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“although they make up only 1% of AIDS patients, they have unique 
clinical, social, and public health problems that require special 
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Adolescents and Young Adults Aged 13–24 Years Living with 
Diagnosed HIV Infection by Sex and Transmission Category, Year-
end 2021—United States and 6 Dependent Areas

CDC. Diagnoses of HIV Infection in the U.S. and dependent areas, 2021.  HIV Surveillance Report, 2021; Vol 34. Published May 2023
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Age Distribution of Persons Living with Diagnosed Perinatally Acquired HIV 
Infection, Year-end 2017—United States and 6 Dependent Areas (N = 11,924)

Yusuf and Agwu. Expert Review of Anti-Infective Therapy. Sep 2020 
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25-year forecast of individuals with PHIV (in mid-adulthood)
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Many Lifetime Survivors are thriving………
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Persons Living with Diagnosed or Undiagnosed HIV Infection 
HIV Care Continuum Outcomes, by Age, 2018—United States

Note. Receipt of medical care was defined as ≥1 test (CD4 or VL) in 2018. Retained in continuous medical care was defined as ≥2 tests (CD4 or VL) 
≥3 months apart in 2018. Viral suppression was defined as <200 copies/mL on the most recent VL test in 2018. 



Life course perspective for Lifetime Survivors

Zinyemba TP et al.  J Econ Surveys 2019; Yusuf and Agwu. Expert Review of Anti-Infective Therapy. Sep 2020 
Yusuf & Agwu. Expert Review of 
Anti-Infective Therapy. Sep 2020 
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Life course perspective for Lifetime Survivors 

Yusuf and Agwu 2021





Deeks SG 2013; Vance DE et al. Am J Nurs. 2010 March ; 110(3): 42–49; Chiappini E. etal.  Aging. 2018; Katusiime MG et al. Viruses 2021. 

How will lifetime survivors be affected?



How will we know what’s happening?
Voices of lifetime survivors
Case reports/series
Observational data
Longitudinal cohorts
Current cohorts*

PHACS (AMP Up)
 IeDEA
NA-ACCORD
UK cohorts
COHERE
Others

Qualitative & quantitative data
Modeling studies 
CEPAC

*not all inclusive; each has limitations

Yusuf 2021; CDC. Pediatric HIV Surveillance 2018; Althoff et al Lancet HIV 2019; Griffith OFID 2018



Long-term morbidity of HIV +/- ART
Cardiovascular disease
 Pulmonary 
Malignancy
Medication side effects:

 kidney, bone, liver, other
Metabolic abnormalities:

mitochondrial toxicity
 lipodystrophy/lipoatrophy
 insulin resistance
weight gain

Central nervous system
Mental health and cognition
 strokes, cognitive effects, dementia

 Longstanding inflammation
Unknown?

Consequences of lifelong ART?
Consequences of lifelong HIV?

Griffith D et al. OFID 2018; Hazra R et al.; Izbudak, Agwu J Neurorad 2013;, Venkataramani 2012; Eckard et al Curr HIV/AIDS 2016; Neilan et al JAMA Peds 2017 



Non-AIDS Defining Comorbidities by age 30

Haw NJL et al.  AIDS 2024



20



What is successful transition?

EngagementTransfer +

Successful Transition
Equal /Better Clinical Outcomes 

Agwu and Jao 2016

Retention+
+

=



How do we improve outcomes?  
Multimodal, combination strategies & approaches

 ART (stronger, longer, safer, simpler)
 Drug Resistance, medication fatigue

 Different delivery modes & strategies treatment and cure (e.g., 
bnAbs, vaccines, latency reversing agents, gene therapy)

 Address comorbidities 
 Screening and prevention (screening algorithms, prevention 

strategies)
 Improve engagement strategies

 Behavioral and community interventions (↑ community)
 Optimize care models 

 Alternative “venues” for care delivery, transition
 Technology
 Personalized medicine?  

 Research
MUST INCLUDE LIFETIME SURVIVORS
 Revisit eligibility requirements
 Intentionally recruit/engage

 ADVOCACY

https://www.oar.nih.gov/hiv-policy-and-research/research-priorities



Conclusion
Lifetime survivors, a unique population, are aging 

into adulthood
They have challenges and potential comorbidities 

that may impact their  outcomes across the lifespan
Awareness of the potential impact of lifetime HIV is key

This population needs to be included when 
designing and conducting research and optimizing 
clinical care   
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