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	Session: Care and Support Services and Principles

	Date:  
	Time:  
	Trainer(s):  

	Trainer preparation:
1. Organize participant seating in small groups at small, café-style tables with 5-6 participants per group/table, if possible.
2. Write session learning objectives on a flip chart and tape to wall.
3. Photocopy all handouts, one per participant.
4. Prepare Trainer Material 1: Motivation Activity. Write GALLERY OF INSIGHTS on a flip chart strip and tape it on the wall; write the small group task on a flip chart.
5. Prepare Trainer Material 3: Information Section Activity. Write the names of services on a set of index cards for half of the number of participants and then the explanations of each service on a different set of index cards for half of the number of participants. There are 19 services and explanations, thus a group of 38 participants will each have one card (19 services + 19 explanations).  If your total number of participants is more than 38, repeat some cards. If there are fewer participants, have co-facilitators participate in the activity with the leftover cards. Organize the cards for distribution to participants. Next, write CLINICAL CARE on one index card and PSYCHOSOCIAL SUPPORT on another index card in large bold letters and tape on two different walls with space below.
6. Prepare Trainer Material 4: Application Activity Flip Chart by writing the task on a flip chart.
7. Post Adaptation:
If the country’s Ministry of Health has a CHBC framework or policy, consider sharing this with participants as appropriate.  If it exists, include as a Handout 2.
8. Review Handout 3: Critical Incidents from the Application section and adapt them to your post context if needed or desired.
9. This session is designed to include participation of Volunteer work partners.  If this participation is not possible, adjust the activity groups accordingly.
10. Review the session plans with your co-facilitator(s)
Materials:
Equipment
1. Flip charts and flip chart stands
2. LCD projector and laptop computer
3. Markers
4. Blank index cards
5. Masking tape
6. Small pieces of paper (one sheet of photocopy paper cut into four), one piece per participant
Handouts
Handout 1: Care and Support Services and Principles
Handout 2: National CHBC Framework or Policy (if available)
Handout 3: Case Studies of Community and Home-based Care Programs (for Practice section)
Post Adaptation:
If Volunteers are indeed working with CHBC programs at the post, invite them to this section to share their role and activities within the program.  
Handout 4: Critical Incidents (for Application section)
Trainer Materials
Trainer Material 1: Motivation Activity (banner reading GALLERY OF INSIGHTS; flip chart with small group task)
Trainer Material 2: Care and Support Services and Principles PowerPoint (see separate file)
Trainer Material 3:  Information Section Activity
Trainer Material 4: Application Activity Flip Chart

	Session Learning Objectives: 
1. Participants will identify at least five care and support services and principles in a case study of a community and home-based care (CHBC) program.
2. Participants will appropriately resolve two critical incidents illustrating real-life ethical dilemmas that Volunteers face in working in care and support.

	Session Knowledge, Skills, and Attitudes (KSAs): 
· Appreciate the holistic needs of PLHIV and their caregivers (A)
· Define the purpose and importance of care and support services for PLHIV and their caregivers (K)
· Describe clinical care and psychosocial support services (K)
· Demonstrate application of ethical principles and sound judgment when interacting with PLHIV (S)



	Phase / Time /
Materials
	Instructional Sequence
	Motivation
20 minutes




Trainer Material 1: Motivation Activity
Index cards, markers, tape 

	CST Assessment Insights  
Participants briefly share insights from their CST assessments from the first few months in their communities.  This serves as a learning needs and resources assessment for this and other CST sessions; facilitators can link new learning about CST to participant experiences.    
1. Welcome participants and introduce the session. Briefly review the session learning objectives on the flip chart.  

2. Tell participants, “Volunteers just spent their first months at site and learned more about CST in their communities. We will share their insights along with those of their work partners.  

3. Read the task on the flip chart as per Trainer Material 1: Motivation Activity
a. “Work in teams of six made up of three Volunteers and their three work partners.
b. “In the PST session Community Perspectives on Care, Support, and Treatment, Part II, Volunteers made plans to assess CST during their first months at site.  Now, we want to know what they observed and learned.
c. “Begin your small group discussion with each Volunteer sharing two key insights (observed gaps, community resources, challenges, etc.) from their community and sector assessment.  Work partners should comment or add to what Volunteers say.    
d. “Choose three key insights on CST from your discussion. Write these on index cards, using a marker, one idea per card.  
e. “Tape your cards on the GALLERY OF INSIGHTS wall.” 

4. Give the end time (12 minutes).  Ask, “Is the task clear?”  If yes, let the groups work.  If no, clarify the task.

5. As cards are placed, the facilitator should cluster similar ideas (e.g., gaps or challenges that all groups identified).  

6. Invite participants to gather in front of the gallery to discuss insights for 5 minutes.  Ask participants one or more of the following questions, as appropriate, to start the discussion:
a.  “What strikes you?”
b. “What did you collectively learn about CST in your communities?”
c.  “What do these insights say about your potential CST work in communities?”

7. Wrap up by explaining that these insights will stay on the wall during CST sessions so participants can link what they are learning to their experiences.
Note:
Keep these cards posted on the wall and refer back to them as you present CST session content, as appropriate.  

	Information
40 minutes
LCD projector and laptop computer
Trainer material 
2: Care and Support Services and Principles PowerPoint (separate file)

Trainer material 3: Information Section Activity 



















Handout 1: Care and Support Services and Principles



	Care and Support Services and Principles
Facilitators build on the Introduction to Care and Support session from pre-service training, with more detailed information on clinical care and psychosocial services, their importance, and country-specific policies and guidance. Care and support principles are also introduced.    
1. With Trainer Material 2 projecting to the wall, tell participants, “Let’s quickly review key definitions and concepts about Care and Support from the pre-service training.  We will then share more detailed information.”

2. (SLIDES 2-5): These are a quick review of key definitions and the Continuum of Care framework from the Overview of CST session delivered during PST. Read them rapidly.
Post-Adaptation:
If appropriate, share country-specific model for the Continuum of Care.  You may skip these slides if you feel they are too repetitive.

3. (SLIDE 6): Read the Clinical Care and PsychoSocial Support Activity, Part I task. Then get out Trainer Material 3: Information Section Activity and tell participants, “We will now do an activity to learn more about Care and Support services.” If you have fewer than 38 participants, spread out all remaining cards on two tables (one table for extra names, the other table for extra explanations. If this is the case, explain to participants that if they do not find their match in the group, that it might be found on the table). 
a. Distribute names of service cards to the left side of the room, one per participant (up to 19 participants). These cards have the name of a clinical care or psychosocial support service.
b. Distribute the explanation of service cards to the right side of the room, one per participant (up to 19 participants). These cards have the explanation of a clinical care or psychosocial support service.
c. “Match the name of the service to its explanation/example by finding the appropriate person. We will share answers in the large group.”

4. Give the end time (2 minutes).  Ask, “Is the task clear?” If yes, let people match their cards. If no, clarify the task.

5. Once everyone has found his/her partner, ask the groups of two to quickly share the name and description/example of their service. This should take 6-7 minutes.

6. (SLIDE 7): Read the Clinical Care and PsychoSocial Services Activity, Part II task. Tell participants, “Now that we have heard about services, there is another step.” Point at the two index cards which you placed on opposing walls.
a. “Now decide if your cards (service + explanation) fall under CLINICAL care or PSYCHOSOCIAL support. 
b. “Stand under the appropriate sign.
c. “Discuss with others WHY you are standing under that sign.
d. “A few of you will then explain in the large group.”

7. Ask, “Is the task clear?” If yes, let participants move under the signs. If not, clarify.  

8. After participants move under the sign they’ve chosen, let participants discuss among themselves for 2-3 minutes.  

9. Invite a few participants under the sign “CLINICAL care” to explain why they stood there.  Likewise, invite a few participants under the sign “PSYCHOSOCIAL support” to explain why they stood there. After 2-3 minutes of discussion, invite participants to return to their seats.
Note:
Some participants may question how services were classified under these categories, for example, “spiritual care” under psychosocial support. Explain that different organizations may use different categories. The World Health Organization has a list of care and support interventions and does not categorize them. What’s important is the holistic nature of care and support services; this training package uses these categories as a means to organize information.  

10.  Distribute Handout 1: Care and Support Services and Principles. Tell participants “Use this handout to follow along with the presentation.” Aim to spend no longer than 15-20 minutes on the presentation.

11. (SLIDE 8): Tell participants, “Clinical care addresses the physical suffering and needs of PLHIV. Clinical care services are provided in the health facility or in the home (especially palliative services), often by community and home-based care organizations.[footnoteRef:1] Clinical care includes prevention and treatment of opportunistic illnesses (OIs). Opportunistic means these illnesses take advantage of immune systems weakened by HIV. There are many OIs and some of the important ones to know about are tuberculosis, other sexually transmitted illnesses, and hepatitis.[footnoteRef:2] Cotrimoxazole is sometimes given as a prophylaxis to prevent OIs, such as pneumonia. There is more and more evidence of interactions between malaria and HIV, so prevention and treatment of malaria for PLHIV are very important.[footnoteRef:3] Positive Health, Dignity, and Prevention are concepts that support PLHIV to prevent the spread of HIV.[footnoteRef:4]” [1:  UK Consortium on AIDS and International Development. What do we really mean by “HIV Care and Support”?  Progress towards a comprehensive definition. London:  UK Consortium on AIDS and International Development, 2008.]  [2:  WHO. Fact Sheet 1. HIV/AIDS http://www.who.int/hiv/abouthiv/en/fact_sheet_hiv.htm (Accessed April 4, 2013).]  [3:  WHO. Guidelines on Co-trimaxazole Prophylaxis for HIV-Related Infections Among children, Adolescents and Adults: Recommendations for a Public Health Approach. Geneva: WHO, 2006.]  [4:  GNP+ and UNAIDS. Positive Health, Dignity and Prevention: Technical Consultation Report. Amsterdam: GNP+, 2009.] 

  
12. (SLIDE 9): Tell participants, “Clinical care also includes palliative care, adherence counseling, harm reduction (for example, opioid substitution therapy), nutrition and water, sanitation, and hygiene. More information on these services is found in the handout.”

13. Tell participants, “Take 3 minutes to skim the headings under clinical care services in the handout on pages 15-20. As homework, please take the time to read this section carefully.” Let them skim for 3 minutes, and then continue the presentation.

14. (SLIDE 10): Tell participants, “Psychosocial support addresses non-physical needs of PLHIV and their caregivers. It includes mental health services due to the severe stress associated with diagnosis, stigma and discrimination, and treatment, which can precipitate anxiety and depression[footnoteRef:5]. And these conditions can negatively affect treatment adherence[footnoteRef:6]. Counseling and peer support groups help relieve psychological distress. Support groups are vital to address the isolation and stigma experienced by PLHIV and their caregivers[footnoteRef:7]. Training in positive living helps promote the autonomy of PLHIV and gives very practical ways for PLHIV to take control of their health[footnoteRef:8].” [5:  UK Consortium on AIDS and International Development. Op. cit. 2008.]  [6:  Gutmann, M. and A. Fullen.  Mental Health and HIV/AIDS. Arlington, VA: USAID and AIDSTAR, 2009.]  [7:  Gay, J., M. Croce-Galis, and K. Hardee.  What Works for Women and Girls: Evidence for HIV/AIDS Interventions.  2nd Edition. Washington, DC: The Futures Group, Health Policy Project, 2012.]  [8:  www.fantaproject.org/downloads/pdfs/Zambia_flipchart_June 2011.pdf (Accessed May 31, 2013).] 


15. (SLIDE 11): Tell participants, “Psychosocial support also includes spiritual care.  Profound questions surface when a person experiences serious illness, and many PLHIV need opportunities to discuss spiritual concerns.[footnoteRef:9] Economic support is another key service, as loss of income due to illness, the burden of caring, and the cost of treatment, including transport to get that treatment, may have a devastating impact on households. Legal support, such as access to legal aid, or information may help PLHIV claim their rights, which are often violated due to stigma and discrimination[footnoteRef:10].” [9:  Peace Corps HIV/AIDS Training Resource Kit]  [10:  UK Consortium on AIDS and International Development. Op. cit. 2008.] 


16. Tell participants, “Take 3 minutes to skim the headings on psychosocial support, pages 20-23, in the handout. As homework, please take the time to read this section carefully.” Let them skim for 3 minutes and then continue the presentation.

17. (SLIDE 12): Tell participants, “The Continuum of Care framework and care and support services are based on a set of guiding principles that spell out ethical considerations for people working with PLHIV.  Some of the most important principles relate to confidentiality, respect for PLHIV autonomy (including the right to disclose their status), addressing stigma and discrimination and gender inequity, beneficial disclosure (self-disclosure), and sensitivity to culture and other considerations.[footnoteRef:11]”   [11:  Green, K. et al. Scaling up the Continuum of Care for PLHIV in Asia and the Pacific: A Toolkit for Implementers.  Bangkok: FHI, 2007.] 


18. Tell participants, “Take 5 minutes to read the Principles of the Continuum of Care Framework and Care and Support on page 23-24 of the handout.”

19. (SLIDE 13) Ask participants, “What strikes you about our discussion earlier? How do these lists and descriptions of services and the guiding principles compare to the reality of what you observed in your situation?” Invite a few participants to share their responses.  Again, ask participants to take the time to read all of Handout 1: Care and Support Services and Principles as homework.

	Practice
30 minutes
Flip charts and flip chart stand



Handout 2 optional (see your separate file)

Handout 3: CHBC Case Studies

	Community and Home-based Care (CHBC) Program Case Studies
Participants will read two case studies of CHBC programs to explore how care and support and the continuum of care framework are implemented in context.
1. Tell participants, “Most HIV care and support takes place within the home and most caregivers are family members, usually female. In the late 1980s, community and home-based care and support programs mushroomed, many run by NGOs, CBOs, faith-based organizations, or community volunteers. In 2002, WHO published a framework for CHBC in resource-limited settings. This framework informs national guidelines in many countries. We will read two CHBC case studies that illustrate how care and support services, and the continuum of care framework, are carried out in different contexts.”  
2. If available, please distribute your country’s CHBC framework or policy at this time as Handout 2.

3. Distribute Handout 3: CHBC Case Studies and tell participants:    
a. “Take 5-10 minutes (depending on participants’ needs) to read the two case studies of CHBC programs from Papua New Guinea and from Pakistan.  
b. “Afterwards, we will discuss them in the large group.”

4. Once participants have finished reading, ask these questions, one at a time, in the large group and discuss answers:
a. “What care and support services and principles did you identify in the case study?” (Have participants provide at least 5 responses. Sample responses include: )
· Volunteers sought permission to help in tracing contacts and in encouraging them to be tested. By seeking permission, volunteers demonstrate fidelity to the requirements of confidentiality
· The project developed the capacity of PLHIV, especially HIV-positive widows, through skill development training so that they could generate income. This helped restore respect for PLHIV autonomy
· Counseling and supporting newly diagnosed persons as well as the family helped address barriers of stigma and discrimination, gender inequity to HIV care and support
· Volunteers discussed the importance of informing other sexual partners that they may have been exposed to the virus. This promoted beneficial disclosure
· Meetings encouraged PLHIV to share experiences and challenges in a safe and non-judgmental environment, which nurtured sensitivity to culture, gender, age and vulnerabilities of PLHIV 
. 
b. “How do these case studies illustrate what you’ve learned so far about care and support services and principles?” 
There are many possible answers.  Participants may say that both programs:
· Had multiple services (nutrition, economic, counseling, support, clinical care) to address holistic needs, to the extent possible with the resources in hand.  
· Addressed the need to link the clinic, the home and the community through volunteers or local organizations.  
· Recognized the importance of support groups.

Note: Learning Objective 1 is assessed by participants identifying at least 5 care and support services and principles in the case study of a community and home-based care (CHBC) program.

c. “What do you see as the most important positive outcome of either or both of these CHBC programs?”
Again, there are many possible answers.  Encourage participants to choose one outcome and justify why they think that outcome is so important. A few examples are that both programs:  
· Helped to reduce stigma and isolation.  
· Reduced the burden of caregiving by family members – who are most likely women.  
· Ensured that PLHIV were able to access needed care and support services, which improved their quality of life and decreased mortality.  
· Improved the physical and mental health of PLHIV, etc.
d. “Some Volunteers may have opportunities to work with these kinds of CHBC programs. What role might Volunteers play?”
Write all responses on the flip chart and add any of the following if they were not mentioned:  
· Train caregivers in positive living
· Strengthen the leadership skills of support group leaders
· Help establish home gardens
· Conduct workshops for clinical staff and PLHIV
· Train PLHIV to train other PLHIV on care and support issues
· Train caregivers to train other caregivers on care and support issues
· Encourage home visits by religious leaders
· Meet with religious leaders to encourage supportive policies at church/mosque or other religious meeting places
· Train PLHIV/caregivers to do work that generates income, etc.


	Application
30 minutes





Small pieces of paper (one per participant), pens










Handout 4:  Critical Incidents








Trainer Material 4:  Application Activity Flip Chart
	Applying Care and Support Principles
One of the most important principles of care and support is confidentiality. Participants play a game to see why this is so important, read critical incidents[footnoteRef:12] about Volunteer experiences with PLHIV and confidentiality, and disclosure and decide what is appropriate to resolve the incident.     [12:  A brief description of events/behaviors with significant positive or negative impact.] 

Post Adaptation:
If appropriate, adapt the critical incidents below to reflect real situations Volunteers have faced when working in HIV Care and Support in your country.

1. Tell participants, “Earlier you reviewed principles of care and support. People who work with PLHIV must uphold these principles. One of the most important principles is confidentiality. We’ll do an activity[footnoteRef:13] to learn more about this principle.” [13:  This activity was adapted from International HIV/AIDS Alliance. Tools Together Now! 100 participatory tools to mobilise communities for HIV/AIDS. Brighton, UK: International HIV/AIDS Alliance, 2006.
] 


2. Have participants sit in a circle. Ask each participant to think of a secret that they would not want anyone else to know. Ask them to write this down on a small piece of paper, just for themselves, and then fold it up carefully and not show anyone.
3. Next tell the participants, once they have all folded their papers, “Actually, if you feel comfortable doing so, please pass your paper with the secret on it to the person to their left, and please, no one should open the papers.” After a minute, assuming most people have not felt comfortable to pass their paper, ask the participants who did not pass why they held back, or why they did not feel comfortable.

4. If participants did pass their paper, asks a few, “How do you feel to have your secret in someone else’s hands?” Briefly discuss.

5. Then ask a few other participants, “How do you feel having someone else’s secret in your hands?” Briefly discuss.

6. Ask all participants to return the paper to the rightful owner. Ask participants to destroy their papers.  

7. Tell participants, “This activity illustrates in a real way the importance of care and support principles, such as confidentiality. We will now consider how Volunteers working with PLHIV must uphold these principles of care and support.”

8. Distribute Handout 4: Critical Incidents with the critical incidents to participants, who should still be arranged in about six groups. 
a. Critical Incident No. 1: Megan, a Volunteer who works with a PLHIV support group at the local HIV clinic, is very engaged and enthusiastic. She uploads photos of the support group members on her Facebook and blog, their names, and describes their moving, personal stories of dealing with HIV.  You are Megan’s friend, a high school English teacher from the country.  You recently “friended” Megan on Facebook and saw this online. What will you tell her?  
b. Critical Incident No. 2: John, a Volunteer, teaches English and has made good friends with a local teacher named Joseph. One day, Joseph tells John that he is HIV positive, but with care and treatment, is living positively and remains healthy. John asked him if the school staff members know about his status. Joseph says no, that he has decided not to disclose his status to them. John feels uncomfortable, thinks that Joseph is wrong, and believes that Joseph has a moral obligation to tell others. You are John’s APCD and have just come for a site visit. John tells you about this situation. What will you tell John?   

9. Show the flip chart with the small group task as per Trainer Material 4: Application Activity Flip Chart and read it aloud to participants:
a. “Read your assigned critical incident. (Small groups 1-3 will read Incident No. 1; small groups 4-6 will read incident No. 2.)
b. “Discuss the question in your small group.
c. “We will invite a few people to role-play an appropriate response for each critical incident.”
  
10. Give the end time. Ask, “Is the task clear?” If yes, let people read. If no, clarify.

11. Invite two participants (from small groups 1-3) to role-play Megan and her friend.  If they falter, ask another two participants to continue the role-play.
Note:
In the role-play, the friend should explain the principle of confidentiality and the need to act with integrity. This means not abusing the relationship of trust with people and recognizing boundaries between personal and professional life. The friend should convince Megan to remove this information from these online sites.  

12. Invite two participants (from small groups 4-6) to role-play John and the APCD. If they falter, ask another two participants to continue the role-play.
Note:
In the role-play, the APCD should explain the principle of confidentiality and the autonomy and dignity of PLHIV. The school staff members do not need to know, and it is the PLHIV’s decision to disclose their status. Who, when, and where to tell someone about status is a personal decision, and PLHIV should not be pressured to tell someone they do not want to tell. The APCD should also explain that disclosing may entail stigma and discrimination for the PLHIV.  

13. Wrap up by asking participants to share what challenges they have already faced with regards to care and support principles, such as confidentiality or disclosure and how they handled the situation.  

Note: 
Learning Objective 2 is assessed by participants appropriately resolving a critical incident illustrating real-life ethical dilemmas that Volunteers face in working in care and support.

Post Adaptation:
As appropriate, share information on the country’s laws and policies regarding disclosure. Some of these may not align with the principles of care and support shared in the handout and this should be explained.

	Assessment


	Learning Objective 1 “participants will identify at least five care and support services and principles in a case study of a community and home-based care (CHBC) program” is assessed during the case study activity in the Practice section.

Learning Objective 2 “participants will appropriately resolve a critical incident illustrating real-life ethical dilemmas that Volunteers face in working in care and support” is assessed during the role-plays in the Application section.

	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?]


Resources: 
Fuzy, Jetta Lee. Home care for the client living with HIV/AIDS: Delmar's home care for the client living with HIV/AIDS. 1999.




	[bookmark: h1]
Handout 1: Care and Support Services and Principles



Purpose and Importance of Care and Support

Care and support services address the holistic needs of people living with HIV, their families, and caregivers and make a measurable difference in improving the quality of life of PLHIV and their caregivers[footnoteRef:14]. Care and support services: [14:  UK Consortium on AIDS and International Development. What do We Really Mean by Care and Support:  progress towards a comprehensive definition? London: Consortium on AIDS and International Development, 2008.] 

· Promote early enrollment and retention in HIV services
· Reduce the prevalence of illness and death
· Build self-care and disease prevention knowledge and skills to delay the need for ART
· Enhance the capacity of those on ART to be adherent, remain on treatment, and care for themselves
· Help to reduce stigma and discrimination experienced by PLHIV and caregivers
· Promote HIV prevention knowledge and skills[footnoteRef:15] [15:  Green, K. The essential role of HIV care and support in the ART era. UK Consortium on AIDS and International Development, Care and Support Conference, 2010.] 

· Help build resilience to shocks and disruptions that HIV bring
· Build economic and livelihood security
· Support families through bereavement[footnoteRef:16] [16:  UK Consortium on AIDS and International Development.  Care and Support: The Forgotten Pillar of the HIV Response. London: Consortium on AIDS and International Development, 2011.] 


Care and support are vital before diagnosis (to encourage HIV testing) and throughout all stages of the disease, regardless of the ability to access ART.[footnoteRef:17]  This is portrayed in the Continuum of Care Framework. Care and support are provided by family members in the home, by volunteers in the community, or by social workers and health providers in health facilities. It may be organized by the government, nongovernmental organizations, or private agencies. The burden of care falls disproportionately on women and girls who care for family members and who are often not recognized, trained, paid, or supported.[footnoteRef:18]   [17:  Ibid.]  [18:  UK Consortium on AIDS and International Development. Op. cit. 2008.] 


Children who have lost one or both parents to HIV/AIDS and been made more vulnerable because of HIV/AIDS need long-term, multisectoral care and support services. Information on the care and support of orphans and vulnerable children is found in the Community Care of OVC Training Package and is not addressed here.

In this training package, care and support services are organized under two categories: clinical care and psychosocial support.  

Clinical Care 

Clinical care addresses the physical suffering and needs of PLHIV. It encompasses the prevention and treatment of Opportunistic Illnesses, symptom control and pain management, treatment of AIDS-related illnesses, treatment (ART) adherence support and information, and alternative or traditional medicine. Clinical care services are provided in the health facility or in the home (particularly palliative services), often by community and home-based care organizations[footnoteRef:19]. [19:  UK Consortium on AIDS and International Development. Op. cit. 2008.  ] 


Prevention and Treatment of Opportunistic Illnesses (OI)
Post-adaptation:
Adapt below to focus on appropriate Opportunistic Infections for your country

Opportunistic Illnesses (OI) are HIV and AIDS-related illnesses. They are called opportunistic because they take advantage of immune systems weakened by HIV. There are many OIs associated with HIV, including Tuberculosis (TB), other sexually transmitted illnesses (STIs), viral hepatitis, fungal infections of the skin, mouth and throat, pneumonia, chronic diarrhea with weight loss, and other diseases, such as cancer (e.g. Kaposi’s sarcoma).[footnoteRef:20] [footnoteRef:21] Failure to treat OIs in PLHIV can lead to issues with treatment adherence, reduced immune function, and increased viral load.[footnoteRef:22] Some OIs can be prevented through vaccinations (such as Hepatitis B), and many can be treated with medicine.   [20:  Kidd, R. and S. Clay. Understanding and challenging HIV stigma: Toolkit for action. Washington, DC:  ICRW, 2003. ]  [21:  WHO Fact Sheet 1. HIV/AIDS http://www.who.int/hiv/abouthiv/en/fact_sheet_hiv.htm (Accessed April 25, 2013).]  [22:  UK Consortium on AIDS and International Development. Op. cit. 2011.] 


Co-trimoxazole is a widely-available antibiotic that has long been used for preventing some OIs, in particular Pneumocystis pneumonia (PCP). Studies have shown the effectiveness of co-trimoxazole in reducing morbidity and mortality among PLHIV. WHO has established guidance on administration of co-trimoxazole prophylaxis for infants and children exposed or living with HIV and for adults and adolescents living with HIV.[footnoteRef:23]   [23:  WHO. Guidelines on Co-trimaxazole Prophylaxis for HIV-Related Infections Among Children, Adolescents and Adults: Recommendations for a Public Health Approach. Geneva: WHO, 2006.] 


HIV and Tuberculosis: Tuberculosis (TB) is caused by bacteria that most often affect the lungs and is spread from person to person through the air. A person needs to inhale only a few of these germs to become infected. TB is second only to HIV/AIDS as the greatest killer worldwide due to a single infectious agent. Without proper treatment, up to two-thirds of people ill with TB will die. In 2011, 1.4 million people died from TB, although the estimated number of people falling ill with TB each year is slowly declining through the use of Directly-Observed Treatment, Short-course (DOTS) and the Stop TB Strategy recommended by WHO.  

About one-third of the world’s population has latent TB, which means that people have been infected by TB bacteria but are not yet ill with disease and cannot transmit the disease. Those infected with TB have a lifetime risk of falling ill with TB of 10 percent.  However, people with compromised immune systems (PLHIV, malnutrition or diabetes, or those who use tobacco) have a much higher risk.[footnoteRef:24]   [24:  WHO. Tuberculosis Fact Sheet No 104. http://www.who.int/mediacentre/factsheets/fs104/en/ (Accessed April 25, 2013), 2013.] 


TB is the most common OI among PLHIV and is the leading cause of death of people living with HIV, accounting for one in four HIV-related deaths. People who are co-infected with HIV and TB are 21 to 34 times more likely to become sick with TB.[footnoteRef:25] HIV and TB form a lethal combination, each speeding the other’s progress. HIV activates latent TB and, left untreated, someone with active TB can infect 10 to 15 people per year. PLHIV with latent TB are much more likely to become sick with active TB.[footnoteRef:26]   [25:  WHO. TB/HIV FACTS. http://www.who.int/tb/publications/factsheet_tbhiv.pdf (Accessed April 25, 2013), 2012-2013.]  [26:  WHO.  Tuberculosis Fact Sheet No 104. http://www.who.int/mediacentre/factsheets/fs104/en/ (Accessed April 25, 2013), 2013.] 


TB screening, prophylaxis, and treatment are important components of clinical care[footnoteRef:27]. Isoniazid preventive therapy (IPT) is used to prevent TB in PLHIV and is recommended for PLHIV in countries where TB is common. The recommended regimen is isoniazid 300 mg daily for 6-9 months in adults and adolescents. Adherence to IPT is important as poor adherence limits its impact.[footnoteRef:28] [27:  Annex: PEPFAR and Prevention, Care and Treatment.  http://www.pepfar.gov/documents/organization/133434.pdf (Accessed May 31, 2013).]  [28:  Core Group of the TB/HIV Working Group of the Stop TB Partnership. “Isoniazid preventive therapy (IPT) for people living with HIV.  http://www.stoptb.org/wg/tb_hiv/assets/documents/IPT%20Consensus%20Statement%20TB%20HIV%20Core%20Group.pdf (Accessed April 25, 2013).] 


While TB is preventable and curable and anti-TB drugs have been used for decades, resistance to the medicines is growing. Multi-drug resistant TB is a form caused by bacteria that do not respond to isoniazid and rifampicin, the two most powerful, first-line (standard) anti-TB drugs.  This occurs due to inappropriate or incorrect use of anti-TB drugs, and second-line treatment options are limited.  

HIV and Sexually Transmitted Illnesses: A sexually transmitted illness (STI) is passed from person to person during sex. HIV is also an STI, but other STIs, such as gonorrhea, can be cured.  STIs can biologically increase the sexual transmission of HIV[footnoteRef:29] and it is easier to get an STI if infected with HIV. STIs infections can weaken already-compromised immune systems of PLHIVs.[footnoteRef:30] This is why prevention, diagnosis, and early and proper treatment of STIs among PLHIV are so important.   [29:  WHO, UNODC, UNAIDS.  Technical Guide for countries to set targets for universal access to HIV prevention, treatment and care for injecting drug users. Geneva: WHO, 2012.]  [30:  UK Consortium on AIDS and International Development. Op. cit. 2008.] 


HIV and Hepatitis: People who inject drugs are at risk for Hepatitis B and C. Hepatitis B (HBV) is one of the most common viral infections in the world, transmitted between people through contact with blood or other body fluids. If left untreated, HBV can cause liver cirrhosis and liver cancer. Over half a million people die every year from HBV, despite the fact that it is vaccine-preventable. Hepatitis C (HCV) is mainly spread through contact with blood, but unlike Hepatitis B, HCV has no vaccine. Hepatitis C also affects the liver and can cause liver scarring, cancer, liver failure, and death.[footnoteRef:31]   [31:  World Hepatitis Alliance. What is viral hepatitis?  http://www.worldhepatitisalliance.org/AboutViralHepatitis/What_is_Viral_Hepatitis.aspx (Accessed April 25, 2013).] 

HIV co-infection is associated with more rapid progression of liver disease and mortality among people infected with HCV or HBV. Hepatitis C co-infection can also complicate HIV treatment, due to the effects of some antiretrovirals (ARVs) on the liver.[footnoteRef:32] Chronic active HBV infection that necessitates treatment is an indication for initiation of ART among those living with HIV.[footnoteRef:33] [32: AIDSMEDS.  Opportunistic Infections. http://www.aidsmeds.com/articles/OIs_4898.shtml (Accessed April 25, 2013).]  [33:  WHO, UNODC, UNAIDS. Op. cit. 2012.] 


HIV-associated Malignancies: PLHIV have a much higher risk of some types of cancers compared to uninfected people of the same age. Three cancers are known as “AIDS-defining malignancies”: Kaposi sarcoma, non-Hodgkin lymphoma, and cervical cancer. A diagnosis of any of these marks the point at which HIV infection has progressed to AIDS. In addition, PLHIV are at higher risk of other types of cancer, including anal, liver, lung, and Hodgkin lymphoma. This is because infection with HIV weakens the immune system, reducing the body’s ability to fight infections that may lead to cancer. Also, many PLHIV are also infected with other viruses that cause certain cancers, such as hepatitis (liver cancer) and human papillomavirus that causes cervical and other cancers. And some PLHIV have high traditional risk factors for cancer, such as smoking or heavy alcohol use.[footnoteRef:34]   [34:  National Cancer Institute at the National Institutes of Health http://www.cancer.gov/cancertopics/factsheet/Risk/hiv-infection (Accessed April 25, 2013).] 


HIV and Malaria

Co-infection of malaria and HIV is common in many areas of the world. Evidence of interactions between malaria and HIV infection is accumulating. Some findings show that adults and children with HIV suffer higher rates of parasitemia (presence of parasites in the blood) and clinical malaria. People in more advanced stages of HIV in certain areas become more sick due to malaria and may experience malaria treatment failure. Pregnant women with HIV who have malaria are at increased risk for a number of health complications. Where there is risk of malaria, services for PLHIV should prevent and control malaria, and WHO recommends integration of services for malaria and HIV. Insecticide-treated nets, indoor residual spraying, prevention of malaria in pregnant women, and presumptive treatment of fever as malaria are common malaria prevention activities that will benefit PLHIV. Other studies also demonstrate the effectiveness of co-trimoxazole prophylaxis to reduce malaria morbidity in adults and children with HIV.[footnoteRef:35]   [35:  WHO. Essential Prevention and Care Interventions for Adults and Adolescents Living with HIV in Resource-Limited Settings. Geneva: WHO, 2008.] 


Positive Health, Dignity, and Prevention 

In 2009, UNAIDS and the Global Network of People Living with HIV collaborated to develop the concept of Positive Health, Dignity, and Prevention. This concept has largely replaced the term “positive prevention” with its perceived limits of focusing only on PLHIV in preventing the transmission of HIV.  The concept Positive Health, Dignity, and Prevention is a comprehensive approach to supporting PLHIV with prevention and social needs and safeguarding human dignity[footnoteRef:36].  Services include sexual and reproductive health and rights (including family planning), prevention of transmission (disclosure, partner notification, counseling for sero-discordant and sero-concordant couples, safer sexual and injecting behaviors), ensuring confidentiality of status, safe and voluntary disclosure, autonomy of the individual (for example when and if to initiate ART) and empowerment of PLHIV.[footnoteRef:37]   [36:  UK Consortium on AIDS and International Development. Op. cit. 2008. ]  [37:  GNP+ and UNAIDS. Positive Health, Dignity and Prevention:  Technical Consultation Report.  Amsterdam:  GNP+, 2009.] 


Post Adaptation:
Include country-specific regulations and national laws on disclosure and ethical partner notification as they pertain here.  

Palliative Care

Palliative care is an approach to improve the quality of life in patients and caregivers facing life-threatening illness, such as HIV. Palliative care provides relief from pain, suffering, distressing symptoms, and/or medication side-effects such as fatigue, insomnia, diarrhea, nausea, weakness, fever, vomiting, and confusion[footnoteRef:38].  Pain and other symptoms are manifestations of poor quality of life and linked to reduced adherence to ART. As PLHIV age, their risk of dementia, bone deterioration, non-AIDS related cancers, and organ-related diseases increases.[footnoteRef:39]  Palliative care can be provided by health workers and family and community caregivers and includes a wide range of services, including pain medication, training of families to administer medicine, training of PLHIV in deep breathing and relaxation, etc.[footnoteRef:40]   [38:  Palliative Care.  www.who.int/hiv/topics/palliative/PalliativeCare/en/print.html (Accessed April 24, 2013).]  [39:  Green K. and C. Horne. Integrating Palliative Care into HIV Services:  A practical toolkit for implementers.  Washington, DC:  FHI 360, 2012.]  [40:  WHO. Palliative Care: symptom management and end-of-life care. Integrated Management of Adolescent and Adult Illness: Interim Guidelines for first-level Facility Health Workers. Geneva: WHO, 2004.] 


Adherence Counseling

Anti-retroviral therapy (ART) information (treatment literacy) and adherence support are essential services to help PLHIV adhere to antiretroviral (ARV) treatment and prevent the risk of developing resistance to first line regimens. In addition, adherence counseling usually includes information on nutrition (see below). Care providers and peer networks in communities can provide adherence support very effectively.[footnoteRef:41]  More information on adherence to treatment is included in subsequent sessions in this training package. [41:  UK Consortium on AIDS and International Development. Op. cit. 2008.] 


Harm Reduction 

Harm reduction programs focus on preventing harm associated with the use of drugs, rather than preventing drug use itself. These programs provide services and information to keep people healthy and safe[footnoteRef:42].  Harm reduction services that are considered a part of HIV care, support, and treatment for people who inject drugs (PWID) include: needle and syringe programs; opioid substitution therapy (OST) and other evidence-based drug dependence treatment; HIV counseling and testing; ART; prevention and treatment of STIs; condom programs; information and education; prevention, vaccination, diagnosis and treatment for viral hepatitis and prevention; and diagnosis and treatment of tuberculosis[footnoteRef:43].   [42:  International AIDS Alliance.  Community Action on Harm Reduction: Reaching Drug Users. A Toolkit for Outreach Services. Hove, UK: International AIDS Alliance, 2012.]  [43:  WHO, UNODC, UNAIDS. Op. cit. 2012.] 


Needle and syringe programs involve distributing sterile injecting equipment. These programs are often a rare point of contact for PWID with a health service, so they may serve as a point of entry to other health services.[footnoteRef:44] [44:  WHO, UNODC, UNAIDS. Injecting drug use. www.who/int/hiv/toics/idu/about/en/index.html  (Accessed April 24, 2013) Op. cit. 2012. ] 


Opioid Substitution Therapy (OST) is a drug dependence treatment intervention, demonstrated to improve both access and adherence to ART and to reduce mortality of PLHIV. OST improves health and social functioning.[footnoteRef:45]   [45:  WHO, UNODC, UNAIDS. Op. cit. 2012.] 





Nutrition 

One of the greatest needs of PLHIV is adequate nutrition.[footnoteRef:46] Nutritious food is critical to people living with HIV, who are two to six times more likely to die soon after initiating ART if they are malnourished.[footnoteRef:47] Good nutrition helps the body grow, develop, and repair itself, strengthens the immune system, and reduces the chances of getting repeated infections. HIV and frequent infections increase the body’s use and need for energy and nutrients. When these increased energy and nutrient needs are not met, a PLHIV may lose weight and become undernourished.  This weakens the body’s immune response further, resulting in repeated infections, leading to worsened nutritional status, and the cycle continues. PLHIV become malnourished for three reasons: poor food availability (due to seasonality, reduced family wages, etc.); low food intake (due to culture, gender, too few meals and snacks, nausea/lack of appetite, etc.); and poor digestion, absorption, and utilization of nutrients (due to diarrhea, poor hygiene, etc.).[footnoteRef:48]   [46:  WHO. Op. cit. 2008.]  [47:  Gay. J, M. Croce-Galis, and K. Hardee, K.  What Works for Women and Girls: Evidence for HIV/AIDS Interventions.  2nd Ed. Washington, DC: The Futures Group, Health Policy Project, 2012.]  [48:  Regional Centre for Quality of Health Care. Nutrition Care for People Living with HIV and AIDS (PLWHA).  Training Manual for Community and Home-based Care Providers/Facilitator’s Guide.  Kampala:  RCQHC, 2008.] 


Water, Sanitation, and Hygiene

Diarrhea is a major cause of illness and death in PLHIV because of their compromised immune systems. Treatment with ART, cotrimoxazole, and medicines for TB require access to safe water to enable people to take their drugs and avoid diarrheal diseases that reduce drug absorption.  The risk of diarrheal diseases can be reduced through programs that promote hand-washing with soap and hygiene education, access to safe water, household treatment and storage of water, and improved sanitation by burying waste or using latrines.

Prevention of Mother-to-Child Transmission of HIV

Prevention of mother-to-child transmission of HIV (PMTCT) provides drugs, counseling, and psychological support to help mothers safeguard their infants against the virus. Care and support services for pregnant women living with HIV include HIV testing and access to ARVs that will help the mothers’ own health and prevent infection being passed on to their babies during pregnancy, delivery, and breastfeeding. Detailed information on the prevention of PMTCT is found in the HIV Prevention Training Package.[footnoteRef:49] [49:  UNICEF. Preventing Mother-to-child transmission (PMTCT) of HIV. http://www.unicef.org/aids/index_preventionyoung.html (Accessed on May 2, 2013)] 


Psychosocial Support 

Psychosocial support addresses non-physical needs of PLHIV and their caregivers. It encompasses psychological services (counseling and emotional support), spiritual support, social and economic support, such as income generation, social protection, education and training (e.g., treatment literacy or positive living), reduction of stigma, and discrimination and legal support.[footnoteRef:50] [50:  UK Consortium on AIDS and International Development. 2008.  ] 


Mental Health Screening and Referrals

WHO defines mental health as a “state of well-being in which the individual realizes his or her own abilities, can cope with the normal stresses of life, can work productively and fruitfully and is able to make a contribution to his or her community.” Mental health disorders associated with HIV include adjustment disorders, depression, anxiety disorders, substance-related disorders and HIV-associated dementia.[footnoteRef:51]  PLHIV (and their caregivers) experience severe psychological stress at diagnosis, in response to stigma and discrimination, and over the course of treatment.  This can precipitate anxiety and depression.[footnoteRef:52] Rates of depression among PLHIV are up to 72 percent in resource-limited countries.[footnoteRef:53] Despite this high prevalence, mental health disorders are often overlooked and undertreated. Most countries allocate less than 1 percent of national health budgets to mental health, and there are few mental health professionals in low and middle-income countries.[footnoteRef:54] Undetected mental health problems such as depression, and co-occurring conditions such as substance dependence and abuse, can have a profound effect on adherence, clinic attendance, and quality of life. These problems can influence the progression of HIV and high-risk behaviors that increase the risk of HIV transmission.[footnoteRef:55]   [51:  Cournos, F. et al.  Psychiatric Care and Anti-virals (ARV) for Second Level Care. Mental Health and HIV/AIDS Series. Geneva: WHO, 2005.]  [52:  Gutmann, M. and A. Fullen. Mental Health and HIV/AIDS.  Arlington, VA:  USAID and AIDSTAR, 2009.]  [53:  Adewuya, A.O. et al.  Psychiatric disorders among the HIV-positive population in Nigeria: a control study.  Journal of Psychosomatic Research. 63(2):  203-6. 2007.]  [54:  WHO. Op. cit. 2008.]  [55:  Gutmann, M. and A. Fullen. Op cit. 2009.] 


Addressing mental health issues for PLHIV is important part of comprehensive care and support services. Psychosocial services that address stress include post-test clubs and other peer support groups, individual, family or group counseling, home visits, and respite care.  Assessment and treatment of mental health and substance abuse problems are addressed by pharmacologic and psychotherapeutic interventions.[footnoteRef:56]   [56:  Ibid.] 


Counseling 

While relatives, friends, traditional healers, and religious leaders are sources of strength and support for many people, more formal psychological support may also be needed.[footnoteRef:57]  Studies have shown that continued counseling (either group or individual) and related training for those who are HIV positive or HIV affected can relieve psychological distress.[footnoteRef:58]  Counseling begins when people are tested and continues through to bereavement support for family members before and after a person with HIV has passed away to cope with grief and loss.[footnoteRef:59]  Counseling may be done with individuals, couples, families, or in groups. Family counseling has been shown to be valuable in low-income countries to help relatives understand the implications of a family member needing lifelong HIV treatment and how to support this person.[footnoteRef:60]   [57:  WHO. Op. cit. 2008.]  [58:  Gay. J, M. Croce-Galis, and K. Hardee. Op. cit. 2012. ]  [59:  UK Consortium on AIDS and International Development. Op. cit. 2008.]  [60:  WHO. Op. cit. 2008.] 


Peer Support Groups

Studies have shown that peer support groups can be highly beneficial to women living with HIV.
Peer support groups help to reduce stress and help participants feel more in control of their lives. Support groups are vital to address the isolation and stigma experienced by PLHIV and their caregivers. By creating a sense of solidarity and improving access to information and CST services, support groups help PLHIV to come to terms with their HIV status and plan for disclosure. Support groups improve access to information and care and support services, for example, serving as a conduit for food assistance to PLHIV. Some studies have found that women were more likely to seek peer support than men.[footnoteRef:61] Examples of peer support groups include post-test clubs, mentor mothers (HIV positive pregnant women), peer counselors who accompany HIV positive women to health facilities, and caregiver support groups.  [61:  Gay. J, Croce-Galis, M. Hardee, K. Op. cit. 2012.] 


Positive Living 

Positive Living involves working with PLHIV to help them take control of their health and illness.  PLHIV learn to stay healthier through diet and nutrition, moderate exercise, illness prevention (e.g., use of insecticide-treated nets, water purification, ORS, and condoms for safer sex), stress management, involvement and decision-making in their health care, and positive attitudes.[footnoteRef:62]  By preventing illness and staying healthy, PLHIV can delay the need for ART.     [62:  www.fantaproject.org/downloads/pdfs/Zambia_flipchart_June 2011.pdf (Accessed May 31, 2013).] 


Spiritual care

Spiritual care attends to the spiritual and religious needs brought on by illness. Profound questions surface when a person experiences a serious illness or impending death. Spirituality is that which gives meaning to a person’s life. It may involve belief in God, relationships, or other things that help people to understand their lives.[footnoteRef:63]  Many PLHIV need opportunities to express spiritual concerns to an attentive listener, and referrals to appropriate spiritual leaders is an important part of meeting the holistic needs of PLHIV.[footnoteRef:64] [63:  Peace Corps HIV/AIDS Training Resource Kit.]  [64:  Spiritual care. http://medical-dictionary.thefreedictionary.com/spiritual+care (Accessed May 3, 2013).] 


Economic support

Loss of income and opportunity costs due to illness, the burden of caring, and the costs of transport and health care can have a devastating impact on households affected by HIV.  Caregivers often have little access to income and compensation and suffer financial difficulties.[footnoteRef:65]  Deaths due to HIV place financial burdens on families to pay for funerals. Services for economic support may include government or donor social protection schemes (free or subsidized health care, cash transfers, transport allowances, childcare, school fees, or in-kind support, such as food parcels or home-based care kits), income generation, access to microcredit, and savings or community efforts, such as burial societies. Volunteer caregivers or community health workers may be provided incentives for their work, such as a bicycle.[footnoteRef:66] [65:  UK Consortium on AIDS and International Development. Op. cit. 2011.]  [66:  UK Consortium on AIDS and International Development. Op. cit. 2008.] 


Legal support

Many PLHIVs experience stigma and discrimination which violate their rights. They may suffer violence and be deprived of inheritance, property, land, access to health care, and employment opportunities due to their status. Services for PLHIV include access to legal aid, support and information, human rights legislation and implementation (anti-discrimination, anti-violence; land, inheritance and property rights, labor laws), and succession planning. PLHIV and their caregivers may be trained in rights advocacy so that they can claim their rights. Community leaders may be trained in rights-based approaches to ensure that laws and policies are implemented.[footnoteRef:67] [footnoteRef:68] [67:  UK Consortium on AIDS and International Development. Op. cit. 2011.]  [68:  UK Consortium on AIDS and International Development. Op. cit. 2008.] 


Principles of the Continuum of Care Framework and Care and Support

The Continuum of Care framework and care and support services are based on a set of guiding principles. These principles may differ by country and may be explicitly written or implicitly understood. Principles that are particularly relevant to Volunteers include:
· Confidentiality
· Respect for PLHIV autonomy
· Need to address barriers, such as stigma and discrimination and gender equity
· Importance of respect and trust between PLHIV and service providers  
In addition, services should be based on expressed needs of PLHIV and their families and involve PLHIV as full participants.[footnoteRef:69] [69:  Green, K. et al. Scaling Up the Continuum of Care for PLHIV in Asia and the Pacific: A Toolkit for implementers.  Bangkok: FHI. 2007.] 

One issue related to the autonomy and dignity of PLHIV is partner notification and disclosure.  Beneficial disclosure (or self-disclosure) is when individuals themselves notify their partners of their HIV serostatus. Beneficial disclosure allows for greater openness about HIV and meets ethical imperatives. It will be easier for PLHIV to disclose in places where there is good access to care, support and treatment, and legal protection from stigma and discrimination. Disclosure is difficult when consequences may involve rejection or violence. Health care providers should encourage and offer support to PLHIV to disclose their status with those who need to know.  When beneficial disclosure is not possible, UNAIDS advises that partner notification by health-care providers be based on the informed consent of the client, and maintain the client’s confidentiality and the protection of the client from abuse, discrimination, and stigma.  Partners of infected individuals should be encouraged to seek HIV testing and counseling.[footnoteRef:70]   [70:  WHO. Op. cit. 2008.] 


Care and support must also be sensitive to issues related to culture, gender, age, and the vulnerabilities of PLHIV.[footnoteRef:71]  Non-harmful cultural values, beliefs, and customs should be integrated into services and respected. Some PLHIV consult a traditional healer before visiting a conventional health facility. Establishing relationships of trust between traditional healers and people working in the formal health system and training traditional healers will encourage mutual understanding and effective referrals.[footnoteRef:72]   [71:  Ibid. ]  [72:  UK Consortium on AIDS and International Development. Op. cit. 2008.] 
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Handout 3: Case Studies of Community and Home-Based Care Programs



Case Study of CHBC:  Psychosocial Support in Papua New Guinea by Community Volunteers[footnoteRef:73] [73:  WHO. Community home-based care in resource-limited settings: a framework for action. Geneva: WHO, 2002.] 


In the rugged highlands of Papua New Guinea, a network of volunteers is providing community home-based counseling and support for people with HIV/AIDS. At any given time, between 50 and 60 volunteers are visiting people with HIV/AIDS in their home villages and providing counseling, as well as practical care and support. Volunteers come from many walks of life. They include teachers, pastors, nurses, and church workers. They are trained as counselors in a two-week course and then attend periodic follow-up meetings and workshops. The network was started 10 years ago and is coordinated by a religious sister and a physician. They have operated throughout these years without outside donor funding. However, some of the volunteers are religious sisters who are supported by their communities to work full time.

Accessing care. When the person with HIV/AIDS needs health care, the volunteer helps to arrange this. Volunteers also work in the clinics where HIV tests are done, especially in conjunction with sexually transmitted infection clinics. When a person is found to be HIV positive, the volunteer visits them in their homes and provides counseling and support to the affected person, as well as to the family. These volunteers also advise the people with HIV/AIDS and family members how to stay healthy.

Providing psychosocial support. Volunteers say that when people first learn they are HIV positive, they often feel numb and in shock. They describe themselves as “feeling blank” and all they can think of is dying. Volunteers help the families to understand what the people with HIV/AIDS are going through. They explain their need for support and care. Volunteers also provide reassurance to family members that they will not become infected by caring for their HIV-infected relative. Where appropriate, the volunteers also help to establish informal support groups so people with AIDS can help one another.

Promoting shared confidentiality. Volunteers discuss the importance of informing other sexual partners that they may have been exposed to the virus. Some people with HIV/AIDS ask for help in informing their contacts. In addition, in some cases the volunteer may be asked to help the person tell family members about their HIV status. With permission, the volunteers help trace contacts and encourage them to be tested. 

Positive living. Follow-up activities support positive living within the family and community. Vegetable gardening, personal hygiene and care, and safer sexual practices are explained and encouraged. As a volunteer explained, “We try to help them with their living.” Providing support for people with HIV/AIDS is not easy in the highlands. The terrain is rugged and many of the villages are in hard-to-reach areas. But this committed group of volunteers is doing it and has been doing it for 10 years. Their lives are a testimony to what can happen when dedicated people come together to make a difference for the people in their communities.

CHBC Case Study: Catholic Relief Services Project in Care, Support & Treatment in Pakistan[footnoteRef:74] [74:  Adapted from Catholic Relief Services. Promising Practices III: HIV and AIDS Integrated Programming. Baltimore: CRS, 2011.] 


Before CRS’ project began in 2005, most HIV interventions in Pakistan focused on prevention, and there were few initiatives for care and support of PLHIV. Pakistan’s epidemic is concentrated among key populations, such as injecting drug users. Most of the known PLHIV in Pakistan are migrant workers, deported from Middle Eastern countries because of their positive status. Loss of income, the indignity of being deported, and the profound shock of HIV diagnosis are further magnified as PLHIV returning home face stigma and discrimination. PLHIV have limited access to counseling, diagnostic, and treatment services due to cost of transport. Many PLHIV live in isolation, not disclosing their status to family or community or health care providers (whose low awareness and poor attitude further alienates PLHIV). As a result, PLHIV do not access available services and may waste money on questionable cures from untrained vendors. Some get married in the belief that fidelity will result in a cure for HIV.

To address these issues, Catholic Relief Services (CRS) began an HIV care, support, and treatment project with two partners in two provinces of Pakistan. The project aimed to meet health care and psychosocial needs of PLHIV by improving access to comprehensive HIV clinical care services, organizing peer support groups, training family members in home-based care, providing educational support for HIV-infected and affected children, providing food support to poor PLHIV, and developing the capacity of PLHIV, especially HIV-positive widows, through skill development training so that they could generate income. CRS’ partners provided care and support services and actively linked PLHIV to the Ministry of Health for treatment and prevention of mother-to-child transmission.  

Through this project, care and support services reached 450 PLHIV in two provinces. PLHIV monthly meetings were widely accepted by PLHIV and their families. These meetings encouraged PLHIV to share experiences and challenges in a safe and nonjudgmental environment. The meetings also helped PLHIV to promote openness and disclosure, develop life skills, and improve social networking.  Regular follow-up of PLHIV ensured better treatment outcomes. Home visits to PLHIV complemented scheduled checkups and provided needed medical and counseling care. Training on home care management of HIV increased PLHIV knowledge and reduced misconceptions regarding their illness. Ninety children affected or infected by HIV were able to continue their education. PLHIV initiated income generating activities. The majority of PLHIV clients participating in the project enjoyed better health and reduced opportunistic infections. They also experienced reduced stigma within their family, community, and within health services.  
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Handout 4: Critical Incidents



Critical Incident No. 1: Megan, a Volunteer who works with a PLHIV support group at the local HIV clinic, is very engaged and enthusiastic. She uploads photos of the support group members on her Facebook page and blog, includes their names, and describes their moving, personal stories of dealing with HIV.  
You are Megan’s friend, a high school English teacher from the country. You recently “friended” Megan on Facebook and saw this online. What will you tell her?  


Critical Incident No. 2: John, a Volunteer, teaches English and has made good friends with a local teacher named Joseph. One day, Joseph tells John that he is HIV positive, but with care and treatment, is living positively and remains healthy. John asked him if the school staff know about his status. Joseph says no, that he has decided not to disclose his status to them. John feels uncomfortable, thinks that Joseph is wrong and believes that Joseph has a moral obligation to tell others.  
You are John’s APCD and have just come for a site visit. John tells you about this situation. What will you tell John?
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Trainer Material 1: Motivation Activity



Banner 

On a large piece of flip chart paper, write “GALLERY OF INSIGHTS” in large letters, using a marker and tape on a wall with space below to tape cards.

Small Group Task 

Write the task below on a flip chart.

· Work in teams of six made up of three Volunteers and their three work partners
· In the PST session Community Perspectives on Care, Support and Treatment, Part II, Volunteers made plans to assess CST during their first months at site. Now, we want to know what they observed and learned.
· Begin your small group discussion with each Volunteer sharing two key insights (observed gaps, community resources, challenges, etc.) from their community and sector assessment.  Work partners should comment or add to what Volunteers say.    
· Choose three key insights on CST from your discussion. Write these on index cards, using a marker, one idea per card.  
· Tape your cards on the GALLERY OF INSIGHTS wall. 
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Trainer Material 3: Information Section Activity


1. Print out one copy of this table, cut each cell separately, and paste onto index cards, one service/cell per card and one explanation per card. Once the cards are complete, there should be one card per participant. (Of course, do not print the bolded headers for each table). You should have 19 clinical care and psychosocial support service cards and 19 explanations. If you have more than 38 participants, make second copies of some of the services + explanations so each participant can play the game.  
2. Write CLINICAL CARE in large bold letters on one index card. Tape it to a wall. Then write PSYCHOSOCIAL SUPPORT in large bold letters on another index card. Tape it to an opposite wall.
Clinical Care Services
	Clinical Care Service
	Explanation 

	Opportunistic Illnesses
	HIV and AIDS-related illnesses that take advantage of immune systems weakened by HIV. Examples are pneumonia and fungal infections. Cotrimoxazole is a widely-available antibiotic that has long been used to treat some of these illnesses.


	Tuberculosis
	A disease second only to HIV/AIDS as the greatest killer worldwide due to a single infectious agent. Forms a lethal combination with HIV and is a leading cause of death of people living with HIV. Isoniazid preventive therapy (IPT) is used to prevent this in PLHIV.


	Sexually-transmitted illnesses
	An illness passed from person to person during sex. Can be cured. Increases the sexual transmission of HIV. Can weaken compromised immune systems of PLHIV.  Prevention, diagnosis, and early treatment are vital.


	Hepatitis B and C
	Infections that are a risk for people who inject drugs. If left untreated, they can cause problems in the liver. Co-infection with HIV is associated with more rapid progression of liver disease and mortality. One can be prevented by vaccination.


	Malaria
	A disease that is caused by mosquito bites.  Evidence is starting to show that this disease has an interaction with HIV. PLHIV become more sick due to this disease and may experience failure with medicine to cure this disease.


	Positive Health, Dignity, and Prevention
	A comprehensive approach to supporting PLHIV with HIV prevention and social needs and safeguarding human dignity.


	Palliative Care
	An approach to improve the quality of life of patients and caregivers facing life-threatening illnesses. It provides relief from pain, suffering, distressing symptoms, and/or medication side-effects.


	Adherence Counseling
	Essential services that help PLHIV stick with their treatment regimen and prevent the risk of developing resistance.


	Harm reduction
	Distributing sterile injecting equipment and opioid substitution therapy are two examples of this approach to keep People Who Inject Drugs (PWID) safe and healthy.  

	Nutrition
	One of the greatest needs of PLHIV. Helps the body to develop and repair itself, strengthens the immune system, and reduces the chances of repeated infections. Growing a garden to produce protective foods is one example of improving this.


	Water, Sanitation, and Hygiene
	Improving these will help prevent diarrhea, a major cause of illness and death of PLHIV because of their compromised immune systems. Constructing improved latrines is one example of improving these.


	Prevention of Mother-to-Child Transmission
	Drugs, counseling, and psychological support to help mothers safeguard their infants against HIV.




Psychosocial Support Services
	Psychosocial Support Service
	Explanation 

	Mental Health Screening and Referrals
	A state of well-being whereby an individual can cope with stresses and work productively.  Problems include depression and anxiety disorders. PLHIV and their caregivers can experience severe psychological stress.  Untreated problems can adversely affect how well a PLHIV takes needed medicine.


	Counseling
	Formal psychological support; may be done with individuals, families, or groups.  


	Peer Support Groups
	Help to reduce stress; addresses the isolation and stigma experienced by PLHIV and their caregivers; creates a sense of solidarity and improves access to information and services.  An example is a post-test club.


	Positive Living 
	A training program for PLHIV that teaches them to stay healthier through diet, exercise, illness prevention, stress management, keeping involved, and making decisions about their health care.


	Spiritual Care 
	Responds to people’s need to give meaning to their lives, which often surfaces when people experience a serious illness or impending death.  


	Economic Support
	Needed due to loss of income and opportunity costs due to illness, the burden of caring, and costs of transport and health care. Examples include subsidies, transport allowances, child care, and microcredit schemes.


	Legal Support
	Needed in some cases to resolve situations where rights are violated, often due to stigma and discrimination. An example is succession planning.
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Trainer Material 4: Application Activity Flip Chart



Write the Critical Incident Small Group Task below on a flip chart.

1. Read your assigned critical incident. (Small groups 1-3 will read Incident No. 1, small groups 4-6 will read incident No. 2)
2. Discuss the question in your small group.
3. We will invite a few people to role-play an appropriate response for each critical incident.
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