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First known
infant to be born
with HIV

Acquired Immunodeficiency Syndrome in Children: Report of the Center:

PEDIATRICS

OFFICIAL JOURNAL OF THE AMERICAN ACADEMY OF PEDIATRICS

Control National Surveillance, 1982 to 1985

“although they make up only 1% of AIDS patients, they have unique
clinical, social, and public health problems that require special
attention.”

Martha F. Rogers. Pauline A. Thomas, E. Thomas Starcher, Mary C. Noa, Timothy J. Bush

and Harold W. Jaffe
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Fig 6. Survival time after diagnosis of AIDS in children

less than 13 years of age in whom AIDS was diagnosed

as of Dec 31, 1981, and reported to the Centers for Disease

Control.
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Persons living with diagnosed perinatally acquired HIV infection, year-end 2021—United States and 6 dependent areas jababtt:

N=12,628

American Samoa 0
Guam 2
Northern Mariana Islands 0
Puerto Rico 220
Republic of Palau 0
U.S. Virgin Islands 10

Population (No.)

| 0-29 B 30-89 B °0-207 Bl 208-2,392  Data classified using quartiles

Note. Data for the year 2021 are preliminary and based on deaths reported to CDC as of December 2022. Data are based on address of residence as of December 2021 (i.e., most recent known address).



Diagnosed HIV Infection by Sex and Transmission Category, Year-
end 2021—United States and 6 Dependent Areas

MALES 13-24 Years of Age Living with Diagnosed HIV FEMALES 13-24 Years of Age Living with Diagnosed HIV

Male-male sexual contact
and injection drug use
2.4%

Perinatal Perinatal
8.1% 39.6%
Heterosexual contact Male-male sexual contact Heterosexual contact
2.5% 84.6% 48.3%
Other Injection drug use
1.5% 5.4%
Injection drug use Othoer
0.9% 6.7%
N=26,518 N=7,324

CDC. Diagnoses of HIV Infection in the U.S. and dependent areas, 2021. HIV Surveillance Report, 2021; Vol 34. Published May 2023



JOHNS HOPKINS

MEDICINE

Age Distribution of Persons Living with Diagnosed Perinatally Acquired HIV
Infection, Year-end 2017 —United States and 6 Dependent Areas (N = 11,924)
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Yusuf and Agwu. Expert Review of Anti-Infective Therapy. Sep 2020
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Global data: 15-24 y/o with HIV by sex & acquisition mode

15-24-year-old young adults living with HIV
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UNAIDS Courtesy of Dr. Mutsa Bwakura-Dangarembizi
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25-year forecast of individuals with PHIV (in mid-adulthood)

1,200,000
25-Year Forecast of 40-50 Year Old Demographic Based on Current Statistics of 20—24yr olds living with HIV
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First wave of babies born with HIV nearing 30

Originally published October g, 2010 at 6:15 am | Updated October g, 2010 at 8:16 am

As We See It: Wisdom and
the Unique Experiences of
Wemen's Advacacy and =

Treatment Coalition on HIV women Born w‘th Hlv

In honor of National Women and Girls HIV/AIDS Awareness Day
(HNWGHAAD), The Well Project is excited to host an important
discussion on the experiences of women born with HIV. We invite

all people living with HIV, providers, and allies to join us for this
necessary conversation.

Wednesday, March 10, 2021 | 12:30 pm - 2:00 pM EST
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Interactive Symposium-02 | Living Into Young Adulthood
With Perinatal HIV
- - 4:00 PM -5:30 PM - Four Seasons Ballroom 1 m

Objectives: At the completion of the session, participants will be able to:

« Describe the epidemiology of the growing cohorts of young adults who have
grown up living with HIV

« Identify health and social challenges young adults with perinatally-acquired
HIV are facing in their HIV care and transition into adult life, including the
burden of mental health disorders and social ineguities that drive poorer
health outcomes in ways that differ from those without HIV

« Explain how life-long HIV and antiretroviral therapy exposures impact
inflammation and associated cardiometabolic complications

Target Audience: This session is directed to clinicians, epidemiologists,
advocates, and others involved in the care and study of adelescents and young
adults with HIV.

Level of Knowledge: It is assumed that the participants will be familiar
with pediatric and adolescent HIV clinical management and with the long-term
impacts of HIV and antiretroviral therapy on physical and mental health.

Conveners My 3 o]
Allison L. Agwu, The Johns Hopkins University P ': ‘.
Schaool of Medicine, Baltimare, MO, USA o] wi |
Victor Reyes, Howard University, Washington, ‘h*
0c, US4 e :

e

21 4:00 PM | Epidemiology of Perinatally-Acquired HIV
Among Adolescents and Young Adults

Mutsawashe F. Bwakura-Dangarembizi, Unfversity of
Zimbabwe, Harare, Zimbabwe

22| 4:20 PM | Historic Evolution of HIV and Mental Well-
Being Among Adults Living With Perinatally-Acquired HIV
Ezer Kang, Howard University, Washinglon, DC, USA

23 | 4:40 PM | Cardiometabolic Risks and Complications:
Adolescents and Young Adults With Perinatally-Acquired HIV
Sahera Dirajlal-Fargo, Ann & Robert H Lurie Children’s Hospital of
Chicage, Chicage, 1L, USA

5:00 PM | Audience Questions and Answers

- m Late-Breaking m Hew Inwestigeter Schalarihip (ROIZO24 37 oo

Photo credit: Annette Sohn https://watch.croiwebcasts.org/croi2024/n/day/all
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Persons Living with Diagnosed or Undiagnosed HIV Infection
HIV Care Continuum Outcomes, by Age, 2018—United States

N N % §
N 32 33 % \ \
M | TS N (N H |}
\ \ \ \ \
‘NI BB
\ Nl \ NE HENE
Total 24 25-34 35-44 45-54 255
B Diagnosed eceipt of care K Retgir€d in care B Viral suppression

Note. Receipt of medical care was defined as 21 test (CD4 or VL) in 2018. Retained in continuous medical care was defined as 22 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
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2™ Decade 3" Decade 4" Decade 5% Decade 6™ Decade
10-19 years 20-29 years 30-39 years 40-49 years 250 years

Environmental/Psychosocial Factors

Life events

School

Trade School/College
Employment
Parent/guardian loss

Trade School/College
Employment

Partnerships
Children

Parent/guardian loss

Employment
Partnerships
Children
Parent/guardian loss

Employment
Partnerships

Parent/guardian
loss

Employment/Retirement
Partnerships

Self-management

Parental/caregiver
involveme nt wanes

Self-management

Self-management
May need assistance

Disclosure Disclosure (to self) Disclosure of status to partners, children, friends, others
Disclosure to others
Stigma Internal and external stigma

Yusuf & Agwu. Expert Review of
Anti-Infective Therapy. Sep 2020

Zinyemba TP et al. J Econ Surveys 2019; Yusuf and Agwu. Expert Review of Anti-Infective Therapy. Sep 2020/



Life course perspective for Lifetime Survivors

2" Decade
10-19 years

3" Decade
20-29 years

4™ Decade
30-39 years

5t Decade
40-49 years
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>6™ Decade
250 years

b
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Treatment and Treatment-related Factors

Antiretroviral treatment

Simple regimens,
Increased responsibility of
ART

Simple regimen

Increased complex
regimens due to
development of resistance
Full responsiblilty of ART

Simple regimen

Increased complex regimens due to development of resistance

Full responsiblilty of ART

Adherence

May wane with decreased
parental/caregiver
involvement, stigma and
nondisclosure to peers

Adherence variable
Increased risk of resistance

Co-morbidities

Ols if nonadherent with
immune compromise
Non-AIDS comorbidities

Inflammation, accelerated
ageing, increased risk of
comorbidities

Inflammation, accelerated ageing, T risk of comorbidities

Care Delivery

Pediatric/Adolescent care;
transition from pediatric
to adolescent or adult care
may occur

Transition to adult care

Adult Care

Risk factors

Tobacco, substance use
may commence,

modifiable risk factors
begin

Increased weight gain, engagement in modifiable risk factors

Yusuf and Agwu 2021



The Most Commmon Causes of
Death by Age Group

Most common causes of death in the U.S. by age group (2020)

Suicide Other injury Cancer M Heart disease
Covid-19 ™ Congenital Anomalies

(51 ES

5-9 y/o Unirilrt‘ﬁ:gi{onal rﬁgiljp%ggr?jts Homicide
10-14 y/o = Unintentonal = 0 Suicide e Homicide
15-24 y/o SRS Homicide Suicide Hea
[ 25-34 y/o [ Suicide Homicide -
35-44y/o  Uninrentional il el Suicide
| 45-54y/o| \copiaims =l nie Covid-19 )
55-64 y/o [ Covid-19 e oo

Source: CDC
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HIV-1 ART start

Persistence Duration of HIV -1 infection

In Survivors HIV + l 'l'

of Early HIV
Factors influencing HIV-1 reservoir Reservoirs in long term ART
establishment in early life: suppressed children
» Maternal immune dynamics during + Limited biomarkers of reservoir
preganancy size
* Variants transmitted from mother * Low genetic diveristy
to child

* Reservoir persists by clonal
+ Maternal ART expansion

* Unigue immune environment in
early life

How will lifetime survivors be affected?

b

Long-term effects of HIV
persistence

» Lifelong ART adherence is
challanging

* Increased risk for developing
illnesses associated with
immunosenescence

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 we know what’s happening?

»Voices of lifetime survivors o 0 2 o
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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?

~

Clinical Event

Mortality

CDC-C and WHO-4 Event
CDC-B and WHO-3 Event
Bacterial Pneumonia
Serious Bacterial Infection
Presumptive PID

STl (Females)

Pregnancy

STI (Males)

Mental Health or ND Condition
Asthma, Atopy, or Allergy
Gastrointestinal Condition
Cardiac Condition

Anemia

Pancreatitis or Hepatitis
Peripheral Neuropathy

Metabolic or Bone Abnormality

MEDICINE
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Mortality or Incidence of First Occurrence per 100 Person-years

e
=
]
=
=
s p—
o
e —
=
=
e
u
-
-
B

6

,(' N 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
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Non-AlIDS Defining Comorbidities by age 30

Cumulative incidence of selected non-AIDS defining comorbidities by age 30
among young adults with perinatally-acquired HIV in the NA-ACCORD, 2000 to 2019

Diabetes mellitus Type 2 Hypercholesteremia Hypertriglyceridemia
3
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Total sample: 375 participants. Bands indicate 95% confidence interval.
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What is successful transition?

Transfer + Engagement + Retention
+

Equal /Better Clinical Outcomes

Successful Transition

- O™ © s

Agwu and Jao 2016



How do we improve outcomes?

WHERE? WHAT?,

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

EEEEEEEE
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