV can live a productive life. Confidentiality was safeguarded as the room was private.  The provider told him what to do next and gave him a pamphlet explaining where to go and what to do.  
· What might have been done differently at the testing and counseling clinic to overcome the young man’s fears and ensure that he seeks care and support?
[image: ]Note: Possible answers are that he might have been given: (a) immediate support from a male PLHIV mentor, (b) a longer session of counseling, (c) an appointment with a clinic navigator to help him find his way in the health system for his next appointment, (d) more time to understand the pamphlet and ask questions.  
· The traditional healer in this film was portrayed in a humorous way and in the end advised the young man to follow advice given by the health service provider. In this country, how might nonformal ways of seeking health care help or hinder access to HIV care and support services?
 Note: Allow participants to answer from their experiences. They might mention that many people respect and consult with traditional or nonformal sources. Some peer education programs include training of traditional healers so they can counsel and refer PLHIV to care and support services. 
The intent of this activity is to allow participants to reflect on the emotions that surround HIV testing, as well as the fear and devastation that grips those who test positive. These factors, if not well managed, can lead to the loss of newly diagnosed persons from the care and support system. Therefore, the video will be used to generate a discussion on how the care-delivery environment could be improved to help newly diagnosed persons move past the initial shock of a positive test and facilitate retention in care and support. The video was selected for use because it depicts the real emotions that surround an HIV diagnosis while at the same time providing some humorous entertainment. Feel free to substitute it with a locally produced alternative that meets these qualities.
[bookmark: _Toc364750613][bookmark: _Toc365013566][bookmark: _Toc370805941]Information	[image: ] 30 min
[bookmark: _Toc370805942][bookmark: _Toc364750614]Access and Retention: Importance, Data, and Barriers
The facilitator reviews why early enrollment and retention in care and support services is so important, the treatment cascade, and data on loss-to-follow-up, along with key barriers to access and retention.    
1. [bookmark: _Toc365013567][image: ] [SLIDE 1]: Tell participants that we will now learn more about access to, and retention in, care, support, and treatment services and discuss barriers and challenges.
[image: ] [SLIDE 2]: Tell participants that care and support services are essential across all stages of HIV – at diagnosis, before ART, with or without ART, and at the end-of-life. 



[image: ] [SLIDE 3]:  

[image: ] Possible Script: HIV testing is the gateway to the continuum of care, including prevention.[footnoteRef:1] After testing, people who test positive are typically required to make one or two additional visits to a clinic to have a blood sample for a CD4 count and receive the results. Depending on these results, they will be referred for pre-ART or ART care, support, and treatment services at the facility and community levels.  (Point out the health facility and community-based services on the Continuum of Care.)     [1:  Etukoit, M., C. Nabiryo, and A. Coutinho. “Use of laypeople to scale up HIV testing and Antiretriviral therapy in Uganda.” In: Marlink RG, Teitleman ST, eds. From The Ground Up: Building Comprehensive HIV/AIDS Care Programs in Resource-Limited Settings. Washington, DC: Elizabeth Glaser Pediatric AIDS Foundation:2009. http://ftguonline.org] 

[image: ] [SLIDE 4]
 Possible Script: It is critical to identify HIV-infected persons early (meaning that they should get tested before they become ill and then enrolled in care immediately after testing), ensure they access care and support services and retain them in care. Reaching people early enough in their disease progression with care and support services helps maintain a strong immune system, staves off opportunistic infections (particularly TB), and reduces new HIV infection.[footnoteRef:2]  [2:  PEPFAR. November 2012. Blueprint for an AIDS-free Generation. Washington, DC: The Office of the Global AIDS Coordinator] 

 Note: Treatment adherence information is detailed in a separate session in this training package.
[image: ] [SLIDE 5]: 
[image: ] Possible Script: Retention is defined as the maintenance of contact between client and service provider throughout the Continuum of Care – from point of diagnosis onwards. It is also defined as the client’s return for continued facility and community-based services according to national HIV guidelines that meet their needs.[footnoteRef:3] Retention in care and support is necessary for maintaining or restoring the health of PLHIV. [3:  Bergmann, H.2011. Field Driven Learning Meeting: Linkages to and Retention in HIV Care and Support Programs. Arlington, VA: AIDSTAR-One] 

[image: ] [SLIDE 6]:  
[image: ] Possible Script: Care and support during the “pre-ART” period (after HIV diagnosis but before treatment with ARVs if they are available) is very important to meet PLHIV’s medical and psychosocial needs. Care and support services in the pre-ART period may include prophylaxis (drugs prescribed to PLHIV to prevent infections); screening and treatment for OIs; health, dignity, and prevention services to allay fears of dying and improve psychosocial well-being; support for acceptance and disclosure of one’s status; prevention and treatment of TB; increased access to safe drinking water, hygiene and sanitation; Insecticide-Treated Nets (ITNs); improved nutrition; STI detection, treatment and prevention; reproductive health services, including family planning; HIV testing for family members and other contacts; palliative care; and economic strengthening.[footnoteRef:4]    [4:  The US President’s Emergency Plan for AIDS Relief Five-Year Strategy. Annex: PEPFAR and prevention, Care and Treatment. www.pepfar.gov/documents/organization/133434.pdf. ] 




[image: ] [SLIDE 7]: 
 Possible Script: Prompt and timely initiation of ART (when CD4 thresholds are reached, but before opportunistic infections make PLHIV very sick[footnoteRef:5]) requires early diagnosis and regular monitoring of PLHIV until they are eligible to receive ARVs. Timely initiation of ART can result in reduced opportunistic infections and fewer HIV-transmission events.[footnoteRef:6]   [5:  Geng, E. “Improving Retention in HIV Care in Resource-limited Settings.” http://www.medscape.com/viewarticle/775688_print. (accessed 5/10/2013)]  [6:  PEPFAR. November 2012. Op. cit] 

[image: ] Note: For 2013 WHO guidelines on CD4 thresholds, please refer to the session on Treatment Adherence in this Care, Support, and Treatment Training Package.
[image: ] [SLIDE 8]:  
[image: ] Possible Script: While access and retention in care for people diagnosed with HIV is vital, the reality is that many drop out. Many studies report a substantial reduction in numbers of PLHIV who access and enroll in care and support at every stage of their disease – from testing positive for HIV, to pre-ART care, to initiating ART.[footnoteRef:7] This “drop out” over time is called a treatment cascade.   [7:  Rosen, S. and MP Fox. 2011. “Retention in HIV Care between Testing and Treatment in Sub-Sarahan Africa: A Systematic Review.” PLoS Med 8(7): e1001056. doi:10.1371/journal/pmed.1001056] 

[image: ] [SLIDE 9]: 
[image: ] Possible Script: This is a problem in all countries. In this slide, you see the treatment cascade in six African countries. It shows quite clearly the drop-off of PLHIV enrolled in care 
· Post Adaptation: Working with your Centers for Disease Control and Prevention (CDC) counterparts in your country, you may be able to substitute this slide with one containing country-specific data. 
[image: ] [SLIDE 10]: 
[image: ] Possible Script: This is yet another set of data on the Treatment Cascade from Mozambique.[footnoteRef:8] As you can see, in this health system in Mozambique, 7,000 people were diagnosed with HIV. But over 3,000 (nearly half) never took the next step to enroll in the ART clinic for care and treatment. And for the group enrolled in care who were eligible for life-saving ART (the bar between Steps 3 and 4), over 1,000 dropped out of services before they could start life-saving ART (Step 4). [8:  M.A.Micek, et al. “Evaluating the flow of adults in public HIV care systems in Mozambique: identifying obstacles to care.” Oral Abstract Session: AIDS 2008 - XVII International AIDS Conference: Abstract no. TUAB0203 ] 

· Post Adaptation: Replace this slide with country-specific treatment cascade data as appropriate.
[image: ] [SLIDE 11]:  
[image: ] Possible Script: Loss-to-follow-up is a way to measure the attrition of patients enrolled in HIV care who are not known to have died or transferred. While definitions vary, in one study, loss-to-follow-up is defined as someone who has not returned for a clinic visit for 180 days or more.[footnoteRef:9] It includes people who cannot be traced due to incorrect contact details. While ART access is still far from universal, PLHIV continue to present late (as per country’s CD4 threshold) and drop-out out of treatment even when ARVs are available.[footnoteRef:10] When PLHIV initiate ART late, their odds of survival are lowered and they experience more sickness.[footnoteRef:11] [9:  Chi BH, CT Yiannoutsos, AO Westfall, JE Newman, J Zhou, et al. 2011. “Universal Definition of Loss to Follow-Up in HIV Treatment Programs: A Statistical Analysis of 111 Facilities in Africa, Asia, and Latin America.” PLoS Med 8(10): e1001111. doi:10.1371/journal.pmed.1001111]  [10:  ART-LINC. 2008. “Collaboration of the international databases to evaluate AIDS (leDEA). Antiretroviral therapy in resource-limited settings 1996-2006: Patient characteristics, treatment regimens and monitoring in sub-Saharan Africa, Asia and Latin America.” Tropical Medicine and International Health: 13(7): 870-879]  [11:  Rosen, S. and MP Fox. 2011. Op. cit. ] 

[image: ] Note: Again, more information on treatment adherence and retention is the focus of another session in this training package.
[image: ] [SLIDE 12]:  
[image: ] Possible Script: Access and retention in care is even lower for some groups of PLHIV. Key populations, such as Persons Who Inject Drugs (PWID), men who have sex with men (MSM), and sex workers commonly have very poor access to health services. In Sub-Saharan Africa, where over a million adolescents 10-19 years of age (the majority of whom are girls) are living with HIV, one study found that adolescents have the worst pre-ART retention. This study also found that pregnant women have worse retention than non-pregnant women in the same age group, and young pregnant women have the worst retention.[footnoteRef:12] [12:  Kasedde S. and R. Olson. February 6, 2012. Scaling Up National Responses for Adolescents Living with HIV: An Overview of UNICEF, WHO and UNFPA Support. Arlington, VA: AIDSTAR-ONE.  ] 

· Post Adaptation: As appropriate, include country-specific statistics here on treatment cascade and loss-to-follow-up.
[image: ] Distribute Handout 1 to participants.
[image: ] [SLIDE 13]: Ask participants why this is and to explain poor access to and retention in care and treatment (the Treatment Cascade and Loss-to-follow-up?) Tell participants to refer to Pages 13-15 of Handout 1 during the discussion.
[image: ] [SLIDE 14]: The handout contains information on seven causes, explaining poor access and retention in care. Ask participants these questions one at a time and discuss:
“What strikes you about these causes?”
“How are these causes related?”
“What are other (not listed) causes of poor access and retention to care and support?”
· Note: Let participants answer according to their own ideas. They may explain how many issues are related. For example, poverty is a root cause of poor health service quality in a country and also explains health practices, such as not going to the clinic due to the cost of transport. In terms of what may be missing, participants may speak about country-specific causes not listed here (e.g., those related to key populations or patient education to create demand for services).
[bookmark: _Toc365013571][image: ] Post Adaptation: Although PowerPoint slides are provided for this portion of the sessions, you are welcome to adopt other forms of delivery. However, please ensure that the main content (the points contained in each slide) is retained.
[bookmark: _Toc364750615][bookmark: _Toc365013575][bookmark: _Toc370805943] Practice	[image: ] 15 min
[bookmark: _Toc370805944]Overcoming Stigma and Discrimination to Access Care and Support
Participants will read a case study and analyze how barriers to access and retention in care and support, in particular stigma and discrimination, were addressed. While most barriers, such as lack of transportation to the facility, are physical, it is important for participants to recognize that non-physical barriers can also interfere with the PLWHIV’s ability to seek care.
[bookmark: _Toc365013576] Post Adaptation: If desired, identify and use another case study that is relevant for the post country epidemic. Please ensure, to the best of your ability, that the case study selected contains some non-physical barriers.
1. Introduce overcoming barriers to access and retention in care and support. 
[image: ] Possible Script: Overcoming barriers to access and retention in care and support can seem daunting. We will look at a case study that illustrates how barriers were overcome and PLWHIV accessed needed care and support.
1. Read the task on the [image: ] Trainer Material 5:  
2. “We will read the case study ‘Faith Restored in Tanzania’
2. “While we read, please note 3- 4 barriers that PLHIV faced to access care and support services, as well as five strategies used by those who addressed these barriers to access care and support.”
1. Distribute [image: ] Handout 2: Faith Restored in Tanzania (see separate file). 
1. Ask if the task is clear. If yes, ask one or two participant-volunteers to begin reading aloud.   
1. When the reading concludes, explain that, in this case study, a couple suffered stigmas, including self-stigma, due to their status and one nearly died before a group of religious leaders intervened.  
1. Invite participants to share the barriers they identified. Note the responses on a flip chart.
1. Do the same for the strategies they identified that address these barriers.  
[bookmark: _Toc364750617][bookmark: _Toc365013584][bookmark: _Toc370805945] Application	[image: ] 45 min
[bookmark: _Toc370805946]What Can Volunteers Do to Enhance Access to and Retention in Care and Support?
Participants briefly review evidence-based, do-able, and relevant actions that address barriers to access and retention in care, including transport, stigma, and quality of services. Inspired by these examples, participants brainstorm what they can do in their own context to improve access to care and support and retention in care.  
[bookmark: _Toc365013585] Post Adaptation: As appropriate, use the results of participant’s community and sector assessments to inform the discussion in small groups (especially for 3.b below). Also, as appropriate, use the parameters from your project framework in terms of identifying appropriate “do-able” activities (especially for 3.c below).  

1. Introduce the activity. 
[image: ] Possible Script: In this section, you will quickly read real-life solutions, based on evidence-based practices that address barriers to early access and retention in care. One was done by Volunteers in Honduras. Consider these as inspiration for what you can realistically do in your situation to address barriers to access and retention in care.  
Distribute Handout 3: Do-able actions to improve access and retention in care
Read the task on the flip chart ([image: ] Trainer Material 6):
Possible Script: Read the handout. On the first pages are bulleted lists of do-able actions. Afterward, you will find a worksheet to help think about your own situation. Reproduce the table on this worksheet on a flip chart.
With your small group, identify at least four real-life barriers that PLHIV face regarding access and retention in care and support services in your communities. Write these in the first column.
Discuss and identify at least five do-able solutions to these barriers. Write these in the second column.
Discuss and identify resources that are needed for these solutions (e.g., resources from the Ministry of Health, other Volunteers, etc.). Write these in the third column.
Post your flip chart on the gallery wall when you are done and read what other groups have done.  
Note: If groups struggle to come up with a common answer that applies to all small group members, ask them to focus on the situation of one participant.
Give the end time (about 20 minutes). Ask if the task is clear. If yes, let small groups begin to work. If no, clarify the task.
Invite participants to gather in front of the posted flip charts.  
Hold a large group discussion for about 15 minutes. Ask participants to summarize similar ideas. Ask them to highlight do-able actions that are the most appropriate and feasible for Volunteers to do in their communities.
[image: ] Note: As needed, vet the proposed do-able actions to ensure that they are in line with Volunteer roles and capacities and also in line with your country’s project frameworks.   
[bookmark: _Toc359853534][bookmark: _Toc235768743][bookmark: _Toc236737436][bookmark: _Toc364750619][bookmark: _Toc365013593][bookmark: _Toc370805947] Assessment

Learning Objective 1 
will be assessed by reviewing the answers by small groups at the end of the Practice section.
Learning Objective 2 will be assessed by reviewing the worksheets at the end of the Application session.
[bookmark: _Toc359853535][bookmark: _Toc235768744][bookmark: _Toc236737437][bookmark: _Toc364750620][bookmark: _Toc365013594][bookmark: _Toc370805948] 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: _Toc370805949]Resources
[Related KLU materials or other books, articles, websites that provide additional information for the trainers or learners]
[bookmark: _Toc359853536][bookmark: _Toc235768745][bookmark: _Toc236737438][bookmark: _Toc364750621][bookmark: _Toc365013595][bookmark: _Toc365029644][bookmark: h1][bookmark: _Toc370805950] [image: ] Handout 1: Access and Retention — Importance, Data, and Barriers	
	
Care and Support: The Continuum of Care  

Care and support services are essential across all stages of HIV – at diagnosis, before ART, with or without ART, and at the end-of-life. HIV testing is the gateway to the continuum of care, including prevention.[footnoteRef:13] After testing, people who test positive are typically required to make one or two additional visits to a clinic to have a blood sample for a CD4 count and receive the results. Depending on these results, they will be referred for pre-ART or ART care, support, and treatment services at the facility and community levels.   [13:  Etukoit, M. C. Nabiryo, and A. Coutinho. “Use of laypeople to scale up HIV testing and antiretroviral therapy in Uganda.”  In: Marlink RG, Teitleman ST, eds. From The Ground Up: Building Comprehensive HIV/AIDS Care Programs in Resource-Limited Settings. Washington, DC: Elizabeth Glaser Pediatric AIDS Foundation: 2009. http://ftguonline.org.] 


The Importance of Early Enrollment, Pre-ART Care, and Prompt ART Initiation  
It is critical to identify HIV-infected persons early, ensure they access care and support services, and retain them in care. Reaching people early enough in their disease progression with care and support services helps maintain a strong immune system, staves off opportunistic infections (particularly TB), and reduces new HIV infection.[footnoteRef:14] Retention is defined as the maintenance of contact between client and service provider throughout the Continuum of Care – from point of diagnosis onwards. Retention is also defined as the client return for continued facility and community-based services according to national HIV guidelines that meet their needs.[footnoteRef:15] Retention in care and support is necessary for maintaining or restoring the health of PLHIV.   [14:  PEPFAR. November 2012. Blueprint for an AIDS-free Generation. Washington, DC: The Office of the Global AIDS Coordinator.]  [15:  Bergmann, H. 2011. Field Driven Learning Meeting: Linkages to and Retention in HIV Care and Support Programs.  Arlington, VA: AIDSTAR-One.] 

Care and support during the “pre-ART” period (after HIV diagnosis but before treatment with ARVs if they are available) is very important to meet PLHIV’s medical and psychosocial needs. Care and support services in the pre-ART period may include prophylaxis, screening and treatment for OIs, health, dignity and prevention programming, prevention and treatment of TB, increased access to safe drinking water, hygiene and sanitation, ITNs, improved nutrition, HIV testing for family members and other contacts, palliative care, and economic strengthening.[footnoteRef:16]    [16:  The US President’s Emergency Plan for AIDS Relief Five-Year Strategy. Annex: PEPFAR and prevention, Care and Treatment. www.pepfar.gov/documents/organization/133434.pdf. (Accessed 5/22/2013)] 

Prompt and timely initiation of ART (when CD4 thresholds are reached, but before opportunistic infections can contribute to poor outcomes[footnoteRef:17]; as per country policy) requires early diagnosis and regular monitoring of PLHIV until they are eligible to receive ARVs. Timely initiation of ART can result in reduced opportunistic infections and fewer HIV-transmission events.[footnoteRef:18]   [17:  Geng, E. “Improving Retention in HIV Care in Resource-limited Settings.”  http://www.medscape.com/viewarticle/775688_print (Accessed 5/22/2013)]  [18:  PEPFAR. November2012. Op. cit. ] 

Data on Access and Retention in Care and Support  
Many studies report a substantial reduction in numbers of PLHIV who access and enroll in care and support at every stage of their disease – from testing positive for HIV, to pre-ART care, to initiating ART.[footnoteRef:19] This “drop out” over time is called a treatment cascade. One study suggests that only about 18 percent of patients (who are not yet eligible for ART when they are diagnosed with HIV) remain continuously in care until ART eligibility.[footnoteRef:20]   [19:  Rosen, S. and Fox, MP. 2011. “Retention in HIV Care between Testing and Treatment in Sub-Sarahan Africa: A Systematic Review.” PLoS Med 8(7): e1001056. doi:10.1371/journal/pmed.1001056]  [20:  Ibid] 

Loss-to-follow-up is a way to measure the attrition of patients enrolled in HIV care who are not known to have died or transferred. While definitions vary, in one study, loss-to-follow-up is defined as someone who has not returned for a clinic visit for 180 days or more.[footnoteRef:21]   [21:  Chi BH, CT Yiannoutsos, AO Westfall, JE Newman, J Zhou, et al. 2011. “Universal Definition of Loss to Follow-Up in HIV Treatment Programs: A Statistical Analysis of 111 Facilities in Africa, Asia, and Latin America.” PLoS Med 8(10): e1001111. doi:10.1371/journal.pmed.1001111] 

While ART access is still far from universal, PLHIV continue to present late and drop  out of treatment even when ARVs are available.[footnoteRef:22] When PLHIV initiate ART late, their odds of survival are lowered and they experience more sickness.[footnoteRef:23]   [22:  ART-LINC. Collaboration of the international databases to evaluate AIDS (leDEA). 2008. “Antiretroviral therapy in resource-limited settings 1996-2006: patient characteristics, treatment regimens and monitoring in sub-Saharan Africa, Asia and Latin America.” Tropical Medicine and International Health: 13(7): 870-879]  [23:  Rosen, S. and MP Fox. 2011. Op. cit. ] 

Note:
Again, more information on treatment adherence and retention is the focus of another session in this training package.

Access and retention in care is worse for some groups of PLHIV. Key populations, such as PWID, men who have sex with men (MSM), and sex workers commonly have very poor access to health services. In Sub-Saharan Africa, where over a million adolescents 10-19 years of age (the majority of whom are girls) are living with HIV, one study found that adolescents have the worst pre-ART retention. This study also found that pregnant women have worse retention than non-pregnant women in the same age group and young pregnant women have the worst retention.[footnoteRef:24]   [24:  Kasedde S. and R. Olson. February 6, 2012. Scaling Up National Responses for Adolescents Living with HIV: An Overview of UNICEF, WHO and UNFPA Support. Arlington, VA: AIDSTAR-ONE:  ] 


· Post Adaptation: Include here country-specific statistics on treatment cascade and loss-to-follow-up.

What are the Causes of Poor Access and Retention in Care?  
There are multiple and context-specific causes explaining poor access and retention in care. Many of the causes below are related.  

Stigma and discrimination: Stigma and discrimination are persistent barriers to accessing services, both in facilities and communities. An unsupportive environment and disclosure issues discourages clients from following through with referrals and seeking services.[footnoteRef:25] Newly-diagnosed PLHIV may fear violence and rejection by partners, families, and communities. Stigma and discrimination in the household, community workplace, and by health facility staff are important barriers to access and retention for PLHIV, and especially for key populations. Self-stigma – feelings of guilt, rejection, hopelessness, self-blame, and loss of self-esteem and confidence can affect PLHIV mental health and motivation to access care and support services. In some settings, PLHIV may turn to alternative therapy or spiritual healing instead of clinical care and ART.[footnoteRef:26]   [25:  Bergmann, H. April 2011. Op. cit.]  [26:  Geng, E. Op. cit.] 


Health Beliefs and Practices: In the pre-ART period, many PLHIV are asymptomatic and do not feel that they need medical care. Required multiple health clinic visits (e.g., to provide a blood sample, return for the results) is challenging for people who lack money for transport, who might lose their job by multiple absences, or who fear the stigma of being recognized as an HIV clinic client. Some PLHIV do not understand the importance of monitoring their health during the pre-ART period, so they do not believe that coming to the clinic is worth the cost and effort.

Poverty: In Africa, many people live in rural settings, making transport to clinics hard to find or expensive. Food insecurity makes prioritizing health care difficult. Opportunity costs or child care are commonly-reported barriers to access and retention in care. These kinds of economic barriers can worsen retention of otherwise motivated patients.  

Mental Health and Illness: Post-test stress related to disclosure, fear of dying, isolation, stigma and discrimination, and uncertainty about the future can precipitate anxiety and depression.  Undiagnosed and undertreated mental health conditions, in turn, may contribute to delayed entry or drop-out of HIV care and treatment.[footnoteRef:27] Substance abuse (drugs, alcohol) can impair PLHIV’s access to care.[footnoteRef:28] [27:  Gutmann M. and A. Fullem. 2009. Mental Health and HIV/AIDS. Arlington, VA: USAID/AIDSTAR-ONE Project, Task Order 1]  [28:  Ibid] 


Gender: Women often fear and experience violence and rejection from their partners or husbands, making them reluctant to share their HIV results. Gender-based violence affects the ability of women and children to access HIV service and remain in programs.[footnoteRef:29] In some places, men are less likely than women to access health care as women already use health services when pregnant or for their children’s health care. In Burkina Faso, studies confirmed that fewer male PLHIVs participate in health care facility orientations, support groups, or services that provide food.[footnoteRef:30] Transgender clients continually face discrimination and hostility from some health workers and among community service providers. Distrust breeds fear and fuels disengagement at every point in the continuum of care framework. [29:  Bergmann H. Op. cit. ]  [30:  Gay, J., M. Croce-Galis, and K. Hardee, K. 2012. What Works for Women and Girls: Evidence for HIV/AIDS Interventions, 2nd edition. Washington DC: Futures group. Health Policy Project. www.whatworksforwomen.org] 


Health Service Quality: To retain PLHIV in care, services must be accessible and acceptable to them.[footnoteRef:31] Accessibility and acceptability can vary from one population to another – what heterosexual men need to encourage engagement will be different than what transgendered women need.  These differences must be taken into account. Some clinics do not have the time or capacity to implement effective patient tracking systems in catchment areas to find those who have dropped out.[footnoteRef:32] Even if they do have a tracking system, it may be unable to monitor services provided in or by the community.[footnoteRef:33] PLHIV, PWID, and other key populations may experience hostility and discrimination from health workers, leading to mistrust and fear. They may worry about confidentiality – that health services will disclose their information. PWID may be unable to meet costs or requirements that clients be drug-free to be eligible for services.[footnoteRef:34] The inconveniences of overburdened and under-resourced health services are major challenges. Wait times may be 4-5 hours with minimum face-to-face time between patients and clinicians.[footnoteRef:35] Care and support services may be located in different places, requiring multiple trips and waits. Additionally, stock-outs in clinics may discourage PLHIV from accessing care. Supply chain management within local and national ARV programs can significantly impact access to care. [31:  Bergmann, H. Op. cit. ]  [32:  Rosen, S. and MP Fox. 2011. “Retention in HIV Care between Testing and Treatment in Sub-Sarahan Africa: A Systematic Review.” PLoS Med 8(7): e1001056. doi:10.1371/journal/pmed.1001056]  [33:  Bergmann H. 2011. Op. cit. ]  [34:  WHO, UNODC, UNIDS 2012. Technical guide for countries to set targets for universal access to HIV prevention, treatment and care for injecting drug users. Geneva: WHO]  [35:  Geng, E. Op. cit.] 

 
Adolescent Issues: HIV positive infants who are living into adolescence often fall through the cracks in transitioning from pediatric to adult HIV care and treatment. Stigma impacts the decision to disclose HIV status and children and adolescents living with HIV experience delays in the full disclosure of their diagnosis from family members, caregivers, or health service providers.[footnoteRef:36] Adolescents living with HIV are at higher risk for mental health issues or may rely on caregivers – who may be sick themselves – to bring them to clinic appointments, leading to poor access and retention in care and support. [36:  Sharer, M. and A. Fullem. 2012. Transitioning of Care and Other Services for Adolescents Living with HIV in Sub-Saharan Africa. Arlington, VA: USAID’s AIDS Support and Technical Assistance Resource, AIDSTAR-ONE, Task Order 1] 





[bookmark: _Toc370805951][bookmark: h3][image: ] Handout 2: Do-able Actions to Improve Access and Retention in Care; Worksheet 	
	
Do-Able Actions
· Post Adaptation: If Volunteers are doing activities to improve access and retention within the country, include these on the handout as examples.

Find Transport Solutions
· Provide transport to health facilities or increase PLHIV’s access to income. 
 
In Mozambique, PLHIV reduced the frequency of clinic visits and decongested crowded clinics by coming together to form groups of six patients from a village. Each month, one patient makes the trip to the clinic, picks up medications for others, and receives a monitoring CD4 test.[footnoteRef:37]   [37:  Decroo T, B Telfer, M. Bio, et al. 2011. “Distribution of antiretroviral treatment through self-forming group of patients in Tete province, Mozambique.” J. Acquir Immune Defic Syndro. 56: e39-e44. Abstract.] 


Organize Peer Support and Education
· Peer navigation/care and support service escort services within clinics and follow-up counseling by community health workers and support groups. Peer educators assist patients within clinic or hospitals to navigate services and teach them how to make appointments, how to communicate with clinic staff, and how to solve problems. They also support PLHIV to attend scheduled appointments. Some peer health workers make post-clinic home visits to provide social support and treatment education.[footnoteRef:38] [38:  Chang LW, J. Kagaayi, G. Nakigozi, et al. 2010. “Effects of peer health workers on AIDS care in Rakai, Uganda: a cluster-randomized trial.” PloS One. 5: e10923.] 

· Peer support groups allow PLHIV to share experiences about common concerns, including disclosure, stigma, discordant partners, and children on ART. These support groups increase the likelihood that a newly-diagnosed PLHIV will link to and stay in care.[footnoteRef:39] [39:  Bergmann H. 2011. Field Driven Learning Meeting: Linkages to and Retention in HIV Care and Support Program.  Arlington, VA: USAID’s AIDS Support and Technical Assistance Resources, AIDSTAR-One, Task Order 1.] 


Peace Corps Volunteers in Honduras developed a manual on positive living, which includes sessions on facilitation skills; how to organize, structure, and sustain support groups; how to identify needs for support group activities; and other topics of interest. They validated this in a workshop with a wide number of PLHIV support group leaders. This manual (in Spanish) is available in this training package.

Train PLHIV and Caregivers
· Train PLHIV and caregivers in HIV care and treatment and positive living.  
· Train youth as peer educators to increase the reach of services to young mothers and older children.[footnoteRef:40] [40:  Ibid.] 


Strengthen Linkages Between Community and Clinic 
· Communities with a combination of clinic-based and trained CHBC teams had a much lower loss-to-follow-up.[footnoteRef:41]  [41:  Kim Green. The Essential role of HIV care and support in the ART era. aidsconsortium.org/uk/wp_content/uploads/2011/12/Essential-Role-of-HIV-CS-in-ART-era.pdf (Accessed 5/22/2013)] 

· Identify existing linkages and networks and put in place systems that enable communication and strengthen collaboration between facilities and communities.[footnoteRef:42]  [42:  Bergmann H. 2011. Field Driven Learning Meeting: Linkages to and Retention in HIV Care and Support Program. Arlington, VA: USAID’s AIDS Support and Technical Assistance Resources, AIDSTAR-One, Task Order 1] 


Work with Traditional and Religious Leaders
· Integrate traditional medicines and cultural beliefs about HIV with new information regarding prevention, care, and treatment; engage traditional healers as clients often turn to traditional medicine and advice which can interfere with clinical care.[footnoteRef:43]   [43:  Ibid.] 

· Work with traditional leaders to bolster HIV education by lending authority and voices to communication campaigns[footnoteRef:44]; include traditional healers in training for peer educators.[footnoteRef:45] [44:  Ibid. ]  [45:  Ibid.] 


Address Stigma
· Identify role models who are open about their status and who can help others with disclosure.
· Raise awareness of HIV in order to normalize the disease as another chronic condition.
· Sensitize and train health facility workers.
· Organize communication campaigns to address social norms regarding stigma and discrimination related to HIV.
· Sensitize community members on stigma and discrimination faced by PLHIV using tried and tested training modules, such as Stepping Stones. http://www.stratshope.org/t-training.htm

There is a separate session on addressing stigma and discrimination within communities in this training package, with more in-depth information.  

Improve the Quality of Services  
· Conduct assessments and client satisfaction surveys to help determine, map, and develop plans to improve care and support services so that they meet PLHIV needs.[footnoteRef:46]    [46:  Ibid.] 

· Integrate services as “one-stop shops,” co-locating services that are adequately staffed and supplied and which help to decongest HIV treatment facilities.[footnoteRef:47]  [47:  Ibid.] 

· Improve follow-up systems and prevent loss-to-follow-up by
· analyzing health information to identify clients who have dropped out and make an action plan for finding these clients.[footnoteRef:48]  [48:  Kim Green, personal communication.  ] 

· disaggregating data by sex and age to track service uptake and provision to girls and women.[footnoteRef:49] [49:  PEPFAR. November 2012. Blueprint for an AIDS-free generation. Washington, DC: The Office of the Global AIDS Coordinator.] 

· using lay counselors or community workers to help track and reach clients in the community.[footnoteRef:50] [50:  Bergmann H. 2011. Op. cit.] 

· Expand use of technology, using mobile phones to remind clients of appointments, to contact clients who miss appointments, to deliver test results and to transfer information among different programs to facilitate linkages[footnoteRef:51], and to inform patients and supply chain managers of stock-outs on ARVs. [51:  Ibid.] 

· Encourage the development of mini-clinics focused on key populations: Friday night clinic for youth and adolescents that also shows movies and provides education on SRH and substance use prevention, or a men’s clinic that addresses prostate cancer, high blood pressure, employment opportunities, etc.
· Train PLHIVs as peer advocates or patient navigators assigned to newly diagnosed patients immediately after testing.

In Honduras, Peace Corps Volunteers organized a national-level workshop in collaboration with the Honduran national organization of PLHIV to strengthen support groups for PLHIV. They invited a diverse set of 91 participants, including PLHIV leaders, health care providers, NGOs, and others who provide prevention, care, support, and treatment services to PLHIV. One by-product of the conference was engaging service providers and PLHIV in dialogue to compare and understand each other’s perspectives on the quality of health services. For example, while service providers were concerned that PLHIV visit the clinic regularly, PLHIV were more concerned with being treated with dignity and respect at the clinics. Service providers lectured PLHIV to abstain from “risky behaviors,” whereas PLHIV want to fall in love, live with a partner, and have children. Service providers had a narrow focus on finding funds to cover PLHIVs’ transport arrangements to the clinic, whereas PLHIV wanted broader help on getting a job and income to survive.

Worksheet
	Barriers to Access and Retention
	Do-Able Solutions, Appropriate for Volunteer Role in their Communities
	Resources Needed

	
	
	

	
	
	

	
	
	


Reproduce this worksheet table on a flip chart for your small group.
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Continuum of Care Framework[footnoteRef:52] [52:  van Praag E, D. Tarantola. Continuum of care (figure). “Scaling up the continuum of care for people living with HIV in Asia and Pacific: A toolkit for implementers.” Bangkok: Family Health International, 2007. Adapted from: Narain JP, C. Chela, and van Praag. Planning and implementing HIV/AIDS care programmes: A step-by-step approach. New Delhi: World Health Organization, 2007.
] 
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[bookmark: _Toc370805953][image: ] Trainer Material 2: Video Clip “The Witch Doctor” 	

The video clip “The Witch Doctor” (5 minutes, 7 seconds in length) is available at this website: http://www.viewchange.org/videos/the-witch-doctor
 
[bookmark: tm3][bookmark: _Toc370805954][image: ] Trainer Material 3: Motivation Section Video Clip Discussion Questions	

Write each question below on flip charts, one question per flip chart.  
· What helped the young man access the testing and counseling clinic to begin with?

· What did the young man experience after being tested? What emotions did you observe?  

· What happened at the testing and counseling clinic to encourage the young man to seek care and support?

· What might have been done differently at the testing and counseling clinic to overcome the young man’s fears and ensure that he seeks care and support?

· The traditional healer in this film was portrayed in a humorous way and in the end advised the young man to follow advice given by the health service provider. In this country, how might nonformal ways of seeking health care help or hinder access to HIV care and support services?

[bookmark: tm5][bookmark: _Toc370805955][image: ] Trainer Material 5: Practice Small Group Task 	

Write the following on a flip chart, in large, clear letters:

· Read the case study “Faith Restored in Tanzania.”

· Name four barriers that PLHIV faced to access care and support services.

· Then, name four strategies used by those who addressed these barriers to access care and support.



[bookmark: tm6][bookmark: _Toc370805956][image: ] Trainer Material 6: Application Small Group Task	

Write the following on a flip chart, in large, clear letters:

· Read the handout. On the first pages are bulleted lists of do-able actions. Afterward, you will find a worksheet to help think about your own situation. Reproduce the table on this worksheet on a flip chart.

· With your small group, identify at least four real-life barriers that PLHIV face regarding access and retention in care and support services in your communities. Write these in the first column.

· Discuss and identify at least five do-able solutions to these barriers. Write these in the second column.

· Discuss and identify resources that are needed for these solutions (e.g., resources from the Ministry of Health, other Volunteers, etc.). Write these in the third column.

· Post your flip chart on the gallery wall when you are done and read what other groups have done.
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