
WOMEN’S VOICES:
Understanding the perceptions, values and preferences of women living with HIV 
regarding early infant diagnosis in Kenya, Namibia and Nigeria.

Women living with HIV are central to the success of e� orts to prevent 
vertical transmission of HIV, yet their perspectives and experiences have 
not always been fully considered in the design, monitoring and 
implementation of programmes to prevent mother-to-child transmission 
(PMTCT). � e result has been lower than ideal uptake of services, loss to 
follow-up and poor adherence to treatment. E� orts to scale-up early infant 
diagnosis (EID) have also been constrained by the lack of consultation 
with and engagement of women living with HIV.

� is qualitative research sought to respond to an urgent need to explore the 
perceptions, values and preferences of women living with HIV regarding 
early infant diagnosis, in order to understand what accounts for the ‘loss to 
follow-up’ in terms of early diagnosis and treatment of infants. � e research 
was commissioned by World Health Organization (WHO) to inform the 
revision of their guidelines on EID.

FINDINGS

EARLY INFANT DIAGNOSIS

Testing at Birth
Women living with HIV have mixed feelings about the prospect of testing at birth.

Main perceived bene� ts of testing at birth:

 ■ Mothers would know how to feed their child and take care of the child from the beginning. 

 ■ Advantages of knowing their child’s results early included the option of getting babies 
on treatment earlier, reduced anxiety, and the possibility that more babies would 
receive testing. 

 ■ Reduction in anxiety from waiting for the test to happen at 4-6 weeks.

We feel it is a good idea as long as we receive the necessary information 
before giving birth and counseling should be provided in a language that the 
women understand and it will not stop, there should be ongoing counseling... 
If the baby is tested at birth the mother will make an e� ort to come back for 
a follow-up test.

– Woman living with HIV, Namibia (WDH1#1)

Main concerns about testing at birth:

 ■ New mothers may not be prepared for the shock of the result soon a� er the physical 
ordeal of giving birth, especially if she recently received an HIV diagnosis herself.

 ■ Testing at birth could increase the risk of inadvertent disclosure of HIV status and rejection 
by her husband and family who are likely to be present in the hospital at the time of the 
child’s birth.

 ■ If the � rst test is negative, the mother may not return for recommended follow-up testing, 
potentially believing the � rst test to be de� nitive.

You recall during delivery time…all that tiredness and having carried the 
pregnancy for all the 9 months. A� er all the many stresses now the baby is 
out. Wait till they tell you he has the virus yet you have been watchful all 
along. Isn’t it better you be le�  to rest for some time surely!

– Woman living with HIV, Kenya (KEN1#2)

For me it’s not okay… I’m still in bed (recovering)… and you now tell me my 
child is negative or positive. � e worse aspect is when the child is positive. Do 
you want to kill me?

– Woman living with HIV, Nigeria (LA1#2)

Women expressed signi� cant concerns about issues of disclosure and recovery from the 
experience of birth and will require information about the nature of the tests and the need 
to return for a con� rmatory diagnosis.

Loss to Follow-up
While most of the children of focus group participants had received at least one HIV test, with 
many receiving between 1–2 tests, the majority of children had not received the recommended 
3 con� rmatory diagnostic tests. It is interesting to note that a higher percentage of the children 
of Nigerian participants who gave birth in 2010 or later received 3 tests (66%).

Percentage of children of focus group participants receiving any tests and receiving 3 tests.
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Reasons for Loss to Follow-up: (Service & Health System Levels) 

 ■ Waiting time, distance to HIV clinics, and cost of transportation, if outside of the 
capital city.

 ■ Lack of understanding about the need for and process of infant testing (e.g. child needs 
follow-up testing even if the � rst test was negative).

 ■ Clinics lose test results and women must bring child back to repeat tests.

 ■ Experiences of stigma and discrimination in the health care facilities.

Reasons for Loss to Follow-up: (Individual Level)

 ■ Women fear a positive HIV result for their child living with HIV.

 ■ Consequences of disclosure of own status or child’s status to partner, family and 
community o� en leads to stigma, discrimination and violence.

 ■ Being instructed to stop breastfeeding by a health worker regardless of the HIV test 
result, which has both � nancial and social implications (e.g. stigma and discrimination).

 ■ Women prefer to deliver at home to avoid poor treatment by health care workers.
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� e International Community of Women 
Living with HIV (ICW) and the Global 
Network of People Living with HIV 
(GNP+) in partnership with ICW’s regional 
networks in West Africa, Eastern Africa 
and Southern Africa, conducted 10 focus 
group discussions (FGDs) in Kenya, Namibia 
and Nigeria during June and July of 2014. 
� e countries were chosen to represent 
di� erent levels of performance towards 
Global Plan targets: Kenya (middle), 
Namibia (high) and Nigeria (low).

A judgment sample of women living with HIV who gave birth in the past three years 
(n=105), were recruited by national networks of women living with HIV. Women were 
recruited and mobilized through networks of women living with HIV, support groups 
and local partner organizations using a snowball (respondent-driven) sampling method. 
Standard qualitative thematic analysis was applied to the FGD transcripts.

Demographic Summary

 ■ 105 women living with HIV participated in the focus groups. Data was recorded for 95 
of the women.1

 ■ Average age of participants was 34 years old. 

 ■ 80 of the women participating had given birth within the last 4 years, representing a 
total of 105 children. 

 ■ � e majority of participants were receiving ARVs. 

 ■ Most of the children of focus group participants had received at least one HIV test, 
with many receiving between 1–2 tests, but a majority of participant’s children had not 
received the recommended 3 con� rmatory diagnostic tests.

1 See Full Report Statement of Limitations

Provide Infant Testing Options
Women living with HIV should be provided with information about testing 
options and properly counselled and supported at an early stage (not just prior 
to or directly a� er delivery), to give mothers time to make an informed choice 
on the timing of HIV testing for infants and to identify the testing approach 
that will work best for themselves and their children. 

Governments and donors should invest in community initiatives, particularly 
those led by women living with HIV to address barriers and motivate increased 
testing of infants through peer counselling, psycho-social support and 
community education so that women living with HIV can:

 ■ better understand the need for multiple tests for infants and trust the results 
of the tests;

 ■ have support for disclosure planning for themselves and their infants;

 ■ have support for receiving a positive HIV diagnosis for themselves and/or 
their children; and,

 ■ have support and resources for infant feeding including breastfeeding 
support.

Be� er Quality Information and Counselling
To address confusing messages and misinformation that continue to be given to 
women living with HIV, better quality information and support is particularly 
needed on:

 ■ current recommendations on breastfeeding and other infant feeding 
options, in particular, individualized counselling on breastfeeding options 
is recommended;

 ■ C-section risks and bene� ts, and the requirements of informed consent;

 ■ current guidance on early initiation of ARV treatment and lifelong treatment 
for pregnant women; and,

 ■ recommended ARV prophylaxis and accurate dosing for infants.

Ensure Human Rights
 ■ Stronger protocols and training for healthcare workers at all levels are needed 

to ensure protection of the rights of women living with HIV, such as the right 
to informed consent for all services, including for HIV testing (of women 
and their infants) and birthing options.

 ■ Ensure ongoing sensitization and training (including in-service training) 
for health workers to reduce stigma and discrimination and create more 
welcoming mother- and child-friendly services.

Prioritize Peer Support
Accurate information around current recommendations, options and protocols 
on HIV testing for infants must be provided to women living with HIV, through 
a variety of avenues including healthcare workers, women’s support groups, 
traditional birth attendants and networks of women living with HIV, as well as 
wider community education campaigns. Countries should prioritize capacity 
building and funding for networks and groups of women living with HIV to enable 
them to continue to provide essential peer support within their communities.

Integrate with Care
Any planned integration of early infant diagnosis and immunization programs 
must take into account the persistent barriers (such as stigma and discrimination) 
that women living with HIV face in accessing services and involve women 
living with HIV at all stages of design and implementation.

Address Infant Treatment Concerns
Women living with HIV have expressed serious concerns about adherence, 
toxicity of long-term medications, the potential for drug resistance and 
increased stigma. Women living with HIV must be engaged and involved as 
countries introduce and implement new treatment guidelines.

RESEARCH METHODOLOGY

What makes women not to go back for follow up is because sometimes you 
look at the services you receive when you go to access hospital. � e way the 
nurses talk to you, look at you, shout at you… Once you give birth you will be 
scared to take the baby for testing because you are thinking of all the insults 
you received when you were pregnant…so to avoid embarrassment you will 
keep the baby at home and avoid tests…

– Woman living with HIV, Namibia (WDH3#19)

� ey say positive women should bring elbow covers and two packs of covers…I 
felt they should have told us these things individually because announcing 
it exposes the woman’s status. If other women see you bringing two they will 
know you are positive.

– Woman living with HIV, Nigeria (LA2#8)

LIVED EXPERIENCES OF PMTCT

Our research revealed that PMTCT programmes are failing women living with HIV in two 
key ways:

1. by failing to provide adequate information about key aspects of preventing vertical 
transmission including infant testing and treatment; and

2. by failing to address stigma, discrimination and abuse in healthcare settings.

Women are supposed to be given information on testing. No mother wants 
to give birth to [a] HIV positive baby…the [reason] some of the women don’t 
come for baby tests was because they were not given enough information on 
the importance of baby testing.

– Woman living with HIV, Namibia (WDH2#3)

 ■ When women access antenatal care, many mothers are not prepared adequately about 
forthcoming infant testing and there are poor protocols around obtaining informed 
consent for testing.

 ■ In all three countries, women are receiving insu�  cient information and sometimes 
con� icting advice prior to childbirth about how to prevent vertical transmission. Women 
raised lack of information as a key reason why mothers do not return for follow-up 
testing and care.

 ■ Women feel strongly that increased uptake of infant testing is dependent upon the quality 
and availability of education, peer counseling, decentralization of services and home or 
community based testing. 

 ■ � e focus groups revealed the important role peer support plays for women seeking 
accurate and comprehensive information about preventing vertical transmission from 
conception to birth and beyond.

Also have someone who is already in the shoes to advise you to take the test…
If someone like me tells another mother that ‘I have been there so take your 
child for testing.’ I will relate to her more than someone else.

– Woman living with HIV, Kenya (KEN1#6)

INFANT PROPHYLAXIS, FEEDING & TREATMENT

Infant Prophylaxis
Women reported receiving contradictory advice about which prophylaxis to use for self 
and baby. 

My baby was 3.2 [kgs], and I give him 1.5ml/s. I said to her doctor, ‘Is it true 
that my baby has been over dosed?’ She said ‘Yes’. I said, ‘So what do we do 
now?’ She said, ‘I don’t know’ and that I should just go back to giving my 
baby 1ml.

– Woman living with HIV, Nigeria (LA-02-006)

Breastfeeding
Women living with HIV are receiving con� icting information about current guidance related 
to breastfeeding.

� is other clinic was telling me to stop breastfeeding completely and introduce 
food at 6 months while this other one was telling me you can breastfeed and 
still give the baby food. So I don’t know if maybe the information is being 
relayed badly because this one tells you this while the other one tells you 
something else.

– Woman living with HIV, Kenya (KEN1#6)

Concerns about Early Treatment
Women supported the idea of early treatment for their children but raised concerns about 
side e� ects, impacts of treatment for life, adherence and resistance.

RECOMMENDATIONS


