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It is my great honour to say something about the background 
survey which informed this Guideline, and about our allies around 
world. 

The title of our background values and preferences survey is called 
‘Building a Safe House on Firm Ground’. 

You can see at the bottom of the slide above the logos of several 
different organisations with amazing women behind them. 

Key names I’d like to honour are Luisa Orza and Susan Bewley, 
both members of the core research team: huge thanks to you both. 

We are also lucky to have two global reference group members 
here: Angelina Namiba and Sophie Strachan. You will have seen 
others of this group in the slideroll at the beginning: these are all 
inspirational women to work with.

http://salamandertrust.net/wp-content/uploads/2017/02/WHOGuidelineLondonlaunchRCOGJuly2017SliderollFINALforSharing.pptx.pdf


http://tinyurl.co
m/womenHIVSR

HR

http://tinyurl.com/womenHIVSRHR
http://tinyurl.com/womenHIVSRHR
http://tinyurl.com/womenHIVSRHR


945 respondents from 94 countries aged between 15-72 in all our 
diversity responded to the survey. The idea was to involve women 
from many different regions of the world, ethnic variations, 
indigenous migrants, refugees, women who contracted HIV from 
all different routes, women from all walks of life: we wanted that 
diversity to shape the survey and we are grateful for the huge 
commitment they made. Jane Shepherd, also here tonight, 
constructed the beautiful image of the safe house on firm ground. 

An intrinsic part of the house is that it is a safe shelter, and you can 
see that it is also made up of so many components. At the bottom 
we have safety, support, and respect as key foundations. Then we 
have what makes up the strong walls: human rights, gender 
equality and social justice, meaningful involvement of women 
living with HIV and protective laws. Then we have different roof 
slates: sex life, pregnancy and fertility, treatment and side effects, 
financial security, and mental health. 



Then we have the beautiful sun rising, around which it says 
‘Achieving sexual and reproductive health and human rights for 
women living with HIV’. Above the sun there are 3 birds holding 
cards saying ‘partners’, ‘community’ and ‘children’. The 
principle behind the house is that we have complex dimensions 
to our lives as women living with HIV: at all stages we need to 
look at this from lifelong perspectives and the complicated 
things going on in our lives. 

The key point about the birds is, if you help us achieve our 
sexual and reproductive rights, then we, in turn, will be able to 
support our partners and children and communities: and, just as 
we are all told on aeroplanes about putting our oxygen masks 
on first, before we help others, it is absolutely critical that our 
rights are achieved first.



• High IPV levels before and 
after diagnosis.  

• Higher levels of other 
violence experienced post-
diagnosis in health settings 
& in the community 

Results from 58% of 832 survey respondents 
on Gender-Based Violence (GBV)

• 89% reported experiencing at least one type of violence
• (UK 80%)

• Experiences of violence in the health care setting often 
worse for women with other socially disadvantaged  
identities              Orza et al 2015a, JIAS

http://www.jiasociety.org/index.php/jias/article/view/20285/html


One key thing that came up were issues around violence. We 
know about the work of Charlotte Watts at the LSHTM and her 
team’s work with WHO on the multi-country study – and how 
intimate partner violence can increase vulnerability to HIV 
among women by a factor of 1.5. 

What has not been so clear, and this survey brought it out, is 
how a lot of women who responded to the survey described 
violence. Some women had not experienced intimate partner 
violence (IPV), pre-diagnosis, but then it started after their 
diagnosis. Some had experienced some pre-diagnosis and it 
increased post-diagnosis. What is perhaps really shocking, 
though it had already been reported widely by women living 
with HIV in ‘anecdotal’ evidence, is what is happening to 
women in health care services. Before diagnosis, the level of 
violence against them in healthcare settings was small, after 
diagnosis it is high. We are very concerned about this. 

http://www.who.int/reproductivehealth/publications/violence/VAW_infographic.pdf?ua=1


• “…we conclude that erroneous justifications were initially given in 
support of Option B+. We identify tensions that remain in light of 
these results and argue that future strategies would benefit from 
a community-focused, human rights-based approach.” Hodson N 
and Bewley S. JVE 2017; 3: 163–166

• “In this review, we found the amount of peer-reviewed literature 
to directly address human rights and the SRH of women living 
with HIV to be far more limited than expected in terms of 
quantity, and what does exist only addresses a few rights in the 
context of a few areas within SRH.” Kumar S, et al. JIAS 2015; 18 
(Supp 5)

• “Most studies placed greater emphasis on instrumental        
health outcomes to prevent HIV transmission than on the  
intrinsic well-being and SRH of women living with HIV.”          Beres 
L et al.   AIDSCARE 2017; 29, 9. 

Ethics of Guidelines and Research?

http://viruseradication.com/journal-details/Pursuing_ethical_coherence_in_the_prevention_of_vertical_transmission_of_HIV:_justice_and_injustice_in_Option_B_plus/
http://www.jiasociety.org/index.php/jias/article/view/20290
http://www.tandfonline.com/doi/full/10.1080/09540121.2017.1317324


So there is a big disconnect between policies and research, which 
are focusing on getting women on treatment as soon as they are 
diagnosed and getting them to ‘disclose’ to others, and the 
realities facing many women once diagnosed . A woman is 
offered treatment - and it is supposedly a choice but the way the 
policy has been interpreted by healthcare providers means that 
it is often not a choice. And to start anything on day one after a 
major diagnosis like this is a huge ask. Then for women who 
decide not to start treatment straight away, they’re often 
labelled as ‘defaulters’: there is a lot of blame in the language 
around these issues. As part of my preparation for today’s talk, I 
did a word count of how many times the word ‘violen’ (ie the 
stem of ‘violent’ and ‘violence’) appeared in the 480 page long 
2016 WHO Guideline on ARVs, published by the HIV Department. 
In this whole document, the word appeared 3 times. 

http://apps.who.int/iris/bitstream/10665/208825/1/9789241549684_eng.pdf?ua=1


By contrast, in this new women-centred Guideline being 
launched here, which is only 1/3 of the length, I gave up counting 
after the first 200 mentions of the word. As a social 
anthropologist I see my role as seeking to put our feet into the 
shoes of others, to see things from different perspectives. I see 
here therefore a disconnect between policies and guidelines 
such as this ARV Guideline and the realities of women’s lives as 
we see in the new SRH&R Guideline. We need to bring the ARV 
Guideline also in line with women’s realities and rights. If we 
don’t start treatment right away, then there are valid reasons for 
why women do that, to keep us safe. If women go home with 
medication or if they are pushed into ‘disclosure’, when they 
don’t feel safe at home, then they will fear what is going to 
happen both to themselves and to their children. So not taking 
medication and not telling anyone is the safer and rationale 
decision. 

http://apps.who.int/iris/bitstream/10665/254885/1/9789241549998-eng.pdf?ua=1


So that is what is great about this new Guideline – being women
-centred and based on our own experiences, it puts women’s 
rights – to safety, respect & support, and to everything else in 
the house image - first. 

In conclusion, it was so great to hear Lesley say how the new 
Guideline could be woven into the new HIV component of the 
RCOG training materials. 

There is so much scope here for a win-win situation -  to make 
life better for women: and then, as women always do around 
the world, we will of course make sure that we are supporting 
our communities, our children, and our partners, who will then 
all benefit also. 

And healthcare providers will then benefit too. Thank you all so 
much. 


