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ABSTRACT

Background: Comprehensive HIV care aims at providing care and support, from HIV
counselling and testing, through pre-antiretroviral (pre-ARV) care to antiretroviral therapy
(ART). However, many people living with HIV (PLHIV) do not start treatment or are lost to
follow-up during pre-ARV care, and subsequently initiate ART very late, with a high risk of
HIV/AIDS-related mortality. Determinants of uptake/retention of PLHIV under pre-ARV care
and delayed ART initiation in Uganda, where HIV and ART awareness are presumably high, are
not sufficiently understood.

Main aim: To investigate uptake and loss to follow-up of PLHIV under pre-ARV care and
delayed ART initiation in order to inform policy and strategic planning for improved
comprehensive HIV/AIDS care.

Methods: Four studies (I-1V) were conducted in Iganga district, eastern Uganda. Study | used
key informant interviews (KlIs) with five health workers and 10 in-depth interviews (IDIs) with
PLHIV, as well as six focus group discussions (FGDs) with caretakers of the PLHIV to explore
reasons for loss to follow-up under pre-ARV care. Study Il was a randomised controlled trial
involving 400 participants, to evaluate the effect of extended counselling on uptake of pre-ARV
care. Study I11 used 20 IDIs with clients on ART and 10 FGDs with caretakers of ART clients to
understand reasons for delayed ART initiation. Study 1V was a case-control study involving 152
cases (clients who initiated ART at CD4 < 50 cells/ul) and 202 controls (clients who initiated
ART at CD4 50-200 cells/ul) to assess risk factors for very late initiation of ART. Content
analysis was used for qualitative data, and univariate, bivariate and multivariate analysis for
quantitative data.

Results: Reasons for dropping out of pre-ARV care included inadequate post-test counselling to
PLHIV and competition from traditional/spiritual healers. Other reasons included transportation
costs, long waiting time, lack of incentives to seek pre-ARV care by PLHIV who perceived
themselves to be healthy, and gender inequality (I). PLHIV who underwent counselling by staff
trained in basic counselling skills, combined with home visits by community network support
agents, were 1.8 times more likely to take up pre-ARV care compared to PLHIV who received
the standard care (RR 1.8; 95% CI 1.4-2.1) (1I). ARV stock-outs, inadequate pre-ARV care and
perceived lack of staff confidentiality were system barriers to timely ART initiation. Weak
family/social support and misconceptions about ARVs were cited as individual/community
barriers to timely ART initiation (I11). Seeking care from traditional/spiritual healers before
attending formal care (AOR 7.8; 95% CI 3.7-16.4), lack of pre-ARV care (AOR 4.6; 95% ClI
2.3-9.3), subsistence farming (AOR 6.3; 95% CI 3.1-13.0) and lack of family/social support
(AOR 3.3; 95% CI 1.6-6.6) were crucial risk factors for very late ART initiation (IV). Higher age
(AOR 0.9; 95% CI 0.8-0.9) and being female (AOR 0.4; 95% CI 0.2-0.8) were protective factors
against very late initiation of ART (1V).

Discussion: Adequate post-test counselling for newly diagnosed PLHIV, combined with follow-
up care by network support agents, could help retain PLHIV under pre-ARV care and allow
timely initiation of ART. Trained and supervised traditional/spiritual healers could complement
government efforts in offering some components of pre-ARV care. ART services should be
made more affordable, accessible and user-friendly to enhance timely ART initiation. Other
system deficiencies, such as stock-outs of cotrimoxazole and ARVs and lack of adequate staff
also need to be addressed. There is a need for social mobilisation to address gender inequality,
stigma and misconceptions about ARVs and to boost social support for PLHIV.
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