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Executive Summary

The number of children living with HIV/AIDS increased from 830,000 in 1996 to 1.2 million in 1999, an increase of almost 50% (UNAIDS, 1996; 1999).

What should be Compassion’s corporate response to the challenge of HIV/AIDS?  This document reports an effort to systematically investigate the extent to which Compassion-assisted children are affected.   An initial analysis from Compassion’s child database indicated that the largest impact within Compassion’s population of children is found in Africa.  In Kenya and Uganda, interviews with Compassion staff and local partners were conducted.  In addition, case studies of orphans and other children affected by HIV/AIDS were completed. 

Several programmatic responses representing “best practices” are included to help us understand the variety and limitations of effective program responses.

The potential to respond to the HIV/AIDS crisis exists within the current Compassion Child Development Through Sponsorship and Advocacy program framework.  Compassion and its local partners have already responded in some creative and effective ways.  The need is to find acceptable ways to expand our capabilities and enable local partners to effectively respond to more children. 

This document presents the information collected and makes recommendations for a Compassion response.  The need to fit within the Compassion mission statement, and the capacity to support an expanded ministry to children limit the recommendations.  The program response includes:

I.  Emphasis on Preventive Education 

II.  Creation of an HIV/AIDS response fund for two purposes

· Expand medical support of affected children and their caregivers

· Support educational efforts and project staff serving HIV/AIDS affected children

III.  Alterations to the child selection and registration guidelines

· Allow registration of all orphans living on their own under the age of ten

· Prepare for the registration of all children under the age of ten from qualified households in which an orphan has already been registered

Conduct a Donor Education Campaign

The document includes a draft of a Compassion policy statement. This statement responds to issues related to the question of confidentiality and sponsor information. The policy statement commits Compassion to protecting the confidential nature of children’s HIV status in line with international standards.
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1.0 Overview of the HIV/AIDS Situation

The UNAIDS HIV/AIDS: Global Epidemic (1996) reported 21.8 million adults and 830,000 children living with HIV/AIDS.  By 1998, UNAIDS reported more than 33 million were HIV-positive, with 95% of the infections occurring in the developing world (UNAIDS, 1998a).  Currently, close to 70% of those living with HIV/AIDS and more than two-thirds of all new cases occur in Africa, especially in sub-Saharan Africa (UNAIDS, 1999; 2000b).  Nearly 6 million people became newly infected with HIV in 1999—that is approximately 16,000 per day at a rate of 11 persons every minute (UNAIDS, 2000a).  Cumulative deaths from AIDS since the beginning of the epidemic has risen to 16.3 million, 13.7 million of them from Africa (UNAIDS, 1999b).  The most recent research predicts that more than 40 million people with be living with HIV/AIDS by the end of the year 2000.  

Table 1 - Global Summary of HIV/AIDS Epidemic, December 1999

	
	
	1996
	1999
	% Increase

	People newly infected with HIV
	Total
Adults

Women

Children <15 years
	3.1 million

2,75 million

400,000
	5.6 million
5 million

2.3 million
570 000
	~ 80%

~ 64%

~ 43%

	Number of people living with HIV/AIDS
	Total
Adults

Women
Children <15 years
	22,6 million
21,8 million
9,2 million

830,000
	33.6 million
32.4 million

14.8 million
1.2 million
	~ 50%

~ 49%

~ 61%

~ 45%

	AIDS deaths
	Total
Adults

Women
Children <15 years
	1.5 million

1.1 million

470,000

350,000
	2.6 million

2.1 million

1.1 million

470 000
	~ 75%

~ 91%

~ 134%

~ 34%

	Total number of AIDS deaths since the beginning of the epidemic
	Total
Adults

Women
Children <15 years
	6.4 million

5.0 million

2.1 million

1.4 million
	16.3 million
12.7 million

6.2 million
3.6 million
	~ 155%

~ 154%

~ 195%

~ 157%


UNAIDS (1996).  HIV/AIDS:  The global epidemic.  Geneva, Switzerland:  UNAIDS. 

UNAIDS  (1999).  Aids epidemic update:  December 1999.  Geneva, Switzerland:  UNAIDS.
The impact of HIV/AIDS is most burdensome to women and children.  Cultural mores among many people groups often result in the powerlessness of young girls to resist sexual relationships with older men.  In Kenya, one in four young women reported losing their virginity by force.  In the Democratic Republic of Congo the figure is closer to one in three (UNAIDS, 1998b).  As a result, HIV infection rates are disproportionately higher among girls than among boys of the same age cohort (15-24 years of age).  In many areas HIV infection rates are 3-5 times higher among young girls then among boys of the same age (UNAIDS, 2000c). 

The HIV infection rate among children also continues to rise.  The number of children living with HIV/AIDS increased from 830,000 in 1996 to 1.2 million in 1999, an increase of almost 50% (UNAIDS, 1996; 1999). 

Even more sobering are the predictions concerning the number of AIDS orphans.  Cohen & Trussell (1996) predicted 10 million AIDS orphans by the year 2000.  The World Health Organization (WHO) estimated that 9 million of these orphans would be from sub-Saharan Africa (Mukoyongo & Williams, 1993).  The International Herald Tribune (Altman, 1998) reported that “In East Africa, 40 percent of children aged 15 or younger have lost their mother or both parents.”  Not surprisingly, UNAIDS (1999) actually reported 11.2 million AIDS orphans at the end of 1999.  According to 1995 statistics published by UNAIDS/WHO, the ten countries most affected with AIDS orphans were all on the continent of Africa. More than 4.5 million children under 15 years had lost either their mother or both parents to AIDS; Uganda topped the list with 1.1 million orphaned children (UNICEF, 2000, p. 74). 

The problem of increasing numbers of orphans due to AIDS is not limited to Africa.  In Thailand, “More than 5,000 children are born each year with HIV. . . .  About 63,000 children under the age of 15 will be infected with HIV and 47,000 will die of AIDS by the year 2000” (UNAIDS, 1996b).  In South America, Foster (1998) predicts that by the year 2010, the child mortality rate (CMR) will double in Guyana and increase by 33% in Brazil (p. S18).

The impact of HIV/AIDS is being reported in areas outside of the health arena as well.  Mukoyongo & Williams (1993) report that AIDS-orphaned children “do not become ‘children at risk’ only after their parents' deaths” (p. 8).  Families become dysfunctional before the parent(s) die, with the entire family sufferings from the economic deprivation that results from ill parents unable to work and provide for the physical needs of their families.  Many children experience role reversal as the death of an ill parent approaches, carrying the responsibility of supporting and caring for their parents.  The social safety net of extended families that many developing countries provided for orphaned children in the past is finding itself overextended (see appendix 6.1).

USAID conducted a study of AIDS orphans for 34 countries with close to a 5% urban seroprevalence – percentage of the population HIV-infected – plus Brazil, Thailand and Honduras for which sufficient data was available.  Country data for Compassion assisted countries are listed below.

Table 2 - USAID Orphan Estimates for 2000

	Country
	Population 

children <age 15
	Maternal and

double orphans from all causes
	Maternal/ double

orphans as % of

children <age 15
	% of maternal/

double orphans

from AIDS
	Paternal

orphans from

all causes
	Paternal

orphans as % of

children <age 15

	Ethiopia 
	30,144,741
	2,317,260
	7.7%
	45.0%
	2,032,207
	9.4%

	Kenya
	12,905,450
	547,520
	4.2%
	69.0%
	669,191
	5.2%

	Rwanda
	3,106,905
	421,511
	13.6%
	30.7%
	515,100
	16.6%

	Tanzania
	15,053,095
	609,000
	4.4%
	70.0%
	43,196
	5.3%

	Uganda
	11,923,399
	1,059,329
	0.9%
	55.3%
	1,294,735
	10.9%

	DRC
	25,007,723
	1,510,507
	6.0%
	29.6%
	1,046,175
	7.4%

	Brazil
	50,270,034
	16,735
	1.6%
	51.0%
	990,232
	2.0%

	Honduras
	2,644,300
	29,499
	1.1%
	30.1%
	36,054
	1.4%

	Haiti
	2,023,603
	157,916
	5.6%
	39.0%
	193,000
	6.0%

	Thailand
	14,493,241
	222,716
	1.5%
	19.9%
	272,200
	1.9%


USAID  (2000) , “Children on the Brink Executive Summary:

Updated Estimates & Recommendations for Intervention”.  Arlington, VA:  USAID.
2.0 The Compassion Challenge

The HIV/AIDS pandemic presents a challenge that potentially extends beyond current Compassion operational parameters.

2.1 Compassion-Assisted Orphans

Orphan data from the Compassion database reflect numbers consistent with higher rates in the most HIV-infected countries.  As of August 2000, currently orphaned Compassion-sponsored children were distributed as follows:

Table 3 – Compassion Sponsored Double Orphans by Area, August 2000

	Area
	August Orphans

	ASIA 
	452

	MIDDLE AMERICA 
	592

	SOUTH AMERICA
	392

	AFRICA
	8,635

	TOTAL
	10,071


The number of currently orphaned Compassion-sponsored children constitutes 2.78% (10,071/361,791) of the total population of sponsored children.  Orphans are distributed by country as follows:

Table 4 – Compassion Sponsored DoubleOrphans by Country, August 2000

	AFA

	8635
	 MAA
	592
	ASA
	452
	SAA
	392

	Ethiopia 
	1587
	Dominican Republic 
	84
	India     
     
	240
	BolIvia
	56

	Kenya 
	1058
	El Salvador    
      
	29
	Indonesia 
	55
	Brazil
	123

	Rwanda 
	2892
	Guatemala     
      
	68
	Philippines 
	46
	Colombia
	72

	Tanzania 
	153
	Haiti    

	342
	Thailand 
	111
	Ecuador
	59

	Uganda 
	2714
	Honduras   
      
	45
	
	
	Peru
	82

	DR of Congo
	231
	Mexico
	24
	
	
	
	


The orphans included in the two tables above are defined as double orphans from all causes, including those affected by HIV/AIDS.  The percentage of maternal/double orphans under age 15 from all causes that constitute AIDS orphans range from 20% to 70% in countries most affected by HIV/AIDS (see Table 2).  Due to the large number of orphans among registered and sponsored children in Kenya and Uganda, and the leading role of Uganda among nations responding to the HIV/AIDS challenge, Kenya and Uganda were selected for site visits.

2.2 Case Studies

Before beginning the site visits in each country, a participatory review of the objectives, the proposed methodology, and the interview guides was conducted with the Compassion country staff that would be accompanying the principal investigator.  These discussions resulted in several adaptations and revisions.  

The data was collected during site visits in Kenya and Uganda, July 24 – August 2, 2000.  The sites were selected by Compassion International country-level staff based on the requirements communicated by the principal investigators prior to their visit.  In Kenya, site visits were made to KE 471 in Korogocho (a slum project in Nairobi), KE 321 in Kisumu (a slum project on the northeastern shores of Lake Victoria), and KE 412 in Burwenda (a rural project north of Kisumu).  In Uganda, two urban slum projects in Kampala (UG 131 and UG 127) and a rural project in Kasana (northeast of Kampala) were visited.   The site visits were divided between urban and rural to be able to compare and contrast responses to the interview questions, and to examine any other observable differences (physical layout, operational, procedural, etc.).  Because of time constraints, not all categories of respondents were interviewed at all sites; however, all categories required were interviewed in each country.  

The shocking prevalence of HIV/AIDS and the increasing number of orphans resulting from the epidemic on the African continent, threatens to overwhelm or numb the reader’s sensibilities.  The following case studies are an effort to put a face on these stunning statistics and describe how HIV/AIDS affects children, parent/guardians, orphans, and staff of Compassion International projects in Kenya and Uganda.  The case studies are grouped according to the categories interviewed.  Following each group of case studies is a summary of the findings for that particular category, comparing and contrasting the differences between urban and rural situations, and between the countries of Kenya and Uganda.  

2.2.1  Total Orphans in an Orphan-Headed Household

Case 1:  James
 (urban Kenya)  

James is a typical 9 year old Kenyan school boy dressed in his school uniform consisting of dark blue shorts, a short-sleeved button-up shirt that’s dirty from play and frayed on the back of the collar, cotton knee-high socks that have long since lost their elastic and are sagging around his ankles, and worn out brown leather dress shoes.  He and his 11-year-old brother, along with 365 other children, are registered with project, however only 348 children are sponsored by Compassion.  As a sponsored child, James receives partial school fees, his school uniform, shoes, other school-related supplies, a blanket, a washbasin, and soap.  He also receives medical attention when he is sick.  Increased school fees in urban areas have meant that Compassion sponsorship funds have been unable to pay the entire fee.  As a result, the family has to complete or “top off” the fees from their own funding sources.  

James doesn’t really remember his father—he died so long ago.  For a long time, he and his brother have shared a one-room, dirt-floored shanty made of mud brick and rusted galvanized iron roofing sheets with their mother, until last week.  James recalls that his mother was sick for about a week and then died.  The project staff later explained that she died of a “long illness bravely born”—a euphemism often used in Kenya to protect loved ones from the stigma attached to those who have lost a family member to AIDS.  Because of the cramped and unsanitary conditions that they share with 200,000 other destitute neighbors, this Nairobi slum is officially named Korogocho—the Swahili word for garbage.  

The boys are currently being “auntied” by a neighbor woman.  She looks in on them everyday and invites them to share her family’s meagre table.  The food she is able to buy—or frequently has to scrounge from the garbage heaps of the nearby market—is often not even sufficient for the one meal a day she can provide for her own children.  Because of the stigma attached to AIDS, because of the belief that bad luck lingers with those associated with calamity, and because the people of Korogocho are already living from hand-to-mouth, very few will volunteer to adopt or foster orphaned children.  

Since they are both registered with the project, they continue to receive nutritious snacks and are involved in other guided activities throughout the week.  More importantly, they continued to be surrounded by loving, caring, and supportive Compassion project staff during this time of grief.  

The project staff has tried to contact the boys’ uncle in the countryside.  They think that he will probably come and collect them when he gets word that the boys are now total orphans.  It is with mixed emotions that the project staff anticipates the uncle’s arrival.  If he takes the boys and there is another Compassion project near where the uncle lives, they may be able to transfer the boys to that project.  If not, James will have to be departed from the project.  If the uncle doesn’t come, the landlord will soon evict the boys from their one room shanty for not being able to pay their $5 per month rent.  The project staff is uncertain about what will be done with them if that situation arises, but they will do everything they can to avoid having them join the thousands of other street children in Nairobi—even if it means taking them into their own homes.  

Case 2:  Jane (urban Kenya)

Jane appears to be on the verge of tears.  Instead of being able to go outside to play with her other seven-year-old friends and classmates, she was asked by project staff to remain in the building so that the visitors could ask her some questions.  Sitting next to her, hugging her, and talking softly to her, the project director, a grandmotherly woman, is able to calm her fears and begins to interview her.  

Jane lives with her older sister in housing typical of Korogocho, a mud brick, dirt floor, one-room shanty with a rusty corrugated tin roof.  Her father died several months ago.  He had been sick often and one day went to the hospital and died.  Her mother used to carry water everyday to earn money, but she took sick and died not too long ago.  When asked how she felt about losing her parents, she expressed that she didn’t feel anything, however the tears rimming her eyes told another story.  How have things been different for her since her parents died?  “My sister often beats me, my mother didn’t beat me.”

Jane’s next answers come more haltingly, just a few barely audible words.  Lower lip quivering and unable to answer the next question, the director hugs her, speaks softly to her, strokes her hair and sends her outside to play with her classmates.  

Case 3:  Moses (rural Kenya)

Traveling down a red, dusty, gravel road, past plots of ripening corn, lush green hedges of close-cropped tea, and stands of banana and plantain trees, one cannot imagine that the maelstrom that HIV/AIDS has become in the large cities could also be brewing here in the rural breadbasket of Kenya.  However, the farming community of Burwenda, not far from the northeastern shores of Lake Victoria, lies in the region with the nation’s highest HIV prevalence rate.  Using one of the Sunday school rooms of the partner church project, Moses—a boy of 16 years—tells about his life as an orphan.  “My father died in 1992 while living in Nairobi.  My mother died in 1994.”  “I don’t know how my father died.  We were only informed of his death and his body was brought home from Nairobi to be buried here.”  “She [mother] was sick for about one week and then died.  She died at home.”  Although Moses says that he doesn’t really know what caused his parents’ deaths, project staff suspects that they died of AIDS, and that Moses may be reluctant to openly admit to this possibility.  

Of the seven children left behind, Moses is the youngest.  Four of his brothers and sisters live in Nairobi in various states of employment and matrimony.  He lives with his 20-year-old brother in a house on the farm left to them by their parents.  Another brother lives with them occasionally when he is on holiday from boarding school.  

Moses is the only sibling registered with Compassion.  His mother registered him shortly before she died.  He is in Standard 8 in school.  “The project gives me books and some soap to wash my clothes.  They pay part of my school fees.”  He expresses the difference between when his parents were alive and now by saying, “They [the project] can’t give me all I need.  What they provide is not sufficient.”  “This year we have not planted our land because all of the money my brother sent went to [complete my] school fees.”

Case 4:  John (urban Uganda)

In a ten-foot by ten-foot project office containing three desks, two 5-drawer filing cabinets, and now seven or eight chairs to accommodate the group interviews, three total orphans are gathered together to tell their stories.  John, 16 years old, and the other young man have recently participated together in an HIV/AIDS peer education program with a major nationally recognized non-governmental organization (NGO) in the area.  They are both living alone with other older and younger siblings.  The third orphan is a young woman of 15 years who is living with an “auntie”.  

John lives with two older unmarried sisters and has a younger sister who is also Compassion sponsored, but living at a boarding school.  The first-born sister has lost her job, so they are both being supported by their working second-born sister.  Entering young adulthood, John—like many in his age cohort--has already had many experiences with AIDS:  “My auntie died of AIDS.  In 1990 I lost my father, 1995 I lost my mother, 1996 an uncle, 1994 an older stepbrother, and I have an uncle that is sick in the village now.”  

What was it like when you had lost one parent and the other was still living but growing sick?  “My father worked for the government.  When he died we had to shift [move].  We built a house with money that was saved.  After the move, mum brought us to Compassion in 1992 [he would have been 8 years old then].  Mom worked in the market selling things.  Money was used to pay for my two older sisters to go to school, what was left was used for food.  In 1994 mom started getting sick on and off.  I remember coming home and being told that she was in the hospital, again.  Two or three times she was admitted and discharged.  Just before she died she was seriously ill for 3 weeks.  She died at home.”  Although he doesn’t directly say that his parents died of AIDS, the staff knows that he knows that their deaths were the result of AIDS.

What did your parents do to prepare you for when they would be gone?  “Father built a house in the village [countryside], but we aren’t on good terms with my uncles in the village.  The house is empty [John expressed that they could be getting rent for it].  He started us in an income-generating project [poultry] and counseled us.”  Unfortunately, the poultry project had to be abandoned because it conflicted with school, so it didn’t work out as his father had planned.  

What is hardest thing about not having your parents around?  “I miss the love of my parents.  The love of others never reaches unto the level of your parents.”

How does the project help?  “They give spiritual help through the programs on Holy days, school fees, medication, and a place where we can meet other people like me and share my experience with others.”  How has the project helped you to cope?  “The church started the project to help us grow spiritually, too.  They have helped us to join in the ministry of the church.”  How do you face the challenges of each day?  “I turn to God in prayer.”

“Thank you [Compassion] for touching me.  I feel like I have to do something for someone else.”

Case 5:  Michael (rural Uganda)

At age 20, Michael never was a sponsored child.  He has lived alone with his younger brother (13 years old) and his younger sister (9 years old) since the death of his parents.  “My father died in 1995 and my mother in 1996.  Since then I have to take care of the younger children.”  

A soft-spoken young man, Michael was forced by circumstances to grow up quickly in order to meet the needs of his family.  “Mom died of AIDS.  I took care of her until her sister came and took her to the hospital.  When she was about to die she [mother’s sister] took her back to her house where she died.  Her father [his grandfather] told us and we buried her there at her father’s house.”

What did your parents do to prepare you for when they would be gone?  “Father didn’t plan for us.  Mom encouraged me to work to help my brothers and sister.  When I knew that our parents had left us, I started to take jobs and to take responsibility over my brothers and sister.  I fetched water for one of the school staff members.  I used this to pay school fees at the primary school [for his brother and sister at a school in the community] before entering the program here, but I still continued my work and I used it to buy kerosene and small things.”

Although they had relatives, Michael and his brother and sister weren’t taken in.  When asked how the project had helped them, he responded, “The program staff helped to identify my brother and sister and register them with Compassion.  The project helped encourage me to work hard and encouraged me to love my relatives [in spite of their inability to help].  They have helped me a lot.”

When asked what more the project could do, Michael contemplated and answered, “Teach me how to make more money.  Train me in a job, like carpentry.  Teach me to be a cattle keeper and that would help me to get some money.”

What is hardest thing about not having your parents around?  “I miss their love, her encouragement to do something.  I loved my mom.”

Summary:  Total orphans in an orphan-headed household

Several children in this category were visited in both Kenya and Uganda.  Project staff—rural and urban—had a difficult time finding enough total orphans living in orphan-headed households to be interviewed.  Most total orphans of primary school age are absorbed into the extended family social safety net.  This appears to be more easily done in the rural areas where shelter and food is more readily available or less expensive, permitting more families to take in the extra children.  Although some children in urban areas who become total orphans are sent to extended family members in the countryside, many families that have migrated to the big cities have burned their bridges behind them and have severed ties with their rural family origins.  Several stories were related to the interviewing team about vengeful rural relatives who agreed to take in orphaned family members from the city. Their intent was to seize what little inheritance had been left to orphans. They then abused or abandoned the children who subsequently escaped to the big cities and end up as street children.  

Project staff in both countries, rural and urban, expressed their special concern for sponsored children who risk being departed when they become total orphans.  These children, grieving the loss of their only remaining parent, are often “shifted”—moved about—from one relative to another, sometimes to a more distant relative whom they’ve never met before.  Many project staff expressed that the children are often taken away or departed at a time when they feel that the children most need the constancy and comfort that they—the staff—are best qualified to provide during this time of grief.  Staff also expressed that departure often risks disrupting or terminating the child’s academic studies.  

Other total orphans—especially of secondary school age—remain in the cities with older siblings, if they can.  This is possible if the older siblings are in their late teens or older, in university, hold steady jobs, or are at least frequent day laborers.  Others without older siblings who are fortunate enough to be taken in, adopted, or fostered by neighbors or church members are also more likely to be able to stay in school.  This is often referred to as being “auntied”.  Total orphans of secondary school age who are the oldest sibling in their family are often faced with having to leave school to try and find work to support their younger siblings.  

In Kenya, project staff told the interviewing team that orphans were seldom told about their parents’ HIV status or that a parents’ death was caused or suspected to have been caused by AIDS.  Although they knew of children who had been told this information by their surviving parent, they felt that if children knew that their parent(s) had died of AIDS that they would be stigmatized—or feel stigmatized—and have social difficulties.  As requested, project staff selected children to be interviewed whom they knew to have been orphaned as a result of AIDS.  However, the interviewing team was always counseled to be careful in the interview because “they don’t know that their parents may have died of AIDS.”

In Uganda, the national politic and the resulting mass HIV/AIDS awareness and prevention campaigns during the past 15 years has resulted in an environment in which people are much more open about their HIV status and AIDS.  This was especially evident in the urban area of Kampala where children, parent/guardians, and staff talked openly about HIV/AIDS.  More often than not, older children knew the HIV status of their ailing parents.  These parents were often actively preparing their children for their eventual death and absence.  Project staff was reluctant to give too much information about HIV/AIDS to children before a certain age, especially girl children.  It was expressed by project staff that children at the “tender age” of 8-12 years shouldn’t have to deal with HIV/AIDS.  Although the staff knows that HIV/AIDS awareness and prevention messages are being given to children of this age in school, they are not reinforcing, completing, or complementing those messages in their project programming for this age group.  

2.2.2  Total Orphans with Adoptive/Foster Families

Case 6:  group interview (urban Kenya)
In a large room that serves as worship space, meeting area, or classrooms at various times during the week, the project gathered 17 children who are total orphans living with adoptive/foster families.  The children ranged in age from 6-13 years old, the majority of whom are boys of 10 years or older with only five or six younger girls in the group.  Only two of these seventeen children are sponsored by Compassion.

“AIDS is bad.” “It kills people.” “You get thin until you die.” “It finishes people.”  One 13 year old boy says that he has “seen many die from AIDS, many.”  Several of the older boys identified ways to get AIDS as “having relations with girls,” “keeping bad company,” and “having bad morality.”  They also answered that AIDS can be prevented in the following ways:  “Don’t have sex. “Don’t keep bad company who will influence you to have sex.” “Don’t walk around with people.”  One boy added, “Bad people can trick you and rape you.”  None of the younger girls admitted to knowing about AIDS.

Although the project staff either knew or suspected that a large number of these children’s parents had died of AIDS, none of the children identified AIDS as the cause of their parent’s death.  “My mother was sick with malaria and TB and got more sick and died.  My father was murdered.” “My mother died of malaria symptoms.  I don’t remember my father, I was too young.” “My mother died in a road accident and my father died of ulcers [pointed to mouth
].” “My mother died of pneumonia and malaria.”

Typically, they are sad that their parents aren’t there anymore.  They feel bad that their parents had been so sick.  One of the children stated, “I wasn’t told they were going to die.”  

Many of them voiced differences between when they their real parents were alive and now, in their adoptive/foster situations.  “They still helped me with my homework, no one helps me now.” “The house looks awkward.” “I miss the stories that mama told me, now she’s not here.” “Mother used to clean my clothes for me.” “We had food, now we have to search for ourselves.” “When I remember what my parents did for me [that I can’t do now], I cry.”

Many of their concerns revolved around having sufficient food and being able to continue in school.  Most of them were able to attend school fairly regularly, while their parents were still alive to pay their fees for them.  Now many of them are unable to participate fully in school because they aren’t able to pay on time.  This causes periodic disruptions in their schooling because they are not allowed in class if their fees are not paid.  There was much heading nodding when one of the children stated, “I want to stay in school.”

Case 7:  Andrew and Mary (rural Kenya)
Andrew and Mary were interviewed as part of a group of four children ages 10 to 14 years old, in a small classroom on the project site.  Although none of these children are sponsored, they were selected because they are total orphans as a result of AIDS.  Andrew, 10, and Mary, 14, were the most spontaneous members of the group.  

What do you know about AIDS?  “AIDS is a disease,” Mary answered without hesitation; the rest of the group nodded their heads and remained silent.  How do you get AIDS?  After some fidgeting Mary offered, “Don’t know how to get AIDS.”  However, when asked about who is at risk of getting AIDS, the answers came rapid fire from all the children:  “Most people can get AIDS.” “Those that have bastard children can have AIDS.” “My father can get it.” “Girls can get it.” “Youth boys [adolescents] can get AIDS.” “Youth who are bad can get it.”

Only Andrew admitted to knowing somebody with AIDS.  “I felt very sorry for her.  She was very sick.  She was sick for almost one month and then she died.  My aunt used to live with us then.”  He later revealed that his aunt had died of AIDS, too.  Without admitting to knowing anyone with AIDS, all of them described having seen their parents sick and suffering before their deaths.  Talking about her father’s death six months ago, Mary said, “I didn’t know he was going to die or what arrangements had been made for me.  I stay with my grandmother now.”

Catherine, 10 years old, described her parents’ death:  “both parents died, mother in 1997 and father earlier.  In 1995 mother started suffering and I was brought to my grandmother.”  Her voice trailing and with tears welling-up in her big brown eyes, she added, “Grandmother died this year and so things are different because now I am living with my grandfather only.”  In fact, all four children are living with grandparents.  

What is different since your parents have died?  Mary volunteers, “I don’t get school fees anymore.  When my grandmother can work for somebody then she can buy food, so we have problems with food.”

Andrew shares a similar problem with school fees, but also offers a practical solution:  “Buy me some sheeps.  This will assist me and when it breeds, then I can sell and make fees for school.”

Case 8:  Beth (urban Uganda)

Beth is a beautiful young woman of 15 years, full of hopes and dreams for the future.  But there is an emptiness that she feels knowing that her parents are no longer able to share in those dreams.

Like many other young people her age in urban Uganda, she knows a lot about HIV/AIDS, unfortunately much of it is from personal experience.  In addition to the aggressive AIDS awareness and prevention campaigns that she has been exposed to in school and in the media, as a sponsored child Beth has also received other Christian-oriented HIV/AIDS education messages from project staff and in church.  

The harsh reality of the AIDS epidemic in the large urban centers of Uganda is that almost no one has been left unaffected, everybody knows at least one person who is suffering from HIV/AIDS or has died of AIDS.  With moist, glistening eyes Beth says, “In 1990 I lost my dad, and my mother earlier this year.  Dad died when I was young, I don’t remember him.  I miss my mum.  It was painful during her illness.  I prayed that God would heal her.  I asked God to help me.  My mum always told me that God would help me.”  Losing composure she added with a soft, faltering voice, “When she was very ill, I asked God to take her.”

What did your parents do to prepare you for when they would be gone?  “Dad had an account [bank] for each of us children.  Mom worked in the shop of my auntie, but she couldn’t always work because of the illness.  The money [from the bank accounts father had set up] got finished.  Dad had bought a plot to build on, but mom could see that she wouldn’t be able to build, so she sold it to support us.”  For Beth, “life has been hard.  Some needs I get, but I don’t get parental love anymore [looks away with tears in her eyes].  There are eight in our house.  Three are still in school the others are adults in university.  I miss mum’s love and care.  Some have tried to meet our needs.  Certain things that amuse your life you have to forgo now for other needs.”  But the hardest thing for her has been “not having mum.  Not having someone to talk to.  We used to talk all the time.  Nothing would make this easier.”

Like the two boys that were interviewed together with her, she would like to help other children who face difficult circumstances.  “It takes courage to share, it’s hard, but I can talk with Auntie Ruth [project Child Development Officer].”  As a good student, Beth also shares her anxiety about being able to continue school.  Although Compassion helps with school fees and other supplies, her cousin has to help to “top it up”.  However, her cousin is also helping the others in school, as well as the university students.  “It’s very hard to find the money for the fees.”

“Thank Compassion International, they were there when there was no one else to turn to.”

Case 9:  Robert (rural Uganda)

Robert was interviewed with a group of four other 10-12 year old boys and an 8-year-old girl.  All of them are sponsored children in Primary 2 – Primary 4.  They are very sharp about all the ways that one could get HIV/AIDS:  “Moving from one girl to another.” “Being sexually involved with a man or woman with AIDS.” “Sharing a safety pin with someone who has AIDS.” “When there’s an accident with a wound and the blood of the person with AIDS gets in your wound.”  One of the other boys said that youth are most at risk because of “immoral behavior.”  Robert chimed in that “boys who have gotten to the age where they can marry, but they move from one (girl) to another are most at risk of getting HIV/AIDS.”  

Although it is known that some of the parents of these children have died of AIDS, the children are slower to respond about ever having known someone with AIDS.  Robert says, “I have seen, but not a relative.  He was from another village.  He was taken frequently to the hospital and treated but he didn’t recover.  They didn’t do enough tests.”  

Some of the changes in an orphan’s life are more significant than others.  Robert, who lived in Kampala until his parents died, remembers, “When my father was alive, we used to go to church together.  I used to like going to church.  I liked it that they bought a car to travel in and now that is no longer enjoyable.”  He no longer likes to go to church and makes excuses not to go because it reminds him too much of good times with his parents.  Sometimes he fakes a headache to get out of going.  The good memories are painful.

What else is different for Robert?  “In those days I had security.  I could ask a loan from a friend at school and I could be sure that I would be able to pay it back later.  Now I’m not so sure.”  As a 12-year-old boy, he is aware of his disadvantaged financial position.  “It’s like having to pay poll-tax.  If they arrest me and if I’m not able to pay, who would pay for me?”  As in many African countries, every citizen in Uganda 18 years old or older must pay a poll tax.  Robert already wonders who will look out for him if he gets into trouble and is unable to pay his poll tax and is caught.

In this rural area, school fees are not as expensive as those in the big city.  So far Compassion has been able to pay the school fees in full for their sponsored children in this area.  Robert and his friends are thankful that they are able to go to school.

Summary:  Total orphans with Adoptive/Foster families

Children in this category, who are registered in the projects or sponsored by Compassion, appear to be able to adjust to the difficulties of their circumstances.  As with orphans of any other cause, the trauma and grief of losing one’s parents are a real struggle for these kids, but with the loving, supportive, and caring help of relatives, neighbors, and project staff, these kids are surviving and getting on with their lives.  Although project staff often raised the specter of the stigmatization that these children would suffer if it were known that their parents had died of HIV/AIDS, questioning and observation by the interviewing team did not reveal any children who openly expressed or implied that they had experienced this problem.  

Other than the loss of their parents, the most difficult adjustments expressed by some of the children are as follows:  

· Frequent moves from one relative to another.

· The move from an urban area to unfamiliar relatives and an unfamiliar lifestyle in the countryside.

· The uncertainty of where they would live if they had no relatives to go to or if their relatives rejected them.

· Forgoing certain former pleasures and often, basic needs because of the difficulties caused by their presence in a foster family.  

· The uncertainty of being able to continue to attend school regularly because of the increasing fees and financial hardship created by their presence in a foster family.

The question of departure is almost a non-issue for this category unless they are living in a foster family where their foster guardians have HIV/AIDS.  Several children that were interviewed had been moved from one extended family member to another as successive foster guardians became too ill to continue to care for them or had died of AIDS.  In Uganda, one 17-year-old boy and his 15 year-old sister had been moved four times in eight years as a result of the successive deaths of grandparents or other extended family members that had taken them in.  They had been registered with Compassion shortly before their mother had died, then departed shortly after she died, and are now registered in another Compassion partner project again.

Concerning knowledge or awareness about HIV/AIDS, the children in Uganda are much more knowledgeable than children in Kenya about what HIV is, how it is transmitted, and how to avoid or prevent it.  

2.2.3  Partial Orphans with One Living Parent
Case 10:  Phillip (urban Kenya)

At 12 years old, Phillip expresses only a rudimentary understanding of HIV/AIDS.  “It is a very bad disease.  My mother told me that it is caused by a man sleeping with a woman.”  However, beyond that, he did not volunteer any further information about transmission or prevention of HIV/AIDS.  Usually boys his age are able to give a little more information, like this example from a boy the same age in another urban area:  “Most youth can get AIDS because the gentleman says ‘she looks fine,’ but she really has AIDS.  You should stop wandering about [staying up late and frequenting the discos and bars] if you want to stop AIDS.”

Phillip lives with his ailing mother and his younger brothers and sisters in a one-room slum city shack since shortly after his father died.  “My mother told me that my father died because of AIDS.  Near my neighborhood I have heard some people have died of the same disease as my father.”

“I am very sad.  Since my father died, things have not been the same.  My father used to work and bring home enough food.  He bought us clothes, shoes; I used to be very smart [well dressed].  Now since he died many of my clothes are torn and dirty, my mother cannot buy me new clothes, she says she has no money.”

“My father used to play football with me and the other children, in the field not very far from here.  We used to talk.  When he got sick very sick he used to tell us, ‘Don’t ever go and sniff glue or steal from other people, and that we should always work hard in school.’  When I finish my schooling I will get a job and help my mother and my brothers and sisters.”

“I am not happy because my mother is also very weak, she does not work, we do not have enough food at home, sometimes I have to go to the garbage dump to pick some good leaves so that we can have some vegetables to eat [he starts to cry].”

“Our life was good before my father died, there was enough food, I had good clothes.  I was not chased away from school because of school fees.  Now it is very different, my mother is too weak to look for food, we have to look for food.  She used to wash our clothes now we have to do it by ourselves.”

What did your parents do to prepare you for your father’s death?  “Nothing.”  What did the project do to prepare you?  “Nothing.”

How is the project helping you cope now?  What does the project do to help your situation?  “They give us food every day, sometimes when they have.  We sing songs.  My teacher also talks to me.  When I play with other children I forget my worries.”

What more could the project do to help you in this situation?  “I want to go to school.  I want to help my mother and my brothers and sisters when I get a job.”

Summary:  Partial orphans with one living parent

Perhaps the most significant finding in this category is the children’s concern for their surviving parent.  They are concerned that their surviving parent will get sick and suffer.  Many of them express regret at not having the things they used to have when both parents were alive and well, in many cases this included even basic necessities like good food.  Several of the older partial orphans (12 years and older) realized that their circumstances wouldn’t change much unless they had more family income, so they talked about continuing in school so that they could get a job to take care of their parent and their brothers and sisters.  There was also an underlying concern about what would happen to them if their surviving parent died and they hadn’t yet been able to finish school.  

2.2.4  Guardian/Foster Parents of Total Orphans

Case 11:  Mrs. Judy Kihoro (urban Kenya)

“I have been a widow for several years.  I live with three adult daughters, four grandchildren, and three orphaned neighbor children.  I though that I might as well take them in and feed them, too, since they can’t pay their rent and were going to get evicted anyway.  

“I’ve been trained in the community health work by the project.  We learned a lot about AIDS, that it’s transmitted by sex, injections, razor blades, oozing wounds, and road accidents where people come in contact with blood.  I know my three daughters have been sleeping around for money, even under my own roof, but I don’t know what to do about it, talking to them hasn’t helped.  Poverty is a cause.  I think that if we could sort out poverty, it would help reduce AIDS.  I’ve done my part to warn them about their risky behavior, but I understand that they were making love for money.  They needed the money for their children.  When they looked for money, they found AIDS.

“One of the orphans that I’ve taken in is lame.  My own children don’t want them [orphans] to live with me.  My income is so small and my own children [grandchildren] aren’t able to attend school; this is difficult for me to see.  If they [orphans] didn’t get food and school fees from the project, I couldn’t afford to take them in.

“You asked if I’m afraid to take these orphans in.  I’m not afraid, I trust in God.  I have to treat them as my own.  If the orphan has AIDS, the Lord will take care of me.  We cannot throw them away.  

“I don’t receive any direct assistance, but the church and the project helps the children, and in that way I guess they help me.  I wish that there were assistance for my own children [grandchildren], some food, some clothing.  I sell bananas in the market and I can’t afford hardly anything.  There is never enough.  Sometimes we eat only supper that is all I can give them, I can’t do more.  My children hate these intruders [orphans].”

Case 12:  Mr. Jacob Wuriri (rural Uganda)

Slightly hunched over, Mr. Wuriri shuffles into the project office clutching a wide brimmed hat in his hands.  He offers his hand in greeting, a strong hand, hands that have worked hard for 60 plus years in the family gardens, hands that should now be allowed to idle away the days with his grandchildren and eventual great-grandchildren, but hands that are still working to provide for his orphaned grandchildren.  He cares for an 18 year old granddaughter and an 11 year old grandson who were left to him by his son, who died in 1990, and his daughter-in-law, who died in 1991, both of AIDS.  The children were 8 years old and 2 years old at the time.

He knows about AIDS, that it is mainly transmitted by sexual immorality and doesn’t know of any other way that it can be transmitted.  Of course young people 20-25 years of age are at greater risk.  “Old men fear it, so maybe they are safer than the younger ones.”  Regarding prevention, Mr. Wuriri had the following advice, “There’s no way to advise against it, but maybe they will find some medicines to treat it soon.”  “People should be tested before marriage.”  “Marry and only have one partner.”

Mr. Wuriri is very familiar with AIDS.  “My son died of it.  I was responsible for taking care of him.  The person giving care really has big problems because they have a lot of diarrhea—very difficult to control.  I had to accept to take responsibility to take care because there was no other way.  My son is the one who died first, and then his wife died later.  When my daughter-in-law was sick I called her parents and they took her while she was dying.”

Since his daughter-in-law’s death, the two children got sponsored and have continued to stay with him.  “My age is a problem.  I am weak and cannot work.  Even the home I am in is not fine.  I don’t know how long it will stand.  The assistance of the younger child is a big help to me.”

What have you done to prepare the children in case you are no longer there?  “I have tried to talk to them to be careful [about AIDS], especially since they have seen how their parents have died.  Only pick one lady and do a check-up [HIV test] and then only stay with that one lady.  I don’t fear talking to the girl child after seeing what I have seen.  My greatest concern is for shelter for the children.  I have banana and coffee plantations that they will get [when I die].  When they [the children] are not in school, they help in the gardens [so they are learning farming].”

Case 13:  Mr. George Tatu (rural Uganda)

“I had four brothers, one had eleven in his family, another left six boys, and another left two children.  All 21 orphans were left to me.  I am the oldest brother.  Eight of these children are registered in the program.  Five really young ones are with me at home.  I have problems feeding all of them.  Some are in my home, and some are in a house close by.  We grow our own food.”

George has some very concrete ideas about who is most at risk of HIV/AIDS and how to prevent it.  “They [young people] see the media and hear the radio and pickup things that cause them to try out what they have heard.  We need to encourage adults to do the AIDS test so that when they are sick they can explain to their children and maybe help them to be up to abstaining.  We should use other methods or else the number of orphans will continue to rise.  We need to go more into other homes and teach them the Word of God.  If they are taught and learn the Word of God, that will help them to refrain from unlawful sex.  I did the HIV test for some of them [my children].  One of them is sick.  Others in the family [children] don’t know [because I haven’t told them].”

Others in George’s interview group held different points of view.  “They are still very young children.  We can’t tell them about AIDS.  We are trying to educate them by reminding them of what they have seen when their parents were dying.”  “Even we counsel and they see orphans dying, they go on without seeing and then changing [their behavior].”  “They [parents] are probably telling about sex to young kids.  Teaching them something that doesn’t deserve to be said [at their age], which they will then repeat in school.”  “The information is helpful for older people, but not for the younger ones.”

The group also made some comments and suggestions about what else the project could do to help:

· “Let more children be sponsored because there are more orphans.”  

· “Most of what they [the project] give is consumable.  What about the future?”  

· “Do training in agriculture and animal husbandry to help the child and the rest of the family.”  

· “Have more studies that go beyond school.  Give the children a chance for technical school and technical training.  Skills are essential because if the project stops, then what?”  

· “Yes, these technical studies should be parallel to primary and secondary school so that they have a skill when they finish or have to drop out of school.”

Case 14:  group interview (urban Uganda)

The large concrete-block, rectangular church with stylish cookie-cutter blocks to allow for airflow and an A-frame style corrugated steel roof sloping from apex to nearly the ground, is the centerpiece of this urban church compound that houses a Compassion partnered project with more than 420 children.  Twenty-two percent of these children are total orphans and another 32% are living in single parent households.  Nine children (2%) are known to be HIV+.  

The interviewing team met in a large classroom with 17 women who had been waiting for about four hours for the team’s arrival.  It is a mixed group of grandmothers caring for total orphans, widows caring for their own children and other total orphans, and single parents.  Some are known to be HIV+, some are already experiencing AIDS.  The questions were limited to what the project has been doing and suggestions for future work.

“The project is doing so much and we are grateful.  Our income is very little.  Here expenditures are so high.  I have a child in school, but even though the government schools are the cheapest, it’s difficult to pay the fees.  Compassion gives 50,000 shillings, but the cost is 100,000.  The number of orphans is growing bigger and bigger.  We find money for our needs [food, soap] but the bigger needs [school, clothing] are too big.  If it were possible to find a revolving loan fund to run small businesses to help us meet the needs of the children and school fees, that would help.”

Grandmother (white hair, wrinkled skin, missing teeth):  “I am very grateful.  I don’t work.  I have nothing to ask for.  I am scared of the loan fund idea.  There is no way that I can think of borrowing money because who knows if I will be able to pay it back.”

“Thanks for feeling with us and advocating with us.  I lost six of my own children to AIDS and also four brothers.  We had money at first, but today I have no money, even to give food.  I care for 12 children ages 4-15 years old.  Only three of them are sponsored, some are still not going to school.”

“Give treatment and medical care to the children.  Extend this care to the parents too.  I have TB and I can’t pay for treatment.”

“At the rate of death of parents, not many family and friends remain who are willing to take our children.  Maybe we need an orphanage that we can send out children to when we die.”

“Compassion has been in some places for many years.  But after death [parents], our children are mistreated and sent to the village and away from the project [to live with relatives].  The ones that are sponsored are shown love [by the staff] and then even the living relatives in the village start showing love too.”

The very aged grandmother, again:  “Relatives don’t think of me as old and they keep sending me grandchildren to care for.  They are eating from the dustbins during the week; they only get a nutritious meal at the project on Saturdays.”

Summary:  Guardian/foster parents of total orphans

Several concerns stand out in this category.  It is alarming to see the number of grandparents that are being asked to assume the role of guardian/foster parent or who are stepping in because there is no one else to care for their grandchildren.  Although cases of grandparents caring for 15-20 grandchildren are not the norm, it isn’t highly unusual either.  Many of these grandparents tell with pain of their adult children successively dying of AIDS.  At first the grandchildren have gone to aunts and uncles, but as they in turn also die, the kids are sent to them.  There were several cases of grandparents and grandchildren with no living parents left, a whole generation gone.  As these grandparents age, no longer having the energy of their youth, they express their inability to provide and care for their grandchildren properly.

Secondly, guardian/foster parents who are relatives—aunties or uncles—are also burdened with the care of their own children.  Often they are also struggling with living with HIV/AIDS in their own marriages.  As they become overburdened by their own disease and caring for their own children, the orphans they have taken in from a deceased brother or sister are often moved to other relatives or grandparents.  These disruptions are difficult for the orphaned children.

Finally, neighbors and local church members that adopt/foster these orphans, some grandparent age and some parent age, share the problems of those respective groups.  Although registration with partner projects and/or Compassion sponsorship of the orphaned children often causes resentments on the part of their natural children, it was often this aid that encouraged and enabled them to take in the orphans and provide them shelter and love.  As one foster parent expressed, “If they [orphans] didn’t get food and school fees from the project, I couldn’t afford to take them in.”  African tradition almost obliges families to provide for orphans, and there is a desire and willingness to do this and prevent the suffering that these children would otherwise experience.  But because of HIV/AIDS the opportunities are overwhelming the capacity to care for the increasing numbers of orphans.

2.2.5  Surviving Parent Living with HIV/AIDS

Case 15:  Mrs. Grace Wangila (urban Kenya)

Grace shows physical signs of full-blown AIDS.  She is extremely thin, has a very bad cough, and has visible skin lesions indicative of probable Kaposi’s sarcoma.  Her story is presented here in her own words.

“My name is Grace Wangila.  I am 32 years old.  I have three children ages 14, 11 and 8 years, respectively.  I do not work, as I am too weak to do so now.  I am a single mother and I was diagnosed with HIV/AIDS 10 years ago in 1990.  I will be very frank with you.  I separated from my husband in 1989 and ran away from my matrimonial home to come and live in the city.  Here life became very difficult and since I had moved with my children, I had to earn a living.  So I got involved in prostitution. 

“I went on with this practice until I began to get sick.  When I presented with an STD [sexually transmitted disease] at the hospital, the doctor advised that I take an HIV test.  When I tested it was positive.

“I have been living with this disease and I believe that if God did not have a plan for me He would have taken me a long time ago.  I started ailing in 1994 and I became so sick I thought I would die.  I sent home for my mother.  When she came to the city and saw my state, she said she would have nothing to do with me.  She was asked by the village chief to sign a document stating, that should I die, my children would be taken by the state; and she signed the document.

“So you see God has indeed a plan for me, if I had died then, my children would have gotten ‘lost.’  I have had a bonus of ten years with my children and I praise the Lord for that.   

“I feel very afraid; I don’t know the future of my children.  I have made many mistakes, but even then I didn’t know it was a mistake.  If someone had told me [about AIDS], I wouldn’t have been suffering like this.

“People hate me.  They call me “that very thin woman who has AIDS.”  In the area where I live, my children have been isolated; they cannot play with other children and no one helps me, no one apart from this nurse [project staff] that visits me.  Those who bring me food leave it at the door, I don’t know why, but I wonder.  [She pauses, and then she asks] Do I look like I am going to die now?

“I hate what this disease is going to do to my children because they don’t have a future.  Who will adopt them?  Who will want to take up children whose mother has died of AIDS?

“There are times I tell God, ‘Take this away from me so that at least my children won’t have to see me when I begin to have diarrhoea and get very sick.’  How will these children survive without me?  I have a daughter who even washes me because I cannot do it myself.  Imagine that she has to see my withered body everyday?  What does this girl think of her mother?”

Case 16:  group of women (urban Uganda)

Four women participated in the interview.  They are all widowed parents living with HIV and have children in the project.  Two of them are open about their HIV+ status while the other two are frequently ill and are suspected by the staff of having AIDS.  All four have lost their husbands to AIDS (or suspected AIDS).  They share freely about their current family situations, their experience with AIDS, and their analysis of the how the AIDS situation affects children.  They are identified as W1, W2, W3, and W4.

What do you know about AIDS?

W1:  It [HIV] doesn’t discriminate by age; young and old can equally get it.  When you discover it, it changes your thinking; you begin to think more of death.  This means that you can no longer plan for the future, should I have children or not?  You are alone; you used to be two.  You have a feeling of emptiness; what can I do for my children before I’m gone?  You feel out of place with colleagues.  You want to work but don’t have the energy.  Every time you hear someone close die and he/she looked better than you, you begin to think that you’re going to be next.  Fear engulfs you.  This could have been the relative you had selected to care for your child [when you die].  People start gossiping about you.  When you have a quarrel with someone, they say, “You a victim!” as an epitaph against you, to hurt you.  There is a social stigma attached.

W2:  The challenge of this scourge is the reality that it takes both parents.  If one dies, then the other will follow.  Sickness is very expensive and takes all the money from you.  You spend all of what you have and you still have children to care for.  You can’t balance the two needs, it leaves you confused and you don’t know what to do until God takes you.

W3:  Since there is no medicine, you are not very sure if the child is not also HIV+, too.  You find that you are not very sure [of your HIV status] because the husband doesn’t tell the wife and is secretly seeking treatment.  When you do find out, it leaves you shocked.  Sometimes children are sick and you don’t even know it.  There is trauma when one of the partners dies or a child dies.  There’s no money in the house.  You become psychologically affected.

How can we prevent AIDS?

W2:  Sharing the word of God and helping them [people at risk] to grow in the knowledge of God and increase people’s awareness of AIDS and its transmission.

W4:  Decrease poverty.  Most people that are victims are poor school girls looking for older men to buy them shoes and things and find that it [sex] is a way to get money.

W3:  The challenge is poverty.  The lady is positive, but she has a burden to care for the children.  If a man comes to her [for sex], she’s likely to transmit the disease because of the need for money.  Create an educational film that shows how the disease is transmitted and how it affects or impacts a family.  Make it a family oriented film.

Have you known anybody with AIDS?

W4:  It’s an on-going experience.  Someone is having a lot of pain and you know that they are going to death.  They are failing to eat, failing to get proper medicines and care.  You go through a process of feeling helpless.

W1:  With my husband I needed a lot of money to buy drugs.  You come home trying to find what you can sell to buy medicines.  And you fail to get the drugs they need, that may have helped, but you couldn’t buy them.  You prepare a meal and he says ‘I want something else to eat,’ but you don’t have it and can’t buy it.  When they need to move you have to help them, you have to be there all the time with them.  He cries; the children are crying; there’s no food.  You have to clean them and their bedding after they have shitted.  Your siblings may come to be helpful, but how far can they go?  So you are the one that has to clean your husband.  You end up being traumatized and feeling helpless.

W2:  My experience is that it is a challenge taking care of the orphans left behind.  My sister died and the children were shifted to the grandfather who then died and they were again shifted to a brother who also died and we divided the children among the rest of us living family members.  I was given some of the orphans and then my husband died.  AIDS is a unique illness; it kills many in the family, wiping the whole family out.

W3:  Most of the time it seems to take the breadwinner (husband) first.  My husband’s brother, the one with wealth died.  There were 5 brothers that died, the children were shifted from one to the next and finally to the grandmother.  You start to be suspicious of the health of your children.  Sometimes it’s 10 years before their symptoms appear, so you never know and you have fear.  The children of the brother who died, the wife was pregnant when he died.  But it was the middle child who died, not the baby and not the older child.

How does the project help?

W3:  My brother died and left children to divide between me and his father.  Neighbors used to help, but she died.  Some of the children cannot be sponsored.  My brother left me 4 children and I have 9 of my own and among them, only one is sponsored.  Six are still the age of sponsorship, but they have to stay at home.

W4:  My husband died.  Relatives of my husband have been dying and we are struggling to see how to care for the children.  The project has limitations.  [She got very emotional here and started crying.  She was telling the staff that she wants them to take her children when she dies because she knows that they care because of all that they have done for her.  This was the first the staff had heard of this woman’s plan, so they were stunned too].

How else could the project help?

W2:  The sickness is progressive; you are not taken in one day.  We could use income-generating projects for parents to earn money.  The paying of school fees is good, but the child comes home hungry.  You expect the project to provide for everything, but they really complement what we are doing for ourselves.  

W3:  Skills training like tailoring so that women can organize themselves into a group and be able to sew school uniforms together for selling.  It would give a place to belong to and to be able to talk and share our experiences, support one another.  Some of the older children at home could also learn those skills too and make a living.

Case 17:  Mr. Apollo Bakwenge (rural Uganda)

His initial silence in the group was shattered by two comments made by some women in the group who answered the question “How can we prevent AIDS?”  The first jeered, “His first wife died of AIDS and he took a second wife.”  This was followed by laughter and, “I don’t think people [who have a spouse who has died of AIDS] should remarry and mix with others.”

Visibly uncomfortable by these comments, Mr. Bakwenge pensively adds to a later unrelated line of questioning, “Young men don’t fear after the 1st wife dies and they remarry.  I am not well myself and I wonder what will happen when I die.”  His first wife died of AIDS and left him with one child.  He later remarried because he didn’t want to be “tempted to live immorally.”  He has had four children with his second wife.  

When asked what they had done to prepare their children for their eventual deaths, he responded, “I have tried to put up some things for my children.  One problem:  you don’t want them to be eaten by animals [allusion to a local proverb to accentuate the need for shelter].  Even if I die, they will still have somewhere to put their ribs.  I can hardly meet my own needs for medicine, not to speak of the needs of the children.” 

Summary:  Surviving parent of partial orphans living with HIV/AIDS
The special concerns of this category include preoccupation with their own eventual suffering and death, uncertainty about with whom they will be able to leave their surviving children, and regret and anger associated with the stigma of AIDS and the suffering this indirectly causes their children.  

Many of these single parents have seen the suffering of their spouse, a sibling, or a neighbor through the progression of AIDS.  They both fear it for themselves as they begin to exhibit signs and symptoms of AIDS, and for the younger children whom they fear may be HIV+, but not currently ill.  They also regret that their children will have to see them suffer, and perhaps care for them as they become unable to care for themselves. 

They struggle with whom to ask to care for their children after they die.  They struggle because sometimes the people they have asked or considered asking, become ill themselves, or die.  They also know that it is possible that their children may be successively handed from one person’s care to another because of AIDS in other families.

It hurts them to be jeered at and called names, especially in front of their innocent children.  It hurts them even more to see their children excluded from the activities of neighborhood children and classmates, insulted, and called names.  Many times they wish for death.  Often they thank God that they are still alive to have a continued influence on their children’s lives.

2.3 Interviews with Staff at the Project Level

The project staff—directors, social workers, nurses, child development officers, project facilitators, and members of the project management committees and parent member committees—were technically knowledgeable about HIV/AIDS and were genuine in their caring and loving interactions with the children, orphans, and parent/guardians, especially those who were HIV+ and/or living with AIDS.  Interviews were conducted with the staff at several project sites, both rural and urban, in Kenya and Uganda.  All appeared to be equally aware of the HIV/AIDS epidemic in their countries and of the need for action to increase the level of awareness about HIV/AIDS and to support, develop, and promote effective prevention programs to protect the children in their projects and the surrounding community.  

Although their principal focus is on children, they find it difficult not to respond to the needs of sponsored children’s families who are being affected by HIV/AIDS.    

Special areas of concern that the staff has noted:  

· Children experimenting with sex at younger ages.  Girls as young as 8-12 years old are being enticed by older men to have sex.  Girls as young as 8 years old are being raped out of malice by men with AIDS who “don’t want to die alone.”

· Cultural practices that contribute to denial of HIV/AIDS problem or contribute to increased risk:  Being bewitched, unfaithfulness of husband while wife is breastfeeding, wife-inheritance practices, and unobserved traditional rites.  

· Not enough education in Kenya about HIV/AIDS, and not talked about openly.

· People in Kenya are afraid to get tested for HIV.

· Overburdening grandparents by the number orphans given to them to care for.

· Forced departure of sponsored children in urban areas due to death of parents.

· Sex is a culturally taboo subject in most areas.

· Professional counseling is not well distributed.

· Death of parents often results in children having to drop out of school.

· Increased child labor as children drop out of school to support family.

· Children having to care for ailing parents.

· Children being neglected by ailing parents which leads to children being involved in criminal activities.

· Need for grief support.

· Sponsored orphans in adoptive/foster families are stigmatized as “angel child” or identified as being in a “Joseph Syndrome,” because they are getting things that their foster siblings don’t get just because they’re sponsored.

· Same groups are still not being reached:  street kids, kids not in school, women who work at home, Indians (because no one goes to their homes).

Brainstorming for how to better help children, orphans, and families with HIV/AIDS:

· Consider developing income-generating projects.

· Facilitate group therapy for persons living with AIDS (PLWA).

· Extend medical treatment to include family of sponsored children.

· Consider home-based care of PLWA. 

· Create “memory books” to help children who will become orphans,

· Initiate better networking with other organizations working with AIDS.

· Think about orphanages.

· Promote premarital HIV testing.

· Facilitate grief and trauma counseling training.

· Increase school fee payment amount.

Some other interesting perspectives from staff:

· Slum talk to explain why some women become prostitutes and continue, even after they know they are HIV+:  “AIDS will kill me in 5 years time, but hunger will kill me in one day.”  

· “Orphans in the community take drugs (opium, glue, local plants).  It’s their blanket.  They don’t want to see the night or know how they got through the night hungry and cold, they only want to see the morning.”

· “It is important to understand people in the slum.   They have given up, that’s why they’re here.  It is difficult to get them to work together.  I have seen improvement since we have been here.  Even with limited funds.  Change is slow – we know.”

· Struggle with condom and “safe-sex” message:  “We won’t promote condoms, but we network with others that can present that option if the person is unable to be righteous and live right.  We ant to promote holiness and righteous life.”

· “We thought children would live in families and get help and guidance from project staff.  Now many children are looking to us as their sole parental figures.”

· “Orphans [without homes] tend to be regarded as ‘nobody’s’ children.  When they misbehave they [people in the community] won’t do anything.  If they are registered in our project, people will tell us [staff] because they see these orphans as the project’s children.”

· Talking about children 8-12 years old:  “Since they are young, we can’t give them too much education about HIV/AIDS.”

2.4 Site Visit to Kenya and Uganda

A consultation was held with Compassion staff from each country in Africa.

As a result of their discussions, the group drafted the following statement:

Preamble/Introduction:


We acknowledge that only through Jesus Christ will people find true health and healing, and salvation unto life eternal.  We also recognize that HIV infection and AIDS are a result of man’s fallen nature and separation from God.  Therefore, whether HIV infection results from wayward living and self-alienation from God, or whether it is through no fault of the individual, the only totally effective response (eradication and control) to HIV/AIDS is through the redemptive and saving act of Jesus Christ.  All of our interventions and ministrations towards HIV positive individuals and those suffering from AIDS, as well as our efforts to prevent future infections, must, above all, be grounded in prayer and manifest the incarnational love of God through us.  

Recommendations to the Board (COS) regarding future work in HIV/AIDS fall into the following six areas:

1. Control of HIV/AIDS

1.1. Prevention

1.1.1. Initiate, promote, and facilitate continued HIV/AIDS awareness education

1.1.2. Require (mandate) current and future PPBF to include an HIV/AIDS component

1.1.3. Promote VCT

1.1.3.1. Facilitate widespread effective and compassionate counseling through TOT of all project staff

1.1.3.2. Provide funding for child and family HIV testing

1.2. Care of individuals affected/infected with HIV/AIDS

1.2.1. Children

1.2.1.1. Grief and trauma counseling

1.2.1.2. Medical treatment expenses

1.2.2. Families

1.2.2.1. Medical treatment expenses for HIV+ parents

2. Networking

2.1. Promote more networking and partnering with existing organizations

2.1.1. Join national AIDS commission or association or Christian health associations (to become a leader in HIV/AIDS prevention and care) in the domain of working with children and promoting family values

2.2. Facilitate creation of HIV/AIDS forums in countries where they don’t exist.

3. Increased flexibility of current CI policies

3.1. In families experiencing the hardships caused by HIV/AIDS, raise the limit of the number of children that can be sponsored from one family (or household)

3.2. Liberalize the procedure for the use of special funds for medical treatment of children with HIV/AIDS (to be accessible at the area level), and increase the ceiling on funding.

4. Promote and support family care of orphaned children

4.1. Promote and facilitate adoption of children into families in the community

4.2. Support families with liberalization of sponsorship funds (medical treatment and food supplements for parent/guardians with HIV/AIDS) 

4.3. Facilitate and nurture instruction in Christian family values

4.4. Promote and facilitate life-skills training of orphans

4.5. Creation of a special AIDS Fund at the country director level

5. Schools and Education issues of sponsored children

5.1. Increase funding for school and school related fees

5.2. Provide vocational training alongside of academics and as terminal education programs.

6. Advocacy

6.1. Advocate on behalf of children, that pharmaceutical companies holding patents on medications for prolonging the life of HIV+ individuals (AZT, etc.) release these patents and allow for cheaper generic production of said medications, thereby lowering the price and making it more affordable in developing countries where the majority of PLWA live.

6.2. Participate in or create forums that advocate for children affected by HIV/AIDS 

6.3. Show the importance of health and the issue of HIV/AIDS within corporate and national structures 

6.3.1. By creating a health desk at the corporate level in COS

6.3.2. By creating a separate cost center for the health TAs (where they are currently considered PFs)

2.5 Mail Survey to All Country Directors

The collection of information for this report focused on two countries in Africa.  To broaden our knowledge, a mail survey of Compassion country offices was conducted.  Sixteen countries responded to the survey.  Eleven countries reported or suspected 108 infected children, 362 infected parents, and 763 orphans.  By area, Africa takes the brunt with 102 infected children, 348 infected parents, and 756 orphans in 3 countries.  Middle America reported 2 infected children, 7 infected parents, and 7 orphans in 2 countries, South America reported 4 infected children, 6 infected parents, and 2 orphans in 5 countries, and in Asia, only 1 infected parent was reported in 1 country.  No country kept rosters of HIV/AIDS infected children or parents.  Nine respondents of fifteen reported HIV/AIDS education or intervention activity in their country (see appendix 6.5).

2.5.1  Summary of Responses by Area 

The Africa area reports a proposal in Kenya to train social workers and pastors on AIDS interventions with resource centers established in 51projects.  Uganda has worked to raise awareness and knowledge, assist affected children, educate youth about their sexuality, and train project staff in counseling.  Trauma counseling skills in Rwanda as a result of the genocide may be transferable to counseling for AIDS orphans.  

Middle America has provided educational, social and economic support to those affected by HIV/AIDS in the Dominican Republic, and Guatemala has been conducting AIDS prevention workshops since 1994 for pastors, directors, coordinators and teachers, in addition to an AIDS Counseling for Teenagers workshop for 3200 teenagers.

Asia reports HIV/AIDS awareness programs along with liaisons to government and local voluntary agencies in India.

South American countries have provided HIV/AIDS awareness curriculum and steps to overcome stigma in Brazil, and monitoring in Peru plus provision of necessary support.  Ecuador facilitators have participated in a sex education workshop and are preparing a “National Education Health Pack” with a sex education component and training for the health tutors and pastors.  Bolivia includes prevention in their health program.

3.0. Review of Program Models

3.1 Common Responses

HIV/AIDS has stimulated many types of programmatic responses. These can be roughly categorized as:

1. Community responses which attempts home care to assist those suffering from the effects of HIV/AIDS and orphan care for the children orphaned by AIDS. 

2. Educational responses including prevention education and “positive living” with HIV/AIDS.

3. Medical responses including research to find a “cure;” programs of drug therapy, and treatment of the opportunistic infections that are associated with  HIV/AIDS.

4. Institutional responses providing care for the dying and children who have lost caregivers.

3.2 Best Practices

Here we focus on model programs from the Best Practices collection, compiled by UNAIDS, and a comprehensive study conducted by World Relief.  Three common types of HIV/AIDS programs are:

· Home-based Care

· Orphan Head-of-Household Mentoring

· Peer Education

In addition, other types of HIV/AIDS programs worth noting are:

· Religious Education

· Drug Therapy

3.2.1  Home-Based Care


Home-based care allows people living with AIDS (PLWA) to remain in familiar surroundings, training the patient as well as their families in self-care and home care, and preparing the patient and their family for death.  Material, emotional and psychological support is a common component of  home–based care programs, as well as recruiting and training volunteers from the community.  

The following goals and principles were common to all projects:

· A shared value of participation of affected and infected persons. 

· A shared vision of participation and involvement of family and community. 

· Action aimed at an improved quality of life for infected and affected persons, within their context (i.e., improvement judged according to their perceptions and feelings). 

· Systems and mechanisms for maintaining momentum (i.e., for ensuring the project’s sustainability).

· Synergy between community members, government departments or agencies, and the facilitating nongovernmental organization (NGO) or community-based organization.

Program highlights are as follows [see appendix 6.6 for detailed review]:

Project Hope, Brazil

· Mobilization of “godparents” to mentor orphaned children and teach them basic household skills as well as provide emotional support.

· “Multiplying agents” are children ages 15 to 20, trained to promote awareness and teach prevention.

Diocese of Kitui HIV/AIDS Programme, Kenya

· Recruitment of PLWAs to address denial and stigma that are still very strong in Kenya.

· Preparing people for death by helping them identify guardians for their children, and write wills to ensure that their land and belongings are passed on to their children. 

· PLWAs are provided with simple curative medicine, including anti-malarials, anti-diarrhoeal, and anti-fungal drugs, multivitamins, and antibiotics.

Tateni Home Care, South Africa

· A comical demonstration doll made of foam rubber, is used to illustrate home care such as bathing and bandaging an AIDS patient.

Sanpatong, Home-based Care Project, Thailand

· Supporting the role of grandmothers, many of whom are taking the brunt of orphan care, providing them with material and emotional support, as well as helping them overcome the stigma of caring for AIDS patients or their children.

Chirumhanzu Home-based Care Project, Zimbabwe

· Patients are trained in “positive living.”

· Financial support is raised collectively by, for example, raising chickens together.

3.2.2  Orphans And Orphan Head-of-Household


Earlier this year, World Relief conducted an evaluation of 16 projects in Africa to assess the needs of orphans.  The study revealed two basic approaches, providing a parental figure or figures and linking the orphans to community resources.  In Tanzania, a mother figure was selected to identify orphans, provide material and emotional support, and mobilize community leaders and neighbors to assist the children.  In Uganda, a father figure was central to a group of homes located on tillable land.  [See appendix 6.6 for detailed review.]

World Relief

AIDS Orphans in Africa: Lessons Learned and Possible Strategies for the Local Church and World Relief 

Major elements of the program

1. There are basically two approaches to orphan support.  One is establishing a community of orphans, gathered in a particular place with parental figures providing care.  The other is establishing support for orphans in the community.  Of the 16 projects reviewed, six established a community of orphans, eight supported orphans in the community, and two had provisions for both.

2. Projects that appear to have passed the test of time and effectiveness include ones which have a positive family or family surrogate relationship, and a strong community or church involvement.

3. Most responses to orphan’s needs surround the physical needs of food, clothing, and shelter.  

4. In some cases the vital needs of education, sibling support, trauma counseling, future planning, and spiritual needs were neglected and were detrimental to the success of the child’s future.

5. Simple interventions may be very effective and inexpensive.  They include mentoring, regular oversight, the development of simple church-based schools, and appropriate training in food production.

6. Children must be part of the grieving process with their parents before death.  

Recommendations 
1. The church will be our primary channel for intervention.

2. Children will be maintained in families and with siblings when possible.

3. Community education, resourcing, and networking will be integral parts of any program, necessary for cultural acceptance, the reduction of stigma, and the long term survival of programs.

4. Children will be prepared for the dying and death of a parent or sibling.

5. The extended church family will be prepared biblically and encouraged to participate in the care of orphans through foster care or in the oversight of child-headed households.

6. We will nurture the whole person: the child in the developmental, educational, physical, spiritual, social, and emotional domains.

SWAAT (the Society of Women Against AIDS in Tanzania), Tanzania

A SWAAT member is chosen to be a “Mama Mkubwa” to:

· Visit homes to assess the health of the child and general cleanliness, provide psychosocial support through close interaction with the child, and contribute some material support 

· Encourage teachers to pay special attention to orphans, and asks neighbors to follow up on the progress of the child and intervene when necessary.

Compassion Uganda 504:  Kasana Child Development Centre (Esuve Pia: New Hope Uganda)

· A father figure is trained and put in charge of each family unit.  

· The family units live together in a grouping of round huts, a few boys or girls in each dwelling.  There is a hut for the “father” of the group and a central dining shelter in the middle of the compound.

· Situated on over 100 acres of tillable land, each unit has a piece of land to garden in order to provide needed food for the “family.”  

3.2.3  Peer Education

The UNAIDS Peer Education Manual describes theoretical basis for peer education as follows:

 “Peer education as a behavioural change strategy draws on several well known behavioural theories. For example, Social Learning Theory asserts that people serve as models of human behaviour and that some people (significant others) are capable of eliciting behavioural change in certain individuals, based on the individual’s value and interpretation system (Bandura, 1986). The Theory of Reasoned Action states that one of the influential elements for behavioural change is an individual’s perception of social norms or beliefs about what people who are important to the individual do or think about a particular behaviour (Fishbein & Ajzen, 1975). The Diffusion of Innovation Theory posits that certain individuals (opinion leaders) from a given population act as agents of behavioural change by disseminating information and influencing group norms in their community (Rogers, 1983). Peer education draws from elements of each of these behavioural theories as it implicitly asserts that certain members of a given peer

group (peer educators) can be influential in eliciting behavioural change among their peers.

The Theory of Participatory Education has also been important in the development of peer education (Freire, 1970). “Participatory or empowerment models of education posit that powerlessness at the community or group level, and the economic and social conditions inherent to the lack of power are major risk factors for poor health” (Amaro, 1995). Empowerment in the Freirian sense results through the full participation of the people affected by a given problem or health condition; through such dialogue the affected community collectively plans and implements a response to the problem or health condition in question. Many advocates of peer education claim that this horizontal process of peers (equals) talking among themselves and determining a course of action is key to peer education’s influence on behavioural change.”

Program highlights are as follows (see appendix 6.6 for detailed review):

Save Your Generation Association, Ethiopia

· Disseminating messages using participatory strategies such as puppet drama performances, music and songs

Mathare Youth Sports Association, Kenya

· Respected football players were recruited to educate their peers about communication and provide information.

Thai Youth AIDS Prevention Project, Thailand

· A camp run by the program allows children living with HIV-positive family members to network and find support.

Asian Red Cross/Red Crescent Youth Peer Education Programme, Asia

· A peer education manual was developed, tailored for each country’s unique language, culture and socio-economic situation.

3.2.4  Religious Education


The Muslim community in Uganda developed an HIV/AIDS curriculum tailored to their needs and  according to spiritual teaching.  Project highlights include (see appendix 6.6 for detailed review):

Madarasa AIDS Education and Prevention Project (MAEP), Uganda

· A  baseline study revealed a lack of knowledge regarding transmission from mother to child, the protective value of the condom, and risk factors of particular importance to Muslim communities. 

· Although condom education received initial resistance, knowledge of the protective value of the condom increased overall.  Over 200,000 condoms were distributed informally, and the topic of condoms spontaneously arose at most workshops. 

· IMAU held a dialogue with Islamic leaders, stressing that the condom was being promoted as HIV/AIDS protection only after the failure of a first and second line of defence: abstaining from sex and having sex only within marriage. IMAU argued that the third line of defence should not be ignored because human beings have their weaknesses. Married people who fail to use condoms often leave orphans behind, and this destroys communities. 

· At the end of the dialogue, the Islamic leaders agreed that education on the responsible use of the condom was acceptable within Islamic teachings and necessary to defend communities against HIV/AIDS. The condom education component was implemented in the second year of the workshops.

3.2.5  Drug Therapy 

3.2.5.1  Antiretroviral Therapy 

In 1987, zidovudine (ZDV, formerly known as AZT) was approved by the US Food and Drug Administration to suppress HIV replication.  Zidovudine has been shown to be effective in reducing mother-to-child transmission of HIV by 50-70 per cent. A new class of agents, the protease inhibitors, became available in early 1996.  Double and triple therapy was superior to monotherapy in terms of disease progression and patient survival. Suppression of HIV below detectable levels lasted as long as one year.

The major challenges in antiretroviral treatments are:
 

· Access - triple therapy is very expensive, and the new treatments are not available to the vast majority of the world's HIV-infected people, most of whom live in developing countries 

· Correct and supervised use - the related services required to ensure ARV's safe and effective use are complex 

· Adherence - therapy requires a strict individual protocol and reliable psychosocial and material support 

· These three challenges have implications for a fourth key area, development of resistance. 

Due to costs, problems of incorrect and unsafe use, unreliable supply, and a black market in both good quality and counterfeit drugs are likely to appear. These problems have serious public health implications because of the almost certain development and spread of ARV-resistant strains of HIV. It is therefore urgent for policy-makers, ministries of health, health professionals, and NGOs to address all aspects of ARV treatments, including access.


A trial for ZDV as prophylaxis against mother-to-child transmission in Thailand resulted in high compliance [see appendix 6.6 for detailed review].

Short-Course ZDV to Prevent Mother-to-Child HIV Transmission during Routine Health Care, Thailand

· A short regimen of zidovudine (ZDV)  was offered to all consenting HIV-infected women to prevent mother-to-child transmission of the virus. 

· Infants begin taking oral zidovudine shortly after birth and continue until they are one week old. 

Mothers feed the infants breastmilk substitutes; women with insufficient income receive the substitutes free of charge.
4.0 Criteria for Effective Responses to Children & HIV/AIDS

In order to develop and implement effective responses to children and families affected or infected with HIV/AIDS, there are criteria, parameters, and limitations that need to be identified and examined.  

· As with any health issue, but especially with HIV/AIDS, the issue of confidentiality is prominent.  Confidentiality of information shared by clients (in this case sponsored children who are minors and their parent/guardians) and confidentiality of HIV test results is expected and required.  The international community and human rights organizations are closely monitoring potential human rights abuses of the HIV/AIDS epidemic.  Using information obtained during counseling may be useful to inform future training needs, but confidentiality must be maintained.

· Promotion of VCT (voluntary counseling and testing) for HIV is the current modus operandi of national, international, and private voluntary organizations (PVOs) working in HIV/AIDS awareness and prevention programs.  VCT is proving to be an effective means of preventing new HIV infections and, if done early enough, of prolonging the life of HIV+ individuals as they are enabled to reduce their viral load by preventing repeat HIV infections and initiating prompt treatment of opportunistic infections as they arise.  

· Of special concern to organizations working with children is the ethical issue of testing minors, especially orphans, for HIV status.  VCT is based on informed consent.  In the case of orphans, whose consent should be obtained?  Since most orphans in Africa are not legally adopted, but rather fostered by extended relatives or neighbors, from whom should consent for testing be obtained?  Since Compassion conducts routine and periodic health screening, can and should HIV testing be included in this routine testing?  Although HIV testing of Compassion sponsored children would make projecting and future program planning easier, is it ethical to test for HIV if nothing different is going to be done for those children based on their test results?  What of the potential international outcry if it was even suspected that Compassion discriminated against sponsorship of a child based on his/her HIV status?  These are issues that must be further examined, possibly with medical-legal counsel.

· Another parameter that must be considered is that of the cost involved in caring for children or families challenged by the medical reality of the epidemic. .  The quality of life of persons living with AIDS is vastly improved if opportunistic infections are treated in a timely manner.  Perhaps more importantly, the longer a parent is able to remain alive, the longer that parent has to train and prepare their child for life, and eventual life without them.  Therefore, one way to effectively help partial orphans living with a surviving parent with HIV/AIDS is to help the parent live longer.  The use of medical funds to help HIV+ parents needs to be reviewed and considered as an effective response to children and orphans affected by HIV/AIDS.

· As the number of AIDS orphans will continue to increase in Africa, peaking at about 13.5% of children under 15 years old by the year 2010, the demand for grief and trauma counseling will become even more important.  Compassion will need to consider how to provide this counseling to the many children who become orphans during sponsorship or who are registered after they become orphans.  

· HIV/AIDS awareness education and prevention by Compassion needs to be introduced at an earlier age.  Children 8-12 years of age are currently receiving little instruction about HIV/AIDS or prevention because these are considered “tender years” by some staff.  Although HIV/AIDS educational messages are being presented to these children in other settings by secular organizations, as a Christian organization Compassion needs to be reinforcing or reinterpreting those messages in age and developmentally appropriate ways to even the youngest sponsored children.

· Finally, the number of children that can be sponsored from one family needs to be reexamined.   As the fostering of orphans changes family composition and size, perhaps the definition of family also needs to change.  Although limiting sponsorship from one family increases the number of families that can be helped, it also creates an almost intolerable situation of favoritism in some families.  

5.0 Recommended Compassion Program Response

Given the information available, the following recommendations are made to those who will be making decisions about a Compassion response to the challenge of HIV/AIDS. Compassion leadership should consider these recommendations as they shape a response that is effective and sustainable.

The increasing prevalence of HIV infection and AIDS in Africa is not bounded by funding and budgetary restrictions.  In fact, many critically point out that it’s growth remains unfettered because of the abject poverty existing in many African nations.  Unfortunately, like other RBIs (religious-based initiatives) and NGOs (nongovernmental organizations), Compassion’s funding is not without limits.  Therefore, Compassion’s response to children and families affected by HIV/AIDS must be carefully tailored to those activities and programs that can be both financially responsible and effectively administered within the policy guidelines set by the Board.  The purpose of this report is to recognize the human faces behind the appalling statistics of the epidemic and to recommend policy areas that need to be investigated or reexamined in order to provide a foundation for effective program responses to children, orphans, and families affected by HIV/AIDS.  

In order to help country and project staff identify the unique characteristics of the HIV/AIDS epidemic in their area, and in order to inform their future interventions with children, orphans, and families affected by HIV/AIDS, Compassion should continue to encourage and support ongoing participatory research.

As outlined in the CIPM, concerning the provision of educational opportunities, Compassion should encourage the development of vocational training opportunities for sponsored children.  These opportunities could be parallel to, in addition to, or as an alternative to traditional academic education.

Considering the difficult financial circumstances encountered by families of sponsored children where one or both parents are unable to continue to work in a salaried position because of their frequent illnesses, Compassion should considered how to better aid and support these families.  Vocational training of the HIV/AIDS affected parent/guardians so that they can be self-employed, or the development of micro-finance or income-generating projects would be examples of this type of support.  Partnering or networking with other organizations might be an appropriate way to facilitate this type of intervention.

Networking:  Many countries that have recognized the magnitude of the HIV/AIDS epidemic have setup some kind of national forum or commission for addressing and directing HIV/AIDS interventions.  These forums and commissions often include representatives of churches, RBIs, and national and international NGOs.  Compassion should endeavor to be represented on these forums or commissions.  

Networking:  Many countries have a Christian Health Association.  This is another forum in which members can share experiences, band together to speak with a stronger voice before government and international health organizations, and struggle together to find Christian responses to the HIV/AIDS problem.  Often an organization not directly involved in providing health care can become an associate or adjunct member or can at least participate as a non-voting member.

Although Compassion is a leader in child sponsorship ministries, it is not the only organization that is trying to address the problem of HIV/AIDS and how it affects children, orphans, and their families.  In Uganda there are more than 1500 organizations addressing the issue of HIV/AIDS.  There are millions of dollars being poured through many of these organizations.  Compassion should seek to take advantage of these other avenues of funding to complement their current donor base of individual child sponsors.

Departure of a child from a Compassion partner project as a result of being orphaned is a painful process for the child and the project staff.  Where possible, children should be transferred to another Compassion project in the area to which they are being moved.  Where this is not possible, networking with other child support ministries in the area should be explored.  Other child support ministries may be experiencing the same problems with departure.  Maybe some kind of exchange system could be setup.

As Compassion begins to expand its early childhood development ministry and ministry to pregnant women, they should consider the antiretroviral agents that are currently being used with pregnant mothers to prevent maternal-child transfer of HIV.  For humanitarian reasons, several organizations are helping fund this therapy, including some of the pharmaceutical companies that have developed these drugs.  It may be possible for Compassion programs working with pregnant women and early childhood development ministries to become recipients or pilot projects for these drugs.

Along the same line, UNAIDS/WHO recently endorsed the prophylactic use of Bactrim (cotrimexizole) for people with HIV/AIDS.  This inexpensive antibiotic has been shown to decrease opportunistic infections and can be administered orally to children and adults alike.  Obtained in gross, the one-tablet/day dose can be administered for less than $20/year/person.  With appropriate local medical consultation, this may be a way of enhancing the quality of life and longevity for children and adults living with HIV/AIDS, where AZT and other “cocktail” drugs for HIV/AIDS are prohibitively expensive.

Finally, the issue of institutional care (orphanages) to accommodate the increasing numbers of orphans also needs to be addressed.  Although HIV/AIDS is causing a dramatic increase in the number of orphans, there are more orphans due to other causes, most notably war and civil war.  The international community does not recommend orphanages as a viable response to caring for orphans.  Studies have shown that the cost of caring for orphans in an institution would outstrip the financial resources of the poor countries of Africa.  Alternatives such as the Compassion assisted project “New Hope Uganda” that intentionally places total orphans in small group homes and provides Christian family training for church members that agree to live with the orphans and weld them into a caring Christian family, should be explored.  Similar orphan care projects in Zambia and Zimbabwe, that help groups of total orphans live and farm together, also provide a useful model of alternative orphan care.  Adaptations of these models for use urban areas need to be explored and developed.  

5.1 Compassion Policy Statement

The challenge to Compassion International in responding to the HIV/AIDS crisis involves the child, their family, the local partner, their community and the sponsor.

Important Considerations

There are some unique characteristics of the HIV/AIDS pandemic which must inform our response when it becomes known that a child has tested positive.

1.  HIV/AIDS remains incurable.
 Drug treatments are available to slow the onset of symptoms but most treatments are expensive and require sophisticated medical supervision.  The FDA has recently approved an inexpensive prophylactic treatment against opportunistic infections, Bactrim, that shows promise.  

2.  Most children and parents with whom we work do not have access to frequently used treatments. They lack either the funds for such treatment and/or access to qualified medical care.

3.  The life expectancy of an HIV positive child is difficult to predict. They may have many productive years to live and will require the same educational opportunities as all children.

4.  There is often a social stigma attached to anyone, including children, who are believed to have contracted HIV/AIDS. For this reason, confidentiality of test results is deemed to be an important requirement of any program dealing with at risk populations. 

5.  Some Compassion local partners are reluctant to support HIV/AIDS programs or components of HIV/AIDS programs, especially for younger children.

6.  Sponsor reaction to the HIV/AIDS status of a child is unknown.

Confidentiality

International guidelines 
about confidentiality stress the following:

1.  Information about HIV status should be controlled by the infected individual. Information should be shared  only after the individual has given informed consent. In the case of children consent is required from the parent or legal guardian

2.  Information should be available only to those who have some responsibility for the care of the infected person. 

Compassion Statement

Compassion will not  use HIV/AIDS status to select children for sponsorship or determine participation in ministry activities.

Compassion will not routinely inform sponsors of the HIV/AIDS status of any child. Information may be provided when there is reasonable expectation that such information may be used to assist the child, even then, the consent of the child or legal guardian will be required.

In the case of an adult (project staff) writing to a sponsor on behalf of a child, it is expected that correspondence will not mention the HIV/AIDS status of a child.

If a child him/herself writes to sponsors indicating that he/she is HIV positive, that will not be excised from the child’s letter.  It should be realized that such information is, at times, incorrect. 

Compassion will encourage projects to provide relevant education to protect children against infection and to help infected children  learn to practice behavior that limits danger of infecting others.

Compassion will encourage projects to creatively address the disruptions to children caused by AIDS in their families and communities, including providing special attention to AIDS orphans, and dealing with the associated traumas.

5.2 HIV/AIDS Program Response

This is an attempt to outline the recommended components for a Compassion response to the AIDS/HIV challenge to child development. It must be understood that AIDS/HIV requires tough management decisions  from those whose hearts are broken by the suffering  attached to this tragedy . Program innovations must be fundable, within the mission statement and within the capacity of the organization to expand ministry. 

Compassion staff and partners should be recognized for their use of existing resources to assist those affected by HIV/AIDS.  Much of the recommendations can be incorporated into the current Compassion framework.  However, the data presented in this document suggests the need to expand resources to cope with increasing need.  To meet the challenge of HIV/AIDS, some operating guidelines may be altered.

The nature of the epidemic is so overwhelming that it will exceed available resources, however expanded.  Understanding that, and focussing on Compassion-assisted children and their caregivers, it is possible for Compassion to do the following:

5.2.1  Emphasize Prevention Education

The only response that defeats HIV/AIDS is prevention education.  Compassion countries will either select or create a suitable prevention curriculum and encourage  partners to make it part of every project health teaching.

5.2.2  Create an HIV/AIDS Response Fund

Compassion will seek donations for an HIV/AIDS Response Fund.  Subject to the availability of funds, this fund will be used for two responses:

5.2.2.1 The HIV/AIDS Response Fund will be used to support HIV/AIDS interventions.

· Advocacy activities focused on HIV/AIDS. 

· Support for HIV/AIDS education for children and their caregivers.

· Support for community involvement in the development of orphans and orphan head-of-households.

· Support for providing palliative care (see appendix 6.7).

· Support for voluntary counseling and testing for children and their caregivers.

· As needed, support for HIV/AIDS training for project staff.

5.2.2.2 This funding will be used to increase the Compassion Medical Fund. This fund with its liberalized guidelines will be accessed via country  HIV/AIDS response plans that will be part of the Three Year Management Plan (TYMP). Money from this fund will be used for specific HIV/AIDS medical efforts on behalf of children and caregivers.

5.2.3  Modify the Medical Fund Approval
The existing Medical Fund guidelines will be applied.  However, in light of  the expected increase in the number of cases that would normally require Area approval, the Country office will have their authorization limit doubled for use of this money.

5.2.4  Audit Medical Fund 

The Area office will audit use of  HIV/AIDS Response Funds 
5.2.5  Modify Child Registration Guidelines
Current guidelines allow up to 3 children from the same family to be registered for Compassion assistance. The following modifications to the normal child selection and registration procedures are recommended.

5.2.5.1  In instances where children have been adopted into a family with existing children, at least one of the other children, otherwise qualified, will be selected for Compassion assistance.

5.2.5.2  When children are living on their own, having lost both parents, at the discretion of project staff and with the approval of the country office, all children under ten years of age may be registered.

 5.2.5.3  This liberalization of the child selection and registration process continues to be subject to the existing quota assignment process and Sponsorship age limitations. 

Departure and transfer guidelines for children who have moved from an area will be modified to favor an orphaned child.

5.2.6  Conduct Donor Education

Support for the HIV/AIDS Response fund will be reinforced by intentional donor education.  An effort will be made to increase donor knowledge of the impact of HIV/AIDS on children and the limits and possibilities of responses.

6.0 Appendices

6.1 Children on the Brink:  Strategies to Support Children Isolated by HIV/AIDS

THE IMPACT OF HIV/AIDS ON CHILDREN

· Loss of family and identity

· Psychosocial distress

· Increased malnutrition

· Loss of health care, including immunization

· Increased demands for labor

· Fewer opportunities for schooling and education

· Loss of inheritance

· Forced migration

· Homelessness, vagrancy, starvation, crime

· Exposure to HIV infection

THE IMPACT OF HIV/AIDS ON FAMILIES

· Loss of family members (death, fostering, adoption)

· Changes in household and family structure

· Family dissolution

· Lost income

· Impoverishment

· Lost labor

· Forced migration

· Grief

· Stress

· Reduced ability to care for children and elderly household members

INTERVENTION STRATEGIES TO ASSIST CHILDREN, FAMILIES, AND COMMUNITIES

AFFECTED BY HIV/AIDS

1. Strengthen the capacity of families to cope with their problems. 

· Improve infrastructure

· Provide access to credit

· Increase their ability to generate income

· Reduce demands on their labor

· Protect women’s and children’s property and other legal rights

· Ensure access to health services

· Respond to their psychosocial needs

2. Stimulate and strengthen community-based responses.

· Respect community decision-making

· Enhance the community’s ability to support vulnerable families

· Organize orphan-visiting programs

· Protect women’s and children’s property rights

· Provide training

· Organize cooperative day care and labor

· Support

3. Ensure that governments protect the most vulnerable children and families.

· Intervene to protect abused or neglected children

· Build adoption and foster care mechanisms

· Protect children’s property rights

4. Build the capacities of children to support themselves.

· Enable children to stay in school

· Reduce labor demands on households

· Protect children from exploitation

5. Create an enabling environment for affected children and families.

· Promote increased understanding and commitment

· Reduce stigma and discrimination

· Advocate and implement laws and policies that protect the safety and rights of affected children and families

· Improve the coordination, effectiveness, and impact of programs

· Mobilize and allocate appropriate and sufficient financial resources

6. Monitor the impact of HIV/AIDS on children and families.

· Collect and disseminate information on the health and socioeconomic impact on children, families, and communities

· Enhance mechanisms for collecting data

· Estimate and project the number of orphans

· Involve community members in data collection

· Update data regularly to reflect the evolving nature of the epidemic and the impact of interventions

6.2  Limitations of the Study

Although the background for the study was well researched, the methodology well planned, and the interviewing tool expertly administered, several factors directly or indirectly affected the process and the quality of data collected.  Some of these factors were recognized and accepted as potential limitations prior to the field study, while others were only identified during the data collection process.  The following is a discussion of these potentially limiting factors.

The research proposal was originally designed to inform policy for an effective Compassion response to the problem of HIV/AIDS by visiting several sites in several Compassion areas.  Because of time constraints and other issues beyond the control of the researchers, the study was adapted and limited to visits of the Compassion area most deeply affected by HIV/AIDS:  Africa, the countries of Kenya and Uganda, specifically.

Time constraints limited the number of project sites visited to several urban and one rural site in each of the two countries.  The easier accessibility of the urban sites may mean that these projects receive more visits from outsiders than other less accessible sites, and therefore act differently.  However, since the interviewing team was not as interested in the normal activities of the projects, the disruptive nature of their visit was probably not a significant factor.  Since the principal investigator was not familiar with the normal activities of a project, it would have been helpful to unobtrusively observe a project during such activities.

Although all sites visited said that they kept health records for each child, and although several sites indicated that HIV status was noted and easily retrievable from the records of children who had been tested, these records were not examined.  The difficulty the researchers experienced in obtaining statistics from some Compassion country offices concerning the HIV status of Compassion children might have been more easily explained if the record keeping at the project level had been examined.

Not all categories of respondents were interviewed at all of the visited sites visited because the time allotted for each site visit was insufficient.  However, all categories were interviewed in each country.   Limited time at each site also precluded visits to any of the respondent’s homes.  The additional insight that this would have generated is perhaps compensated for by the 18 years of African health care experience of the principal investigator.  

Additional time for reflection and compilation of the data collected from the interviews, as well as additional time for debriefing and discussion with project and country staff after the visits, might also have provided additional insights.

Finally, visits with Compassion project and country level staff to non-Compassion HIV/AIDS health programs in the area may have helped to open potential avenues for future collaboration and joint exploration of HIV/AIDS ministry responses.

It is hoped that through the careful explanation of the methodology, the skillful presentation of the data, and the identification and discussion of the limitations of the study, that the reader will have confidence in the conclusions drawn by the researchers. 

6.3  Methodology

As an aid to gathering data for the required case studies, the principal investigator developed a series of interview guides.  The questions were open-end and intended to elicit in-depth responses from the three categories of respondents identified in the research proposal:

1. total orphans living as a family unit, 

2. total orphans that are adopted or fostered, 

3. maternal/paternal orphans living with their surviving parent.  

In addition to the previously identified categories of respondents, the principal investigator added a fourth category, project staff.  It was decided that interviewing project staff regarding their level of knowledge, attitudes, beliefs, and practices of HIV/AIDS, could later help in the analysis and interpretation of the child/orphan/guardian interview data.

The following assumptions were made prior to developing the interview guides:

· Despite massive HIV/AIDS awareness campaigns in many African countries, inadequate technical knowledge about HIV/AIDS, modes of transmission, and prevention may exist in many areas. 

· There is a stigma attached to HIV/AIDS that has induced an uncomfortable silence and resulted in a decreased distribution of effective information on the transmission and prevention of HIV/AIDS, and therefore a general lack of awareness in many areas about HIV/AIDS.

· The increasing numbers of AIDS orphans is overwhelming the extended family—the traditional safety net to absorb orphans in Africa.

· Some (many?) total orphans are living by themselves without extended family or adult supervision.

· HIV/AIDS has stressed the family unit and has resulted in dysfunctional families.

· Orphans from rural or urban areas have different struggles and different opportunities.

Therefore, the questions were developed to obtain data from the respondents about HIV/AIDS at several levels including:  current knowledge about HIV/AIDS, from where the knowledge was obtained, personal experience with HIV/AIDS, impact on the orphan/family, how the projects have helped these children in special circumstances, the self-identified needs of the orphan/family, and what they see as possible responses to better meet those needs.

The order and progress of the questions was carefully considered, the objective being to put the respondent at ease and to quickly gain their trust and confidence as the questions increasingly demanded more in-depth and personally revealing answers.  It was planned to interview the staff first at each site in order to help them understand the purpose of the interviewing and to model the process for them.  Because of the anticipated language barrier of the principal investigator, it was planned to train staff members to administer the interview guide.  It was also felt that the project staff would have a better rapport with the respondents, whereas interviewing by the principal investigator or the accompanying country level Compassion staff might inhibit the candid, in-depth responses desired, especially from the children.   

In addition to the staff interview guide, similar interview guides were developed for the orphans and parent/guardians in the three previously identified categories 

1. Total orphans in orphan-headed households:  questions for the child

2. Total orphans adopted or fostered:  questions for the child

3. Total orphans who have been adopted or fostered:  questions for the foster parent/guardian

4. Maternal/Paternal orphans: questions for the child

5. Maternal/Paternal orphans: questions for the surviving parent

6. Children with one or both parents living with AIDS:  questions for the child

7. Children with one or both parents living with AIDS:  questions for the parent(s)

Before beginning the site visits in each country, a participatory review of the objectives, the proposed methodology, and the interview guides was conducted with the Compassion country staff that would be accompanying the principal investigator.  These discussions resulted in several adaptations and revisions.  

First, it was agreed upon that the accompanying Compassion country staff would conduct the interviews.  This would serve the dual purpose of training the country staff in the research and interviewing methodology, while allowing the principal investigator to take notes, make observations, and oversee the interview process.  

Second, the interviews would be conducted in whatever language would allow the respondent the most comfort and freedom of expression.  Also, interviews conducted in English would be recorded on micro-cassette for later review as an aide to the principal investigator.  Permission to record would be obtained from the participants prior to beginning the interview.  

Finally, it was decided to conduct the interviews in small groups of 3 to 6 respondents.  Since the interview team would consist of the principal investigator, one or two national staff members, and one or two project staff members, there was a risk of outnumbering and intimidating the respondents in any given interview session.  It was felt that group interviewing would help prevent the respondents from feeling isolated, targeted, or intimidated, and would promote an ambiance that would allow them to speak more freely, openly, and honestly.  

Results

The data was collected during site visits in Kenya and Uganda, July 24 – August 2, 2000.  The sites were selected by Compassion International country-level staff based on the requirements communicated by the principal investigators prior to their visit.  In Kenya, site visits were made to KE 471 in Korogocho (a slum project in Nairobi), KE 321 in Kisumu (a slum project on the northeastern shores of Lake Victoria), and KE 412 in Burwenda (a rural project north of Kisumu).  In Uganda, two urban slum projects in Kampala (UG 131 and UG 127) and a rural project in Kasana (northeast of Kampala) were visited.   The site visits were divided between urban and rural to be able to compare and contrast responses to the interview questions, and to examine any other observable differences (physical layout, operational, procedural, etc.).  Because of time constraints, not all categories of respondents were interviewed at all sites; however, all categories required were interviewed in each country.  

As projected, interviews of orphans and parent/guardians were conducted almost exclusively in the national or local languages of the sites visited.  On several occasions, older students in secondary school asked or agreed to be interviewed in English.  However, it was always made clear that the respondent could switch freely between English and the national or local language, as needed or desired.  Only one parent/guardian interview was done partially in English, the rest felt more comfortable in the national or local language.  A project staff member was designated to translate both the questions and the responses from the national/local language into English for the benefit of the principal investigator.  In this way the principal investigator was able to monitor the content and order of the questions, as well as whether or not the questions were being asked correctly.  It also facilitated the principal investigator’s recording of responses in the words of the respondent.  

Most of the interviews were conducted in small groups of 3-6 respondents.  In addition to the four staff interviews, there were 19 other groups or individuals interviewed.  Project staff interviews took approximately 1 ½ - 2 hours, while the other interviews lasted from 30 minutes to an hour.  The interviewing was conducted in available office, classroom, or worship space, with provisions to guard the privacy of the respondents and the confidentiality of their responses.  

Although Compassion sponsored children and parent/guardians were always the primary target of research, non-sponsored respondents were often included to avoid interviewing lone individuals and to be sure that all categories were interviewed.  This resulted in several tricky interviewing situations.  In one group of parent/guardians there were four HIV positive individuals:  two were open about their HIV status, while the other two had requested the staff to help them maintain the secrecy of their positive HIV status.  In another group we needed to interview total orphans, but there were only two, so we interviewed them together with three other partial orphans, targeting certain questions specifically to the two total orphans.  In some cases, the HIV positive status of a child was known by staff or parent/guardians, but had not yet been revealed to the child.  All of these special circumstances required flexibility of the interview process in order to get the most information possible without jeopardizing the confidence placed by the orphans and parent/guardians in the staff and the interview team.  At another site seventeen women (parent/guardians or foster-parents) had been gathered by the project staff and had waited several hours for the arrival of the interviewing team.  Although there was already enough interview data from other parent/guardian groups, it was decided that it would be rude and insulting to send them home without hearing from them.  So, an abbreviated interview was conducted with this large group.  

6.4  Interview Schedules

Meeting with staff at the project level Group interview:  

(hopefully in English and record on micro-cassette for later review) (up to 2 hours)

Questions:  (KABP) These questions are open-ended and progress from their Knowledge about HIV/AIDS ( to their view (Attitudes/Beliefs) of how their area is affected compared to the rest of the country in general ( to what they think (Beliefs) about the problem and what should be done ( to what they have actually done (Practices) ( to what their church is thinking about for future responses.

1. Tell me about your understanding of HIV/AIDS.

1.1. How is it transmitted?

1.1.1. Who is at risk in your community?  Most at risk?

1.1.2. What can be done to prevent HIV infection?

1.2. What has been your personal experience with HIV/AIDS?

1.2.1. Do you know anyone with HIV/AIDS?

1.2.2. How do you feel about that?

1.2.3. Do you anybody that has died of HIV/AIDS?

1.2.4. How do you feel about that?

1.3. How have you learned about HIV/AIDS?  From where have you gotten your information?

1.3.1. What do you know about the prevalence and progression of HIV/AIDS in your country?

1.3.2. How does this compare to your area/town/community?

2. Where do people seek treatment/care for HIV/AIDS?

3. How much do people spend on care (traditional healers, faith-based, medical)?

4. What do you think the impact of HIV/AIDS on children in your area?  On families?

5. How many children in your project have HIV/AIDS (or are strongly suspected to have it)?  (Currently – in the last 5 years) How do you feel about that?

6. How many of your children live with PLWA?  (Currently – in the last 5 years)How do you feel about that?  

7. How many children in your project have died because of HIV/AIDS?  (during the last 5 years)

8. How many parents/caregivers of children in your project have died in the last 5 years?

9. As a result of HIV/AIDS, what are the problems faced by the children/families of CLWA or of families with PLWA?

10. What have you done in your project to face HIV/AIDS?  Describe how you started and how you’ve come to this point?  (looking for HIV/AIDS awareness and preventive education, treatment programs for children who are HIV+)

11. What future problems do you anticipate?  What are your plans or what process is in place to face those problems?

12. Tell me about education about HIV/AIDS in your community.  What messages are given?  Who does it?  How is it done?  How often is it done?  What style is used?  

13. What impact has HIV/AIDS education had on the spread of HIV/AIDS in your community?  What is the level of awareness?  What behavior changes have you noticed?

14. If you have children in the project who are HIV+ or strongly suspected to be HIV+, how are you treating them?  What precautions are you taking with the other children in the project?

15. Tell me/show me what records you keep on your kids in order to monitor HIV status of child or family members.

16. What provisions are made for children living with PLWA and AIDS orphans?

17. Tell me what happens with orphans in your community in general?  In your project?  How has your project made a difference?

18. How has your church (partner) reacted to AIDS?  What is their response (activities)?  What have they done?  What more do you think they are willing to do (or won’t do)?

19. What are other projects in your area doing?  What things are they doing well, what can we learn from them?

20. Cultural Practices:  probing around the questions:

20.1. What cultural practices in your area predispose one to HIV infection?

20.2. What cultural practices help protect (or used to help protect) people from HIV infection?

21. Stigma:   

21.1. How do you feel/act towards people known (or suspected) to have HIV/AIDS?  

21.2. How do others in your community feel/act towards people known (or suspected) to have HIV/AIDS?

Visiting and Interviewing at the sites:    (need to think about the order of the interviews, who to see first) probably need 1 hour for each interview.  The interviews within each group can be done with individuals or with small groups of 3-5.

Total orphan household:  Questions for the child (children) 

If there are adults from the church or community who look-in periodically on these orphan head-of-households families, you may want to interview them separately, as well.  These might include mentoring or foster-grandparenting programs and “love-sponsoring” programs.

1. Tell me about your understanding of HIV/AIDS.

1.1. How is it transmitted?

1.1.1. Who is at risk in your community?  Most at risk?

1.1.2. What can be done to prevent HIV infection?

1.2. What has been your personal experience with HIV/AIDS?

1.2.1. Do you know anyone with HIV/AIDS?

1.2.2. How do you feel about that?

1.2.3. Do you anybody that has died of HIV/AIDS?

1.2.4. How do you feel about that?

1.3. How have you learned about HIV/AIDS?  From where have you gotten your information?

2. Tell me how you have come to live together without parents?  Tell me about how your parents died?  

2.1. How does it make you feel?  (looking for angry, bitter, sad type responses.  May need to probe more here.)

3. What was it like when your parents were still alive, but ill?  Tell me about it.

4. What did they do to help prepare you for living without them?

5. How are you living differently now?  (use different words here)

6. What gives you joy during this time?

7. What is the hardest thing about living without your parents?  What would make it easier?

8. What did the project do to help prepare you for living without parents/caregivers? 

9. What would have helped you more?

10. How is the project helping you cope now?

11. What more could the project do to help in this situation?

Total Orphan “adopted” or fostered into a family:  Questions for the child:

1. Tell me about your understanding of HIV/AIDS.

1.1. How is it transmitted?

1.1.1. Who is at risk in your community?  Most at risk?

1.1.2. What can be done to prevent HIV infection?

1.2. What has been your personal experience with HIV/AIDS?

1.2.1. Do you know anyone with HIV/AIDS?

1.2.2. How do you feel about that?

1.2.3. Do you anybody that has died of HIV/AIDS?

1.2.4. How do you feel about that?

1.3. How have you learned about HIV/AIDS?  From where have you gotten your information?

2. Tell me about how you lost your parents.  Tell me about how your parents died?

2.1.  How does it make you feel?  (looking for angry, bitter, sad type responses)  may need to probe here.

3. What was it like when your parent that died was still alive, but ill?  Tell me about it.

3.1. How does it make you feel?

4. What did they do to help prepare you for living without them?

5. How are you living differently now?  Tell me about your adoptive/foster family.

6. What gives you joy during this time?

7. What is the hardest thing about living without your parents?  What would make it easier?

8. What did the project do to help prepare you for living without parents/caregivers?  How did you come to live with this adoptive/foster family?  What role, if any, did the project play in this arrangement?

9. What would have helped you more?

10. How is the project helping you cope now?  What does the project do to help your situation now?

11. What more could the project do to help in this situation?

Total Orphan “adopted” or fostered into a family:  Questions for the adoptive/foster family:

1. Tell me about your understanding of HIV/AIDS.

1.1. How is it transmitted?

1.1.1. Who is at risk in your community?  Most at risk?

1.1.2. What can be done to prevent HIV infection?

1.2. What has been your personal experience with HIV/AIDS?

1.2.1. Do you know anyone with HIV/AIDS?

1.2.2. How do you feel about that?

1.2.3. Do you anybody that has died of HIV/AIDS?

1.2.4. How do you feel about that?

1.3. How have you learned about HIV/AIDS?  From where have you gotten your information?

2. Tell me about the child for which you are caring:

2.1. How did he/she/they come to be under your care?

2.2. What impact has this had on your family?  On the child?

2.3. What do you know about the child’s/children’s family before they became orphaned?  How did the parents die?  How do you feel about that?  How do feel about caring for this child/children knowing about how the parents died?  (probe for feelings:  fear?)

3. What role did the project play in facilitating the adoptive/foster arrangement?

4. What role does the project play at this time?  

5. What assistance do they contribute and how?

6. What do you appreciate about the project?

7. What more could they do?

Single Orphan with one living parent:  Questions for the child:

1. Tell me about your understanding of HIV/AIDS.

1.1. How is it transmitted?

1.1.1. Who is at risk in your community?  Most at risk?

1.1.2. What can be done to prevent HIV infection?

1.2. What has been your personal experience with HIV/AIDS?

1.2.1. Do you know anyone with HIV/AIDS?

1.2.2. How do you feel about that?

1.2.3. Do you anybody that has died of HIV/AIDS?

1.2.4. How do you feel about that?

1.3. How have you learned about HIV/AIDS?  From where have you gotten your information?

2. Tell me about how you lost your mother/father.  Tell me about how he/she died?

2.1. How does it make you feel?  (looking for angry, bitter, sad type responses)  may need to probe here.

3. What was it like when your mother/father that died was still alive, but ill?  Tell me about it.

4. What did they do to help prepare you for living without them?

5. How are you living differently now?

6. What gives you joy during this time?

7. What is the hardest thing about living without your mother/father?  What would make it easier?

8. What did the project do to help prepare you for living without your mother/father?  

9. What would have helped you more?

10. How is the project helping you cope now?  What does the project do to help your situation now?

11. What more could the project do to help in this situation?

Single Orphan with one living parent:  Questions for the living parent:

1. Tell me about your understanding of HIV/AIDS.

1.1. How is it transmitted?

1.1.1. Who is at risk in your community?  Most at risk?

1.1.2. What can be done to prevent HIV infection?

1.2. What has been your personal experience with HIV/AIDS?

1.2.1. Do you know anyone with HIV/AIDS?

1.2.2. How do you feel about that?

1.2.3. Do you anybody that has died of HIV/AIDS?

1.2.4. How do you feel about that?

1.3. How have you learned about HIV/AIDS?  From where have you gotten your information?

2. Tell me about the child who is in the Compassion sponsored:  

3. What have you been telling them will happen to them if you should also die?  (Or, if they are open about their HIV status:  what have you told them about your illness or HIV status?) 

4. What are you doing to prepare your child/children for your eventual death?

4.1. How do you feel about this?

5. What impact has this had on your family?  On the child/children?

6. What role does the project play at this time?  

7. What assistance do they contribute and how?

8. What do you appreciate about the project?

9. What more could they do?

Child with one (or both) parent who has HIV/AIDS: Questions for the child:

1. Tell me about your understanding of HIV/AIDS.

1.1. How is it transmitted?

1.1.1. Who is at risk in your community?  Most at risk?

1.1.2. What can be done to prevent HIV infection?

1.2. What has been your personal experience with HIV/AIDS?

1.2.1. Do you know anyone with HIV/AIDS?

1.2.2. How do you feel about that?

1.2.3. Do you anybody that has died of HIV/AIDS?

1.2.4. How do you feel about that?

1.3. How have you learned about HIV/AIDS?  From where have you gotten your information?

2. Tell me about how you lost your mother/father.  Tell me about how he/she died?

2.1. How does it make you feel?  (looking for angry, bitter, sad type responses)  may need to probe here.

3. What was it like when your mother/father that died was still alive, but ill?  Tell me about it.

4. What did they do to help prepare you for living without them?

5. How are you living differently now?

6. What gives you joy during this time?

7. What is the hardest thing about living without your mother/father?  What would make it easier?

8. What did the project do to help prepare you for living without your mother/father?  

9. What would have helped you more?

10. How is the project helping you cope now?  What does the project do to help your situation now?

11. What more could the project do to help in this situation?

Child with one (or both) parent who has HIV/AIDS: Questions for the parent(s):

1. Tell me about your understanding of HIV/AIDS.

1.1. How is it transmitted?

1.1.1. Who is at risk in your community?  Most at risk?

1.1.2. What can be done to prevent HIV infection?

1.2. What has been your personal experience with HIV/AIDS?

1.2.1. Do you know anyone with HIV/AIDS?

1.2.2. How do you feel about that?

1.2.3. Do you anybody that has died of HIV/AIDS?

1.2.4. How do you feel about that?

1.3. How have you learned about HIV/AIDS?  From where have you gotten your information?

2. Tell me about the child who is in the Compassion sponsored:  

3. What have you been telling them will happen to them if you should also die?  (Or, if they are open about their HIV status:  what have you told them about your illness or HIV status?) 

4. What are you doing to prepare your child/children for your eventual death?

4.1. How do you feel about this?

5. What impact has this had on your family?  On the child/children?

6. What role does the project play at this time?  

7. What assistance do they contribute and how?

8. What do you appreciate about the project?

9. What more could they do?

6.5  Project Interventions by Country

Countries have attempted to respond to the HIV/AIDS challenge in various ways. Their responses are quoted below.

Kenya

“We have done a proposal that targets our partners and the sponsored children:

1 . Training of social workers and local church pastors from the Eastern and Western regions in AIDS intervention, who in turn will be expected to come up with training and awareness raising programs for children and parents.

2.  Establishment of resource centers in 51 projects where sponsored children, parents and staff will have readily available reference materials on HIV/AIDS and also get other support such as counseling.”

Uganda

“Creating awareness and knowledge at local community levels.

Giving regular assistance to the affected children which includes access to medical care, nutrition and spiritual guidance.

Training of the youths about the challenges of adolescence and their sex life.

Training some project staff in counseling.”

Ethiopia

“Creating awareness and knowledge at local community levels.

Giving regular assistance to the affected children which includes access to medical care, nutrition and spiritual guidance.

Training of the youths about the challenges of adolescence and their sex life.

Training some project staff in counseling.”

Rwanda

“Rwanda has not been paying much attention to AIDS because of the overwhelming need of children for counseling because of the trauma of the genocide and just being able to get the programs restarted now.“ [Author’s Note:  Grief counseling skills may be transferable to counseling of AIDS orphan.]

Dominican Republic

“The projects have given them educational, social and economical support.”

Guatemala

“Since 1994 we have done many educational actions focused on the key people at the project level like Pastors, Directors, Christian education coordinators and teachers. Besides, in 1997 and 1998 we did the aids counseling for teenagers workshops (See the attachment for more details). All the actions have been focused on prevention based on the Christian principle of sexual abstinence until marriage. 

With our actions we have reinforced the pastoral line that the prime responsibility of giving training, counseling and pastoral care is from each project local church.”
	HIV/AIDS PREVENTIVE ACTIONS

Since 1994 until 1999

	DATE
	ACTIVITY
	PARTICIPANTS

	1994
	AIDS PREVENTION WORKSHOP
	Project Directors

	1995
	AIDS PREVENTION WORKSHOP
	Pastors & Teachers

	1997
	AIDS COUNSELING FOR TEENAGERS WORKSHOP
	3200 teenagers (12-19 years old) 

	1998
	AIDS PREVENTION:  COUNSELOR ROLE (Follow up workshop to the previous one)
	Project Pastors & Christian Education Coordinators


India

“Many of our projects organize HIV/AIDS awareness programs for their communities/Compassion sponsored families. As mentioned earlier, this is a very sensitive issue and has to be dealt with discretion. 

Some projects have also liasoned with government and local voluntary agencies conduct HIV/AIDS awareness and education programs. Media and Folk arts are used to communicate to the people.”

Brazil

“Including in the orientation curriculum information on AIDS and what are the possible ways of contamination, lectures with the children and their families concerning ways of preventing and controlling AIDS, movements against the prejudice existent in the culture of the country.”

Peru

“Also Project and Country have to monitoring child illness evolution.  If the case require, we give all necessary support to children and parents.”

Ecuador

“The facilitator’s have participated in a sexuality workshop to be able to accompany the projects.

We are preparing a “The National Education Health Pack” With in these packets are chapters of Sexual Orientation for the children younger than 5 years old, 6 to 12 years old and 13 to 18 years old.

At a national level we are entering a health development program to be able to treat this topic of sexuality and sexual reproduction.  Within this we define straighten of the children’s and adolescents self esteem so they can manage their sexuality with responsibility.  For the adolescents they are provided with enough information so they can take their own decisions in an adequate way for their life, within their sexuality.  For the girls we are working the sexuality topic to be able to manage the courtship in a Christian and healthy way.

The health tutors are trained in the management of human sexuality from a Christian focus.  The pastors are confronted with this topic to be able to accompany those that’s are sponsored in this area in an adequate manner.”

Bolivia

“This theme is included in our health programs with a preventive focusing.  In case we identify infected children, orphaned children or children living with infected family members, we must outline a proposal.  Nevertheless the rates are very low in our Country.”

6.6  Program Descriptions

HOME-BASED CARE

Project Hope

Sao Miguel Paulista, Brazil

Goals

Improve quality of life for HIV/AIDS patients through:

· Changing the behaviours and attitudes of people living with HIV/AIDS.

· Involving the community.

· Facilitating a philosophy of solidarity and positive living.

Principles

· The ideal environment and best therapy for a person infected with the virus is to be with his/her family.

· Families should be helped to accept and face up to the reality of living with HIV/AIDS.

· Infected individuals and their families should be helped to demand and fight for their rights as citizens.

Major elements of the project

Project Hope is structured around four program areas:

· Health programmes, including support and orientation for people living with HIV/AIDS and their families, nursing care, occupational therapy, and mutual help groups for emotional and psychological support. Two professional nurses on staff provide care both at the project’s centres or in patients’ homes.

· Social programmes, including a Campaign for Orphans.

· Educational programmes, including training of volunteers, production of educational material, and public talks aimed at specific groups such as students, young people and housewives.

· Mobilizing financial support, including fundraising from local donors and from national and international agencies.

· The program includes home visits to assess need and provide follow-up care, “multiplying agents” who are young people (average age is 15 to 20) whose job is to promote awareness of HIV/AIDS and of the ways that individuals can prevent infection by or transmission of the virus and training of volunteers, which includes 97 “godmothers” and “godfathers” who help with orphaned children.

Diocese of Kitui HIV/AIDS Programme

Kitui, Kenya 

Goals

To reduce the incidence of HIV infection and to enable people infected and affected by AIDS to live positively by:

· Providing counselling and holistic care to people infected and affected by HIV/AIDS. 

· Promoting behavior change by increasing public awareness of both the impact of the epidemic and methods to prevent its spread.

Major elements of the project

· The home care clinic provides services to:

1. Children who may be infected with HIV but are not tested until they are two years old. Their growth is monitored, and their mothers are taught how to maintain their children in good health. 

2. Elderly care givers who are taking care of orphans.  They are given supportive counselling and are supplied with limited material support.

· A variety of issues are discussed in home visits. The person living with HIV is encouraged to identify a guardian from among close family members who will be responsible for the orphans. Also, the guardian and other family members are given training in home care of people with HIV/AIDS.

· Group counseling sessions or workshops for people living with HIV is an important way to assist people to come to terms with their condition, and identifying the need for workshops on health maintenance and ongoing education for personal growth.

· The project attempts to provide members of the community with basic HIV/AIDS awareness, and to encourage the community to take responsibility for PLWAs and for orphans. 

· Recruiting PWLAs to act as volunteers is effective, combating denial and stigma that are still very strong in Kenya. 

· Preparing people for death by helping them identify guardians for their children, write wills to ensure that their land and belongings are passed on to their children. Efforts are made to help people with AIDS spend their remaining days in familiar surroundings, and to die with dignity.

· Some PLWAs are helped to identify their existing talents and skills that might enable them to set up small businesses. 

· PLWAs are provided with simple curative medicines, including anti-malarials, anti-diarrhoeal, and anti-fungal drugs, multivitamins, and antibiotics.

· Very needy clients are assisted with their food needs, assessed on the individual level in order not to encourage dependency.

· All staff in the project are nurse/counselors and receive ongoing training in counseling and topics such as personal development, education for life, and behaviour change.

· Confidentiality is emphasized to people living with HIV from the moment they join the programme.  At the same time, candor between people living with HIV is essential to group counseling, helping people living with HIV greatly in personal growth and overcoming stigma.

Tateni Home Care Services

South Africa

Goals

· To provide counselling and support services to infected and affected persons.

· To implement home-based care that is affordable, accessible, equitable and efficient. 

· To enhance the collective capacity of the community to provide care and support. 

· To enable and empower ancillary health personnel to care for and cope with the chronically ill persons in their community. 

· To teach, advise, and provide guidance to the seropositive person and family members or other significant persons about relevant aspects of health care, infection, and health promotion.

Principles

· Decentralization:  home-based care and support are decentralized from the provincial government to district and community level, through collaboration with other local health and social programmes.

· Partnership in order to include all stakeholders in policy development, strategic planning, and implementation of home-based care. 

· Multisectoriality, which harnesses the knowledge and resources of a broad range of society in the response to HIV/AIDS.

Major elements of the project
Tateni’s home-based activities aim mainly at providing and enabling palliative care. However,

HIV/AIDS prevention, education, and surveillance are also important parts of the work.

· Referrals are received through:

1. word of mouth

2. local clinics, general practitioners and the Pretoria Academic Hospital

3. contacts with other local NGOs and CBOs

· Community care workers, first trained by nurses, in turn train:

1. persons living with HIV and their families how to provide effective home care.

2. volunteers to provide services such as counselling and health promotion.

· Demonstration Aid: Laughing while learning

A Tateni nurse:  “We did a lot with very little in the early days, and actually we still do. For instance, we needed some kind of demonstration aid to help in training families to look after someone when he or she gets ill—how to put on a bandage, or how to wash someone, all those basic things. It couldn’t be heavy because no one has their own car and so they often have to go by public transport and walk a fair distance. It couldn’t just be a diagram on paper because that just doesn’t work among people who aren’t comfortable with Western-style communication. And it couldn’t be expensive. In fact, it couldn’t cost money at all. So we created a training doll, full-size, made of foam rubber. It looks funny, but people like it and learn from it. There’s no reason you can’t have a laugh while learning.”

Sanpatong, Home-based Care Project

Thailand

Goal

The project seeks to reinforce traditional Buddhist values which include generations of a families looking after one another. Home care training and other supports will:

· Permit primary health care for people living with HIV/AIDS to be provided at home.

· Change negative attitudes of family members, friends and the community to HIV/AIDS.

· Promote self-care and self-reliance of families and individuals infected or affected by HIV/AIDS.

· Reduce costs both to individual families and to government health services.

Major elements of the project

· A holistic approach to care.

· Thursday Club is a monthly lunch gathering and support group for men and women with HIV/AIDS, during which the health of club members is monitored. Medical attention is available, including herbal medicines.

· Training of people living with HIV and family members:

1. One- and two-day training sessions about self-care before serious illness has reduced the mobility and normal functioning of PLWAs, and home-care for their families.

2. Help participants gain confidence in themselves and their capabilities.

· Home visits to supervise and monitor people living with HIV and caregivers.

· Extension of Thursday Club and training of health-care volunteers home care by using a training manual to set up an HIV club in their own village, with the involvement of village headmen and Buddhist monks.  

· Health care volunteers receive medicine boxes for primary care of conditions such as diarrhoea, fever, cough, skin diseases, headaches, and stomach aches.

· Meditation and spiritual care.

· Material support to families including medicines donated by private companies.

· Community care by encouraging whole villages to accept and participate in the care of both PLWAs and their families. 

· Preparatory visits to explain the project to village leaders, gain their support in ensuring care for relatives of the deceased, and to encourage participation by neighbours.

· Self-supporting cooperative shop, selling food and crafts produced by PLWAs.

· Supporting the special care role of grandmothers faced with the physical effort of home care and significant emotional stress, often from the social stigma surrounding such illness with:

1. Ongoing, regular support from the home-care team to help her look after her sick child or grandchild 

2.  Support from medical personnel to keep herself healthy 

3.  Financial support from the social welfare Ministry 

4.  Emotional support from the social worker or counsellor to help her express grief or cope with stress  

5.  Support and acknowledgment from neighbours and community.

Chirumhanzu Home-based Care Project

Zimbabwe

Goals

· To meet the HIV-affected peoples’ needs as close to their homes and relatives as possible.

·  To provide the necessary information, skills, care, and material support to everybody involved or interested.

Principles

· A comprehensive approach to care meeting medical needs and social and emotional needs.

· Builds on African traditions of family support and mutual obligation.

· The participation of persons infected or affected, increasing the profile of persons living with HIV in the community and reducing stigmatization.

Major elements of the project

· A full-time nurse, full-time coordinator, and volunteer who helps the nurse and coordinator.

· A trained volunteer visits a home once a week.  The project coordinator, based on the volunteer’s report, decide whether a home visit by a qualified nurse is needed.

· Nursing materials and drugs used in the home care service are mostly provided by the Ministry of Health.

· Patients and family care givers receive self-care training in nutrition, hygiene, oral rehydration and control of simple infections and techniques training in “positive living.”

· The family is asked to send a member over the age of 12 to take home-care training while the patient is in hospital.

· Volunteer care givers are recruited from church parish councils and base-level religious organizations.

· Most of the volunteers are HIV-positive themselves, or relatives of infected persons.

· The basic and refresher courses teach how to provide and supervise home care.

· The project has also created a number of support groups in the district.

· Increase the economic self-reliance of members by teaching sewing , gardening skills, and raising chickens together. 

· Awareness and prevention education using drama groups performing at village meetings. 

· Games of netball and football are organized to give talks and to show a video about HIV/AIDS.

· Women provide information about HIV and sexually transmitted diseases, hand out pamphlets on these subjects, and also distribute condoms.

ORPHAN HEAD-OF-HOUSEHOLD

SWAAT (the Society of Women Against AIDS in Tanzania)
Ministry of Health, Tanzania

Goal

The lack of community involvement means orphan children lack the emotional support and neighborhood security that they also need to live and develop as members of that community.  SWAAT works to bridge the gap between orphan children and the community through a “Mama Mkubwa” figure.

Major elements of the program

A SWAAT member is chosen to be a “Mama Mkubwa” to:

· Work with members in the community and cell leaders to identify and visit orphans.

· Visit homes to assess the health of the child and general cleanliness, provide psychosocial support through close interaction with the child, and contribute some material support 

· Work closely with district authorities to mobilize the community to respond to orphans.

· Encourage teachers to pay special attention to orphans, and asks neighbors to follow up on the progress of the child and intervene when necessary.

Religious leaders are also requested to give spiritual counseling, and the District Medical Officer and hospital staff provide medical support and vaccinations.  

Compassion Uganda 504:  Kasana Child Development Centre (Esuve Pia: New Hope Uganda)

Goal

The center was founded in 1986 upon the principle that everyone needs a family and that the church is in a position to help orphans the most by teaching family life through the model of the fatherhood of God.  They are taught to love and obey the father and each other.  The atmosphere creates love and fellowship and gives them a sense of identity.  

Major elements of the program

· All the children who come are assigned to a family unit.  Ideally, these family units should consist of about 12 children, however because need outstrips demand, the existing units have 18-30 children each.  

· A father figure is trained and put in charge of each family unit.  

· The family units live together in a grouping of round huts, a few boys or girls in each dwelling.  There is a hut for the “father” of the group and a central dining shelter in the middle of the compound.

· Situated on over 100 acres of tillable land, each unit has a piece of land to garden in order to provide needed food for the “family.”  

· All of the children have chores, as they would have had in their natural families.  

PEER EDUCATION

Save Your Generation Association 

Addis Ababa, Ethiopia

Goals

· Change the health behaviours, including the sexual behaviour, of out-of-school young people in Ethiopia through peer education. 

Major elements of the program

· Puppet drama performances 

· Educational materials production and distribution 

· Training of peer counselors and educators 

· Youth economic projects 

· Condom promotion 

· Advocacy

Lessons Learned

· The most pressing need of out-of-school young people is a source of income. Without addressing this need, the possibility of successfully reaching them is extremely narrow. 

· If health messages are disseminated in a participatory manner using puppet drama, and in an entertaining environment through music and songs, youth attendance at educational events is greatly improved. 

Mathare Youth Sports Association (MYSA)

Nairobi, Kenya

Goals

· To fight the HIV epidemic by promoting healthy living, teamwork, and involvement in community-improvement activities. 

Major elements of the program

· MYSA has been training its footballers from the senior squad, who were well-known and respected, to be peer educators about HIV. The adolescents stress abstinence from sex; but for those who are sexually active, they emphasize the importance of using condoms and staying faithful to one partner. 

· MYSA peer educators talk about the problems of boy-girl relations, particularly the problems that arise when boys base their self-esteem on sexual conquests, and girls base theirs on having boyfriends. Peer educators aim to provide information and improve communication skills, with the goal of changing values and attitudes. 

· A small AIDS reference library had been started for materials to be used in training and programme planning. 

Lessons Learned

· The project demonstrates that adolescents and other young people can be effective peer educators for HIV prevention, and that their mobilization is a useful strategy for prevention and attitudinal change.

· Adequate training and inexpensive materials are essential to support the work of peer educators and to help maintain their motivation. 

· The focus of peer education must go beyond prevention messages (i.e., the physical "mechanics" of prevention).  Instead, it must deal with the questions and anxieties that most young people have about their social lives and sexual identities. 

Madarasa AIDS Education and Prevention Project (MAEP)

Kampala, Uganda

Goals

· To provide HIV/AIDS education to young people in Muslim religious schools. 

· To teach young people both to empathize with persons living with HIV/AIDS and to help people in their own communities suffering from HIV/AIDS. 

Major elements of the program

· Madarasa schools teach young people important principles of Islamic culture and behaviour.  Classes include in-school as well as out-of-school children. 

· An HIV/AIDS education curriculum with 36 lessons, each of which can be covered in a 40-minute session on a Saturday or Sunday morning. The curriculum is tailored for classes of mixed age groups.

· Madarasa students learn about HIV/AIDS transmission, prevention, and control. They are taught how to care for HIV/AIDS patients and are encouraged to help people in their own communities who are living with HIV/AIDS. Teachers and their assistants organize activities that include music, drama, and games. Parents and guardians are encouraged to talk to their children about HIV/AIDS.

· The curriculum includes the following subjects: understanding adolescence; adolescent friendships; peer pressure; understanding sexuality; facts and myths about HIV/AIDS; Islamic teachings on safe sex; responsible healthy living; breaking the stigma; peer counselling; building positive dreams; discussing HIV/AIDS with parents. 

· IMAU gives training in the use of the HIV/AIDS education curriculum to 24 supervisors in each district. The supervisors - who themselves are Imams, county sheikhs or selected assistants - pass on their training to two Madarasa teachers from ten different mosques .

Thai Youth AIDS Prevention Project

Chiang Mai, Thailand

Goals

· To promote AIDS prevention and care among young people in northern Thailand.

· To encourage behaviours that will protect young people from HIV infection.

· To reduce discrimination toward people living with HIV/AIDS.

· To build peer support networks among young people. 

Principles

· Promoting long-term interactive life-skills education, providing the tools and skills necessary for young people to protect themselves in modern times. 

· Training young people to teach their peers and to work with people affected by HIV/AIDS.

· Challenging young people to be involved in effecting policy change. 

Major Elements of the program

· Training AIDS educators: Each semester, 25 youth volunteers aged 17-23 receive a month of intensive training followed by weekly training and planning sessions throughout the semester. 

· Outreach: AIDS educators teach a series of workshops that run for eight weeks and take up two and a half hours a week; these workshops are aimed at young people (aged 10-18) in middle schools, vocational schools, orphanages, and the streets of Chiang Mai. 

· Camp Sanook! Sanook!: TYAP runs a week-long camp for 30 children aged 4-11 from families in which some members are HIV-positive. The camp provides the children with a chance to build support networks, and aims to reduce community discrimination against children affected by HIV. 

· Train the Trainer Programme: TYAP trains staff for 18 NGOs in northern Thailand and provides continued support while they initiate HIV-related activities with youth groups in communities and schools. 

· The TYAP centre also functions as a youth centre where people can relax, study issues related to HIV/AIDS and young people, and communicate with like-minded people. The youth centre supports much of TYAP's other work such as the peer leader and outreach activities. 

Youth Peer Education Programme on Reproductive Health, STDs, and HIV/AIDS

Asian Red Cross/Red Crescent AIDS Task Force 

Asia

Goals

· Combine clear and accurate information on reproductive health, STDs, and HIV/AIDS with participatory activities.

· Equip and empower young people with skills, motivation, and support to sustain existing safe behaviour and change unsafe behaviour.

Major Elements of the program

· The programme was taken up by 12 participating ART countries (Cambodia, China, India, Indonesia, Laos, Malaysia, Myanmar, Nepal, The Philippines, Thailand, the Republic of Korea, and Vietnam). 

· The key training tool for the youth peer education programme is a common core manual developed with the participation of young people, and from which manuals reflecting each country's language, culture, and socio-economic circumstances have been developed and pre-tested. 

· The manuals cover the following topics: sexual health and reproduction; personal capacity building; support from friends; societal norms; STDs and HIV/AIDS; other health issues; and factors affecting risk behaviour.

· Young people have been selected and trained as core trainers, facilitators, and peer educators. 

· Young people themselves are implementing the training programme among their peers with an emphasis on equal participation of men and women. 

RELIGIOUS EDUCATION

The Community Action for AIDS Prevention project (CAAP)

Kampala, Uganda

Goals

· The goal is to provide education, basic counselling, and motivation for behaviour change through individual home visits to persons living with HIV/AIDS.

Major elements of the program

· This project helps Imams incorporate accurate information about HIV/AIDS prevention into their spiritual teachings. 

· IMAU's CAAP presents workshops in Kampala to a variety of religious leaders, also training groups of bicycle taxi drivers (boda boda boys) and market vendors to pass on information about HIV/AIDS.

· A  baseline study revealed a lack of knowledge regarding transmission from mother to child, the protective value of the condom, and risk factors of particular importance to Muslim communities. 

· In each district, five-day training workshops were designed for Imams and their team of volunteers.

· The workshop curriculum was supplied by the Ministry of Health, modified for the Muslim community. 

· Trained participants in how to conduct home visits to discuss HIV/AIDS-related issues.

· Although condom education received initial resistance, knowledge of the protective value of the condom increased overall.  Over 200,000 condoms were distributed informally, and the topic of condoms spontaneously arose at most workshops. 

Lessons Learned

· Women in the communities are willing to confide important issues regarding HIV/AIDS to female FAWs that they would never raise with their husband or the Imam. Female FAWs also play a critical role in reaching out to and educating teenage girls.

· Some religious leaders argued that condom education would promote sex outside marriage.

· IMAU held a dialogue with Islamic leaders, stressing that the condom was being promoted as HIV/AIDS protection only after the failure of a first and second line of defence: abstaining from sex and having sex only within marriage. IMAU argued that the third line of defence should not be ignored because human beings have their weaknesses. Married people who fail to use condoms often leave orphans behind, and this destroys communities. 

· IMAU argued further that knowing about condoms does not mean that people will use them indiscriminately (e.g., "Muslims know about alcohol but that does not mean that they drink it.") IMAU emphasized that the condom not only protects against STDs but can be used for family planning by married couples. 

· Although the Islamic leaders feared that knowledge of the condom would bring promiscuity, IMAU made it clear that many things used irresponsibly are harmful, even food. 

· At the end of the dialogue, the Islamic leaders agreed that education on the responsible use of the condom was acceptable within Islamic teachings and necessary to defend communities against HIV/AIDS. The condom education component was implemented in the second year of the workshops.

DRUG THERAPY

Short-Course ZDV to Prevent Mother-to-Child HIV Transmission during Routine Health Care, Thailand

Goal

The main objective is to reduce high rates of mother-to-child transmission of HIV through the systematic use of zidovudine (ZDV) in pregnant women. 

Major elements of program

· A short regimen of zidovudine (ZDV)  was offered to all consenting HIV-infected women to prevent mother-to-child transmission of the virus. In less than a year, this programme was implemented on a large scale in this relatively poor province. 

· Women receive pre-test counselling at their first prenatal visit, are offered HIV testing and, if they accept, return for post-test counselling two weeks later. 

· In the case of a positive test result, a confirmation test is performed at the provincial hospital. HIV-infected women are offered zidovudine during the 34th week of pregnancy or as soon as possible thereafter. 

· Infants begin taking oral zidovudine shortly after birth and continue until they are one week old. 

· Health centres regularly follow the infants, and volunteers provide case management of childhood illness, nutrition problem-solving, childhood immunizations, and home visits. 

· Mothers feed the infants breastmilk substitutes; women with insufficient income receive the substitutes free of charge. 

6.7  Drugs for palliative care frequently needed by people living with HIV/AIDS

	Symptom
	Drug
	Wholesale price* 

(in $)
	Status 
	Obstacle

	Allergy, anxiety, itching  (treatment with antihistaminics)


	Promethazine injection Promethazine suspension chlorpheniramine tablet 

chlorpheniramine injection 
	0.1364/2 ml 0.0060/ml

0.0030/tablet 0.1443/ml 
	G

G

G

G
	

	Anxiety, convulsions


	Diazepam, oral and injection 
	0.003/5 mg tablet;

0.0447/5 mg ampoule
	
	

	Convulsions
	Sodium valproate 

200 mg/tablet
	0.0265/tablet 
	G
	

	Depression (treatment with anti-depressants)
	Amitryptiline 25 mg tablet 

Amitryptiline 10 mg tablet
	0.0063/tablet

0.006/tablet 
	G

G
	

	Diarrhoea 


	Loperamide 2 mg tablet
	0.0065/tablet
	G


	E

	Drug addiction 


	Methadone
	Not listed 
	G
	I, O

	Epilepsy, convulsions 


	Carbamazepine 
	0.0304/tablet
	
	

	Hypersecretion 


	Anticholinergics 

e.g. atropine 


	0.1165/0.5 mg/ml

ampoule
	
	

	Itching skin rash 
	Calamine lotion 
	0.0023/ml
	
	

	Nausea 


	Anti-nausea products 

e.g. meclopramide
	0.0055/tablet 
	G
	

	Pain, cough, diarrhoea 
	Codeine 30 mg tablet
	0.03/tablet 
	G
	I, O

	Severe anxiety, 

psychosis, intractable hiccups (treatment with

neuroleptics)
	Chlorpromazine 100 mg Haloperidol 

     1.5–2.0 mg tablet 


	0.00216/tablet 

0.0057/tablet
	G
	

	Severe pain 


	Pethidine 50 mg ampoule 

(oral and injection)
	0.266/ampoule 
	G
	I, O

	Severe pain 


	Morphine 

oral solution 10 mg/5 ml 

injection 10 mg/1 ml ampoule 
	Not offered 
	G
	I, O

I, M, O


Symbols: I = international regulations limit distribution, M = monitoring of patients is difficult, G = generic, 

E = generic but not on WHO Essential Drug List, O = not offered on market.
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