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These findings have implications for 
treatment roll-out, warranting attention 
from policy makers and providers alike.  
Urgent research is required to 
understand: to what extent is it possible 
to adhere to medication which reduces 
quality of life, especially if women start 
ARVs when feeling well; how women’s 
concerns about STIs and unplanned 
pregnancy can be addressed in the 
context of ‘treatment as prevention’; 
whether and how coercion and 
potential gender-based violence can be 
avoided in relation to ARV uptake; and 
the risks, benefits and safety of long-
term medication use. !
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"Sometimes you feel like you have no choice but to bear with it all” 
How much do we understand side-effects of ARVs on lives of women living with HIV? 

WHO promotes far-reaching ARV coverage for 
prevention and treatment of HIV1. However, to 
date, little2,3 is known about long-term 
adherence to ARVs and their effects in relation 
to physical, sexual, psychological or other 
dimensions of women’s lives. The aim of this 
study was to examine ARV side-effects in 
women living with HIV.!
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A global online values and preferences survey 
was commissioned by WHO4. It  was informed 
and shaped by a Global Reference Group of 
14 women living with HIV and included an 
optional section on HIV treatment and side-
effects. The survey contained a mix of closed 
questions (quantitative analysis) and free text 
responses (qualitative analysis5,6).!
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Methods !
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832 women aged 15-72 from 94 countries 
took part in the online survey,  and 434 
(52%) responded to the optional treatment 
section. Of the 381 (88%) who were on 
treatment, only 52 (11.9%) reported no side-
effects. !
!
The mean number of ARV side-effects was 
four including fatigue (64.8%), mood 
changes (47.1%), headaches (40.6%), body 
dysmorphia (40.2%), loss of libido (37.5%), 
strange dreams (29.9%), and menstrual 
disorders (24.1%). These affected women’s 
ability to enjoy a healthy and satisfying sex 
life, to work, and to enjoy social activities. 
Singly or collectively, side-effects strained  
relationships7, led to financial insecurity or 
poverty, and contributed to mental ill-health8, 
including loneliness, isolation, stress, 
anxiety, and depression. !
!
Respondents reported limited information 
about side-effects, especially at treatment 
initiation, and felt that health providers did 
not take side-effects seriously. !
!
Regarding an undetectable viral load, some 
women expressed potential or actual 
reduced ability to negotiate condom use, to 
protect against STIs or pregnancy. !
!

“Building a safe house on firm ground” 
image from the original survey report for WHO Department of 

Reproductive Health and Research!

Global Reference Group, Core Team, WHO staff & others involved in the 
WHO-commissioned survey which gave these results : Jan 2015, Geneva !References!
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“Women with HIV should be placed in the 
driving seat when it comes to our care, support, 
access to treatment when WE need it and our 
sexual and reproductive health and human 
rights. Dignity and respect should lie at the heart 
of the updated guidelines.” UK 

“There are times when I have the side-
effects and it feels like I am dying ” 
Jamaica 

"Affect the sex life, self-
compassion, looks ugly, unhappy, 
can not find partners." China  

"On my sexual health, I feel 
unwanted." Kenya !

"Husband is not satisfied, I often force 
myself to have sex." Ukraine !

“Our health workers tell us it is better 
than stopping the drugs and die." 
Uganda !

(Regarding undetectable viral load): !
"It might be easier for a partner to want 
unprotected sex (without ensuring there is 
no STI)." Nigeria!

  Results!
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