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Brief introduction to the project. 

A more detailed executive summary available here: (http://salamandertrust.net/wp-content/uploads/2016/04/SalT_4M_Exec_SummaryFINAL_web_versionJan2017.pdf) 

Feel incredibly lucky to work on a project like this – amazing women across the UK! 

Background. Living with HIV 23 years. Daughter 17. Lucky to access PMTCT. Passionate about SRHR for women Living With HIV, which made it a pleasure to work on this project. 



Agenda  3/2/17 

• Introduction 
• Chair Remarks 
• Project Summary 
• Creative Writing Element 
• Peer Researcher Perspective 
• Mentor Mother Perspectives 
• Panel Discussion 
• Closing Remarks 
• Networking

4M: MY HEALTH, MY CHOICE, MY 
CHILD, MY LIFE

www.salamandertrust.net 

Presentation going to cover: 
• Background & Context 
• Project 4M: aims, objectives, delivery 
• Participants 
• Evaluation  
• Challenges & Successes 
• Going Forward 



Salamander Trust 

• Small, young with a global reach 

 Aims: 

• Protect, promote & enhance the health and rights of people 
particularly, but not exclusively, marginalised as a result of their 
gender, HIV status or sexual & reproductive health 

 Through: 

• Training, Global Advocacy & Research



Timing of maternal HIV diagnosis  
UK & Ireland, 1998-2016
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Approximately 1200 pregnancies are reported in the UK in women diagnosed with HIV. 
These are pregnancies in diagnosed women, reported from the obstetric and paediatric surveillance systems.   
• The routine offer of antenatal HIV testing has led to an increasing proportion of previously undiagnosed infected women being diagnosed in pregnancy. 
• In addition, more women who already know their diagnosis are being reported (many of these diagnosed in an earlier pregnancy).



HIV and Pregnancy in the  UK 

Background & Context 

Although this paper reports data to 2011, latest data shows transmission rates remain <0.5% 

Even though though the UK rate of vertical transmission is currently <0.5%, Women Living with HIV may encounter significant psychosocial challenges in their journey to motherhood. 



HIV and Pregnancy – Issues 

Issues for pregnant women living with HIV 
• Coping with a new diagnosis 
• Anxieties around starting treatment 
• Anxieties around the effects of treatment on self and unborn child 
• Decisions about whether to continue with the pregnancy or not 
• Testing other children 
• Talking to/Telling significant others 
• Intimate partner violence 
• Immigration, housing, poverty 
• Mental Health issues



    
HIV & PREGNANCY - SUPPORT 

What works  
Collaboration between Health Care Providers and Women 
Living With HIV 

Peer Mentoring – a key element of support 

What’s already been done? 
Internationally 
• Mama’s Club http://mamasclubonline.com/ 
• Mothers 2 Mothers (M2M)  https://www.m2m.org/ 

In the UK (London) 
• FPBB http://positivelyuk.org/pregnancy/ 

Peer support has been shown to have a beneficial impact on the well being of pregnant women living with HIV. 



    
HIV & PREGNANCY - SUPPORT 
What works  
Peer Support/Mentoring – a key element of the support 

This shows an evaluation of the peer mentoring programme From Pregnancy to Baby and Beyond (FPBB), run by London based charity Positively UK, published in the British Medical 
Journal.



    
My Health, My Choice, My Child, My Life 

Aims & Objectives 
• Living with HIV (Mentor Mothers), across 8 regions of the 

UK In collaboration with HIV specific third-sector 
organizations, train 40 Women  

• Project is led by a Steering Group of Women Living 
with HIV, Healthcare clinicians and Trainers 

• Steering Group Members Dr Shema Tariq (Chair), Rebecca Mbewe, Longret Kwardem, 
Nell Osborne, Dr Pat Tookey, Professor Jane Anderson, Professor Susan Bewley, Dr 
Rageshri Dhairyawan, Dr Alice Welbourn, Kay Francis, Dr Alison Wright, Gill Gordon, 
Angelina Namiba 

Building on the London Based Mentor Mother’s programme – From Pregnancy to baby and Beyond, we decided to expand the programme to other areas of the UK outside London. 
A big thank you to our Funders, MAC AIDS Fund for funding our initiative. 

We maintained the successful model of being led by a Steering Group of Clinicians, researchers, a specialist HiV midwife and women living with HIV. 

Project designed and delivered by women living with HIV and Nell, who although not living with HIV herself, has vast experience of training and working with communities of  women 
living with HIV both in the UK and internationally. 



    
Delivery  

2 Day training elements 

• Day 1: The Pregnancy Journey when you are living with 
HIV 

Preconception Planning; Pregnancy; Delivery; After Care for 
Mother and Baby 

• Day 2: Creative Writing 
To give participants a safe and creative space in which to 
explore, share and reflect upon their experiences of living 
with HIV, as well as explore , enhance and reinforce their 
role as effective Mentor Mothers 
  

Our innovative 2 day training package is facilitated by two experienced trainers, one a Mentor Mother herself. It comprises coaching on clinical and psychosocial aspects of pregnancy 
and HIV in combination with creative writing workshops to encourage trainees to: 
•  reflect upon their own pregnancy journeys as well as  
• gain the skills to support their  peers to both navigate their pregnancy journeys and be in control of the 4M components.  

Day 1 
Preconception planning: basics of HIV; preventing onward transmission to partners and unborn child; Safer conception; what to consider if/when planning to conceive 
Pregnancy: What happens during pregnancy; BHIVA guidelines/interventions to prevent onward transmission and how to apply these at a personal level; strategies around taking to 
significant others about HIV 
Delivery: Available options and when which would be suitable; making informed choices around Sexual Reproductive Health and Rights 
Aftercare: For both mother and baby; the importance of staying engaged in health and social care, before during and after delivery. 

Day 2 
Creative writing: to reflect upon their own journeys as well as gain skills and confidence to share effectively w peers 



Why do creative writing? 

Benefits of creative writing: 

• It keeps records of significant experiences 
• It allows us to share experiences with an interested group 
• It fulfils our need for free individual expression

The creative writing element was designed to give participants a safe and creative space in which to explore, share and reflect upon their experiences of living with HIV and 
motherhood.



The creative writing process

In the morning of day 2, we did two fun and introductory creative writing exercises, to stimulate imagination, and build confidence. In the afternoon, the women are asked to write 
about their own personal experiences of motherhood and HIV.  Many of the women shared their experiences of HIV diagnosis, pregnancy, past relationships and the impact of peer 
support on their lives.  Afterwards, each woman read her story back with the group and they became a springboard for further discussions and sharing.  

After each workshop I typed and edited these stories and made them into handmade booklets, as you can see up here. Copies of these booklets were returned to each workshop 
participant and the host organisation. 



@4Mproject

We used social media to reach out to potential host organisations and to share news about our trainings with others.



    

TRAINING SITES 

• Bournemouth – Body Positive North West 
• Brighton – Sussex Beacon 
• Cardiff – Terrence Higgins Trust 
• Glasgow – Hwupenyu Health & Wellbeing 
• Leicester – Faith in People Living with 

HIV 
• Leeds – BHA  Skyline 
• London (Essex) – Positive East 
• Manchester – George House Trust

*

*

*

*
*

*

**

This map shows our 8 training sites around the UK.



    

Pictures from our training workshops



Characteristic Number (%)
Median age 
(range)

40.5 years (22 – 67)

Ethnicity 
Black African 
White British 
Other

25 (60) 
9 (21) 
8 (19)

Employment 
status 
Unemployed 
Employed

31 (74) 
11 (26)

Characteristics (46 women who completed 2 
days of training)



Participant feedback: improved knowledge/
confidence

0%

25%

50%

75%

100%

HIV & pregnancy Action planning Referral 
Very much Quite a lot Moderately A little
Not at all

More in Executive Summary



Participant feedback: overall
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“It is a very good experience, made me realise how far I have come 
 and how far I can go”. 
Participant, Cardiff 

“ The training was fantastic. I am glad I participated. I have come to understand 
That there is help out there. I don’t have to suffer alone. I just have to know 
Where to go and what to do”. 
Participant, Leicester. 

“We would like more of this training and support organized down here 
 more often, thanks. It is very important that women get this type of training  
and get together more, for the large majority of women that are still in 
The dark about these issues”. 



    
Challenges  

• Recruitment and retention of women to commit to 2 
days’ 

     training – more women signed up than attended 
• Changing planned training dates due to low uptake 
• Cancelling training due to closure of organization (loss of 

funding) 

Solutions 
• Bespoke flyer created for organizations to circulate 
• Sensitization/trainer introduction visit to talk to potential 
     participants prior to training 
• Pro-active communication and rigorous follow-up of 
     booked participants 

• Recruitment and Retention due to conflicting commitments  
• Concerns about attending training delivered by strangers 
• Most pertinently, given the pressures faced by many organisations, one training was cancelled at short notice because of closure of a host organisation due to funding cuts.



    
Successes  

• Exceeded number of women set for training  ☺ 
• Creative Writing 
• The evaluation was led by a peer evaluator living with 

HIV, supervised by the chair of the Steering Group  
• Hertfordshire University – 2 workshops with 63 midwives 
• Sussex hospital, Chichester – workshop with 25 midwives, 

student midwives, nursing staff 



An example of writing

Each writer was asked to contribute some advice to accompany her story – what advice would they give to other women in a similar situation?  

This created an opportunity for participants to reflect on how their stories can support other women facing similar challenges and we hope this will make these booklets uniquely 
valuable resources for use in health care and support services. 



    
Successes  

Creative Writing 

“Creative writing workshop brought a lot of memories that 
are useful on my journey keepsake but something that can 
help others. This is something Powerful, yet without creative 
writing it is left hidden forgotten or never valued. It is like a 
hidden treasure”. 
Participant, Manchester.

More positive feedback from the creative writing training.



    
Moving Forwards 

- End of Project celebration:  
February 2017 

- Training of trainers ? 

- This project is easily 
replicable in contexts such as: 
• Women with mental  
      health issues 
• Women who use drugs 
• Migrant women 

Going forward: 
• In our initial evaluation, 57% of the Mentor Mothers expressed an interest in being trained as trainers to deliver the Pregnancy Journey and Mentor Mother training themselves. 
• Our immediate priority is therefore to secure funding to hold a ToT with MMs to further build capacity across the UK. 
• We’ve also received a grant from MAC AIDS Fund to take this grassroots –led project beyond the UK to work with our partners PIPE & UNYPA 
• Finally, although in this project we trained Mentor Mothers LWHIV; this model of work is easily replicable and may benefit other women across the UK & elsewhere, during pregnancy 

and early motherhood.  
• These could include women experiencing MH issues, women who use drugs, women LW other chronic conditions and migrant women. 
• We are keen to identify opportunities to  develop this community led work beyond the field of HIV.



    
My Health, My Choice, My Child, My Life 
www.tinyurl.com/4MProject 
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