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Reasons for
disengagement

Unexpected Barriers:

-Travel for funeral or work
-Personal or family illness
-Perceived clinic inflexibility
-Similar barriers for treatment
guardians

Individual
* Negative effects of ART (side effects, pill burden)
* Perceived lack of benefit of ART

* Psychological, mental health or drug use

Interpersonal
* Stigma, confidentiality, fear of disclosure
* Family and social support lacking

Health system factors

* Health facility factors (long wait, responsibilities
inflexible, perceived staff rudeness) * Forgot

appointments

=TI

Structural/societal

* Work commitments/lack of time
« Transport cost or distance

Vulnerability factors
Ig s g g

Burke et al 2024
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Individual
* Negative effects of ART (side effects, pill burden)
* Perceived lack of benefit of ART

* Psychological, mental health or drug use Individual at risk of
disengaging from

ART care
Interpersonal i E

* Stigma, confidentiality, fear of disclosure Proxitnal svent
* Family and social support lacking U .
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1. Facilitators to re-
engagement

Facilitators to Re-engagement:

-Social support: Encouragement
-Social support: Money and vehicles | HIV Care
-Community Health Worker visits Re-engagement

-Strong dedication to ART
-Internal motivation: fear of illness or
not being able to support family
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Individual
* Negative effects of ART (side effects, pill burden)
* Perceived lack of benefit of ART
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- Barriers to Timely Re-engagement:
2_' Barriers to - Inflexible ART clinic schedule —
timely - Limited clinic resources 1. Facilitators to re-
re-engagement |- Lackof transportation money engagement
= reasons for - Other competing work or family priorities
Facilitators to Re-engagement:
prolonged l -Social support: Encouragement
| ' ' -Social support: Money and vehicles are
disengagement  jzioimiTmemmememiemi s 1 Social M d vehicles | | Hive

........................... -Community Health Worker visits Re-engagement

-Strong dedication to ART
-Internal motivation: fear of illness or
not being able to support family

Chamberlain et al 2022
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QUAS Personal
motivation to
re-engage

Facilitators

Reasons for

re-engagement
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Personal motivation
to re-engage

Facilitators of Re-engagement

Fear of lliness and Concern for Family

When asked why they returned to HIV care, almost all
respondents reported a strong internal motivation because

Tracing

Concern for children

5%
4%

4%

Found out they were pregnant

More or better support from a...

Recent clinic visit

Bisnauth et al 2021

they feared that they could become 1l or die 1f they did not
take ART. Nearly three-quarters of respondents, equally
distributed between men and women, expressed a desire to
remain healthy in order to provide and care for their families
as their primary motivation for re-engaging with HIV care.

“I have seen the importance of taking medicine
because my body becomes different if I stay without
taking medicine.... my body becomes weak...But
if I take the medicine, I work with a lot of energy."
(40-year-old, married man)

“T thought maybe I could die anytime. That means my
children will become orphans.”" (47 year-old, unmar-
ried woman)

Chamberlain et al 2022
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| am alreacly plaming on returing even ¥ nothing chenges

[ nol have s0 long at

The quality of care would have to be better [N ——
Transport to clinic would have to be less expensive |G ————
The clinic would have to treat me with more respect _~—4
I'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 _—-—|

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 wouid | be willing to return to ciinic [ III——
The clinic would have to be open on weekends or inthe evenings [[III—
Transport to clinic would have to be less tme consuming [JIIIIIE——
The clinic would need a more comfortable waiting area -—|
I would need to disclose my HIV status to my spouse —_—
My family would have to be more encouraging  ———
My family would have to give more material support  ——w—
I would like better counseling about HV/ART [J——

Many people are extremely
motivated to return
despite barriers and lack of
facilitators

The clinic would need fewer administrative requirements [J——

L | will return when | feel more ready for cares/ART i |

The clinic would have to give me other goods (e.g. food, bed-nets) ._.

Recadmmi e s neldewameu ks M—— | Few people report that they would
only return when they feel sick or

 would needto be started on anew ART rogimen Ji—— once they feel more ready for ART

I would need to get an official transfer to another site |
| need somecne to help me with my treatment and care, eg. tx supporter ——
| would need to be re-tested for HIV, I'm uncertain of my status +—
| 'l retum when | start to feel sick J|— |
The clinic would have to stop trying to integrate care |—|

0% 10% 20% 30% 40% 50%
Percentage of patients reporting reason

M Structural B Clinical Psychosocial
_ Filgure 4. Heasons to return to care if disengaged. n = 255. Abbreviations: ART, antiretroviral therapy; HIV, human immunodeficiency virus. tx, treatment
Sikazwe et al et al 2021

60%
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Barriers to — prolonging
re-engagement dis-engagement

Limited Clinic Schedules and Resources

""""""""""""" E Respondents reported that limited clinic hours or inflexible
AR EE——————————— appointment schedules constrained their ability to address

l their HIV care amidst unexpected life events. Nearly half
Barriers to Timely Re-engagement: of respondents, both men and women, referenced this as a
- Inflexible ART clinic schedule broader challenge to engagement in HIV care. Below, we
- Limited clinic resources focus on situations where this posed a specific barrier to
- Lack of transportation money ndividuals’ n HIV
- Other competing work or family priorities indrviduals re-engagement‘ 1n care. o
. Just under a quarter of respondents, equally divided
______________ l e between men and women, reported that they returned to
Extended Time Away From Clinic the health facility as soon as possible, but were turned away

because they did not come on an ART clinic day or because an
ART provider was not available for various reasons. In some

Chamberlain et al 2022
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Alarmingly, some people even report health workers denying them ARVs
R IAS following a late or missed appointment. “We get punished for missing dates. |

went to the clinic for five months without being helped.” explained one person.

Another woman explained how she asked for enough pills to last until her new

appointment date but they refused. [ was devastated, she told us. “This
month | missed my appointment because | was at work. | was sent away.

|
S O u t h Afr I c a Even now [ have not received my pills,” another person told us.

C L M d t If you are late for an appointment at the facility or an ART
a a refill collection at the facility or in the community, when you

do return to the facility, which of the following happens: Result |%
Staff are welcoming back 29091 49%
The staff shout at you for being late/missing the appointment date 688| 12%
Staff counsel you on adherence 929| 16%
Staff ask why you missed appt 1615| 27%
Staff send you to back of queue 808| 14%
The staff ask how they can help make it easier for you in future 402 7%
The staff offer you a longer supply of ART to make it easier 144 2%
The staff tell you about ART refill collection points closer to home
or work that you can access which may make it easier 215 4%
The staff give you a shorter supply of ART than what you usually
get (e.a. 1 month instead of 2 months) 52 1%
The staff refuse to give you ART on the day you return and
require you to return more than once to get your ART 50 1%

SAVING ODUR LIVES gt 72| 1%
PLHIV surveyed 5917
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Client perception of HCW
negative response on return

Negative Interactions with Clinic Staff were Co ncerning, don’t patients who miss visits then return? A strong reluctance to
but not a Barrier to Re-engagment return for care atter an absence emerged from the quahtative data.
“I was thinking that [the clinic staff] would feel like I [ was scared to come back to the clinwc since a lot of time had already
have just Sta}fed at home because I have not sent any passed and I might come back and they chase me away. | Male, age 40|
message. You see, | was worried, but I [decided to] [ was scared of comz}ng back and them telling me that they will r'sz
answer when they ask me. IT they will not believe, sz;mi bfmmédm’imm w;wj o fﬁ miki}'J[wa;@Zmng
then it is fine, but still I will explain why I failed to go ﬁ«ml;;i;o:m vetept e or ot or senefer ey tooucE i me
and collect the ARVs on that day. I was worried that [ was afraid to go back because I didn’t have my card and I stopped
they would ask me questions or shout at me that I am meds for a long time. I was afraid the nurses would yell at me.

being childish not to collect the ARVs." (21-year-old, [Female, age 3]

married man)

Perception of the HCW response at return impacts
timeliness of re-engagement

Chamberlain et al 2022 Would go back anyway Remained disengaged Ware et al 2013
— —
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engagement following disengagement. One participant
described going to a mobile clinic to pick up ART as she

B a r ri e rs p ro I O n g did not have the money to take a taxi to the fixed clinic.

Mobile clinic staff refused to issue her with medication

t t = I saying her file was at the fixed clinic. With the help of
re u r n u n I another patient, she “fooled” the system by pretending
she did not know her HIV status. She was immediately

h O S p ita I i zed w i t h A H D oftered HIV testing when she said she did not know her

status. As a result, she was retested, retested positive and
was issued with her ART. She describes her difficulties

with the clinic staft at both locations below:

‘They refused to give me a transfer because they can-

. L ; . . . ‘The only issues we have are the clinics........ If you
not give me transfer twice in one year. (Participant #3) 4 V7

miss your appointment they shout at you at the

clinic, even if you missed your appointment by a

day, they still shout at you. They say “this isn't your
appointment date, ‘and then you wonder how they
work because sometimes you find that you still
have a few pills left in the container and I explain

Another participant described how, if he was unable
to get oft work, he might be a day or two late for his
appointment. When this happened, the reception he

received at the clinic led to him disengaging in care, as that I took my pills, it’s not that I did not take them
described below: because 1 would still have a few left. But they still
shout at you irrespective. So those are the kind of

esensaes but the shouting that came from the nurses nurses that we have to deal with. (Participant #13)

during that time would make me feel as though I
wasn't human. (Participant #7)

Loveday et al 2024
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| am already planning on returning even ¥ nothing changes

I would not have to wait so long at the dinic ||| NG —————
The quality of care would have to be befier _—I

Transport to cinic would have to be less m-:pamh.ra

The clinic would have to treat me with more respect _—|

| 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 _—|

| The clinic would have to make re-entry to care easler (e.g. new ART card, minimize required paperwork) [ —— |

| would have o be convinced that going to clinic / ART medications were helping me —_—

Sikazwe et al et al 2021

Under no circumstances would | be willing to return to clinic. [[[IIII————

Reasons to return to care
RED = health system barriers

BLUE barriers are cost related, these can also be reduced by longer
ART supplies

Top YELLOW barrier could be supported by service delivery changes
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Facilitators to
re-engagement

Social Support and Encouragement to Return

Emotional and financial support from respondents’ social
networks further facilitated their re-engagement. In the

Facilitators to Re-engagement:
-Social support: Encouragement
-Social support: Money and vehicles
-Community Health Worker visits
-Strong dedication to ART

-Internal motivation: fear of illness or
not being able to support family

majority of cases, respondents disclosed their missed ART
appointment to a friend or family member, and the ensuing
conversations and support regarding ART services were cen-
tral to their return to care. One-third of men and just under
a quarter of women reported that a friend, family member,
or boss encouraged them to return to the ART clinic as soon
as possible.

Community Health Worker Outreach

Some respondents, mostly men, reported that a community
health worker associated with the ART clinic encouraged
them to return to care as soon as possible.

Chamberlain et al 2022

“So when the [community health worker] discovered
that I am not coming, they came and picked me up to
say “You should start taking medicine again. We are
surprised that you are not coming [to the clinic].” That
is why I started taking medicine again." (40-year-old,
married man)
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| am already planning on retuming even i nothing chan

I would not have to wait so long atthe dinic | —
The quality of care would have to be better [[INNEGEGEG ——

Transport to clinic would have to be less expensive [INNEGGN —

The clinic would have to treat me with more respect _——-4

| 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 -—c

The clinic would have to make re-entry to care easier (e.g. new ART card, minimize required paperwork) _—c

I would have to be convinced that going to clinic / ART medications were helpingme . ——
Under no circumstances would | be willing to retun to clinic [[IIIIIE———
The clinic would have to be open on weekends or inthe evenings [IIIIIE—
Transport to clinic would have to be less tme consuming [N —
The clinic would need a more comfortable waiting area [JI—
I would need to disclose my HIV status to my spouse —_
My family would have to be more encouraging i
My family would have to give more material support
I would like better counseling about HIV/ART [Jl}——
The clinic would need fewer administrative requirements [JJ——

Sikazwe et al et al 2021

How to overcome cited barriers
to facilitate re-engagement:

« Reduce time in clinic

« Increase qualify of care

* Provide respectful care

« Make re-entry easier and quicker
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Relocated 0 a new place and accessed care tere
Work obigatons made t hard to o o the orginalcinic. |
Transportation from home s easier o cheapertonew dinic. |

Family obligations made it hard to go to the original clinic

Lspend less tme atnew cine I I

Newclinicisclosertowork [N -
Travelling and accessed care eisewhere IS — Reasons for S|Iently
The qually T cars & betier e rew circ -
o s more epect o row ciic IS transferring
The walting area is more comfortable at new clinic [N ——— PrOV|des S|m||ar
Received spedalized care at other centre: eghosptb IR ——— .
[ I was afraid 0ld dinic would scold me for missing avisit [N | facilitators
My HIV status is less likely to be discovered by my family or others | know at the new dinic = | .
Transportation was no longer available to the cld clinic [ ——— y Spend Iess tlme
Poor record keeping at the original clinic inconvenienced [IIIIE— ° 1
Started ART as part of antenatal care [Jl— Quallty care
Fewer administrative requirements at new dinc [JIIll—— ® RESpGthUl care
School obligations made it hard to go to the original dinc  [JIll—— .
Amndng:r:cdeatedsa‘muidcreateo?mobt:;)myspa: — ° Afrald to go baCk to
I spend less money atnew clinic [JlF——— Al
| wanted a second opinion +——— Old CIInIC
Was officially transferred but original dinic has no record [Jl————— e Better record
Starting ART is easier newclinic [JJJj—— .
Maﬁdisswsirterfaedwihmodbdngmymdicaﬁom — keeplng
| was in trouble with the law, as a result could not attend the original dinic i

Old dlinic ran out of medications (“stock-out’) |—

0% 5% 10% 15% 20% 25% 0% 3% 40% 45%
Percentage of patients reporting reason
M Structural M Clinical Psychosocial
Figure 3. Reasons for silent transfer. n = 289. Abbreviations: ART, antiretroviral therapy; HIV, human immunodeficiency virus.

Sikazwe et al et al 2021
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Relocated to a new place and accessed care there |
Work cbigatons madeithard to go 1o the orginal cinic. | =
Transpartation from hame is easier or cheaper tonew dinc. |

Family obligations made it hard to go to the original clinic

Ispend less tme at new anc. [

—_ Newcniciscioser towork
Travelling and accessed care elsewhere [N =
The quality of care is better at new cinic |GGG
The staff is more respectful at new cinic |G
The waiting area is more comfortable at new clinic [N —

Received spedalized care at other centre: eghosptd [ ———
I was afraid old dinic would scold me for missing avisit [IIIEE——

Sikazwe et al et al 2021

Reasons for silently transferring

Provide facilitators—>

Spend less time

Quality care

Respectful care

Afraid to go back to old clinic
Better record keeping
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ﬁ
Tracing
" | Hospitalization
_ Prolonged i | Morbidity/mortality
disengagement Transmission

Easy, quick,
durable returns

Tracing
Hospitalization
Morbidity/mortality
Transmission




QUAS Personal
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REMOVE
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ADD

Increase durable

re-engagement

Facilitators
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Personal motivation

to re-engage

REMOVE

CERES

ADD

Facilitators

Easy, quick,
durable returns

—Prioritize respectful care for people returning
and those observing others returning

—Complete re-engagement on the day of
return

—Increase appointment schedule flexibility-
both when missing a visit & at return

—Reduce waiting time at the clinic when
returning

—Don’t intensify appointment schedule at
return unless clinically necessary

—Enable “silent” transfers
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