NATIONAL SELF-CARE GUIDE FOR PEOPLE LIVING WITH HIV IN KENYA-A COMMUNITY’S PERSPECTIVE

[bookmark: _pt4jh05tihfz]Introduction
The Validation and Co-Creation Workshop on the Development of a National Self-Care Guide for People Living with HIV (PLHIV) in Kenya was convened on 13th May 2026 at Sarova Stanley Hotel in Nairobi. The workshop brought together representatives from ten counties, the Ministry of Health, NASCOP, UNAIDS, CDC-supported programs, implementing partners, PLHIV networks, key populations, adolescents and young people, healthcare providers, and community advocates. The meeting formed part of the broader “My Health, My Responsibility” initiative aimed at strengthening self-care capacity among people living with HIV within Kenya’s evolving integrated healthcare system.
The workshop sought to validate findings from previous county consultative meetings and co-create a practical, inclusive, community-centered, and rights-based self-care guide for PLHIV in Kenya. The process recognized that HIV self-care extends beyond medication adherence to include mental health, emotional resilience, nutrition, psychosocial support, dignity, empowerment, social wellbeing, and economic stability.
The meeting commenced with a word of prayer followed by participant introductions. Participants introduced themselves by stating their names, counties of residence, and sharing their understanding of self-care. This participatory exercise created an engaging and reflective atmosphere, with participants describing self-care as:
· Taking responsibility for one’s health and wellbeing
· Intentional self-awareness and self-maintenance
· Adherence to ART and clinic appointments
· Prioritizing physical, emotional, spiritual, and mental wellness
· Ensuring healthy nutrition and positive living
· Supporting others while caring for oneself
· Building resilience and accountability in managing health
· Being intentional with yourself on health, spiritual, physical and accountability, 
· Taking a breather for the purpose of your mental and physical wellbeing
· It's about me, myself and I
· Going to spa, massage, and having fun and enjoyment
· Kujijali
· Taking my medication adherently
· Prioritising and caring for myself and those close to me.
The discussions throughout the workshop emphasized the urgent need for stronger community ownership, treatment literacy, peer support systems, and integrated psychosocial interventions to sustain HIV care outcomes amid changing healthcare systems and declining donor support structures.
Executive summary
The consultative assembly prioritized the advancement of the “My Health, My Responsibility” initiative, a strategic effort centered on reinforcing the self-care competencies of people living with HIV across Kenya.
These deliberations transpired within the landscape of an increasingly integrated healthcare environment and the shifting paradigms of international development assistance.
Delegates engaged in deep reflection on the essence of self-care, framing it as a vital mechanism for individual empowerment across physical, mental, and clinical dimensions of wellness.
However, the workshop identified critical misconceptions where self-reliance is sometimes misconstrued as a withdrawal from formal medical oversight, resulting in suboptimal clinic attendance and treatment interruptions.
The forum further scrutinized the historical trajectory of Kenya’s HIV response, celebrating landmark progress in diagnostic coverage, ART accessibility, and viral load suppression milestones.
Concurrently, stakeholders pinpointed enduring barriers such as pervasive stigma, treatment fatigue, nutritional insecurity, and psychosocial distress, which continue to compromise adherence among adolescents and young people.
The sessions underscored that the transition toward integrated service delivery and the reduction of donor-led frameworks necessitate a paradigm shift toward community-led ownership and enhanced treatment literacy.
Ultimately, the workshop reaffirmed that intentional self-management, mental resilience, and robust peer support systems are indispensable for safeguarding the sustainability of HIV care outcomes in the national epidemic control effort.
[bookmark: _6ge5j27hv3w7]Objectives of the Workshop
The workshop was guided by the following objectives:
· Sensitize NEPHAK members and partners on the self-care initiative
· Validate findings from county consultative meetings
· Develop and agree on the structure, content, and implementation strategies of the self-care guide
· Strengthen treatment literacy and promote patient responsibility
· Support long-term HIV care and epidemic control despite funding challenges
· Promote the “My Health, My Responsibility” agenda among PLHIV communities
The expected outcomes included:
· Increased patient understanding of their role in care
· Improved adherence to treatment and clinic attendance
· Strengthened integrated HIV service delivery
· Sustained viral suppression and HIV treatment uptake
· Enhanced community monitoring and accountability
· Empowerment of PLHIV to actively manage their own health within Kenya’s evolving healthcare system
Remarks by Nelson Otwoma – Executive Director, NEPHAK
The Executive Director welcomed participants and acknowledged the presence of county representatives, government institutions, PLHIV networks, development partners, and implementing organizations. He emphasized that the workshop was taking place at a critical moment in Kenya’s HIV response as the country transitions toward integrated healthcare services following the 2025 stop-work order. While HIV treatment commodities remain available, challenges related to stigma, adherence, psychosocial support, and treatment fatigue continue to affect many PLHIV, particularly adolescents and young people.
He highlighted that the “My Health, My Responsibility” project seeks to strengthen self-care, self-reliance, and meaningful engagement of PLHIV in managing their health. He encouraged participants to embrace self-care practices, proper nutrition, hygiene, healthy lifestyles, and treatment adherence, noting that “if you embrace self-care, you will not suffer setbacks.”
[bookmark: _cgwyaju2x2hh]Remarks by LVCT Health Representative
The LVCT Health representative emphasized the importance of ensuring that the self-care guide contributes toward achieving both national and global HIV response targets, particularly the UNAIDS 95-95-95 goals. The speaker encouraged participants and partners to think critically about innovative and inclusive service delivery approaches that improve patient experiences and health outcomes.
[bookmark: _i95fw5jt3qbq]Remarks by UNAIDS Representative
The UNAIDS representative emphasized that the self-care guide should be:
· Community-led
· Community-informed
· Rights-based
The speaker further noted that the guide should serve as a source of hope, resilience, empowerment, and practical guidance for individuals initiating or continuing HIV care.
[bookmark: _nvv53vcao5u8]Remarks by CDC Representative
The CDC representative stressed the importance of personal responsibility, treatment adherence, and community ownership in sustaining HIV care in Kenya. Participants were encouraged to actively monitor their health, attend clinic appointments, adhere consistently to ART, and reduce overreliance on reminder systems.
The speaker also highlighted the significance of U=U messaging in reducing stigma and restoring confidence among PLHIV.
[bookmark: _1vlnmzsqpr4c]Remarks by Dr. Sarafina Sikwata – NASCOP
Dr. Sikwata highlighted mental health as a critical determinant of adherence and self-care among PLHIV. She emphasized that stress, anxiety, emotional burden, and psychosocial distress significantly affect treatment consistency. She also stressed the relationship between nutrition and adherence, noting the importance of affordable and locally available food options.
The speaker clarified that integration of HIV services into broader healthcare systems is intended to improve equity and reduce stigma rather than diminish HIV care. She encouraged PLHIV to maintain hope, dignity, and positive living, reminding participants that HIV is a manageable chronic condition when treatment adherence and continuous care are maintained.
[bookmark: _hr2me2qupd54]Session One
[bookmark: _5aarceioyq4h]Virtual County Consultations – Findings and Reflections
The workshop reviewed findings from virtual county consultations conducted across several counties including Nairobi, Mombasa, Kisii, Kisumu, Homa Bay, Kakamega, Siaya, and others. The consultations gathered lived experiences and perspectives from PLHIV, TB, key populations, adolescents, young people, healthcare workers, and community stakeholders.


[bookmark: _ybp23dcx9od9]Key Findings
[bookmark: _zaxv7i5dhy38]Self-Care and Support Systems
Participants strongly supported self-care but emphasized that effective self-care requires:
· Emotional support
· Peer and family support systems
· Psychosocial services
· Trust in healthcare systems
Self-care was viewed as a holistic process involving physical, mental, social, and emotional wellbeing rather than medication adherence alone.
[bookmark: _dz6xpcxbid6]Stigma and Disclosure
Stigma remained one of the most significant barriers affecting:
· Treatment adherence
· Mental health
· Disclosure of HIV status
· Clinic attendance
· Healthcare seeking behavior
Participants described experiences of:
· Self-stigma
· Fear of rejection
· Isolation
· Involuntary disclosure in integrated healthcare settings
· Discrimination by healthcare workers and communities
The consultations revealed that confidentiality concerns continue to undermine trust in integrated HIV service delivery.

U=U messaging-Underscoring U=U Principles
The adoption of U=U messaging has significantly bolstered motivation, confidence, and optimism among PLHIV. Participants recognized that maintaining consistent adherence to ART is vital for achieving viral suppression, which is directly linked to better health outcomes and the ability to lead a healthy, productive life. Furthermore, a solid understanding of U=U has been instrumental in alleviating self-stigma, fear, and anxiety, particularly within discordant relationships.
Despite these advancements, the workshop highlighted the need for continued education to address enduring myths and misinformation regarding HIV transmission and reinfection. A critical clarification was provided regarding PMTCT: the U=U principle does not apply to the prevention of vertical transmission during pregnancy, birth or breastfeeding.
[bookmark: _30pfq5tft0o]
[bookmark: _imxa09n7xwlz]Addressing Mental Health Priorities
Stakeholders emphasized that mental health is a fundamental component of effective self-care, noting that various psychological burdens can hinder treatment consistency. Key concerns identified include:
· Persistent anxiety and depression
· The impact of treatment fatigue and emotional exhaustion
· Psychosocial stress rooted in economic instability and status disclosure
· Social isolation frequently experienced by the aging PLHIV population

[bookmark: _1kafsfpxhvr]Mental Health Challenges
Mental health concerns were repeatedly raised, including:
· Anxiety and depression
· Treatment fatigue
· Emotional exhaustion
· Stress related to poverty and disclosure
· Isolation among aging PLHIV
Participants noted that mental health remains poorly integrated into HIV programming despite its significant influence on adherence and overall wellbeing.
[bookmark: _1047yityxfh5]Socio-Economic Challenges
Participants highlighted several economic and structural barriers affecting self-care:
· Food insecurity
· Poverty and unemployment
· High transportation costs
· Consultation fees under SHA
· Reduced psychosocial support systems following integration and funding changes
The inability to access adequate nutrition was identified as a major factor undermining adherence to ART.
[bookmark: _o4j2nync9llg]Integration of HIV Services
While integration of HIV services into broader healthcare systems improved access for some populations, several concerns were raised:
· Long queues and overcrowding
· Reduced privacy and confidentiality
· Loss of differentiated service delivery models
· Reduced youth-friendly services and safe spaces
· Limited psychosocial support structures
Participants stressed the need for stronger safeguards to ensure confidentiality and dignity within integrated systems.
[bookmark: _iibyakj6fza3]Panel Discussions and Validation of Key Findings
The panel discussion brought together PLHIV advocates, peer educators, young leaders, healthcare stakeholders, and community representatives to validate findings from county consultations.
Participants described self-care using terms such as:
· Responsibility
· Resilience
· Acceptance
· Discipline
· Healing
· Motivation
· Determination to live positively
Panelists shared lived experiences demonstrating the importance of self-acceptance, adherence, peer support, and resilience in managing HIV. They emphasized that:
· Self-care starts with the individual
· Lived experiences humanize HIV and reduce stigma
· Community empowerment is essential for sustainable HIV care
Participants also acknowledged that communities are still struggling with the transition from donor-supported systems to greater self-reliance and integrated healthcare models.

The panelists answered the questions as what they learned from the county sessions as follows; 
“
What does selfcare mean to you?
· Being responsible
· Resilience
· Taking care of myself, my family.
· Taking better care of my clients as a peer educator
What was your general experience during the county consultative meetings on selfcare?
· Community lacks preparedness
· Work with communities to change their mindset to own our treatment and health.
· We are giving HIV a human face through sharing of lived experiences.
· Anything else but HIV will kill me because of good selfcare.
· I learned a lot about what is happening in other counties.
· Selfcare starts with me.
Challenges from selfcare access
· Lack of food and funds affecting adherence
· SHA- hindering access to healthcare. To access care one has to pay 500 to get services making some people to default.
· PLHIV faces a lot of stigma from health care workers.
· Lack of capacity for health care workers to handle PLHIV without doing involuntary exposure of status after integration.
· Isolation of the aging population of PLHIV by other PLHIV groups.
· The side effects of the medication taken together with ART for other conditions by PLHIV is almost never talked about or explained to them.
What efforts are we making to improve adherence to other people?
· Lack of food-encourage PLHIV to work in order to support themselves
· Stigma and discrimination-for most PLHIV it's still there and it affects ART and clinic adherence. Talk to our clients to accept themselves.
· Mental health matters and issues for PLHIV need to be incorporated in the self care guide as it is almost ignored.
· Clients need to be well informed on the side effects of ART.
· Support groups to be re-introduced.
· Economic empowerment to be done on PLHIV.
How the selfcare guide should look like.
· It should be simple and use understandable language by the community
· It should be inclusive to all the communities
· To be aired on TVs and radio stations.
How to ensure we overcome confidentiality stigma and disclosure
· Be with people with a positive mind and having positivity.
· Be role models, be healed so that you can heal others.
· Need to be empowered to a point where no one can put us down
· Stigma is being accelerated by HCW, capacity building them will help reduce stigma.
· Treatment literacy and education to make sure peers and the PLHIV have the same right and quality information to avoid misleading the community.
· Encourage others to stop bringing each other down.
· Encourage young people to use pill boxes
· Disclosure is a process, do not force or coerce a person
· Explain to the client that disclosure has repercussions
· Help deal with self stigma. 
· Give facts and not fear to clients
What is the one thing that should not be forgotten in the selfcare guide.
Nutrition?
· Mental health
· Side effects of ART
· Leave no one behind
· Discordant couples
· Language that is understandable to the young people.
Selfcare guide for kenya-Components of HIV self care
· Medication adherence
· Physical wellness
· Lifestyle choices
· Mental health support
· How to safely address issues of disclosure
					”
[bookmark: _vw7qllx25d1b]Challenges Affecting Self-Care
Several recurring challenges affecting self-care were identified during the workshop:
[bookmark: _5a3lny8mfakr]Stigma and Discrimination
· Persistent self-stigma among PLHIV
· Discrimination by healthcare workers
· Fear of disclosure and rejection
· Involuntary disclosure within integrated healthcare systems
[bookmark: _3gbzeov5yiju]Economic Challenges
· Lack of food and balanced nutrition
· Poverty and unemployment
· High transport costs to clinics
· Financial barriers caused by consultation fees under SHA
[bookmark: _xjnt9h2p8j7h]Mental Health and Psychosocial Challenges
· Anxiety, stress, and depression
· Isolation among aging PLHIV
· Treatment fatigue
· Lack of psychosocial support groups
[bookmark: _6gf1picei3wr]Treatment-Related Challenges
· Side effects from ART and NCD medications
· Poor understanding of treatment side effects
· Misconceptions around U=U and treatment adherence
[bookmark: _ocetucabf3aw]Health System Challenges
· Reduced capacity for targeted HIV service delivery
· Reduced differentiated service delivery models
· Limited confidentiality within integrated systems
· Reduced support for adolescents, young people, and key populations

Afternoon Session
Session 3: Structure, Content, Sections, and Accompanying Documents 
The afternoon session built on the reflections and discussions from the morning, with participants focusing on consolidating ideas into a structured and practical self-care service guide that can support government, partners, and communities in strengthening self-empowerment and healthcare delivery. The discussions emphasized that the guide should not only provide information but also serve as a practical tool that individuals can easily apply in their daily lives to improve their health and well-being.
Participants reflected on the importance of communication, storytelling, and open dialogue in promoting mental health and community support. Drawing from previous experiences in media engagement, it was noted that creating safe spaces where people can share personal experiences helps build emotional resilience, reduces isolation, and strengthens community connection. This reinforced the understanding that self-care goes beyond medical adherence and includes emotional and social support systems.
The session further highlighted the ongoing process of translating insights gathered during virtual consultations with government representatives and county stakeholders into a simplified, user-friendly self-care guide. The intention is to ensure that the final product reflects real community experiences and responds to practical challenges faced by individuals, particularly people living with chronic conditions such as HIV.
Dr. Emma provided an overview of the newly released integrated guidelines for HIV, malaria, and related health services, noting that while self-care has previously been referenced in national guidelines, it has often not been clearly defined or broken down into actionable components. The presentation emphasized that self-care is a continuous and intentional practice that individuals undertake to strengthen resilience, improve coping mechanisms, and enhance overall quality of life. It was stressed that self-care is not something done for people, but rather something individuals actively practice for themselves.
The discussion also explored the Eight Dimensions of Wellness outlined within the guidelines, including emotional, financial, intellectual, social, spiritual, occupational, physical, and environmental wellness. Participants acknowledged that these dimensions provide a holistic framework for understanding health and well-being, recognizing that factors such as stable relationships, financial planning, meaningful work, safe environments, and spiritual fulfillment all contribute to an individual’s ability to maintain good health and adhere to care.
[image: ] 
Overview of the Group Work
The afternoon session focused on group co-creation exercises aimed at developing a practical, community-centered self-care guide for people living with HIV. Participants worked collaboratively to translate consultation findings into a structured, usable tool that reflects lived experiences, service delivery realities, and community priorities.
The exercise emphasized that the guide should move beyond policy language into a simple, practical, and user-friendly resource that supports daily self-care, treatment adherence, and wellbeing.
 Key Outputs from Group Work
Proposed Overall Structure of the Self-Care Guide
Participants agreed that the guide should be organized into clear, simple sections that are easy to follow and applicable at community level. The proposed structure included:
· Introduction 
· Definition of self-care 
· Purpose of the guide 
· Why self-care is important for people living with HIV 
· Module 1: Personal Motivation and Responsibility 
· Living well with HIV 
· Moving from surviving to thriving 
· Personal ownership of health and wellbeing 
· Module 2: Understanding HIV and Treatment Literacy 
· HIV basics and ART education 
· Viral load and suppression (U=U) 
· Importance of adherence and routine care 
· Module 3: Mental Health and Psychosocial Wellbeing 
· Stress management and coping skills 
· Emotional resilience 
· Addressing fear, anxiety, and treatment fatigue 
· Module 4: Stigma, Disclosure and Communication 
· Safe disclosure guidance 
· Managing stigma and discrimination 
· Coping with non-disclosure situations 
· Module 5: Nutrition and Healthy Living 
· Affordable and locally available food options 
· Nutrition and medication adherence 
· Healthy lifestyle practices 
· Module 6: Sexual and Reproductive Health and Rights (SRHR) 
· Relationship support 
· Discordant couples’ guidance 
· Adolescents and young people need 
· Module 7: Support Systems and Community Linkages 
· Peer support groups 
· Mentorship and journey companions 
· Referral pathways and psychosocial services 
· Module 8: Aging and Long-Term HIV Management 
· Living long-term with HIV 
· Managing chronic conditions 
· Planning for healthy ageing 

Participants emphasized that the guide should:
· Use simple and non-technical language
· Be culturally sensitive and inclusive
· Include relatable community stories and lived experiences
· Incorporate illustrations, graphics, and storytelling
· Be available in both print and digital formats
· Include QR codes linking to videos, testimonies, and online support resources
The guide should also integrate:
· Referral directories
· Adherence tracking tools
· Community-led monitoring frameworks
· Peer support systems and mentorship structures
[bookmark: _kel6xc9mmctc]Key Cross-Cutting Themes
Several cross-cutting issues emerged consistently throughout the discussions:
· Mental health is central to HIV self-care
· Treatment literacy strengthens adherence and resilience
· Nutrition and economic stability directly affect treatment outcomes
· Stigma and confidentiality remain major barriers
· Disclosure should be safe, voluntary, and supported
· Community support systems are essential for sustainable self-care
· HIV self-care must be adaptable to different populations and life stages
[bookmark: _knvhb05l4bp0]Key Recommendations and Way Forward
Participants agreed on the following recommendations:
[bookmark: _ewjdxl2tpf4]Development and Finalization
· Consolidate all inputs into a comprehensive draft self-care guide
· Conduct technical review, editing, validation, and design by June 2026
[bookmark: _efmeszbjrlqw]Accessibility and Inclusion
· Ensure the guide is accessible to adolescents, key populations, persons with disabilities, rural populations, and aging PLHIV
· Use simple, clear, and inclusive language
[bookmark: _o8wymx1b2y7v]Community Engagement
· Strengthen community participation throughout the co-creation process
· Re-establish psychosocial support groups and peer networks
· Promote community-led dissemination strategies
[bookmark: _vzwujenly5dk]Digital and Interactive Approaches
· Incorporate QR codes, videos, online support resources, and digital storytelling
· Utilize social media, radio, WhatsApp, and peer educators for dissemination
[bookmark: _4h02il2b3qk2]Strengthening Support Systems
· Integrate mental health into HIV care services
· Build healthcare worker capacity on stigma-free and confidential service delivery
· Promote treatment literacy and U=U messaging
[bookmark: _54meey1jcq6]Sustainability
· Strengthen blended approaches combining digital platforms, community systems, and limited physical engagements
· Build resilient community systems in response to reduced funding and evolving healthcare integration
Conclusion
The Validation and Co-Creation Workshop successfully provided a platform for communities, PLHIV networks, healthcare stakeholders, and development partners to collectively shape the development of Kenya’s National Self-Care Guide for People Living with HIV.
The discussions highlighted that self-care extends beyond treatment adherence and must address mental health, psychosocial wellbeing, nutrition, dignity, disclosure, community support, and empowerment. Participants emphasized that successful HIV self-care depends on both individual responsibility and strong, responsive healthcare and community systems.
The workshop reaffirmed the importance of community-led, rights-based, and inclusive approaches in strengthening HIV care and sustaining epidemic control in Kenya. The final self-care guide is expected to serve as a practical, empowering, and community-centered tool that supports PLHIV to lead healthy, dignified, and fulfilling lives within Kenya’s evolving healthcare environment. 
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