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Background
• Young MSM (YMSM) are among the highest at-risk for HIV 

in the US1,2

– YMSM of color disproportionately affected by HIV

• HIV testing is critical for timely treatment and linkage to prevention 
– Approximately half of YMSM tested in the past year3

– 1/3 never tested in their lifetime3

• PrEP has demonstrated efficacy in clinical trials,4,5,6 however PrEP uptake 
and adherence has been low among YMSM7,8

– Only 11% of men initiating PrEP between 2012-2016 were under age 25

• Technology can be leveraged to support HIV testing and PrEP uptake, 
adherence, and engagement in young MSM
– Prepmate SMS intervention to support PrEP retention & adherence
– LYNX app to increase HIV testing & PrEP uptake 
– DOT Diary app to support PrEP monitoring & adherence

?

1CDC HIV Surveillance Report 2014; 2Baral Lancet ID 2013; 3Sanchez JMIR 2015; 4Grant NEJM 2010; 5Baeten  
6Thigpen NEJM 2012; 7Hosek JAIDS 2017; 8Hosek AIDS 2016
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(YMSM accounted for about 3 quarters of new infections among youth between ages of 13-24, and 1/3 of infections among MSM)
YMSM of color disproportionately affected by HIV, with Black and Latino MSM accounting for 78% of infections among YMSM

Based on pharmacy claim data, only 11% of men initiating PrEP between 2012-16 were under the age of 25
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Mobile phone technologies have enormous potential to reach and engage YMSM in HIV prevention�Mobile phone ownership has nearly reached saturation among youth.
98% of youth between ages 18-24 owned a smartphone, similar between genders
With Android and iOS most common operating systems
Furthermore, youth are more likely to use their mobile devices for activities such as downloading apps, social networking, and accessing health information�African American teens are more likely to own a smartphone and go online than their white counterparts



How is PrEP
going?

Not great. 

Ok

Approach Adapted from Lester Lancet 
2010
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Prepmate is a youth-tailored PrEP support intervention
includes several technology-based components, grounded in the IMB (information, motivation, behavioral skills) model. 
SMS-based component was adapted from the Weltel model which Dr. Richard Lester demonstrated to be effective in improving antiretroviral adherence in Kenya
In Prepmate, weekly text messages are sent asks ppts how is PrEP going.
Ppts can reply either fine or not fine, and also engage in 2-way text messaging with a staff member at the clnic
If ppts are not doing ok, phone based problem solving and counseling support is provided based on integrated Next Step Counseling approach developed by Rivet Amico.
Also for the 1st 2 weeks, ppts get daily SMS reminders at specified time – they can then opt into ongoing messages throughout the study. 
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Online component of Prepmate on a password protected website, including access to PrEP information and testimonial videos of peers sharing their experiences taking PrEP, and an online forum for ppts to discuss topics with other study participants 



EPIC RCT
• Impact of Prepmate on PrEP

retention & adherence was 
evaluated in a PrEP
implementation study within 
Chicago’s safety-net system

• YMSM aged 18-29 enrolled in EPIC 
and provided 9 months of free 
TDF/FTC PrEP

• PrEP visits at Chicago CORE PrEP 
clinic – visits/labs covered by 
insurance or out of pocket

• Participants randomized 2:1 to 
receive Prepmate + standard of care 
(SOC) vs. SOC alone (risk 
assessment, PrEP education, and 
brief adherence counseling by health 

Chicago CORE 
Center 

PrEP Clinic
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Baseline characteristics of enrolled participants 
(N=121)

Characteristic Prepmate
N=81

SOC
N=40 P value

Mean age 24.2 24.4 0.71
Race/ethnicity

Black
Latino
White
Asian
Other

27%
41%
24%

4%
5%

30%
28%
28%
13%
3%

0.32

Gender: Male
Transgender/Genderqueer

96%
4%

93%
7% 0.40

Education: Some college or higher 78% 70% 0.38
Income: <$20,000 61% 56% 0.68
Has health insurance
Has primary care provider

78%
45%

80%
53%

0.82
0.45

Depressive symptoms (PHQ-2) 22% 40% 0.02
Any recreational drug use 63% 67% 0.69
Mean # anal sex partners, past 3 months 7.7 4.7 0.45
Condomless receptive anal sex, past 3 mo 51% 39% 0.32
STI (GC, CT, and/or syphilis - lab confirmed) 19% 25% 0.48



Overall Retention/Adherence: 
TFV-DP (fmol/punch) via DBS w/ Dosing 

Estimates

0%

10%

20%

30%

40%

50%

60%

70%

80%

90%

100%

Week 4 Week 12 Week 24 Week 36

>700 (4 or more pills/wk)
350-699 (2-3 pills/wk)
<350 (< 2 pills/wk)
BLQ
Missed visit

25%
27%

86% 73% 60% 50%

(N=118*)       (N=117*)      (N=117*)       (N=121)

7%
18%

*Ppts seen but DBS not collected for 3-4 ppts
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This slide shows retention and adherence levels estimated by tenofovir diphosphate levels in DBS in the overall cohort. In the light blue top bars, you can see the proportion who achieved protective levels consistent with 4 or more doses/week, and in the darker blue bar at the bottom, proportion with missed visits.
Overall, you can see adherence level was high early on and follow-up, dropped somewhat by week 36, with about half with protective levels at week 36. Missed visits increased over time, with about a quarter with missed visits at week 36. Among those who came back for visits, very few had undetectable drug levels.



Visit retention, by intervention 
arm
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Prepmate Standard of Care

Impact of Prepmate
on Visit Retention

Prepmat
e

SOC

% visits retained 86% 71%
Odds ratio (OR) 

for retention
(Prepmate vs. 

SOC)

2.62 
(95% CI 1.24-

5.54)
P=0.01

Adjusted OR*
2.73

(95% CI 1.3-
5.73)

P=0.007

*Adjusted for depressive symptoms at baseline (p<0.05)
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This slide shows the impact of Prepmate on visit retention. In the green bars are visit attendance rates in the Prepmate arm, and in red, attendance rates in the SOC arm. You can see that there was higher retention overall in the Prepmate compared with SOC arms, with 86% of all visits seen in the Prepmate arm, compared with 71% in the SOC arm, for an odds ratio of 2.62, and p value of 0.01. After adjusting for baseline differences in depression rates, this finding remained highly statistically significant.



Adherence, by intervention 
arm

Impact of Prepmate
on Adherence 

Prepmat
e

SOC

% with 
protective TFV-

DP levels

72% 57%

Odds ratio (OR) 
for Adherence

(Prepmate
vs.SOC)

2.05 
(95% CI 1.06-

3.94)
P=0.03

Adjusted OR*
2.06

(95% CI 1.07-
3.99)

P=0.03
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Prepmate efficacy did not differ significantly by age, race/ethnicity, education, 
or insurance

*Adjusted for depressive symptoms at baseline (p<0.05)
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This slide shows the impact of Prepmate on adherence (which as a reminder is defined as % who were retained for a visit and had TFV-DP levels consistent with 4 or more doses/week. We also saw higher adherence in the Prepmate compared with SOC arms, with 72% vs. 57% visits achieving protective levels, and an OR of 2.05, p value 0.03. Unchanged after adjusting for baseline differences in depression.



High Acceptability of Prepmate
Week 12 Week 36

Prepmate was very/somewhat helpful 89% 88%
Wanted to continue using Prepmate after
study

86% 83%

Would recommend Prepmate to others 95% 92%
Prepmate provided a service you wanted 94% 92%
Prepmate met most/all PrEP support 
needs

94% 93%

Mostly/very satisfied with Prepmate 95% 95%
Prepmate helped deal with your 
problems

89% 85%

Worried others would see Prepmate
messages

5% 3%

Had problems sending/receiving
messages

5% 7%No social harms reported related to use of 
Prepmate
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For participants in the Prepmate arm, we also collected a number of acceptability measures. You can see across a number of measures, there was high acceptability of Prepmate, including most individuals finding it very or somewhat helpful, wanting to use it after the study, and would recommend it to others.  
Slide 18 Also, as shown in green, very few were worried others were see Prepmate messages, or had problems sending/receiving messages, ad no social harms were reported related to use of Prepmate




Did weekly check-ins 
help in any other way? 

“The sense of having a somewhat total 
stranger watching out for another person 
was great to have. Jenn was that total 
stranger to me, and her and I have 
developed a pseudo friendship thorugh
Prepmate. Her weekly check-ins gave me 
a sense of community/comraderie that can 
sometimes be lost in this day and age…”

Presenter
Presentation Notes
We asked ppts if weekly check-ins help in any other way. And one ppt said “The sense of having a somewhat total stranger watching out for another person was great to have. Jenn was that total stranger to me, and her and I have developed a pseudo friendship thorugh Prepmate. Her weekly check-ins gave me a sense of community/comraderie that can sometimes be lost in this day and age…”




HIV Testing & PrEP
Uptake

Novel mobile app 
designed to increase 
HIV/STI testing and 
support PrEP uptake 
among YMSM aged 15-
24.  Informed by the 
Information, Motivation, 
and Behavioral skills 
(IMB) model.

LYNX



LYNX
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Focus groups completed in Chicago and Tampa in 15-18 and 19-24 year olds 
App well-received overall
YMSM liked sexual diary component
Interest in gamification and feedback features





DOT Diary
• Accurate measurement of adherence is 

critical in PrEP implementation studies, yet 
currently available methods have many 
limitations

• Optimal methods for monitoring adherence 
to PrEP:
1. Confirm that oral ingestion has occurred
2. Evaluate longitudinal patterns of PrEP use in 

relation to sexual behavior
3. Provide real-time adherence monitoring to allow 

rapid intervention
4. Provide individual feedback on adherence 

performance with goal of improving adherence

• Potential for smart-phone based automated 
directly observed therapy (aDOT) with an 
electronic sexual diary to fulfill these 
characteristics

• Goal: Build and evaluate DOT Diary (D2) in PI: Susan Buchbinder



AiCure Artificial Intelligence Technology
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Conclusions
• HIV testing rates and PrEP

uptake/adherence have been low among 
YMSM

• Mobile technologies are a promising 
strategy to reach and engage youth in HIV 
prevention

• An SMS-based intervention (Prepmate) 
was highly acceptable and increased PrEP
retention and adherence among YMSM in a 
real-world clinic setting

• Strategies to integrate SMS-support 
components of Prepmate into PrEP delivery 
settings for youth should be explored

• Mobile phone apps to increase HIV/STI 
testing and monitor and support PrEP
adherence are being developed and could 
help address disparities in the PrEP care 

ti  i  YMSM



Acknowledgements
EPIC
Jonathan Fuchs
Sybil Hosek
Rivet Amico
Richard Lester
Peter Anderson
Jennifer Brothers
Pedro Alonso Serrano
Patricia von Felton
Erin Andrew
Eric Vittinghoff
Susan Buchbinder

LYNX/iTech
Hyman Scott
Kenneth Coleman
Janie Vinson
Amavis Garcia
Elizabeth Enriquez-Bruce
Pedro Alonso Serrano
Kelly Bojan
Patrick Sullivan
Lisa Hightow-Weidman

DOT Diary
Susan Buchbinder
Kenneth Coleman
Aaron Siegler
Ariane van der Straten
Nicole Laborde
Gordon Kessler
Laura Shafner
Michelle Marlborough
Adam Hanina

NIH
Michael Stirratt (NIMH)
Sonia Lee (ATN)

Technology Developers
Cognitive Digital
Planet I/O
Apt Mobility
AiCure

Study participants

NIMH R01 MH095628, R01 MH109320; ATN U19 HD089881

http://www.google.com/url?sa=i&rct=j&q=&esrc=s&source=images&cd=&cad=rja&uact=8&ved=0ahUKEwjuuICcydTPAhUEwlQKHeEKA-EQjRwIBw&url=http://stepupgettested.com/partner-agencies/&psig=AFQjCNGoX2UYx0YcbCSd8v1n0aXz4VCRYQ&ust=1476337852256439


Addressing the Vicious Cycle of Food 
Insecurity and HIV

Sheri Weiser, MD, MPH

Department of Medicine
University of California, San Francisco

Food for Thought:

Presenter
Presentation Notes
 




OVERVIEW



FOOD IN/SECURITY: DEFINITION
Food security:          
Access by all people at all 
times to enough food for an 
active, healthy life

Food insecurity: 
The limited or uncertain 
availability of nutritionally 
adequate and safe foods 
or the inability to acquire 
acceptable foods in 
socially acceptable ways

United States Department of Agriculture; USA National Research Council



Image: FeedingAmerica.org, 2015; Coleman-Jensen, USDA, 2015. 

16 MILLION U.S. HOUSEHOLDS 
ARE FOOD INSECURE

PREVALENCE OF FOOD INSECURITY IN US

• 13% of all households
• 22% of Black households
• 19% of Latino households 
• 38% of low-income households



1 Normen, J Nutrition, 2005; 2 Anema, Subs Abuse Tx, 2010; 3 Weiser, JGIM, 2012; 4 McMahon JAIDS, 2011; 5Kalichman J Urban Health, 2010

48%, San Francisco 3

APPROXIMATELY HALF 
OF PEOPLE LIVING WITH HIV IN NORTH 
AMERICA ARE FOOD INSECURE

64.7% Vancouver 2

48%, British 
Columbia 1

51%, Atlanta 5

63%, Boston 4



HIV AND FOOD INSECURITY: 
SYNDEMIC ISSUES 

IFPRI (2010) Food Security CASE maps & UNAIDS 2010 

Food 
Insecurity

Kcal/per/day

Adult HIV
Prevalence



Poor 
mental 
health

Increased 
acute care 

use and 
health costs

Poor 
adherence 

to care

Poor 
nutrition

Food 
insecurity

Increased    
poverty and

unemployment

Worse 
HIV/AIDS 
& chronic 
disease
health

Weiser et al., Am J Clin Nutr, 2011

VICIOUS CYCLE OF
FOOD INSECURITY AND POOR HEALTH



 Undernutrition

 Micronutrient & 
macronutrient 
deficiencies

 Lower fruit & 
vegetable intake

 Obesity 

FOOD INSECURITY WORSENS HEALTH VIA 
POOR NUTRITION

Ford. Prev Chronic Disease, 2013



FOOD INSECURITY WORSENS HIV HEALTH VIA 
POOR NUTRITION

Sirotin & Weiser, PLoS One, 2015

Food insecure HIV-infected and at risk women had 
higher odds of being overweight and obese



 Depression

 Anxiety

 Drug & alcohol 
use 

 Stigma 

 Poor overall 
mental health 
status

FOOD INSECURITY WORSENS HEALTH VIA 
POOR MENTAL HEALTH

1. Vogenthaler et al. AIDS and Behavior 2011; 2. Tsai, et al SSM 2012; 3. Palar & Weiser, AIDS and 
Behavior, 2014; 4. Weiser et al. Am J Clin Nutr 2011; 5. Strike, BMC Public Health 2012.



Poor mental 
health

FOOD INSECURITY WORSENS HIV HEALTH VIA 
POOR MENTAL HEALTH

Palar et al., AIDS Behav, 2014

60% 
higher
odds of 

depression

Food insecure HIV + individuals more depressed 
compared to food secure

Food 
insecurity

Worse

health



 Medication 
non-adherence 

 Treatment 
interruptions

 Missed clinic 
visits 

FOOD INSECURITY WORSENS HEALTH VIA 
POOR HEALTH BEHAVIORS



Poor health 
behaviors

FOOD INSECURITY WORSENS HEALTH VIA 
POOR HEALTH BEHAVIORS

Food 
insecurity

Worse
chronic 
disease
health

Herman et al., AJPH, 2015 

NHIS (67,539 adults): Severely food insecure less
able to take medications as prescribed

3.7x odds 
of skipped 
medication
4x odds of 
delayed 

refill 



Acquire HIV HIV
diagnosed

Linked to 
care

Retained 
in care

Initiate 
care plan 

& ART

Adherent to 
care plan 

& ART

Improve 
health

Longevity

higher 
odds of HIV 
infection1

70% 
higher 
odds of 
failing HIV 
therapy3

2x more 
likely to 
die4,5

Image: FHI360.org. 1. Palar, AIDS, 2016; 2. Weiser, AIDS, 2012; 3. Wang, JGIM,  2011;  4. Weiser, AIDS, 2014;  5. Anema, PLoS One, 2013

45% 
higher odds of 
progression
to AIDS32x odds of 

missing 
clinic2

FOOD INSECURITY WORSENS HEALTH ALONG
CASCADE OF CARE FOR HIV

2.7x 
higher 
odds of 
ART non-
adherence



FOOD INSECURITY IS LINKED TO 
DIABETES & OTHER CHRONIC DISEASES

2X higher odds of having diabetes1

20% higher odds of hypertension2

30% higher odds of hyperlipidemia2

Over 3x higher odds of osteoporosis3

46% higher odds of chronic kidney disease4

1 Seligman. JGIM , 2007; 2 Seligman. J Nutr, 2010; 
3 Lyles. J HC Poor Underserved, 2007; 4 Crews. Amer J Nephrology, 2014     
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2x odds 
of being 
hospitalized

71% higher 
odds of ER
visits

Weiser, et al. JGIM 2013

FOOD INSECURITY LINKED TO INCREASED 
ACUTE HEALTHCARE UTILIZATION IN HIV

Healthcare 
Expenditure

Food 
insecurity

Hospitalizations 
and

Readmissions



FOOD=MEDICINE: 
ADDRESSING THE CYCLE OF FOOD 

INSECURITY & POOR HEALTH



POSSIBLE INTERVENTIONS

Vocational Training 
Programs

Targeted food 
supplementation

Food stamps/vouchers

Cash 
transfers 



Improved 
mental 
health

Improved 
HIV &

chronic 
disease
healthImproved 

health 
behaviors

Improved 
nutrition

Food 
security
interven-
tions

Decreased 
acute care 

use and 
health costs

Decreased
poverty and

unemployment

FOOD SECURITY INTERVENTIONS
IMPROVE HIV HEALTH AND COSTS



52% decrease 
in food insecurity 
(p<0.0001)

31% decreased  
frequency of fat 
consumption 
(p=0.003)

27% increased 
frequency of fruit 
& vegetable 
consumption 
(p=0.01) 

Food 
Support 

Programs

Improved 
Nutrition

FOOD SUPPORT
IMPROVES HIV NUTRITION

Palar, Napoles et. al JUH, 2017

Improved
HIV & 

Chronic 
Disease
Health



23% reduction 
in symptoms of 
depression 
(p=0.028)

23% reduction 
in distress 
about chronic 
illness (p<0.001)

FOOD SUPPORT IMPROVES
MENTAL HEALTH

Palar, Napoles et al., JUH, 2016; Seligman et al., Health Aff, 2015

Food 
Support 

Programs

Improved 
Mental 
Health

Improved
HIV & 

chronic 
disease
health



Easier to self-
manage 
diabetes1,2

Took their HIV 
medications as 
directed2

68% lowered odds 
of missing
appointments3

FOOD SUPPORT IMPROVES
HEALTH BEHAVIORS

1. Seligman et al., Health Aff, 2015; 2. Palar & Weiser, JUH, 
2016; 3. Aidala et al., Comm Health Advisory Brief, 2013

47%

Food 
Support 

Programs

Improved 
Health 

Behaviors

70%

Improved
HIV/& 

chronic 
disease
health



BEHAVIORAL PATHWAY: 
IMPACT OF CLINIC-BASED FOOD SUPPORT 
INTERVENTIONS ON ART ADHERENCE
Zambia: 70% of patients in food supplementation group vs. 48%  in 

controls achieved >95% adherence (RR 1.5; 95% CI 1.2-
1.8)1

Kenya: Qualitative study found greater ART adherence and 
fewer treatment side effects among patients enrolled in 
food support program 2

Haiti: In a cohort study, food assistance associated with fewer 
missed clinic visits and reported fewer problems taking 
ART up to 12 months after the intervention.3

Honduras: Monthly food basket led to 19.6% greater improvement 
in on-time prescription refills at 6 months over nutritional  
education alone.4

1. Cantrell, JAIDS, 2008, 2. Byron, Food Nutrition Bulletin, 2008; 3. Ivers et al. AIDS Research and Therapy 2010; 
4. Martinez et al AIDS Beh 2014



POH, SAN FRANCISCO1

63% less likely to be hospitalized

36% less likely to visit ER 
CHAIN, NEW YORK CITY2

45% less likely to have ER visit

47% less likely to have an 
inpatient stay

FOOD SUPPORT INTERVENTIONS REDUCE
ACUTE HEALTHCARE UTILIZATION

1. Palar, Napoles et al. JUH, 2016; 2. Aidala, et al., Comm Health Advisory Brief, 2013



FOOD SUPPORT IS AN
INEXPENSIVE INTERVENTION

From Plenary given by Karen Pearl, President & CEO, God’s Love We Deliver at the North American HIV Housing Research Summit

Feed someone for ½ a year for the same cost 
as 1 day in the hospital



Mal-
nutrition

Agricultural systems, 
poverty, gender

Food Insecurity

Interventions

SOCIAL PROTECTION APPROACHES: 
MOVING TOWARD LONG-TERM STRATEGIES

Macronutrient/
Micronutrient 
supplement

Social Transfers 
or Urban 
Gardens

Livelihoods
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SHAMBA MAISHA PILOT, KENYA
NIMH R34  (WEISER/COHEN/BUKUSI PIS)

Overview:
 “Farm Life” in Kiswahili
 Targets poverty & 

agriculture for HIV-
infected adults

 2 clusters;  n=140 people

Intervention components:
 Microfinance
 Kickstart Human-

powered water pump
 Agricultural/finance 

training



SHAMBA MAISHA: 
INTERVENTION FRAMEWORK

Cohen & Weiser, Spinger Plus, 2015



SHAMBA MAISHA:
REDUCED HOUSEHOLD FOOD INSECURITY*

-1.06, p=0.142

-2.31, p=0.002

-2.572, p<0.001

-3.69, <0.001

*Weiser & Cohen, AIDS, 2015
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SHAMBA MAISHA:
INCREASED VIRAL SUPPRESSION

1.85, p=0.003

2.03, p=0.002

*Weiser & Cohen, AIDS, 2015



2.03, p=0.002

170.0, p<0.001

SHAMBA MAISHA:
INCREASED CD4 COUNT

400
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Trial Time, Month

Intervention

Control

170.0, p<0.001

59.13, 
p=0.18

Weiser & Cohen, AIDS,2015



SHAMBA MAISHA:
INCREASED SELF CONFIDENCE

=
0.54, p=0.033

0.76, p=0.003



Mechanisms: Shamba Maisha

33

Nutritional Mental Health Behavioral

“I think I have put on 
some weight since it 
started! Because I 
have been eating 
better ….In fact, the 
other day a woman 
was telling me 
nowadays my face 
looks healthy and so 
on (laughs). And its 
only me who knows 
the secret to it - its 
because I am 
surrounded by 
vegetables!”

“It has given me hope 
and will to do my 
things. Not like before, 
when I used to be 
hopeless and scared. 
I also have the will to 
go about my duties 
and farm from which I 
get food and money 
thus living like any 
other person.”

“I find getting to clinic to be 
a little easier because now I 
am able to get money for 
my fare to the clinic when 
my time to go to the clinic 
comes. I get the money from 
the farm produce.” 

“Through the vegetables… 
now I am able to take my 
medication as 
required….When one is on 
ARVs you are required to eat 
and for now even if we have 
no other food we rely of 
these vegetables because 
they are always there.… “

Weiser et al. , AIDS and Behavior, 2017



QUALITATIVE RESULTS
REDUCED VIOLENCE

I used to be violent... The 
violence would mostly relate 
to money issues and this is the 
root cause in many homes… 
but right now she manages 
the farm and takes it as 
hers…Now she has some few 
coins in the pockets and if I 
need some money...I can 
always ask her. So it has taken 
care of some form of domestic 
violence to some very big 
extent. 

(Male, 41 years old)

Zakaras et al., Arch Sex Behavior, 2017
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Shamba Maisha (MH107330-01)

a) Finance loan (~$175)
b) Agricultural implements: human-

powered water pump, seeds, fertilizers 
and pesticides; and 

c) Education in financial management 
and sustainable farming practices.

Health Outcomes
• Viral Suppression 
• CD4 Count
• Physical Health 
Status
• WHO stage
• Hospitalizations

Outcomes

Food Security & 
Household Income 
through these 
pathways:
• Nutritional 
• Behavioral 
• Mental Health
• EmpowermentStandard of Care

Intervention

• What is the impact of a multisectoral
agricultural and finance intervention on HIV 
clinic outcomes?
• What are the pathways through which the 
multisectoral intervention may improve HIV 
health outcomes?
• What is the cost-effectiveness of the 
intervention?
• What is the best way to scale up the 
intervention? 

Key Questions
16 Communities

3 counties in Kenya

Shamba
Maisha

Partners
Kenya MOH

FACES
KEMRI
RCTP

KickStart
SMEP

KENYA

Migori

Homa Bay

Kisumu

8 communities 
44 participants

each

8 communities 
44 participants each



Urban garden intervention for individuals living 
with HIV or diabetes/pre-diabetes, San Jose 
 45 person qualitative study
 Intervention improved diet, exercise, 

stress/mental health, weight control, and 
management of chronic diseases

URBAN GARDENING: VALLEY VERDE



Mechanisms: Valley Verde Formative Research
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Nutritional Mental Health Behavioral
“My family has lost weight. 
We’re cooking new things, 
losing weight, feeling 
healthier. We got blood 
pressures down. My oldest 
[daughter] was at risk for 
childhood diabetes. That’s 
gone…. 

“It is good to eat healthy. I 
mean, more than anything 
organic because that is 
what I was noticing the 
other day, my wife has not 
gone to the doctor since 
then [starting the garden]. 
That tells you a lot. It is a big 
change.” 

“Having the garden has 
gotten me through some 
pretty tough times. There 
were times that were very 
stressful for me and it’s like 
therapy. I got out there 
and I just garden and I 
plant. I find it very 
therapeutic and I’m really 
grateful that I have two 
plots.”  

The whole health of the 
house has changed... It’s 
been all-around healthy –
mind, body, soul healthy.”

“We do more [exercise] 
because before we would 
just finish dinner and sit 
down and watch TV, and 
now we don’t. Now we go 
outside and cut the grass 
that’s on the side, clean up 
the garden, so when we 
come back in we’re 
already tired. We have to 
prepare the soil, pull 
weeds, dig… when we 
finish we’re sweating.”



TAKE HOME POINTS
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Thank you very much for the invitation to speak today. My name is….



Outline
1. Landscape of economic approaches

2. Potential for impact  

3. Evidence gaps

Presenter
Presentation Notes
In this presentation, I will:

provide a very high-level overview of the types of economic approaches that are used to enhance the HIV prevention, care, and treatment cascade, 

discuss some hypotheses for how they might achieve their intended effects, 

and also present the gaps in the evidence base that were revealed in a recent systematic review of household economic strengthening activities for HIV. 



Although the extreme poverty rate has declined, 
SSA now accounts for half the world’s extreme poor

Presenter
Presentation Notes
Economic status has long been recognized as an important structural driver of the HIV epidemic. 

For example, in SSA the HIV epidemic coincides with high rates of poverty which can fuel epidemic spread by increasing the likelihood people will engage in higher risk behaviors as well as impeding the receipt of lifesaving treatment and care services. 

Indeed, the World Bank estimates that 41% of the population in sub-Saharan Africa lives below the international extreme poverty line of $1.90 a day. 




Extreme Poverty Coping Strategies 

Moderate Coping
• Selling productive assets
• Further reducing spending 

and food consumption 
• Borrowing at high rates

Extreme Coping
• Dependence on charity
• Breaking up household
• Migrating under distress
• Going without food

Minor Coping
• Selling productive assets
• Seeking wage labor
• Migrating for work
• Borrowing
• Reducing spending and 

food consumption
• Drawing on social assets

Source: LIFT II Livelihood and Food Security Technical Assistance

Presenter
Presentation Notes
Households often become poor after experiencing a shock, like a household member becoming ill with HIV. They must then engage in various coping strategies for survival. 

Minor coping might include selling non-essential assets, looking for additional work, and reducing spending.

As a family’s economic situation worsens, households may continue to sell productive assets and reduce spending, but they may also begin acquiring high-interest loans. 

In the most extreme cases, household may descend into extreme stress as they have to rely on charity or begging, they may have to break-up the household or migrate, or in the worst situations, go without food. 


http://datatopics.worldbank.org/sdgatlas/SDG-01-no-poverty.html




Likelihood of employment, before and after 
ART, Kwazulu-Natal, South Africa

Source: Jacob Bor, Frank Tanser, Marie-Louise Newell, and Till Bärnighausen. Health Aff (Millwood). 
2012 Jul; 31(7): 10.1377/hlthaff.2012.0407.

• Clinical data from >2000 
patients linked to ten years of 
longitudinal SES data from a 
community-based cohort of 
>30,000 adults

• Four years after the ART 
initiation, employment had 
recovered to ~90% of baseline 
rates 3-5 years before ART

Presenter
Presentation Notes
The effect of extreme poverty seems to be the most acute around the time of HIV treatment initiation. These data from South Africa show the likelihood of employment before and after ART start. 

You can see that there was a sharp decline in employment in the year before patients start treatment, followed by a slow but nearly complete recovery back into the labor force. 

Four years after ART initiation, employment nearly recovered to 90% of the baseline levels of employment. 

These data provide rationale for economic approaches that seek to enhance household resilience to economic shocks, especially programs implemented around the time of treatment initiation. 




Livelihood & Food Security Conceptual        
Framework

PROTECTION
Asset protection & 

consumption smoothing
• Group savings and loans
• Micro-insurance
• Household food production

Source: LIFT II Livelihood and Food Security Conceptual Framework, FHI 360

PROMOTION
Asset & income growth, 

consumption improvement
• Enterprise development
• Microcredit
• Value chains

PROVISION
Asset recovery & 

consumption support
• Cash transfers
• Savings
• Food and labor schemes
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Presenter
Presentation Notes
LIFT II Livelihood and Food Security Conceptual Framework is a helpful way to consider categories of livelihood strategies that are best suited to varying levels of household vulnerability.

For example, ‘provision’ type interventions, like cash transfers, savings, and food and labor schemes are appropriate for the most vulnerable households, including those with high levels of food insecurity. 

In contrast, the frameworks proposes that ‘protection’ and ‘promotion’ interventions are better suited for households that are less vulnerable, but still in need of economic support. 

These interventions focus on protecting productive assets and smoothing consumption, and include, for example, group savings and loans, micro-insurance, and household income generating activities. 

This is a useful way to conceptualize the diverse types of economic interventions that have been utilized for households affected by HIV.



Outline
1. Landscape of economic approaches

2. Potential for impact  

3. Evidence gaps

Presenter
Presentation Notes
So how might household economic strengthening interventions achieve their intended effects, and what is some of the evidence for their effectiveness?




Potential Impact Pathways
• Livelihood support, cash transfers, and asset transfers could help 

overcome economic constraints either though an income effect, price 
effect, or both

• Education, training, and employment support may increase 
participation in the labor market 

• Microcredit and other financial inclusion programs (e.g., savings 
programs) relax access to credit markets and/or increase access to 
other affordable financial products and services

• Cash or in-kind incentives can also motivate behavior change by 
counteracting systematic biases or shortcuts (in addition to income & 
price effects)

Presenter
Presentation Notes
There’s a strong theoretical basis for how economic interventions might strengthen the HIV prevention and care continuum. 

Based on classical economic theory, Livelihood support, cash transfers, and asset transfers could help overcome economic constraints either though an income effect, price effect, or both. These types of support may provide an income boost that is often coupled, through the use of a condition, with a specific incentive to invest in desirable behaviors (a price effect), such as HIV testing.

Education, training, and employment support may increase participation in the labor market and subsequent opportunities for income boosts. 

Microcredit and other financial inclusion programs (e.g., savings programs) relax access to credit markets and/or increase access to other affordable financial products and services

Lastly, drawing on behavioral economic theory, Cash or in-kind incentives can also motivate behavior change by counteracting systematic biases or shortcuts (in addition to income & price effects). This motivational effect is not limited to resource constrained environments and can be employed in a variety of settings to incite engagement in beneficial health behaviors. 

So what is the evidence for the effectiveness of these strategies?


******
As a result, a further ‘nudge’ is required to achieve optimal allocations. In technical terms, while pure cash hand-outs only operate by lifting households’ budget constraints (an income effect), mechanisms of behavioural conditioning also modify (in the case of CCTs via the ‘explicit condition’) the structure of relative prices in favour of the (individually or socially) ‘desirable’ goods or services (i.e. through an income effect and price effect) (De Janvry et al., 2006). 




HPTN 068
• South Africa
• 2537 girls aged 13–20 years 

enrolled in school grades 8–11
• Monthly cash transfer 

conditional on school 
attendance (≥80% of school 
days per month) versus no cash 
transfer

• Annual follow-up visits at 12, 
24, and 36 months

• Primary outcome: HIV incidence

HIV-free survival by treatment assignment of young 
women in Agincourt, South Africa, 2012–15

Pettifor A, et al. Lancet Glob Health. 2016 Dec;4(12):e978-e988. doi: 10.1016/S2214-109X(16)30253-4. Epub 2016 Nov 1.

Presenter
Presentation Notes
Most of the recent data on economic approaches to the HIV prevention and care continuum focus on financial or non-financial incentives, so I thought I would highlight a few of these recent studies. 

HPTN 068 was a study to assess the effect of a conditional cash transfer on HIV incidence among young women in rural South Africa.

In a phase 3 study, 2537 schoolgirls aged 13–20 years were randomized to to receive a monthly cash transfer conditional on school attendance (≥80% of school days per month) versus no cash transfer.

After the 36 month follow-up period, HIV incidence was not significantly different between those who received a cash transfer (1·94% per person-years) and those who did not (1·70% per person-years; hazard ratio 1·17, 95% CI 0·80-1·72, p=0·42).

These null findings contrast with other positive findings of using cash transfers for HIV prevention in the RESPECT trial in Tanzania and the Zomba Cash transfer study in Malawi. 



Incentives for Couples HIV Testing
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ORA 13.5 (95% CI: 10.5 – 17.4)

A ~$1.50 incentive resulted in 2.2 
additional PLHIV identified per day

(95% CI: 1.1-3.2, 3.5 vs. 5.6 PLHIV/day). 

Sibanda E., et al. Lancet Glob Health. 2017 Sep;5(9):e907-e915. doi: 10.1016/S2214-109X(17)30296-6.

Presenter
Presentation Notes
In the HIV testing realm, here is a study that focused on incentives for couples HIV testing and counselling in Zimbabwe. 

This was a cluster randomized trial of 68 rural communities in four districts receiving mobile HIV testing services.

Investigators found a 7-fold increase in the number of couples testing together with a very small in-kind incentive of soap, petroleum jelly, or oil. 

Furthermore, the incentive-bases strategy nearly doubled the number of PLHIV identified

No harms related to the incentives, which provided people with an excuse to be at the testing center, facilitating the DISCUSSION
People still wanted to know status – not paying people to test




Afya Study
• Tanzania
• Food insecure ART 

initiates randomized to 
monthly cash transfer, 
food basket, or standard 
of care (NAC)

• ≥6 months of support
• Primary outcomes: LTFU 

and ART adherence at 
6 and 12 months

Kaplan-Meier curve of the proportion of participants in care 
over time, stratified by study arm (nutrition assessment and 
counseling (NAC) plus cash or food transfers)a

McCoy SI, et al. AIDS 2017;31:815–825

Presenter
Presentation Notes
At 6 months: LTFU 10.9%, 0.9%, 1.9%

At 12 months, 17% lost in comparison group, 6.7% in cash, 9,7% in food



ITT Results: ART Adherence 

Outcome
Overall

(n=800)

Study group Between-group differencea (95% CI)
NAC
only

(n=112)

NAC + 
Cash

(n=346)

NAC + 
Food

(n=342)

NAC + Cash                 
vs. NAC only

NAC + Food             
vs. NAC only

NAC + Cash         
vs. NAC + Food

Adherence to ART (6 months: end of intervention period)
MPR≥95%b 79.5% 63.4% 85.0% 79.2% 21.6 (9.8, 33.4)** 15.8 (3.8, 27.9)** 5.7 (-1.2, 12.7)

Adherence to ART (12 months: 6 months after intervention has ended)
MPR≥95%b 67.5% 55.4% 74.9% 64.0% 19.5 (6.9, 32.1)** 8.7 (-4.2, 21.5) 10.8 (2.5, 19.2)**

ART: antiretroviral therapy; MPR: medication possession ratio; CI: confidence interval; NAC: nutrition assessment and counseling
* P<0.05 **P<0.01
a. Unadjusted intent-to-treat estimate using a Wald test and Bonferroni’s correction for multiple comparisons. 
b. MPR is the proportion of time an individual is in possession of ≥1 ART dose. MPR≥95% is the proportion of patients with MPR ≥95% during 

the 0-6 or 0-12 month interval. 

McCoy SI, et al. AIDS 2017;31:815–825

Presenter
Presentation Notes
Here are the results of the intent to treat analysis on ART adherence, as measured with the medication possession ratio, the proportion of time a patient is in possession of at least 1 dose of ART. 

. The first four columns are the percent of patients overall and within each group, and the last three columns present the between-group differences (explain). The data shown here are unadjusted, but the adjusted results did not significantly differ.  [CLICK]

At  six months, adherence was significantly greater in the cash transfer group than the comparison group. [CLICK}

For example, 85% of patients in the cash transfer group achieved MPR≥95% compared to 63% in the comparison group, a 21 percentage point difference. 

 In addition, MPR≥95% was also significantly greater in the food assistance group than the comparison group, with a difference of 15.8 percentage points between the food group and the comparison group. 

When directly compared, there were no statistically significant differences between cash and food transfers on six-month adherence. 

The effect of the interventions on ART adherence at 12 months are shown on the bottom half of this table. [CLICK]

At 12 months, 6 months after the intervention period had ended, MPR was significantly higher in the cash group compared to the NAC-only group. The effectiveness of food assistance on the achievement of MPR95% was attenuated at 12 months, but remained positive. 

When directly compared, cash was significantly better at improving MPR95% compared to food at 12 months.



Pathways to Better Adherence
In-depth interviews revealed that the incentives acted through three 
primary pathways to increase adherence: 

1. Incentives addressed competing needs and offset opportunity costs
2. They increased motivation via a price effect, and
3. They alleviated stress and anxiety, a mental health pathway 

supported by conceptual models and empirical data 
(Weiser SD, 2011; Nel A, 2011)

Source: Czaicki NL, Mnyippembe A, Blodgett M, Njau P, McCoy SI. AIDS Care. 2017 Apr 11:1-9

Presenter
Presentation Notes
price effect created by the incentives (e.g., clinic attendance becomes more attractive). 
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Comprehensive Evidence Review
• Goal: Systematically consolidate the evidence linking household 

economic strengthening interventions to HIV outcomes

• Led by Mandy Swann, USAID-funded Accelerating Strategies for 
Practical Innovation & Research in Economic Strengthening 
(ASPIRES), FHI360

Swann, M. (2017, February).  Economic Strengthening for HIV Outcomes Evidence Review.  Paper presented at the HES Across the 
HIV Cascade Workshop, Washington, DC. FHI360/ASPIRES

Presenter
Presentation Notes
Although the evidence linking HES interventions to a variety of HIV-related outcomes is growing, until now this evidence had not been consolidated in a systematic way. 

USAID-funded ASPIREDS project at FHI360 conducted a literature review of the grey and published literature on a broad set of HES interventions and their effect on a range of HIV-related outcomes. Mandy Swann, who led the review, agreed for me to give a preview of their findings.  

AIDS Care special issue on HES and HIV outcomes (expected in June 2018).
They will be presented as a series in the AIDS Care special issue on HES and HIV outcomes (expected in June 2018).
ICASA in December



Economic Strengthening Interventions
• Unconditional & conditional cash transfers
• Financial incentives
• Asset transfers
• Transportation assistance
• Food aid/assistance
• Savings (individual & group)
• Micro-insurance
• Microcredit
• Financial education/training
• Training (vocational/entrepreneurial)
• Income generation
• Employment & education support

HIV outcomes
• Prevention:

• Biomarkers
• Risk behaviors
• GBV/IPV

• Onward transmission
• Testing/diagnosis
• Linkage to HIV care
• Retention in care
• ART adherence
• Morbidity
• Mortality

Swann, M. (2017, February).  Economic Strengthening for HIV Outcomes Evidence Review.  Paper presented at the HES Across the 
HIV Cascade Workshop, Washington, DC. FHI360/ASPIRES

Presenter
Presentation Notes
15 types of HES interventions were identified for analysis, classified according to the livelihood pathway framework I showed at the beginning of this presentation. 
10 HV outcomes identified across the HIV prevention, care, and treatment continuum
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Swann, M. (2017, February).  Economic Strengthening for HIV Outcomes Evidence Review.  Paper presented at the HES Across the 
HIV Cascade Workshop, Washington, DC. FHI360/ASPIRES

Presenter
Presentation Notes
108 studies included in the review, with a wide range of research methods and contexts. The review included the creation an evidence map, shown on this slide, to visually display intervention-outcome combinations in terms of the size of the evidence base and the direction of effects, if any. They also ranked studies by quality and whether the evaluated independent or combined effects of the intervention. 

For example, shown in this quadrant are studies that evaluated the effectiveness of unconditional and conditional cash transfers for HIV prevention, whether that be measured directly through detection of incident cases or via measurement of self-reported risk behaviors. 

You can also see, just quickly scanning the evidence map, that there are many cells without any data – the evidence base for many types of intervention is extremely thin.



Findings (1)
• The strongest and most conclusive evidence comes from 

‘provision’ interventions

Swann, M. (2017, February).  Economic Strengthening for HIV Outcomes Evidence Review.  Paper presented at the HES Across the 
HIV Cascade Workshop, Washington, DC. FHI360/ASPIRES

Presenter
Presentation Notes
The authors found that 67% of the studies featured “provision” interventions which focused on Asset recovery & consumption support and interventions such as:

Cash transfers
Savings
Food and labor schemes

Robust positive results for cash transfers (unconditional & conditional), financial incentives, and education on risk behaviors – only 13 prevention studies used biomarkers
Strong evidence for financial incentives for HIV testing
Strong evidence for food assistance and ART adherence

Growing positive evidence – including our study in TZ – demonstrating the value of provision-type interventions on ongoing care ad treatment outcomes.





Findings (2)
• Far less conclusive evidence for ‘protection’ and 

‘promotion’ interventions, including:
• Vocational and entrepreneurial training and microcredit for 

prevention & care 

• Weak and conflicting evidence for income-generating activities 
and savings

• Little data to understand the influence of context

Swann, M. (2017, February).  Economic Strengthening for HIV Outcomes Evidence Review.  Paper presented at the HES Across the 
HIV Cascade Workshop, Washington, DC. FHI360/ASPIRES

Presenter
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In which contexts do they work best? How large do they need to be?




Recommendations
• Economic approaches often implemented as part of an 

integrated package, but contributions of components unknown
• Greater rigor needed in measurement:

- Prevention studies need strong biomarker data (ideally incidence)
- Better measurement of self-reported behavioral outcomes
- Greater standardization of indicators across studies

• Longer studies needed to durability and sustainability
• Better documentation of the programs or interventions

Swann, M. (2017, February). Economic Strengthening for HIV Outcomes Evidence Review.  Paper presented at the HES Across the 
HIV Cascade Workshop, Washington, DC. FHI360/ASPIRES

Presenter
Presentation Notes

Upcoming AIDS care issue, ICASA this year
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Objectives
1. Discuss the impact of trauma on 

the health and wellbeing of 
PLHIV;

2. Describe a practical model of 
trauma-informed primary care 
(TIPC) that facilitates healing 
from past abuse, prevents re-
victimization, and informs 
healthier coping strategies; 

3. Identify TIPC as a key element of 
successful HIV treatment and 
prevention Photo by Lynnly Labovitz; 

used with artist and patient permission



WHP Project Team
Clinical Implementation 
Team:

Edward Machtinger
MD, Professor of Medicine
Katy Davis,
LCSW, PhD, Director of Trauma-Informed Care
Beth Chiarelli
LCSW, Social Work Lead

Esther Chavez
Social Work Associate
Roz De Lisser
Psyche NP; Lead, HERS Substance Use 
Program

Partner Organizations in 
Clinic:

South Van Ness Behavioral Health Services
Family Case Management/therapy

Catholic Charities/Rita de Casia
Family Case Management

Medea Project: Theater for Incarcerated Women
Expressive Therapy Intervention

Positive Women’s Network-USA (PWN-USA)
Peer-based Leadership and Empowerment 
Intervention

WHP Research Team:
Carol Dawson-Rose
PhD, RN, Professor of Nursing, Dir. of Research 
& Eval
Jennifer Cocohoba
PharmD; Professor of Clinical Pharmacy
Yvette Cuca
PhD, MPH, Research Specialist
Martha Shumway
PhD, Associate Professor
Leigh Kimberg
MD, Professor of Medicine

Peer-Empowerment Team:
Naina Khanna
Executive Director, PWN-USA
Rhodessa Jones
Medea Project: Theater for Incarcerated Women

WHP Administrative Team:
Al Paschke
RN, Administrative Nurse Manager
Vishalli Loomba
Program Coordinator
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(Eddy) Our team for this project includes clinicians from WHP and a number of partner organizations who work together with us in clinic. The team also includes a robust research component because we are doing a prospective evaluation of the impact of becoming a TIPC clinic as well as of each of the individual interventions. Our goal is to clarify and evaluate each element of a response to trauma in primary care to provide evidence that will guide the next stage of implementation and evaluation studies as well as clinics interested in adopting a trauma-informed approach.  



The Women’s HIV Program at UCSF

Among first programs in country for women living with HIV
Female-focused services provided in a “one-stop shop”

Patients
✿ Mostly African American or Latina
✿ 15% transgender women
✿ 15-71 years old
✿ Marginally housed, low income
✿ Medically and psycho-socially complex 

✿ Primary care
✿ Pharmacy program
✿ Ob/GYN
✿ Therapy / Psychiatry

✿ Social work
✿ Case management
✿ Partner agencies 
✿ Breakfast

Presenter
Presentation Notes
(eddy).  Good clinic, high rates of virologic suppression but people not doing well in almost every regard.  Substance use, depression, isolation, IPV and lots of preventable deaths. For a long time, we simply accepted this as the norm and the factors that led to these realties not touchable by services in our clinics



Recent Deaths at WHP

Photo by Lynnly Labovitz; 
used with artist and patient permission

1. Rose murder

2. Amy  murder 

3. Patricia   suicide

4. Regina      suicide

5. Vela    suicide

6. Iris        addiction/overdose

7. Mary     addiction/organ failure

8. Nadine addiction/lung failure

9. Lilly pancreatic cancer

10.Pebbles  non-adherence

Presenter
Presentation Notes
In our program, we have a case conference after every patient death. The 8 deaths in our program over the past 2 and ½ years all highlight and personalize the impact of trauma. 

Rose was a 53 yo  African American woman who struggled with crack addiction who was murdered by boyfriend and found floating in the San Francisco bay inside of a suitcase
Amy was a 38 yo woman of mixed race with a long history of mental illness and substance abuse who was found murdered by an unknown assailant at her apartment
Patricia was a 50 yo Caucasian transgender woman, a well known leader in her community, who committed suicide
Regina was a 31 yo African American woman with poly substance abuse and non-adherence, who overdosed at home in an apparent suicide
Vela was a 50 yo African American woman who overdosed at home in an apparent suicide
Mary was a 60 yo African American woman who died from orgran failure related to crack addiction
Iris was a 57 yo African American woman with longtime heroin addiction who was found dead at home
Pebbles was a 21 yo  African American women with a long history of childhood neglect and the loss of her mother from crack addiction, who we knew since her initial diagnosis at 15 yo who, despite massive efforts, could not adhere to her ART an died of a preventable OI

We knew these women really well. They all struggled with array of challenges common to HIV-positive women: stigma, non-disclosure, isolation, depression, and substance abuse. Their stories are united in all having lifelong histories of trauma that contributed to their becoming infected in the first place and continued to affect them, literally in the case of Rose and Amy and through substance abuse, depression, and hopelessness in the others.  It is important to note that all of these women were engaged in care and were offered or received substance abuse and mental health services and all had been screened for GBV. 

For example, in the 2 years preceding her death, Pebbles was seen 54 times in clinic, was part of our pharmacy adherence program, and had a case manager. Before she died, we arranged for her to have neuro-psyche testing to better understand why she was so unable to adhere to her ART.  I was struck by one paragraph: 

“ Pebbles is apt to find the world and all of its demands overwhelming.  Her minimization of her discomfort may be one way that she copes with her current situation. She may use her physical pain to protect herself from feeling overwhelmed with the complexity of her emotions and the tasks that she faces every day.   Life has seemed beyond her control for a long time.  She does not have role models that are facing similar medical situations to gain encouragement and support from.  Pebbles does not believe that the effort necessary to take all of her medications will really change her life situation” .  And so she didn’t take them and she died. 

Lesion for us from this research and these deaths:  our model of care and the services we provide lacked a crucial ingredient that would make them more effective:  interventions to empower women to heal from long histories of trauma and prevent re-victimization. 

We committed ourselves to  implementing a clinic-based response to trauma.  However, when we looked for a model to guide us, we found, to our surprise that none existed. There were evidence-based interventions into each domain of trauma – building blocks for such a model, but a practical model of trauma-informed primary that addressed both recent and lifelong abuse had not been assembled.  



Trauma

“… an event, series of events, or set of 
circumstances [e.g., physical, emotional and sexual 
abuse; neglect; loss; community violence, structural 
violence] that is experienced by an individual as 
physically or emotionally harmful or threatening and 
that has lasting adverse effects on the individual's 
functioning and physical, social, emotional, or 
spiritual well-being”. http://www.samhsa.gov/traumajustice/traumadefinition/definition.aspx



A few more important definitions

Complex Trauma: repeated trauma, physically or emotionally 
(e.g., repeated childhood physical and/or sexual abuse, 
witnessing ongoing IPV, experiencing long-term IPV)

PTSD: includes 4 types of symptoms: 1) re-experiencing of 
the traumatic event(s); 2) avoidance of situations that remind 
you of the event; 3) negative changes in the way you think 
about yourself, other people or the world, and 4) feeling 
“keyed up”. 

Complex PTSD: Includes all of the symptoms of PTSD + 
trouble regulating and handling emotions and relationships, 
and feelings low self-worth and powerlessnessCloitre, M., et al., The ISTSS Expert Consensus Treatment 
Guidelines for Complex PTSD in Adults. 2012. 



8

Rates of trauma and PTSD in WLHIV are much 
higher

Machtinger EL, Wilson T, Haberer J, Weiss, D.  Psychological trauma in 
HIV-positive women: a meta-analysis. AIDS and Behavior.  January 

17, 2012

29 studies met our inclusion criteria, resulting in a sample of 5,930 individuals. 

Meta-analysis of all studies among US WLHIV

Presenter
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_




Meta-analysis of all studies among US WLHIV

*National Comorbidity Survey Replication, 2005
Machtinger EL, Wilson T, Haberer J, Weiss, D.  Psychological trauma in 

HIV-positive women: a meta-analysis. AIDS and Behavior.  January 
17, 2012

Rates of trauma and PTSD in WLHIV are much 
higher



Machtinger EL, Wilson T, Haberer J, Weiss, D.  Psychological trauma in 
HIV-positive women: a meta-analysis. AIDS and Behavior.  January 

17, 2012

Meta-analysis of all studies among US WLHIV

Rates of trauma and PTSD in WLHIV are much 
higher



Recent Trauma  4x the rate of ART 
Failure  

Machtinger EL, et al. Recent trauma is associated with antiretroviral failure and 
transmission risk behavior among HIV-positive women and female-identified 

transgenders  AIDS and Behavior.  March 12, 2012



Centers for Disease Control and Prevention. Monitoring selected national HIV prevention and care objectives by using HIV surveillance data—
United States and 6 dependent areas—2012. HIV Surveillance Supplemental Report 2014;19(No. 3). 

http://www.cdc.gov/hiv/library/reports/surveillance/. Published November 2014. Accessed January 16, 2014

The HIV Care Continuum in the US, 2011

Presenter
Presentation Notes
Reviewed the literature about how IPV affects the care cascade  



Siemieniuk RA, et al. AIDS Patient Care STDs. 2010*
Siemieniuk,RA, et al. J Acquir Immune Defic Syndr.  
2013
Illangasekare, S., et al. Women’s Health Issues. 2012
Kalokhe, A.S., et al. AIDS Patient Care and STDs. 
2012*

IPV/recent trauma
1.3x more likely 
to wait >90 
days*

≈ 2x rate of 
lost-to follow
≈ 2X missed 
gyn appts

½ as likely on ART*
½ as likely on ART
2x non-adherence✚

2x non-adherence*
2-3x non-adherence*

>1.3x rate of 
failure 
>2x rate of 
failure
>4x rate of 
failure

* Includes both men and 
women

✚ Meta-analysis

The HIV Care Continuum in the US, 2011

Hatcher, A.M., et al. AIDS. 2015✚
Mugavero, MJ, et al.  Psychsomatic Medicine. 2009.*
Lesserman, J. et al. AIDS PATIENT CARE and STDs. 
2008*
Machtinger EL, et al. AIDS and Behavior. 2012
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The meta-analytic effect size suggests
that IPV exhibits a greater magnitude of association with
ART adherence (d.-0.404) than other conditions such
as depression, substance use, stigma, financial constraints
or pill burden [72].



Lifetime trauma 


Cohen, MH, et al.  Medically Eligible Women Who Do Not Use HAART:  The Importance of 
Abuse, Drug Use, and Race. Am J Public Health.2004;94:1147–1151)
Mugavero M, et al. Barriers to antiretroviral adherence: the importance of depression, abuse, 
and other traumatic events. AIDS patient care and STDs. 2006 Jun;20*
Pence BW, et al. Childhood trauma and health outcomes in HIV-infected patients: an 
exploration of causal pathways. Journal of acquired immune deficiency syndromes. 2012 Apr 
1;59(4):409-16.

 Includes both men and women
✛ bivariate data; association also 

significant on multivariate 
analysis 

1.7 greater odds of not being on 
HAART when medically 
indicated
Significant association of 
numbers of lifetime traumas and 
ART nonadherence: OR 1.14, 
(95% CI 1.05, 1.25)] ✚*
Significant association of 
numbers of lifetime traumas and 
ART nonadherence: 1.13 (95% 
CI 1.03, 1.24) ✚*

The HIV Care Continuum in the US, 2011



Other 
determinates of 
poor outcomes 

Valdiserri RO. Improving outcomes along the HIV care continuum: paying careful attention to the non-biologic 
determinants of health. Public health reports. 2014 Jul-Aug;129(4):319-21. 

Substance use
Depression
Stigma 
Social support
Homelessness

Poverty 
Uninsured
Youth 
Racism
Food insecurity
Health literacy

The HIV Care Continuum in the US, 
2011
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SUD and depression more effectively treated if trauma 
is addressed

Torchalla I, et al.  Integrated treatment programs for individuals with concurrent substance use disorders and 
trauma experiences: a systematic review and meta-analysis. Journal of Substance Abuse 
Treatment 2012; 42(1): 65-77

Nixon, DV, et al. Treatment of comorbid posttraumatic stress disorder and major depressive disorder: A pilot 
study Journal of Traumatic Stress Vol 24, Issue 4, pages 451–455, August 2011



Predictors of Mortality in WLHIV over 
time

 French AL, Gawel SH, Hershow R, Benning L, Hessol NA, Levine AM, et al. 2009 Aug 
1;51(4):399-406.

 Personal Communication, Kathleen Weber, Women’s Interagency Study, October 9, 2015
¶  Cocohoba, J, Chiarelli, B, Machtinger, E.10th Conference on HIV Treatment and Prevention 
Adherence 2015

Women’s Interagency HIV Study

• Only 3/19 (16%) deaths over past decade were due to HIV/AIDS. 
• Others: substance abuse (5), suicide (3), violence (2), cancer (2), lung 

disease (1), car accident (1), or unknown (2). 

Women’s HIV Program at UCSF¶



A Model Based on Evidence and 
Experience

• Expert meeting

• Follow-up consultations

• Literature review

• Identified existing 
evidence-based 
strategies to use as 
building blocks 
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Therefore, our goal was to develop a model of trauma-informed care for women living with HIV.

After an initial literature review, we convened a 2-day working group in August 2013 with 25 leading trauma experts and policymakers from the US government, the military, academia, clinics and community organizations,  including 3 women living with HIV. 

We then held individual follow-up consultations with meeting participants and other experts.
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This result has been a conceptual model of trauma-informed primary care, consisting of 3 core components:

The first is a trauma-informed environment that is calm, safe, and empowering for both patients and staff.
In such an environment, 
Providers, and staff from every discipline are educated about the impact of trauma on health
The clinical flow is configured to reduce triggers and promote trust, collaboration and healing. 
______________________________________________________________________
The second core component is screening.  In a trauma-informed clinic, providers routinely inquire about both current trauma and lifelong abuse, as well as the consequences of lifelong abuse including complex PTSD, depression, and substance abuse. 
-Although screening is routine and universal, disclosure is ultimately led by the patients guided by respect for patients’ choices.
_______________________________________________________________________
Finally, screening is directly linked to on-site and community based interventions that address current and lifelong abuse. 

For recent trauma, immediate safety and autonomy are prioritized, and interventions might include an algorithm for safety plans, lethality assessments,  and referrals to community-based domestic violence organizations.
 For the consequences of lifelong abuse, interventions are longer-term and ideally would include  evidence based group interventions for complex PTSD.   At least, existing services such as social work, therapy, substance abuse counseling, and medication adherence become trauma-informed and recognize the link between lifelong abuse and physical and behavioral health and integrate this understanding into their care. 
________________________________________________________________________
These three components are dependent upon a strong foundation that includes:
 A core set of trauma-informed values
 robust partnerships with community-based organizations
 clinic champions from each discipline
continuous monitoring, evaluation, and feedback to providers; and, importantly
 A ongoing response to vicarious trauma among providers






Healing from Lifelong Trauma: Improving Damaged Connections

Improving Connections with Others

1. Trauma-specific individual and group therapies                                      

2. Peer-led empowerment, support and leadership training.

Improving Physiological Connections 

3. Trauma specific psychiatry and physiologic techniques

Improving Connections with Our Bodies

4. Body/Mindfulness-Focused Healing

The National Center for PTSD. http://www.ptsd.va.gov/. Last accessed February 4, 2016.
Van der Kolk, Bessel A. The Body Keeps the Score: Brain, Mind, and Body in the Healing of Trauma. Penguin group. New York, 2014.
Cloitre, M., et al., The ISTSS Expert Consensus Treatment Guidelines for Complex PTSD in Adults. 2012. 

http://www.ptsd.va.gov/


Healing from Lifelong Trauma: Improving Damaged Connections

Improving Connections with Others
1. Trauma-specific individual and group therapies                                      
Trauma-specific cognitive behavioral therapy CBT); motivational interviewing; prolonged 
exposure therapy for PTSD; evidence-based multimodal programs including STAIR 
Narrative Therapy and Seeking Safety for co-occurring substance abuse and PTSD
2. Peer-led empowerment, support and leadership training
Leadership training by the Positive Women’s Network-USA; expressive therapy with 
theater by the Medea Project: Theater for Incarcerated Women

Improving Physiological Connections 
3. Trauma specific psychiatry and physiologic techniques
Medications for PTSD symptoms such (e.g., hyper-arousal, nightmares); medication 
assistant treatment (MAT) for opiate use; techniques such as EMDR

Improving Connections with Our Bodies
4. Body/Mindfulness-Focused Healing
Mindfulness-based Stress Reduction; yoga; massage; meditation

The National Center for PTSD. http://www.ptsd.va.gov/. Last accessed February 4, 2016.
Van der Kolk, Bessel A. The Body Keeps the Score: Brain, Mind, and Body in the Healing of Trauma. Penguin group. New York, 2014.
Cloitre, M., et al., The ISTSS Expert Consensus Treatment Guidelines for Complex PTSD in Adults. 2012. 

http://www.ptsd.va.gov/
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“Seeking Safety” for Transgender WLHIV 

Empson, S., Cuca, Y. P., Cocohoba, J., Dawson-Rose, C., Davis, K., & Machtinger, E. L. (2017). Seeking Safety 
Group Therapy for Co-Occurring Substance Use Disorder and PTSD among Transgender Women Living with HIV: 

A Pilot Study. Journal of Psychoactive Drugs, 1-8.

PCL-C 17 MAST DAST HIV Stigma
Pre Post Pre Post Pre Post Pre Post

1 64 58 9 10 1 1 122 124
2 35 32 3 1 5 3 107 112
3 32 25 3 2 0 0 103 83
4 70 66 15 13 0 0 115 97
5 68 36 3 4 12 2 78 78
6 59 57 12 6 18 8 136 143
7 60 46 5 2 9 0 146 142

AVG (SD) 55.4 (15.5) 45.7 (15.3) 7.1 (4.9) 5.4 (4.5) 6.4 (6.9) 2.0 (2.9) 115.3 (22.5) 111.3 (26.5)
Percent Change 
(SD) 17.50% 23.90% 68.80% 3.50%

Participants: 7 transgender WLHIV with recent substance use and recent or past trauma   

Content: 12 Seeking Safety modules based on appropriateness for transgender WLHIV

Incentives: $180 for completion of 12 sessions. 

Outcome Measures: PTSD symptom (PCL-C 17), alcohol and drug use (MAST-22, 
DAST-20), and HIV stigma (HIV Stigma Scale) scales pre and post-intervention. 
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One of our recent studies evaluated a year-long theatrical performance workshop adapted from the Medea Project: Theater for Incarcerated Women. Medea is  a longtime intervention with women in jails developed and led by Rhodessa Jones to help women find value in their personal stories and to give them the skills and confidence to tell their stories publically through performance and theater. It was originally  designed to reduce recidivism. 

To us, this intervention held particular power for HIV-positive women because their stories included being HIV positive and having histories of abuse and offered a supported structure  to safely disclose and begin healing from these experiences.

Read the slide starting at 8 Positive.  The components of the process included forming community each week and sharing what is happening in their lives, being assigned writing assignments by Rhodessa such as “what is love” and “how have you escaped death:, “if you could turn back time, how would you change your life”  and then reading them to each other at the next session. The group would then collaboratively choreograph selected writings in preparation for a 8 night performance run that was seen by over 1000 people.



Photo by Keith Sirchio;
used with artist and patient permission

• Impediment to adherence:         
Recent trauma, past trauma and 
trauma-related conditions (e.g., 
substance use, depression, 
stigma…)

• Key factor in well-being and 
survival: Morbidity and mortality in 
high-risk populations likely greater 
from trauma-related conditions 
than from AIDS

Trauma and PrEP

Presenter
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Check all that apply poll question



Conclusions 
• Recent and past trauma are linked to poor 

outcomes at each stage of the HIV care continuum 
and to the principle causes of death among PLHIV

• Evidence-based, practical interventions exist to help 
people heal from and cope with trauma that can 
improve health outcomes on and off the care 
continuum 

• Trauma–informed primary care is a promising 
model for HIV prevention because it addresses the 
principle causes of medication non-adherence in 
both HIV-positive and PreP patients 

• TIPC holds the potential to transform the caregiving 
experience for providers, creating environments 
and supporting them to be healers

Photo by Lynnly Labovitz; 
used with artist and patient permission



Social science research 
insights on HIV ‘universal test 
and treat’ in the SEARCH trial

Carol S. Camlin, PhD, MPH
CFAR Social and Behavioral Science Research Network 
(SBSRN) National Scientific Meeting, UCSF
25 Oct. 2017





SEARCH Questions   

• Can ART “shut down” new HIV infections with a test and 
treat strategy with a streamlined care approach ?
• What are the secondary gains? (maternal child health, TB, 

education, household earning power)
• What is the best way to do it? 
• What would it cost?

• Can efficient HIV chronic care models be adapted to 
establish care for other chronic diseases (hypertension 
and diabetes)?

• 32 communities in Uganda and Kenya; N=334,512
• (NCT# 01864603) 

Presenter
Presentation Notes
For those of you who don’t know, SEARCH is one of the four main global trials evaluating the test and treat strategy
Essentially, SEARCH is asking, can ART “shut down” new HIV infections with a test and treat strategy with a streamlined care approach ?
We are particularly interested in the secondary collaborative benefits and gains
And what is the best way to implement test and treat, and what does it cost?
We are also using a multi-disease strategy to try and combat HIV stigma, normalizing HIV by integrating it into the full spectrum of health concerns, so for instance we’re also looking at hypertension and diabetes.
And this is being done in 32 communities in Uganda and Kenya.
It’s a really large trial with over 334,000 people



The SEARCH  intervention strategy 

16 
comm-
unities 

1. Annual CHC + 
HH multi-disease 
testing

2. Additional testing 
key populations 

90% 
HIV +
tested

90% 
start 
ART

90% HIV
Un-

Detect-
Able 

Community 
Commitment 
Census 

1. Rapid linkage, 
reminders, same day 
ART start

2. Provider access
3. Tiered 

tracking/feedback

1. Chronic disease-centric  
2. Patient centered 
3. Provider access
4. Streamlined care         

(3 month refill, short 
waits, viral load 
counseling)

5. Tiered 
tracking/feedback

TEST
RETAIN 
and 
SUPPRESS

LINK and 
START 
ART

POPULATION 

Baseline multi-
disease health CHC + 
HH  testing

Standard linkage and 
ART/NCD start 

HIV-centric
standard monitoring and  
tracking 

SOC+

INTER-
VENTION

Community 
Commitment 
Census 

Presenter
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I’m going to briefly talk about what the SEARCH intervention is, and how social science research fits in to that
From the beginning, social science has been integrated in to both the design and optimization of SEARCH
It’s useful to think about the SEARCH intervention in terms of the UNAIDS 90-90-90 targets.
For the first ‘90’ of testing, we had this hybrid testing model including multi disease testing combined with home based testing for those who didn’t participate in campaigns.
For the second 90, to make sure at least 90% of those diagnosed are linked to care, with had the intervention of rapid linkage, appointment reminders, improved provider access through telephones and face to face meetings, and missed appointment tracking. 
For the third 90, to ensure that 90% of those in care have undetectable viral loads, we used a streamlined care approach. That meant: longer intervals between visits, shorter waiting times to be seen, and a friendlier environment in clinic.
The SOC: whatever the countries were doing, which was allowed to change over time





Social science research in SEARCH
• Household Socio-Economic Survey: to measure 

impacts on outcomes in communities e.g. livelihoods, 
schooling, subjective life expectancy, aspirations

• Social Network Study: to examine social network 
influences on individual behaviors relevant to care 
cascade outcomes (HIV testing, linkage to care, etc.)

• Longitudinal Qualitative Study: to deepen 
understanding of social, behavioral and implementation 
mechanisms: why intervention works, why it fails if it does 
in some communities, how it works in diverse settings 
• Methods: Annual in-depth interviews (cohorts of community 

members, leaders & health care providers), participant observation 
at CHCs, focus groups with CHC participants
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We had multiple and tiered approaches to our social science investigations in SEARCH. The main studies have included:

Household Socio-Economic Survey: to measure impacts on outcomes in communities e.g. livelihoods, schooling, subjective life expectancy, aspirations
Social Network Study: to examine social network influences on individual behaviors relevant to care cascade outcomes (HIV testing, linkage to care, etc.)
Longitudinal Qualitative Study: to deepen understanding of social, behavioral and implementation mechanisms: why intervention works, why it fails if it does in some communities, how it works in diverse settings 
Methods: Annual in-depth interviews (cohorts of community members, leaders & health care providers), participant observation at CHCs, focus groups with CHC participants




UNAIDS 90-90-90 Target Exceeded after 
SEARCH intervention 

70%
80% 86%

96% 91% 89%
97% 94% 90%
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70%

80%
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100%

% HIV+ w/ Prior Dx % Prior Dx ever on ART % Ever on ART w/ Supp

Cascade coverage among prevalent HIV+

Baseline Follow Up Year 1 Follow Up Year 2 Petersen, JAMA, 2017

90% target  
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So, what have we learned?
SEARCH was one of the first groups to achieve and exceed the UNAIDS 90-90-90 targets, globally
Using the approach I just described, we were able to achieve and exceed the targets in a few short years. 
On the left is the proportion who have tested and know their status
Middle bars is the proportion on ART, among those diagnosed
Third set of bars on the right is the proportion of those on ART who are virologically suppressed
The colored bars represent where things were at baseline, and then at follow up years 1 and 2 after the intervention

 People have looked at testing uptake for decades and the barriers—what is different about UTT is that a) test everyone regardless of risk perception b) have treatment to offer to all including those that do not feel sick at all—this is the unique social science entry point for our observations
This was a major achievement, recently published in JAMA, and was highlighted in the UNAIDS annual report presented at the Paris internal AIDS conference




Cascade by Gender
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This slide shows the cascade outcomes by gender. As you can see, there was less testing uptake initially in men– 62% at baseline vs. 74% in women.
Social science is a key scientific pillar/foundation of the SEARCH study – and we used social science research findings in real time to optimize the intervention, as we were implementing the trial
Let me give you a few examples




Highlights of qualitative findings (baseline, 2014): 
Gendered dimensions of HIV-related stigma

Structural & cultural barriers hindered men’s participation 
in testing campaigns

• Men’s livelihoods & mobility meant they were often away from rural 
homesteads, couldn’t easily access services during work hours 

• Male gender norms counter to care-seeking, & valorizing risk-taking, also 
said to keep them disinterested and likely to “test by proxy”

• Health campaigns & clinics seen as “female spaces”

Presenter
Presentation Notes
First, we found that there were Structural & cultural barriers hindered men’s participation in testing campaigns

Men’s livelihoods & mobility meant they were often away from rural homesteads, and couldn’t easily access care during work hours 
Male gender norms counter to care-seeking, & valorizing risk-taking, also said to keep them disinterested and likely to “test by proxy”
Health campaigns & clinics seen as “female spaces”


STIGMA - (anticipated stigma, social norms surrounding status disclosure and HIV care-seeking, consequences of disclosure) 





Mobilizing men
• Adapting location and timing to meet needs

– Campaigns near workplace, weekends, 
moonlight CHC

– “Home testing”:  client selected location  
• Incentives, sports activities & other features 

targeting men to increase demand
– Football matches, boat races, bands
– Advertising via radio, bars, churches, 

mosques, wedding, funerals
– Youth, motorcycle driver mobilizers 

• Men’s “spaces” & services
– “Men’s tent” (male sexuality, urgent care)
– Linkage -Male Circumcision 

Using social science research to optimize 
interventions (the SEARCH example)

Presenter
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Qual research has been a key part of the optimization of the SEARCH intervention
We needed to understand what was going on for men, and make changes
SEARCH learned a lot from our qualitative research among men, and responded 
Mobilizing men
Adapting location and timing to meet needs
Campaigns near workplace, weekends, moonlight CHC
“Home testing”:  client selected location  
Incentives, sports activities & other features targeting men to increase demand
Football matches, boat races, bands
Advertising via radio, bars, churches, mosques, wedding, funerals
Youth, motorcycle driver mobilizers 
Men’s “spaces” & services
“Men’s tent” (male sexuality, urgent care)
Linkage -Male Circumcision 




Highlights of qualitative findings (baseline, 2014): 
Gendered dimensions of HIV-related stigma

HIV-related stigma in SEARCH communities perceived to be high by 
community members; affected men and women differently
• High anticipated stigma among both men & women, but HIV- women, 

more often than HIV- men, remained in HIV-serodiscordant relationships 
• HIV+ women experienced negative consequences of disclosure more 

often than did men, with consequences more severe
• Findings demonstrate differing experiences and support needs of women 

and men living with HIV: Efforts to strengthen capacity in health systems 
for gender-sensitive provider-assisted disclosure should be accelerated

Presenter
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HIV-related stigma in SEARCH communities perceived to be high by community members; affected men and women differently
High anticipated stigma among both HIV+ men & HIV- women, but HIV- women more often remained in HIV-discordant relationships 
HIV+ women experienced negative consequences of disclosure more often than did men, with consequences more severe
Findings demonstrate differing experiences and support needs of women and men living with HIV: Efforts to strengthen capacity in health systems for gender-sensitive provider-assisted disclosure should be accelerated


STIGMA - (anticipated stigma, social norms surrounding status disclosure and HIV care-seeking, consequences of disclosure) – 
This had implications for how we did our multi disease campaigns and how care was offered



Highlights of qualitative findings (2014-16)
SEARCH precipitated new opportunities & anxieties 
related to disclosure of HIV+ status
• Early signs that norms, beliefs and attitudes are changing 
• Benefits of ART embolden PLHIV to openly engage in care

• Many “advocates for ART” emerging in communities: HIV+ people 
actively engaged in encouraging others to test

• HIV+ community members actively encourage other PLHIV to enroll, 
adhere to regimens and stay engaged in care

Journal of the International AIDS Society (forthcoming)
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SEARCH precipitated new opportunities & anxieties related to disclosure of HIV+ status
Early signs that norms, beliefs and attitudes are changing 
Benefits of ART embolden PLHIV to openly engage in care
Many “advocates for ART” emerging in communities: HIV+ people actively engaged in encouraging others to test
HIV+ community members actively encourage other PLHIV to enroll, adhere to regimens and stay engaged in care




Narratives about the relative openness of HIV-positive 
people now, compared to the past
• “These people started talking about their status openly and this 

motivated others to come out of their cocoons and feel free with 
their status. They would say, “if so-and-so is disclosing her status 
to people, why not me?” 

• These people were also empowered by others who had started 
disclosing their status freely. It is something that is slowly catching 
up, and these days the infected approach the newly infected who 
are still in hiding and they give them support by giving advices:  
“just be free with your status, because the drugs work very well 
with those who have accepted their status and feel very free to talk 
about themselves to others…” 



• The more I talk to people about my status the more I get 
disclosures from people… “you know, even me, I am HIV 
positive … I also take ARVs… you think you are the only one 
taking drugs… I am also like you… let us continue taking these 
drugs”. So people are very free with their status: “Eh…! Today is 
my clinic day— let me go for the drugs.” That is an indication of 
changes […] 

• [Interviewer: Since we last spoke have you noticed any more 
discussion in your community related to HIV, testing, and 
treatment?]

• I have noticed that people are not fearful anymore. People are 
happy with the treatment that has been availed to them… people 
are really happy. (Community Leader, Sena)



PLHIV encouraging others to test
• My elder brother […] had been bedridden when I went to talk to 

him about [getting an] HIV test. I had to employ strategies to win 
his heart […] At the hospital he was counseled and tested and later 
initiated on care. Since then he has grown stronger; he respects 
me and appreciates much what I did for him. (Female, Kenya)

• “I looked at him and knew something was wrong. I told him, ‘my 
friend, these symptoms that you see must be symptoms of HIV so 
we should go to Mbarara and test so that we can know your 
status. I think we should go on Monday.” We had that discussion 
on a Saturday and on Monday I woke up very early and went to his 
house, he had a motor bike so we put in fuel and we rode to 
Mbarara. (Male, age 56, Nyamuyanja, Uganda)



PLHIV encouraging others to test
• I talked to a girl last week who has been sickly but has never 

taken time to test. I advised her to go for the test and I have 
even offered to accompany her to the hospital. I still want to 
make more effort to ensure she tests. If she tests positive, I will 
even ask the doctors to give her same appointment dates as 
mine to further provide her with moral support. I would love it if 
she lives longer and manages to take care of her children, since 
she is a widow. (Female, age 42, Kenya)



PLHIV encouraging others to enroll / adhere to ARVs
• “My neighbor […] was complaining that ARVS was making her 

feel very sick… she was thinking of not taking them anymore… 
I was talking to her trying to encourage her to continue 
adhering to drugs, telling her that the side effects will not last 
for long. (Female, Othoro, Kenya)

• “If I see that you have it [HIV], I advise you to be strong 
because I am in the same situation, so we should work 
together to go and get treatment.”(Female, Kazo, Uganda) 

• “Those who refused to take ARVs have since died. I tell my 
children ‘if you feel you often fall sick and you test HIV positive, 
please take ARVs’.” (Female, Tom Mboya, Kenya)



• I can really try to encourage him that “HIV is like any other 
disease and I too could be sick just like you. So kindly try 
and seek medical care and please adhere to care and 
treatment”. And if he looks hesitant, then I can take a 
further step of making sure that I take him to the hospital. 
[…] I will make sure that he honours his appointments. I 
will even find out from the health provider myself. I will 
treat him as my friend and become his buddy in treatment 
till he is enrolled in care and initiated into ARVs.” (Male, 
Tom Mboya, Kenya, age 45 Separated)



Discussion
• The personal experiences of PLHIV may make them less 

judgmental, and more empathetic counselors of people 
who are emerging from denial and profound self-stigma

• They elicit behavior change in others via ‘social proof’ 
(improving positive expectancies re: efficacy of ARVs) and 
‘vicarious efficacy’ (“this person, socially similar to myself, 
is succeeding at [testing...disclosure…starting ARVs… 
adhering…], therefore I can do it too”)

• They have transformed their ‘spoiled identity’ as HIV-
positive individuals into a new valorized social identity, 
finding a moral ‘redemption’ via their public advocacy of 
HIV testing and engagement in HIV care and treatment



Implications
• PLHIV are engaged in bringing about social changes 

that will improve health of communities
• Care must be taken to keep rights and justice in forefront; 

let HIV-positive individuals lead efforts rather than exerting 
new forms of control 

• Envision new health systems–community partnerships, 
which could lead to new forms of involvement of HIV-
positive people in interventions, programs and services
• expand and empower the peer counselor cadre 
• empower HIV+ individuals to create new ways of accessing care

(CAGs, discordant couple peer outreach and counseling teams, 
home based care teams, etc.)

• The horizontal process of peers (equals) talking among 
themselves and determining a course of action is key to 
peer education’s influence on behavior change (Paulo 
Freire)



Conclusions

“In short, social and behavioral sciences provide crucial contextual 
evidence on how treatment and prevention is implemented and 
scaled up, and what social and behavioral consequences and impact 
of ‘universal’ access to testing, treatment, and prevention can be 
expected, and thus holds valuable lessons for the UTT rollout. We 
believe that now is a crucial time to set goals for the inclusion of 
social science in the implementation science research program for 
delivering high-quality prevention and treatment across Africa.”
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Streamlined Care

1. Efficient Visits for Patients and 
Staff
• ART start at first clinic visit

(same day ART start)

• Triage by nurse or other extender at 
all follow-up visits

• Minimal wait time, and fast transit 
through clinic visit

• Clinic visits and ART dispensation every
3 months rather than every 1-2 months

2. Patient-centered approach to care
• Welcoming environment

• Fostering trust, connection, and a sense of 
investment in the patient

• Handling adherence and retention 
empathetically

3. Telephone hotline 
access for patients
• Easy triage of medical questions

• Appointment/scheduling logistics 
for retention

4. Appointment 
reminders by 
phone/SMS
• One week to few days in advance

• Retention tool

5. Viral Load 
Counseling
• Structured format for discussion of 
undetectable and detectable results

• Discussion tailored to patient’s ART 
status (pre-ART vs. early phase vs.
stable ART) 
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