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1. Executive Summary

With support from GlobalGiving, Youth Alive Uganda (YAU) implemented the Crisis in Care (CiC) program to address a critical gap in care for 168 children living with HIV (CLHIV) who were not virally suppressed in the Lango and Acholi sub-regions of Northern Uganda. The closure of the USAID OVC Northwest Activity in early 2025 resulted in the withdrawal of key human resources, particularly counsellors and community cadre support, contributing to a drop in viral load suppression from 92% in January 2025 to 83% in May 2025 among CLHIV.

The CiC project responded to this emerging crisis by: 

· Profiling and enrolling non-suppressed CLHIV, 

· Providing home-based case management, adherence counselling, and treatment literacy, 

· Conducting nutritional screening and household-level nutrition education, and 

· Tracing and re-engaging children who had interrupted treatment.

By the end of implementation, 162 of the 168 targeted children (83 females, 79 males) had been profiled and enrolled; 115 children and their households received focused home-based services; 111 children were nutritionally assessed; and 48 of 53 children who had missed appointments were successfully traced and returned to care. The project also detected and helped correct serious ART prescription errors in children on third-line regimens.

Despite significant constraints, especially the lack of professional counsellors, stigma and fear of disclosure, long distances to facilities, and unstable caregiving arrangements, the CiC project laid a strong foundation for improved quality of care for non-suppressed CLHIV. This report summarizes key activities, results, lessons learned, and recommendations for sustaining and scaling gains beyond the project period.

2. Background and Rationale

Youth Alive Uganda, in partnership with health facilities and community structures, has long contributed to HIV prevention, care, and support in Northern Uganda. Prior to 2025, the USAID OVC Northwest Activity played a major role in supporting viral load suppression through human resources, community cadre supervision, and psychosocial support services.

The closure of this USAID support created a “crisis in care” for CLHIV, particularly children who were already non-suppressed or at high risk of treatment interruption. Health facilities lost professional counsellors, and many households lost regular follow-up and linkage support. In this context, YAU designed the CiC project to:

· Prevent further deterioration in viral load suppression among 168 non-suppressed CLHIV aged 0–17 years, 

· Stabilize treatment adherence and reduce treatment interruptions, and 

· Improve nutritional status and overall wellbeing of these children.

The project was implemented in Apac, Gulu City, Gulu District, Kole, Lira City, Lira District, and Omoro, working closely with facility staff, social workers, and community leaders.

3. Project Objectives and Planned Interventions

The overall goal of the CiC project was to improve treatment adherence and nutritional status among 168 non-suppressed CLHIV in Northern Uganda.

Specific objectives were to:

1. Identify, profile, and enroll non-suppressed CLHIV who were at risk of treatment failure or loss to follow-up. 

2. Provide home-based case management, treatment literacy, and adherence counselling, including Intensive Adherence Counselling (IAC). 

3. Monitor and support the nutritional status of enrolled CLHIV and strengthen caregivers’ capacity for appropriate child feeding practices. 

4. Trace and re-engage children with treatment interruption or missed appointments. 

5. Strengthen linkages between households and facility- and community-based support systems.

Key planned interventions included: 

· Profiling and enrollment of 168 non-suppressed children, 

· Home-based case management and treatment literacy sessions, 

· Follow-up of children with treatment interruption (IIT), 

· Nutritional screening and household nutrition education, 

· Referrals and linkages for socio-economic and psychosocial support, and 

· Home-based IAC with referral to facilities for further counselling.

4. Key Achievements

4.1 Identification, Profiling, and Enrollment

Working with facility staff and using targeted medical records, the project profiled 162 children (83 females, 79 males) out of the 168 targeted. These children had high viral loads and, in many cases, signs of malnutrition or other vulnerabilities. Profiling was conducted using the KOBO Collect tool.

Home visits followed the initial profiling to: 

· Assess health and nutritional status, 

· Understand treatment adherence patterns, and 

· Explore root causes of non-suppression, including social and household-level factors.

Of the targeted 168 children, 162 were fully enrolled and accessed services during the project period. Profiling and enrollment for the remaining six children was still underway at the time of reporting, mainly due to mobility and tracing challenges.

4.2 Home-Based Case Management, Treatment Literacy, and IAC

Through home visits, 115 children (63 males, 52 females) and their households received intensified support in the Lango and Acholi regions. Core service components included:

· Adherence counselling and treatment literacy for children and caregivers, emphasizing consistent ART use, correct timing, and the implications of missed doses. 

· Intensive Adherence Counselling (IAC) initiated for all non-suppressed children, with arrangements for follow-up both at home and at the facility, depending on available human resources. 

· Attachment of treatment supporters within households or extended family to help supervise medication intake, provide reminders, and accompany children to appointments. 

· Psychosocial support (PSS) during home visits, addressing stigma, disclosure challenges, and emotional wellbeing. 

· Nutritional screening and counselling at household level, linking nutrition to ART effectiveness and immune strength. 

· Directly Observed Therapy (DOT) and pill counting in selected cases where adherence was particularly poor or caregivers struggled to supervise treatment.

These interventions helped stabilize treatment patterns and partially compensated for the loss of facility-based counsellors. However, the absence of professional counsellors at key sites (notably the Children’s Clinic at Lira Regional Referral Hospital) placed a heavy burden on YAU social workers, who had to provide counselling both in the community and at facilities.

Importantly, project staff identified serious errors in ART prescription and dispensing: at least three children were on incorrect regimens, including two on incomplete third-line regimens missing DRV/r. These errors had persisted for about four months before being detected by the project during routine follow-up visits. All such cases were documented and escalated to facility ART focal persons, and the affected children were promptly realigned to appropriate regimens.

4.3 Follow-up of Children with Treatment Interruption

During the project period, 53 enrolled children missed scheduled appointments and were at risk of treatment interruption. The main reasons included:

· Forgetfulness by caregivers or children, 

· Long distances to health facilities and transport constraints, 

· Unstable or unsupportive caregivers and treatment supporters, 

· Perceptions of being “well” or having leftover drugs (“drug pile”), and 

· Short dispensing intervals requiring frequent facility visits.

Using facility line lists and close collaboration with clinical partners and community structures, 48 of these children (21 males, 27 females) were successfully traced and returned to care. Follow-up methods included telephone reminders to caregivers and joint targeted home visits with facility staff.

Tracing and re-engagement for the remaining five children was ongoing at the time of project closure, highlighting the need for continued resources and community engagement beyond the project.

4.4 Nutritional Screening and Support

Nutritional status was assessed for 111 children (57 females, 54 males) using Mid-Upper Arm Circumference (MUAC):

· 103 children (93%) were in the green zone (normal), 

· 8 children (7%) were in the yellow zone (moderate malnutrition), and 

· 1 child (1%) was in the red zone (severe acute malnutrition).

Actions taken included:

· Continued nutrition education for households with children in the green zone, to maintain and reinforce positive practices. 

· Additional counselling and referral to outpatient therapeutic programs for children in the yellow zone, where appropriate. 

· Urgent referral of the severely malnourished child (MUAC 113 mm, from Ongako Sub-County) to Love Plus One, a partner providing therapeutic nutrition services, with ongoing follow-up by project staff.

4.5 Household and Caregiver Nutrition Education

A total of 122 households were reached with nutrition education, involving 25 male and 97 female caregivers. Key topics covered:

· Infant and young child feeding, including breastfeeding practices, 

· Appropriate feeding for CLHIV and the importance of at least one to two nutritious meals per day, 

· Use of locally available foods to achieve a more balanced diet, 

· Establishment of kitchen gardens, and 

· WASH and hygiene practices to reduce infection risk.

These sessions were delivered primarily by YAU social workers during joint home visits and were tailored to each household’s economic and food security context.

5. Challenges and Mitigation Measures

5.1 Major Challenges

1. Manpower Gap in Professional Counselling: The withdrawal of USAID support left many facilities without professional counsellors. For instance, the Children’s Clinic at Lira Regional Referral Hospital had no counsellor throughout the project, complicating IAC and psychosocial support, and contributing to delayed or incomplete disclosure.

2. Stigma and Fear of Disclosure: Stigma within families and communities remained a substantial barrier. In one case, a child used two different names, one at the facility and another in the community, to conceal their HIV status. This environment undermines treatment adherence and limits support from partners, schools, and community structures.

3. Errors in ART Prescription and Dispensing: Cases of incorrect regimens, including incomplete third-line regimens, were observed. These errors threaten treatment outcomes and could contribute to drug resistance if undetected.

4. Unstable Caregiving Arrangements: Some children frequently moved between caregivers (e.g. between relatives), making it difficult to monitor adherence, keep appointments, and ensure consistent psychosocial support.

5. Long Distances and Transport Barriers: Many caregivers and children live far from health facilities and community drug distribution points. The cost and time required to travel contributed to missed appointments and treatment interruptions.

5.2 Mitigation Measures Undertaken

· YAU social workers stepped in to provide adherence counselling and IAC at facility and community levels, partially bridging the counselling gap despite increased workload. 

· All identified ART regimen errors were promptly documented and escalated to ART focal persons for correction, and affected children were assisted through the realignment process. 

· Caregivers were counselled to identify and agree on a stable primary caregiver per child to improve consistency in care and follow-up. 

· Appointment reminders via phone calls and, where feasible, home drug delivery were introduced to mitigate distance-related challenges and reduce missed visits. 

· Continuous engagement with facility leadership and partners was initiated to advocate for deployment or secondment of professional counsellors.

6. Lessons Learned

1. Community-Based Case Management is Critical During Funding Transitions: When major external funding ends, community-based case management and home visits become essential to prevent rapid deterioration in treatment outcomes among vulnerable children.

2. Human Resources for Health Are Central to Viral Suppression: The loss of counsellors and community cadres had an immediate and measurable impact on viral load suppression, underscoring that drugs alone are insufficient without appropriate human support.

3. Early Detection of Clinical and Prescription Errors Requires Community Follow-Up: Regular home visits and close contact with caregivers enabled the project to detect significant ART regimen errors that had gone unnoticed at facility level for months.

4. Nutrition and Adherence Are Interlinked: Caregivers repeatedly highlighted food insecurity as a barrier to consistent treatment. Integrating nutritional education and, where possible, direct support into HIV care programs is vital.

5. Stigma and Disclosure Remain Deep-Seated Issues: Fear of disclosure continues to drive non-adherence and concealment. Any effort to improve viral suppression among children must include robust psychosocial interventions that address stigma at household and community levels.

7. Sustainability and Recommendations

While the CiC project was time-bound and focused on an acute gap, it laid important groundwork for longer-term improvements in care for non-suppressed CLHIV. To sustain and build on these gains, we recommend:

1. Institutionalize Routine ART Prescription and Dispensing Audits: Health facilities should adopt routine mentorship and audits of ART prescriptions and dispensing to prevent and quickly correct regimen errors, aligned with national guidelines.

2. Strengthen and Scale Treatment Literacy Interventions: Comprehensive, age-appropriate treatment literacy for both caregivers and children should be mainstreamed into routine HIV care, with simple visual tools and community-based sessions to improve understanding of adherence and viral load monitoring.

3. Address the Counsellor Gap Through Strategic Staffing and Partnerships: Regional referral hospitals and implementing partners should prioritize the deployment of professional counsellors in high-volume pediatric clinics. Innovative models such as task-shifting with strong supervision, or cost-sharing between partners, should be explored.

4. Strengthen Community Drug Distribution and Follow-Up Mechanisms: Support for community drug distribution points, peer treatment supporters, and community health workers should be revived or strengthened to overcome distance and transport barriers.

5. Integrate Nutrition and Livelihood Support: Linking CLHIV households to nutrition support, kitchen gardening initiatives, and, where feasible, income-generating activities will help address the underlying economic and food-security challenges that constrain adherence.

6. Deepen Psychosocial and Anti-Stigma Interventions: Future programs should include structured psychosocial support groups for caregivers and adolescents, school engagement, and community-level anti-stigma campaigns to create a more enabling environment for disclosure and adherence.

8. Conclusion

The Crisis in Care project demonstrated that, even in the wake of major funding cuts, targeted, community-based interventions can significantly stabilize care for non-suppressed CLHIV. Through profiling, home-based case management, nutritional monitoring, and active tracing of children with treatment interruption, YAU and its partners were able to re-establish a minimum standard of care and create a platform for further improvements.

The support from GlobalGiving and its donors was instrumental in preventing a deeper crisis among some of the most vulnerable children in Northern Uganda. Continued investment—in human resources, treatment literacy, community systems, and nutrition—will be critical to ensure that these children not only remain on treatment but can achieve and sustain viral suppression over the long term.
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