
 

 

Welcome 
to your latest issue of the pregnancy choices with kidney disease 
study, learning more about women’s experiences of kidney 
disease, decisions about having children or not, pregnancy and 
impacts of COVID 19.  We hope this update finds you well as we 
move out of lock downs.   

In this issue we reflect on learning from our interim findings and 
wider key stakeholder meeting where we invited a panel of 
leading clinicians, professionals who work to support alternative 
options to pregnancy (adoption, surrogacy, fertility), and people 
with lived experiences of pregnancy decisions and kidney disease 
to share their expertise via a virtual meeting.  The event helped 
provide the research team with new and important insights to 
help fill gaps in knowledge and progress the study.  A huge thank 
you to everybody who attended to help us learn.  Below we also  
share some recent research articles which alludes to just a 
fraction of some of the discussions and learning from the 
meeting.  One of our team Jude Stone also shares her thoughts 
from the meeting via an online blog. Finally we give notification 
that recruitment to the survey is closing as well as an update on 
interviews and future study planning.   
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In the news 
The news in this issue is about our 
news. We will be closing the survey 
shortly in order to give the research 
team time to undertake more 
detailed analysis and bring the 
various streams of the study 
together.  Look out on social media 
for updates - but please do continue 
to share.  If you are a Health Care 
Professional in Wales please continue 
to signpost and stress the importance 
of all women aged 18-50 diagnosed 
with kidney disease to take part.  
The direct link is here 
cardiff.onlinesurveys.ac.uk/ckd-
engage and posters with further 
details are below  

Have 
you 
heard of MOMS the MacDonald 
Obstetric Medicine Society?  They 
have been publishing a series of 
webinars for professionals, 
researchers and people living with 
kidney disease.   Topics include 
breastfeeding, diabetes in pregnancy,  
pregnancy during COVID, diabetes in 
pregnancy, the kidney in pregnancy 
and much more.  You can watch and 
download the sessions here https://
www.obstetricmedic.org.uk/moms-
webinar-archive/

A QUALITATIVE STUDY OF 
THE EXPERIENCES OF 

YOUNG WOMEN LIVING 
WITH CKD 

Life choices are 
significantly affected 

by CKD, gaps in 
resources for 

women were found.

SUSTAINABLE 
DEVELOPMENT GOALS 
RELEVANT TO KIDNEY 

HEALTH: AN UPDATE ON 
PROGRESS 

Reports on women 
and children’s health 

in the context of 
gender and 
inequality. 

IMPROVING SEXUAL 
FUNCTION IN PEOPLE WITH 
CHRONIC KIDNEY DISEASE: 

A NARRATIVE REVIEW OF AN 
UNMET NEED IN 

NEPHROLOGY RESEARCH 
Patients have 

identified this as an 
important research 

priority.

pregnancy choices
with kidney disease

https://www.nature.com/articles/s41581-020-00363-6
https://www.nature.com/articles/s41581-020-00363-6
https://www.nature.com/articles/s41581-020-00363-6
https://www.nature.com/articles/s41581-020-00363-6
https://www.nature.com/articles/s41581-020-00363-6
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7430077/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7430077/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7430077/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC7430077/
https://journals.sagepub.com/doi/10.1177/2054358120952202
https://journals.sagepub.com/doi/10.1177/2054358120952202
https://journals.sagepub.com/doi/10.1177/2054358120952202
https://journals.sagepub.com/doi/10.1177/2054358120952202
https://journals.sagepub.com/doi/10.1177/2054358120952202
https://journals.sagepub.com/doi/10.1177/2054358120952202


 

We wanted to mark these important dates by highlighting the ways this 
study crosses both agendas and to help raise awareness of some of the 
general overlapping themes and issues in research into women’s 
health and kidney disease.   In this issue we highlight some Wales 
specific events going on this week for World Kidney Day and 
International Women’s Day which you can contribute.  We share some 
general articles in healthcare sciences tracking the involvement of women in research, some 

of the impacts of gender bias over time on clinical trial research outcomes and some more 
recent research into preventing mums and babies being harmed by an Acute Kidney Injury.   We also 
share some

Meet the team 
Jane Noyes is Professor in Health and Social Services 

Research and Child Health at Bangor 
University.  She is executive lead for 
the Wales Kidney Research Unit and 
National Centre for Population Health 
and Wellbeing research.  Jane is an 
experienced methodologist with a 
particular interest in health, child 

health, complex interventions and 
putting research evidence into practice across various 
disease condition and complex care pathways.  She is 
a regular contributor to Cochrane as well as World 
Health Organisation guidelines and 
recommendations. Meet the rest of the team here 
http://www.kidneyresearchunit.wales/meet-the-

Recruitment update 
The survey is still OPEN and you still have 
time to reach out to patients, colleagues, 
friends and family to help us reach the 
maximum number we can and give people 
opportunity to take part.  We will be closing 
the survey shortly so look out on social 
media @kidneypregnancy and @theWKRU 
for announcements and updates but for 
now please do continue to advertise this 
study.  

Study partner Jude Stone recently shared her thoughts on the 
interim and wider expert stakeholder meeting.  She shared, 
‘this study is lifting the lid on a 
topic previously untouched by the 
academic and clinical 
community.  Yet the subject 
matter is absolutely fundamental 
to the experience of all women 
with CKD.’  You can read her blog in full here, 
www.kidneywales.cymru/news/2021/04/19/kidney-disease-
pregnancy-women-diagnosed-chronic-kidney-disease-need-
know/. Thanks Jude! The team would also like to congratulate 
your phenomenal work as Managing Director of Kidney Wales 
and recognise all you have achieved for kidney patients during 
your secondment. We wish you all the best as you return to 
WCVA. We hope they know how lucky they are to have you :-) 

A few weeks ago we invited, Deborah Duval 
from Kidney Care UK editor of Kidney 
Matters, Jenny Myers Clinical Professor - 
Manchester Maternal & Fetal Health 
Research Centre, Laura Clarke from 

Brilliant Beginnings Client 
Manager and Nurse, Natalie 
Graves & Greg Lewis Vale, 
Valleys and Cardiff Adoption 
Collaborative (VVC, part of 
the National Adoption 
Service (NAS)) and Alice 
Matthews from the Fertility 
Network to present about 
their experiences, services 
and future planning to 
support women with kidney 
disease make future choices about starting a family.  We 
learned about lived experiences following diagnosis 

influencing people’s self image, 
confidence, perceptions of the future 
and no longer being treated like or 
feeling like a women.  Options for 
adoption as well as Welsh legislations 
were shared as well as expertise on 
surrogacy laws, practices and personal 
experiences.  We learned about long 
term grief and ambiguous loss 

experienced by patients going through fertility treatments 
as well as the need for understanding and support from the 
wider family and social circles.  Learning from multi-
disciplinary patient care pathways as well as case studies 
from complex cases, information sharing and plans for new 
linked networks of support were 
just some of the themes and 
sometimes very personal stories 
shared from our expert wider 
stakeholders.  A huge thank you 
to all for taking the time to share.  
We will be assimilating learning 
into the main study data and 
planning future steps over the next few months.

Recruitment to survey summary table
Total number to date 345
Participants from Wales 155
Participants from England 159
Participants from Scotland 23
Participants from Northern Ireland 6
Number completed in Welsh 3
Number of interviews completed to date 27

http://www.kidneyresearchunit.wales/meet-the-team
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Findings will help us develop new shared decision making 
tools to help better support women with the sometimes 
complicated and emotional decisions they may need to 

make about having children.  
  

To hear more about this study, check if you are eligible to 
take part and share your views you can get in touch via 
any of the contact details below.  You can also go directly 
to the online survey via the link below or scan the QR 
code.  We look forward to hearing from you.  

We are undertaking a study to learn more about 
women’s experiences of kidney disease,  

decisions about having children and their experiences  
of pregnancy and having children.
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Survey link: https://cardiff.onlinesurveys.ac.uk/ckd-engage  
Website: http://www.kidneyresearchunit.wales/impact-case-studies.htm?
id=34  
Email: l.mclaughlin@bangor.ac.uk 
Tel: 02921848469 
Twitter: @kidneypregnancy 
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