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Objectives

At the conclusion of this lecture, learners should 
be better able to:

1. Identify challenges in linking/retaining 
adolescents/young adults in care

2. Identify health outcomes associated with 
patient retention

3. Identify interventions and strategies useful 
for engaging youth in care.



Adolescent Cases

CASE 1:

• 20 yo female immigrant 
from El Salvador
– escaping abusive relationship, 

left behind 7yo son

– Illiterate

– HIV diagnosed thru ER after 
presenting with vaginal 
discharge. 

– Barriers: Language, literacy, 
transportation

Case 2: 

• 17 yo Af-Am male recently 
diagnosed with HIV during 
hospitalization for CMV colitis.
– Initial HIV care team discharged him 

from their service after abusive 
behavior toward hospital/clinic staff.

– Pt admitted to our hospital with 
same complaints.

– Barriers:
• Failed clinic appointments
• Poor adherence to ARV
• Multiple hospitalizations.



Which statement is true?

a. The rate of youth engagement is >90% at 
optimal youth clinic sites.

b. More than 90% of youth engaged in care will 
achieve viral suppression.

c. Initial viral suppression is a surrogate for 
sustained viral suppression.

d. Remote history of incarceration is an 
important risk factor for HIV treatment 
failure in youth.



Youth Living with HIV (YLWH)

Note. Data for the year 2018 are considered preliminary and based on 6 months reporting delay.



Continuum of engagement in HIV 
medical care

Adapted from Health Resources and Services Administration, HIV/AIDS Bureau. Continuum of engagement in HIV care. 
Cheever LW. Engaging HIV-infected patients in care: their lives depend on it. Clin Infect Dis 2007;44(11):1500-02.



YLWH

Source: CDC. Selected national HIV prevention and care outcomes

https://www.cdc.gov/hiv/pdf/library/slidesets/cdc-hiv-prevention-and-care-outcomes-2016.pdf




Linkage to Care

Failure to  link to medical care can lead to disease progression and ongoing HIV transmission.
• Adults studies suggest that ~75% of adults are linked to care.
• Youth:  Rates of linkage from 29%-73% within first year of diagnosis.

Overall linkage of newly diagnosed 62%

AIDS Patient Care and STD 28:3, 2014



Retention in Care

• Multiple studies have shown that age is significantly associated
with lack of retention in care.

• Overall retention rate combining published data on adolescent
and young adults:

44%

AIDS Patient Care and STD 28:3, 2014



Engaging Adolescent in Care

– Inadequate sex education

– Health related behaviors

– Low rates of testing

– Substance use

– Low rates of condom use

– Number of partners

– Older partners

– Developmental  challenges

– Lack of youth-friendly 
health services

– Socioeconomic 
challenges in  youth LWH

– Low rates of PrEP

– Feelings of isolation

– Stigma and 
misperceptions about 
HIV

– Increase rate of STDs

– Mental health

– Transitions to adulthood

Challenges



Public Health Outcomes associated 
with Patient Retention

• Increased access to HAART

• Improved treatment adherence

• Viral load suppression

• Improved immune function

• Less drug resistance

• Reduced health care costs associated with reductions 
in hospitalizations and emergency department use

• Reduction in risky sexual behavior

• Improved population survival rates

CID 2010:50 (1March)



Which of the following factors are 
associated with poor retention in 

care for youth?
a. Minority ethnicity

b. MSM population

c. Starting ARV in first year of diagnosis

d. Perceived lack of youth-friendly clinic 
atmosphere

e. All of the above

J Peds ID Soc, Vol. 5, No. 1, pp. 39–46, 2016. 



Closing the Gaps



What has/had worked?

• Multipronged approach interventions
– Reminder calls before appointments

– Updating patients phone number/addresses at 
each visit

– Phone calls (email, Facebook, text) by peer 
educators after  missed appoints.

– Supportive services: case management, mental  
health, substance abuse, transportation, food and 
nutrition

– Youth advisory boards



Structural Interventions

• Interventions targeting the delivery of health 
care and the health professional-patient 
relationship 

– Social, economic and political disparities that 
shape health behaviors.

• Improving relationships between testing sites 
and clinical sites, including multi-linguistic, 
LGBT and adolescent-friendly services to  
improve adolescent linkage to care.



Intervention Studies: ATN 093

Objective: To determine effective strategies to 
link HIV positive adolescents to care. March 
2010-Nov 2011 at 14 US sites.

• An ATN adolescent-expert outreach worker was 
provided as a clinical resource to testing facilities and 
health departments to help facilitate the linkage service 
process between the testing and treatment sites. 
– Age 12-24 HIV +

– Outcomes: 
• link within 42 days of referral 

• Engaged in care within 16 weeks of linkage

AIDS Care 2014 Jan; 26(1):1-9



Structural Barriers to care for 
youth

• Macro-level
– Insurance availability
– Transportation
– System-wide relationships 

between clinics, local health 
departments and testing 
organizations

• Meso-level 
– Clinic’s physical space
– Personnel issues

• Staff characteristics

– Procedural issues

• Micro-level
– Adolescents readiness for care 

or willingness to begin 
medications

… we’re dealing with youth who 
have no jobs so you can’t even buy 
a bus pass, and if you need a bus 
pass it needs to be mailed to you 
so you have to get in contact with 
your case manager at least two 
weeks before your appointment

Staff and Clinics 
requiring flexibility 
and persistence in 
maintaining contact 
with adolescents not 
yet ready to engage 
in care

… we’re also finding 
texting to be quite an 
effective way of 
communicating with kids. 
They actually respond 
better to texts, and I think 
texting is easier because 
it’s immediate…

AIDS Care 2014 Jan; 26(1):1-9



Linkage Coordinators/Navigators



ATN 116 SMILE Collaborative
• Utilization of LTC 

coordinator to youth-
friendly services 

• Goals:
– Improve identification of 

adolescents and young 
adults with HIV-
infection.

– Facilitate a practical and 
meaningful linkage to 
care for HIV-infected 
youth.

– Ensure engagement and 
maintenance of care for 
HIV-infected youth.

• Results:

– High linkage rates

– Less likely to  achieve 
viral suppression

– Factors associated with 
VS:
• Prompt referral



ATN 116 SMILE /ATN 128 PEACOC
• PEACOC Program:

– Links SMILE (ATN 116) and 
Connect to Protect (C2P) 
coalitions in Adolescent Medicine 
Trials Units (AMTU) with four 
Ryan White grantees (LA, NY, NO, 
VA)

– The goal is for the process of 
linkage, engagement and 
retention into care to secondarily 
lead to successful ARV initiation 
and viral load suppression.

– Secondary goal: identify and 
address structural, community, 
health system and individual level 
barriers to care.

JAMA Pediatrics July 2017 Volume 171, Number 7



SMILE/PEACOC

• ALL sites:
– Total enrolled 2217

• 77% linked to care
• 86% engaged in care (of those LTC), 

• Results:
– Trained linkage to care coordinators were more 

effective at linkage to care  and retaining youth in 
care than others, especially if working with the PH 
Depts



HIV Care Continuum: 
ATN Youth focused Medical Centers

JAIDS. 77(1):110-117, January 1, 2018.

• Engagement in care was associated with VL suppression (p<0.001)

• Among the 64 who did not meet criteria for care 
engagment, only 58% achieved VL suppression.



JAIDS. 77(1):110-117, January 1, 2018.

Factors significantly associated with Continuum

• Being ready AOR 2.17 (1.13–4.17) P 0.02

• Using alcohol <1-2x/ month AOR 21.65 (1.55–302.51) P 0.02

• Being very confident about AOR 21.65 (1.55–302.51) P 0.02

ability to keep medical appointments

• Living in one's own house/apartment AOR 3.42 (1.27–9.26) P 0.02

• Never having been incarcerated AOR 3.42 (1.27–9.26) P 0.02



Mobile and Social Media



Positive STEPS

• Text-based Tailored Medication 
Adherence

• Randomized control study: Text 
vs SOC

– Step 1: two-way text message

– Step 2: 5 session face to face 
intervention

• Outcomes: ART adherence and 
viral load suppression. 

BMC Public Health. 2018 Jul13;18(1):867



Using Social Media to Improve Engagement, Retention, 
and Health Outcomes along the HIV Care Continuum

• SPNS project: 2015-2019, 984 participants across 10 sites.

• AIM: develop mobile technology and social media 
interventions for linking, retaining and supporting HIV 
positive underserved, underinsured, hard to reach youth 
(13-24y) and young adults (25-34y)

• Goal: create a systems change that results in improved HIV 
health outcomes.

JMIR Res Protoc. 2019 Jan;8(1):e10681



Using Social Media to Improve Engagement, Retention, and 
Health Outcomes along the HIV Care Continuum:

Preliminary Findings

Support with Managing HIV Care

Persistence and Consistency of Medication Reminders
“I like that I would be reminded to take my pills on a daily basis. So I got to the point 
where I kept a little pill box with the days of the week on it. Even though I had it, I 
would forget to take them sometimes and the texts would remind me. Like, “It's time 
to take your meds. Have you taken your meds?" And then if I didn't answer it back, it 
would send another one, "Are you able to take them now?" And then I'd be like, ‘Okay, 
yes.’ And it finally would stop.” (QP01)

Helped Develop Behavioral Skills (i.e., Taking Meds) 
“I actually used that app for a while to get into taking my meds, like for it to remind 
me at a certain time. So now I just got the time down pat, that I could just feel it like, 
“’Oh, it’s time for me to take my meds.’” (QP06)

https://socialmediaetac.dgsom.ucla.edu/files/view/public_documents/Preliminary_Findings_from_Qualitative_Data.pdf

https://socialmediaetac.dgsom.ucla.edu/files/view/public_documents/Preliminary_Findings_from_Qualitative_Data.pdf


Other Mobile/Social Media

• Positive Affirmations for Youth- Boston, MA

– This intervention sought to reach youth ages 13-
24 years through messages of personalized 
positive affirmations sent through a HIPPA secure 
app. ie "My happy thoughts create my happy 
body."

• U=U educational initiative for Youth- Chapel Hill, NC

– Education on U = U delivered through the 
Undetectable comics given to new and returning 
patients.

https://targethiv.org/

https://targethiv.org/


Other…..



Financial Incentives
• HPTN 065: Test, Link-to-Care Plus Treat (TLC-Plus study) 2011-2013

– HIV+ Bronx/Washington, >13 yo  (18% <26yo)

• Financial incentive vs SOC

• $70 gift card every 3 mos if maintained undetectable vl (<400).

• Paid out $2.8 million to 9,000 patients in 39 clinics over 3 years

– Results:

• Linkage: Financial incentives did not significantly increase linkage compared to SOC

– adjusted odds ratio 1.10 (95% CI, 0.73-1.67; P = 0.65)

• Retention

– The proportion of patients with continuity in care was higher by 8.7% (95% CI, 
4.2%-13.2%; P <0 .001)

• Viral Suppression:

– FI had a 3.8% higher effect on viral suppression compared with SOC (95% 
CI, 0.7%-6.8%; P = 0.01)

• Staff reported improved visits adherence, better patient-provider 
relationships, and increased opportunities for general preventive care

JAMA Intern Med. 2017;177(8):1083-1092



Transition to Adult Care

Challenges  associated with the transition of 
care for adolescents and young adults include:

• Changing of care providers

• Lack of youth-friendly services

• Rigid scheduling

• increasing responsibilities and
decreasing involvement of adult 
care givers

HIV Clinical Resource Guidelines for Transitioning HIV-Infected Adolescents into Care 



“Youth Friendly” Clinics
• Adolescent only section to  develop a more inviting space

– Adolescent- specific décor and materials

• Use of peer educators
• Staff comfort with adolescents

– Development, gender, sexual orientation, cultural competence 
trainings

• Flexible hours, same-day appointments
• Allow walk-in and texted appointment reminders
• Youth specific services: Mental Health, Substance abuse, 

housing, transportation.
• “Unmeasurables”: personal touch and friendly atmosphere, 

minimize personnel patient contact



Adolescent Cases

• Case 1: 20 yo immigrant

– Interventions: Pt navigator; case 
manager,  mobile support, 
transportation.

– Attends regularly

• VL 75K →400 ( 1 m on med)-> 
undetectable (2m on med)

– Connected to navigator- making 
multiple phone calls, checking in, 
walking pt to appointments to 
avoid getting lost, establishing 
trust, building rapport, making 

patient feel comfortable in clinic.

• Case 2: 17 yo M
– Interventions: Intensive SW/Case 

management; Peer support; community 
support group. Enrolled on first visit to 
clinic, subsequently refuses to speak with 
team members

– Asserting independence, exploring 
autonomy

– Probably MH disorder, refused evaluation

– Continued to fail appointments or opted to 
reschedule

– Infrequent labs revealed high viral load, 
cd4 <100.

– Multiple hospitalization. 

– Goals:

• Keep engaged with his provider via 
text messaging.

• Reinforce safe sex

• Wait for readiness

- Died 2 years later



Interventions that may help youth achieve viral 

load suppression include: 

a. One-on-one ART education and counseling

b. Medication adherence tools (eg pillbox, text 
reminders, mobile apps)

c. Access to intensive case-management and 
navigation services

d. Resources to better manage HIV related stigma and 
barriers to care

e. All of the above—it takes a village.



Clinical site characteristics that are strongly 
associated with youth retention include all of 

the following except:

a. Adherence counseling

b. Clinic-based mental health

c. Late evening clinic appointments

d. Clinic-based patient navigators

e. Clinic-based case management



Summary
• Continued focus on TasP  to increase:

– Timely testing
– Linkage to care
– Retention in care
– ARV use
– Viral suppression

• Multi-pronged approach needed
– Collaborations between PH departments, CBO, and clinics
– Involvement of youth advisory groups
– Education and risk reduction
– Address stigma, discrimination, trauma
– Patient/Peer Navigators: intensive case management
– Youth-friendly HIV care settings
– Peer, family, social support
– Safe spaces for YMSM
– Youth-friendly case management, substance abuse

treatment and mental health services

• Despite simpler regimens, more research needed 
to improve treatment readiness and adherence to impact
viral load suppression.



Thank you 

Lspencer2@dhs.lacounty.gov


