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A global challenge for HIV programs

* Engagement in HIV care is a critical, but poorly understood,
step in the HIV treatment cascade

* The number of people lost to HIV care follow up is large
e 28.2 million have begun HIV treatment globally
e Up to 15-20% of those in HIV care are lost to follow-up

* Reducing/minimizing uninterrupted treatment is key for
continued epidemic control
e U=U
 Reduced morbidity and mortality
 Reduced opportunity for drug resistance

* More people re-engaging in treatment now than new
Initiates
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Understanding disengaged people living with
HIV: A key to care improvement?

What?

Real outcomes among patients?

|

?

T

Why?

Why did patients drop out, change clinics or die?

l

Where?

Are there hotspots for poor outcomes?

. Who?

Which patient subgroups are at risk for poor outcomes?

. When?

What are the vulnerable points in the cascade?



Methods

* (Qualitative interviews among disengaged clients

* Semi-structured survey among disengaged clients
e C(Classify the prevalence of different barriers to retention
* |dentify site-to-site variability
* Choice experiment among disengaged clients
* Relative importance of health systems attributes to clients
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Population

* Target population

* Ministry of Health, CIDRZ supported ART facilities in Zambia
 Sampling scheme

* Representative sample of facilities

 Random sample of lost intensively traced in the community
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Analyses

* Patient surveys
* Simple tabulation, Venn diagrams

* Choice experiment
* Mixed-logit model; willingness to wait analysis

e Qualitative
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FINDINGS
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Reasons for disengagement. n = 255

Work requirements interfered with picking up medications or visiting clinic
| spent too much time at clinic

I moved and there was no care available in this area
Work interfered with taking medications in my possession
lintended to go but was too lazy

The staff did not treat me with respect

| didn't want to take drugs forever

| felt well and thought | didn’t need care or medicine

I had family obligations

| felt too sick to come to clinic

| was experiencing side effects from the medicine

| didn't have enough money to access care

| didn't have enough food

Someone important to me told me to stop going to clinic
Transportation was no longer available

| was drinking alcohol

| forgot

Had high CD4 and didn't see a reason to attend clinic
Imprisoned or involved in criminal case

School interfered with going to clinic

| spent too much money at dinic

| couldn't find a treatment supporter that was required

| am not ready to start ARVs yet

there were too many other problems in my life

M Structural M Clinical Psychosocial
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Reasons for silent transfer. n = 289

Relocated 0 anew place and accessedcare e [
Work obligations made it hard to go to the original clinic [ R
Transportation from home is easier or cheaper tonew dinic [N
Family obligations made it hard to go to the original clinic ' i
I spend less time at new dinic ||| NG
New cliniciscloser towork [ NNEIIEEE—————
Travelling and accessed care elsewhere [N ——————
The quality of care is better at new ciinic || NEGEGEGEG ——
The staff is more respectful at new ciinic |G
The waiting area is more comfortable at new clinic [N ——
Received spedalized care at other centre: eghosptb [N ——
| was afraid old dinic would scold me for missing avisit [ EEE——
My HIV status is less likely to be discovered by my family or others | know at the new dinic i
Transportation was no longer available to the old clinic [llE——
Poor record keeping at the original clinic inconvenienced [[l——
Started ART as part of antenatal care [JJl——
Fewer administrative requirements at new dinic -—4
School obligations made it hard to go to the original dinic -—4
Attending clinic created or could create conflict with my spouse

I spend less money at new clinic

| wanted a second opinion

Was offidially transferred but original dinic has no record
Starting ART is easier new clinic

Marital issues interfered with collecting my medications
I was in trouble with the law, as a result could not attend the original dinic +—
Old clinic ran out of medications (‘stock-out’) |—
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Reasons to return to care. n = 255
Iam already planning on returning even if nothing changes [ EEGRGENNRNGEGEGEGEEEEEE .

Iwould ot have to wait so long at the dinic | NN ————

The quality of care would have to be better |G ———"
Transport to clinic would have to be less expensive | ———
The clinic would have to treat me with more respect _——c

| would need to be sure that going to clinic would not lead to people finding out my HIV status

My employer would allow me to go -_—4

The clinic would have to make re-entry to care easier (e.g. new ART card, minimize required paperwork) | ——
| would have to be convinced that going to clinic / ART medications were helping me - —

Under no circumstances would | be willng to retun to clinic [ lll——
The ciinic would have to be open on weekends or inthe evenings [ E——
Transport to clinic would have to be less tme consuming [ ——
The ciinic would need a more comfortable watting area [Jl——
| would need to disclose my HIV status tomy spouse =~ ———
My family would have to be more encouraging =~
My family would have to give more material support - +———
Iwould like better counseling about HIV/ART  [J——
The ciinic would need fewer administrative requirements [Jf——
The cost of receiving care or medicine would have to be less l—a
I will return when | feel more ready for care/ART  ———
The clinic would have to give me other goods (e.g. food, bed-nets) l—-l
| would need to be started on anew ART regimen [|——
Iwould need to get an official transfer to another site I—<
I need someone to help me with my treatment and care, eg. tx supporter +—
I would need to be re-tested for HIV, I'm uncertain of my status +—
Il retum when | start to feel sick [—
The clinic would have to stop trying to integrate care |—v
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Venn diagrams depicting overlap between
barrier domains.

B psychosocial ~ EM Structural * Clinical

A Reasons for silent transfer B  Reasons for disengagement C Changes required for disengaged
(N=289) (N=255) to return (N=255)
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A. Reasons for silent
transfer. n=289

B. Reasons for
disengagement. n=255

C. Changes required to
return. n=255
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Probability of silent transfer and
disengagement: Interaction of barrier domains
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Qualitative Interviews

= Clinic based factors

“Sometimes you might not be used to the process, instead of telling them where
to go...you answer them rudely. So that makes us so angry at last we even stop
coming to the clinic...” (Urban disengaged, Lusaka)

= Structural factors

“..Because what | used to do was leave at night and coming back at night
because it was far and | used to be scared alone and money to use for transport |
also never had” (Rural transfer, Western)

= Psychosocial factors

“I was thinking that maybe people will know me and say that: She is receiving
the ART treatment so she is positive... and they would be laughing. That was the
one which gave me fear” (Rural transfer, Eastern)



Discrete Choice Experiment Results (N=272)

Attributes' contribution to marginal utility

Staff is nice (vs rude)*™

Open also on Saturday (vs regular hours)

Open in the afternoon (vs regular hours)

Refill is every 5 months (vs 3 months)***

Refillis-every-month (vs: 3 months)***

Distance (additional Km)***

g
[
Wait (additional hour)* [

-6.00 -4.00 -2.00 0.00 2.00 4.00 6.00 8.00
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Conclusion

* Routine surveys can offer rich insights into how to improve
health systems

* Drivers of loss and potential re-engagement at each site vary across structural,
psychosocial and facility-based factors

* Consistent prominence of patient-reported facility-based challenges (respect,
scolding, wait times) as reasons for stopping care

* Patients have varying priorities

* Make choices based on their experiences with the health system and perceived ease
of care and satisfaction

* If reasons differ, then you must do things different (clinic to clinic

variability) but there’s differences within the clinic (individual to
individual)
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