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Children and HIV

Access to health care services is a basic right that children often lack, particularly in countries with weak health systems and relatively few resources. Infant mortality in developing countries is many times higher than in developed countries; in sub-Saharan Africa, 1 in 8 children dies before their fifth birthday -- nearly 20 times the average for developed regions.[endnoteRef:1] Many causes of infant and child mortality are preventable, including lack of prenatal and newborn care, poor nutrition, lack of access to safe drinking water, and HIV infection. [1:  UNICEF Press release, “Child mortality rate drops by a third since 1990,” 17 September 2010] 


HIV disproportionately burdens children. Of the 1.8 million people who died of AIDS in 2010, one in seven was a child.  Every hour, around 30 children die as a result of AIDS.[endnoteRef:2] Most children living with HIV/AIDS– almost 9 in 10 – live in sub-Saharan Africa, the region of the world where AIDS has taken its greatest toll.[endnoteRef:3] In high-burden countries in southern Africa, HIV contributes to between 12 and 52 percent of all deaths among children under five years of age.[endnoteRef:4] [2:  WHO/UNAIDS/UNICEF, Global HIV/AIDS Response: Epidemic update and health sector progress towards Universal Access, 2011, at: http://www.who.int/hiv/pub/progress_report2011/en/index.html]  [3:  Ibid.]  [4:  UNICEF, Preventing mother-to-child transmission (PMTCT) of HIV, at: http://www.unicef.org/esaro/5482_pmtct.html] 


As prevention and treatment of HIV in children is the main focus of the Elizabeth Glaser Pediatric AIDS Foundation, we would like to draw your attention to the significant health challenges facing children in high- HIV prevalence areas and indicate some of the main barriers to addressing children’s right to health in the context of the HIV epidemic.

1. Introduction

Thirty years into the HIV epidemic, children continue to be left behind when it comes to treatment of HIV. 
Children born to HIV-positive mothers require early diagnosis and timely treatment to ensure their survival.   Because of the rapid disease progression observed in children under two years of age living with HIV, early diagnosis and initiation of antiretroviral treatment (ART) is of critical importance in decreasing morbidity and mortality among young children living with HIV.[endnoteRef:5] Yet despite the fact that children represent 1 out of every 7 new HIV infections, the rate of children diagnosed, enrolled, and retained in HIV treatment is lagging far behind that for adults. In 2011, ARVS were available to 57 percent of adults who required them, but only 28 percent of children in need.[endnoteRef:6]   [5:  Violari et al., “Early Antiretroviral Therapy and Mortality among HIV-Infected Infants,” N Engl J Med. 2008, November 20; 359(21): 2233–2244. See: http://www.ncbi.nlm.nih.gov/pmc/articles/PMC2950021/]  [6:  UNAIDS, A progress report on the Global Plan towards the elimination of new HIV infections among children by 2015 and keeping their mothers alive, 2012, at: http://www.unaids.org/en/media/unaids/contentassets/documents/unaidspublication/2012/JC2385_ProgressReportGlobalPlan_en.pdf] 

An estimated 230,000 children died from AIDS-related illness in 2011 alone—630 every day.[endnoteRef:7] Many of those deaths could have been easily prevented with proper care and treatment—highlighting the vulnerability of these children. It also negatively affects the 2015 Millennium Development Goal 4 (MDG 4) –a two-thirds reduction in mortality rates for children under five – and MDG 6—to halt and begin to reverse the spread of HIV. [7:  EGPAF, “The Global AIDS Pandemic – Key Facts,” at: http://www.pedaids.org/Publications/Fact-Sheets---Brochures/fact-sheet-and-issue-brief-updates-(august-2012)/Global-AIDS-Pandemic-Key-Facts-(updated-August-201] 


Why are children dying in such high numbers when we have the science and the medicine to prevent nearly all of these infections?

2. Disparities in preventing mother-to-child transmission of HIV

Over the last 15 years, mother-to-child transmission of HIV has been virtually eliminated in developed countries, due largely to HIV testing in pregnancy and widespread use of efficacious antiretroviral (ARV) medication for during pregnancy, childbirth, and the post-natal period. 

In the developing world, however—particularly in sub-Saharan Africa— women and children have challenges accessing these interventions, and every day, more than 900 children are born HIV-positive. Without access to treatment, about half of those children will die before their second birthday, with 80 percent dying before the age of 5.[endnoteRef:8] [8:  WHO/UNAIDS/UNICEF, Global HIV/AIDS Response: Epidemic update and health sector progress towards Universal Access, 2011, at: http://www.who.int/hiv/pub/progress_report2011/en/index.html] 


Since more than 90 percent of HIV-positive children are infected by mother-to-child-transmission during pregnancy, delivery, or breastfeeding, preventing women from acquiring HIV and reducing mother-to-child HIV transmission are the most effective strategies for preventing HIV infection in children. Without intervention, the risk of perinatal HIV transmission is between 30 and 40 percent, but with intervention, that risk can be reduced to less than 5 percent.[endnoteRef:9] [9:  UNICEF, Preventing mother-to-child transmission (PMTCT) of HIV, at: http://www.unicef.org/esaro/5482_pmtct.html] 


The UN’s Global Plan towards the Elimination of New HIV Infections in Children by 2015 and Keeping Their Mothers Alive has begun to address these problems, bringing much-needed attention to the goal of eliminating pediatric HIV  through preventing mother-to-child transmission. Advances, though slow, are being made every day on this front.

But what happens to those children who have not benefitted from PMTCT programmes and end up HIV positive? What kind of care and treatment do they receive, if any?

3. Barriers to children’s treatment

In 2010, the World Health Organization (WHO) recommended that children start ART immediately upon diagnosis, regardless of clinical symptoms, immune status, or viral load.[endnoteRef:10] However, only 28 percent of infants born to HIV-positive mothers are tested for HIV within their first two months of life in 65 reporting countries.[endnoteRef:11] This lack of testing is one of the very earliest points that children fall out of the treatment cascade, and access to early testing and treatment in children exposed to HIV in low- and middle-income countries remains woefully inadequate.   [10:  WHO, Antiretroviral therapy of HIV infection in infants and children in resource-limited settings: Towards universal access Recommendations for a Public Health Approach, 2006, at: http://www.who.int/hiv/pub/guidelines/WHOpaediatric.pdf]  [11:  WHO, Global AIDS Response, Epidemic Update and Health Sector Progress Towards Universal Access, 2011, at: http://whqlibdoc.who.int/publications/2011/9789241502986_eng.pdf  ] 


This shortfall has quantifiable consequences, particularly in sub-Saharan Africa, where the contribution of HIV to mortality of children under age five is continuing to rise.[endnoteRef:12] This reality underlines the need for a scale-up of diagnosis, care, and treatment for HIV-positive children and highlights the shortfall in fulfilling children’s rights under the CRC: whereby States have pledged to take appropriate measures to diminish infant and child mortality, ensure the provision of necessary health care to all children, combat disease through the application of readily available technology, and ensure appropriate pre-natal and post-natal health care for mothers [Article 24 (2)]. [12:  WHO, Child mortality, 2011, at: http://www.who.int/pmnch/media/press_materials/fs/fs_mdg4_childmortality/en/index.html] 


While there has been a global push for the prevention of mother-to-child transmission, attempts to address the problem of access to pediatric HIV treatment are scarce.  As noted previously, there is a major gap between children and adults when it comes to access to ARV therapy. In Kenya, for example, government statistics estimate that of the 1.4 million people living with HIV in the country, 180,000 of them are children, with only 40,000 of them on ARVs. This means that only 22 per cent of children in need of life-sustaining treatment have access to it.[endnoteRef:13] There are many barriers that prevent infants and children living with HIV in resource-limited settings from accessing HIV care, ranging from financial shortages to lack of political will to implementation challenges.  [13:  Joyce Gathu, “Challenges abound for HIV-positive children,” The Standard, 7 February 2012, at: http://www.standardmedia.co.ke/?articleID=2000051555&pageNo=1 ] 


Weak health systems, limited capacity of health care workers, and the need for caregivers to return to a health facility multiple times to ensure children access to treatment add to the complexity of the problem.  Availability of supplies that are needed to diagnose and treat children living with HIV can also be a challenge, with “stock-outs” occurring in many countries with high-HIV prevalence.  Often, healthcare workers don’t have adequate training to properly treat children living with HIV.

Once children are tested, there is often a failure to link them to care—for many of the same reasons it is hard to test them in the first place. Both social and structural weaknesses can impact how and when an HIV-positive child accesses care, and if they are able to adhere to treatment. 

Even when children are tested and linked to treatment, there are several hurdles to overcome to ensure their needs are met so that treatment can be successful. Often, poverty is an impediment; families do not have the funds to cover transport costs for the necessary multiple visits to healthcare centres or adequate nutrition to enable children to take their medication. Mothers may not have disclosed their status to their partners or families, and may fear violence from their partners and stigma and discrimination from their families and communities upon disclosure of an HIV-positive status. 

There is also limited medical research of treatment for children living with HIV, with the result that there are few treatment options available for children compared with the variety of options available to adults.  

3.1	 ART Delivery 

As noted above, although ARV treatment coverage for adults continues to grow and now reaches about half of those currently in need, for children—despite a dramatic increase in those receiving ARVs since 2005—this proportion only reaches about 25 percent.[endnoteRef:14]  One of the problems is a lack of treatment options. Less than half of FDA-approved adult ARVs are approved for neonates and infants—a sign that these drugs are either not being studied for use by children or are found unsafe for their use.[endnoteRef:15]  Many of the pediatric formulations available are unpalatable or difficult for young children to swallow, and some pediatric formulations require refrigeration, a resource unavailable to many caregivers in developing countries.  In addition, children must frequently take several pills multiple times a day as there are fewer fixed-dose combinations available for children. Fixed-dose combinations are multiple antiretroviral drugs combined into a single pill, which make it possible to simplify a medication regimen and improve adherence.[endnoteRef:16] [14:  Polly Clayden, The Pediatric Antiretroviral Pipeline, November 2012, at: http://www.pipelinereport.org/TOC/pediatric-ARV]  [15:  Polly Clayden, The Pediatric Antiretroviral Pipeline, November 2012, at: http://www.pipelinereport.org/TOC/pediatric-ARV]  [16:  Bangalore S. et al, Fixed-dose combinations improve medication compliance: a meta-analysis, Am J Med. 2007 Aug;120(8):713-9.] 


One possible reason for the current lack of options for pediatric HIV patients is that pharmaceutical companies do not see a return on investment in pediatric ART research. They argue that since HIV infection in children has been virtually eliminated in the US and Europe, and PMTCT programmes in the developing world are becoming increasingly available, pediatric ARV demand will continue to decline—leaving them with less financial return on their investment.[endnoteRef:17]  [17:  Drug for Neglected Diseases Initiative (DNDi), Assessment of R&D needs for pediatric antiretroviral treatment, at: http://www.dndi.org/images/stories/pdf_portfolios/paed-hiv_needsassessment.pdf ] 


The fact that children present a smaller market for ARVs than adults has an additional impact on the cost of pediatric ART. Since countries and organizations are purchasing fewer HIV formulations for children, there is not the economy of scale that exists for adults. This also means that there is also little incentive for generic manufactures to produce pediatric formulations, which reduces the volume of drugs available.  All of this directly impacts the health and welfare of children living with HIV. These challenges, compounded by the fact that children rely on a caregiver and community to support their treatment, create obstacles to adherence.  

3.2	Caregivers and community

Successful treatment of a child requires a considerable amount of commitment by a parent or other caregiver, who often has other demands on their time and receives little outside support. This is often a challenge if the family unit is disrupted as a consequence of HIV or a lack of resources. A mother of an HIV-infected child is very often HIV-infected herself, sometimes hampering her ability to care for her child due to her own illness or weakened state.  

3.2.1	 Stigma

Fear of stigma can result in children not being informed of their HIV status, meaning that they are less able to engage in informed behavior that can support their health.  Often, parents and guardians of HIV-positive children withhold information in a bid to protect them and even themselves from stigma in a society that still discriminates and sometimes criminalizes those living with HIV. Children unaware of their own status often don’t fully appreciate the importance of taking their medication regularly, and they can become ill more often than they should.

The WHO advises that informing older children of their diagnosis of HIV improves adherence to ARV medication. [endnoteRef:18] As a nurse in Nairobi said, “Most children are not told of their status. This makes it difficult for them to understand that their life is dependent on these drugs.” [endnoteRef:19]   [18:  WHO, Antiretroviral Therapy for HIV Infection in Infants and Children: Towards Universal Access - Recommendations for a public health approach, 2010 Revision, p.23, at: http://whqlibdoc.who.int/publications/2010/9789241599801_eng.pdf]  [19:  Joyce Gathu, “Challenges abound for HIV-positive children,” The Standard, 7 February 2012, at: http://www.standardmedia.co.ke/?articleID=2000051555&pageNo=1 ] 


Stigma and discrimination can also affect children’s access to safe drinking water, sanitation, and hygiene—all essential for maintaining the health of people living with HIV (PLHIV), especially children. Children living with HIV have a greater need for hygiene to prevent opportunistic infections, and ARVs require at least 1.5 litres of safe water per day to be effective. However, people living with HIV are frequently unable to access community water taps and latrines due to stigma and discrimination—leaving them at increased risk of potentially life-threatening infections, and unable to effectively take their treatment.[endnoteRef:20] [20:  By reducing risk factors for diarrheal diseases, children living with HIV retain more nutrients, allowing ARVs to be more effective. WaterAid, Water, sanitation & hygiene and HIV and AIDS: Opportunities for integration, at: http://www.wateraidamerica.org/includes/documents/cm_docs/2012/h/hiv_issue_sheet_low_res.pdf] 


3.2.2	Parent or caregiver HIV status

The illness and death of HIV-positive parents usually leads to a drop in household resources due to treatment costs and job loss, which may also affect the healthcare and the nutritional status of children. For example, in a study conducted in Kenya by USAID, children of HIV-positive parents were found to be significantly less likely than children of HIV-negative parents to receive medical advice or treatment when they get sick with illnesses such as acute respiratory infection or diarrhea.[endnoteRef:21] [21:  USAID, Education and Nutritional Status of Orphans and Children of HIV-Infected Parents in Kenya, August 2005, at: http://www.measuredhs.com/pubs/pdf/WP24/WP24.pdf ] 


In sub-Saharan Africa, a mother’s death is more likely to result in changes in living arrangements for children, whereas a father’s death is more likely to reduce resource availability.[endnoteRef:22] Care providers for orphans tend to be elderly, and less likely to be informed of and able to provide proper health care and schooling.  [22:  Ibid. ] 


For example, there are about 2.4 million orphans in Kenya - 48 percent of them orphaned by HIV.[endnoteRef:23] For children who are orphaned, a change in caregiver can also mean discontinuity in taking medication, while for children in boarding schools, if the teachers do not provide support, continuity can also suffer. [endnoteRef:24] [23:  “Kenya: Cash payments reduce risky behavior,” IRIN News, 7 September 2012, at: http://www.plusnews.org/Report/96264/KENYA-Cash-payments-reduce-risky-behaviour]  [24:  Interview with Dr Lucy Matu of Elizabeth Glaser Pediatric AIDS Foundation (EGPAF), in: “Challenges abound for HIV-positive children,” The Standard, 7 February 2012, at: http://www.standardmedia.co.ke/?articleID=2000051555&pageNo=1] 


Parental HIV status also affects the psychosocial health of children, with stigma contributing further to children’s vulnerability. Orphaned and fostered children are more likely to be discriminated against in schooling and health care, and are more prone to neglect, abuse, and feelings of rejection and isolation.[endnoteRef:25] [25:  UNICEF, Africa’s orphaned generations, November 2003, at: http://www.unicef.org/sowc06/pdfs/africas_orphans.pdf ] 


4. 	Other pediatric HIV impacts

HIV is an incredibly complex issue that affects every aspect of an HIV-positive child’s life. Two that are particularly impacted are access to food and access to education. When what little money there is in a family goes towards meeting health care needs – whether by children or adults – everything else is sacrificed. 

4.1	 Access to basic nutrition

[bookmark: _GoBack]Even if children manage to get access to ART, there is strong evidence that malnourished children are less likely to benefit from treatment.[endnoteRef:26]  For those with severe malnutrition, the risk is six times greater than for those of healthy body weight.[endnoteRef:27]  Without food or the right nutrition, taking ARVs causes such painful side effects that children simply will not want to take them. A health worker in Zimbabwe, where malnutrition is widespread, explained that taking ARVs on an empty stomach is like digesting razor blades.[endnoteRef:28]  [26:  AVERT, “Affects of nutrition on HIV,” at: http://www.avert.org/hiv-nutrition.htm]  [27:  Zachariah R. et al (November 2006), “Risk factors for high early mortality in patients on antiretroviral treatment in a rural district of Malawi”, AIDS 20(18), cited in: AVERT, “Affects of nutrition on HIV,” at: http://www.avert.org/hiv-nutrition.htm]  [28:  Chris McGreal, “How did it come to this?” The Guardian, 13 February 2009, at: http://www.guardian.co.uk/world/2009/feb/13/zimbabwe-internationalaidanddevelopment ] 


In resource-poor settings, especially in parts of sub-Saharan Africa, the poor nutritional status of children living with HIV, including those children who have already started ART, is closely associated with their likelihood of dying.[endnoteRef:29]  HIV-infected children who are significantly underweight are much more likely to die than HIV-infected children who are not malnourished.[endnoteRef:30]  In fact, malnutrition in children may discourage healthcare workers from providing drugs to children.[endnoteRef:31] Malnutrition is common in children from poor households, who frequently carry the greatest burden of pediatric HIV. [29:  WHO, Antiretroviral Therapy for HIV Infection in Infants and Children: Towards Universal Access - Recommendations for a public health approach, 2010 Revision, p.70, at: http://whqlibdoc.who.int/publications/2010/9789241599801_eng.pdf]  [30:  Callens S et al., “Mortality and associated factors after initiation of pediatric antiretroviral treatment in the Democratic Republic of the Congo,” Pediatric Infectious Diseases Journal, 2009, 28:35–40, cited in WHO, “Nutrition recommendations for HIV-infected children,” at: http://www.who.int/elena/titles/bbc/nutrition_hiv_children/en/]  [31:  Interview with Dr Lucy Matu of Elizabeth Glaser Pediatric AIDS Foundation (EGPAF), in: “Challenges abound for HIV-positive children,” The Standard, 7 February 2012, at: http://www.standardmedia.co.ke/?articleID=2000051555&pageNo=1] 


4.2 	Access to education

In addition to limited access to basic nutrition, many children are forced to stop going to school because there is simply no money for pencils, books, or uniforms.  Furthermore, in a July 2012 study in Kenya by UNDP, UNAIDS, and a consortium of Kenyan AIDS NGOs, focus group participants said that their children were being turned away from getting registered in schools on account of their HIV status, or were experiencing taunting by other pupils due to their parent or guardian’s HIV status.[endnoteRef:32] [32:  UNDP, UNAIDS, KANCO, Study on human rights violations against people living with HIV and AIDS in Kenya, 
July , 2012, available at: http://kelinkenya.org/wp-content/uploads/2010/10/Human-Violation-book-final.pdf] 


Children of HIV-positive parents often suffer from the trauma of the illness and eventual death of a parent. The burden of caring for a sick parent often falls on children, also forcing them to leave school and take on adult roles and responsibilities.  

5.0	Conclusion

Children are needlessly dying from HIV infection—whether because their mother did not have access to PMTCT services, because the children were not identified as HIV positive, or because they did not have access to quality HIV care. All of these can be addressed with knowledge that is currently available. Governments and multi-lateral organizations must priorities pediatric HIV as a basic right for the millions of HIV infected children. 
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