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Welcome 
Welcome to the latest issue of the Dialysis Options and 
Choices newsletter.  Summer is definitely behind us now as is 
the first year of this research study.  The research team have 
had a busy month consolidating activities around this first 
year which included; partnering with Chronic Kidney Disease 
Renal services across Wales, building collaborations with 
renal charities and related third sector services and people 
living with kidney disease and their families.  We started to 
share some of the first findings from the interviews with 
people living with kidney disease, the multi disciplinary renal 
teams, industry and the wider social care sector.  We have 
started focus groups and interviews with professionals, and 
began to look at emerging questions around sustainability of 
Chronic Kidney Disease services across Wales - what a year! A 
big thank you to everybody who has supported the study so 
far.  In this issue we share more detailed sampling criteria, 
review our visits to units in west and mid-Wales meeting 
people living with kidney disease,  including ‘befrienders’, 
and share some feedback from the September wider 
stakeholder meeting in Cardiff.  We have also included a 
sustainability table we need your support to complete. 
Previous newsletters are available here http://
www.kidneyresearchunit.wales/dialysis-options--choices. 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In the news  

Maddy Warren patient 
advocate and entrepreneur 
shares her passion for 
research and why all people 
living with kidney disease and 
renal professionals should get 
involved.  Read more 
@queenofdialyis



Study Recruitment update 
Number 
of 
consent 
to 
contact 
forms 
received 
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of 
people 
unable 
to 
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/ 
elected 
not to 
particip
ate
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of 
patients 
interview
ed 
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of carers 
intervie
wed 
(may 
have 
been 
intervie
wed with 
patient)
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ews 
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g

Automa
ted 
peritone
al 
dialysis

Continuou
s 
ambulator
y 
peritoneal 
dialysis

Home 
Haemo
dialysis 

Unit 
haem
o
dialysi
s

Conser
vative 
manag
ement

Living 
alone

Und
er 50

Bangor 2 1 1 1 0 1

Cardiff 28 4 23 15 5 4 4 6 2 5

Glan Clwyd 7 2 5 1 1 1 4 3

Swansea 9 0 2 1 6 1 1

Wrexham 11 3 8 1 3 3 1 3 1 1

Total 57 10 39 18 15 4 5 7 13 0 5 6

Recruitment target
Targ
et

Patients 
(excludin
g carers)

To 
Date

Bangor 2 1 50%

Cardiff 20 23 115%

Glan Clwyd 4 5 125%

Swansea 10 2 20%

Wrexham 4 8 200%

Totals 40 39 98%
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Sampling  
Once again a big thank you 
to all the Clinical Nurse 
Specialist across Wales for 
supporting the 
identification of people with 
kidney disease and family 
members to interview over 
the past 6 months.  We are 
well on the way to reaching 
our maximum variation 

sample.  Looking forward we are now seeking to fill the 
gaps in our sample.  We want to interview more people 
fitting the following criteria.  

• People who were ideal for a home therapy but chose 
something else and their family or carers. 

• People who have chosen conservative management 
and their family or carers.  

• People who are finding it difficult to make a decision. 

• People with an SY (mid-Wales) postcode. 

Renal multi-disciplinary teams can identify people via a  
consent to contact form.  If you think you have people who 
would fit any of the below criteria but need a refresher on 
approaching please get in touch with the research team 
who are very happy to help.  
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Visiting West Wales 
and Mid Wales 
dialysis units 

We were warmly welcomed to 
dialysis units by managers in 
Carmarthen, Haverfordwest 
and Llandrindod this month to 
speak to people living with 
kidney disease about the study, 
in particular to talk about ways 
to sustain renal services across 
Wales.  Everyone we spoke to 
was enthusiastic about the 
research and we were able to 
recruit patient advocates across 
Wales to support coproduction 
and sustainability of Chronic 
Kidney Disease services 
looking into the future.

Paul Popham 
Befrienders meeting 

‘Befrienders’ as part of Paul 
Popham Renal foundation are 
volunteers who support people 
living with kidney disease. They 
provide advice, sign posting, 
social support and more to 
people living with kidney 
disease, family and friends.  We 
were invited alongside Carers 
Wales, to one of their training 
days to present the Dialysis 
Options and Choices study and 
talk about sustainability.  The 
discussion included variation in 
costs of different treatments, 
Quality of Life and ways 
‘Befrienders’ support people 
with their decision making.   
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 First findings shared with 
interdisciplinary partners in 
South Wales.   
We had the pleasure of hosting our third wider 
stakeholder meeting in Cardiff in September.  The 
group included Clinical Nurse Specialists from 
Cardiff and Swansea, Clinicians, NHS Specialist 
Youth Workers, Specialist Renal Social Workers, NHS 
managers, Home Therapies representatives from 
Baxter, Fresenius and Bbraun, renal charities Kidney 
Wales and Paul Popham, commissioners and people 
living with kidney disease.  We were able to; share 
some of the emerging themes from the interviews, 
and work together to help with the interpretation, 
discuss costs and thoughts on shifting services 
between health and social care, 
discuss policy including the 
commissioners perspective on 
shifting care closer to home and 
especially  what this means for 
people living with kidney 
disease over a lifetime and 
family members and friends.  
For those who could not attend 
the meeting highlights will be 
shared at network meetings 
(e.g. CKD and Home therapies) 
and the audit day on the 4th of 
October.  
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- 03.10.19 - Health and Care 
Research Wales AGM, Cardiff 
theme ‘Partnership and 
Collaboration.   

- 04.10.19 - Welsh Renal Clinical 
Network Audit meeting, 
LLandrinod Wells  

- 04.12.19 Dialysis Options 
and Choices Wider 
Stakeholder meeting. North 
Wales - please get in touch if 
you would like to attend.  

•

How does Co-production improve sustainability of Chronic Kidney Disease (CKD) 
services in Wales?  
An important part of this study is looking at the sustainability of the CKD services 
across Wales.  What works best for whom and why and especially what we can do to 
improve the sustainability of CKD services across Wales.  We cannot do this alone and 
we need everyones input to learn.  In this issue we have included a table to help 
unpick issues of sustainability.  Please can you all review the table and add/amend as 
appropriate.  We also want to know, what is unsustainable in CKD services in Wales, 
from your perspective, what does a sustainable service look like, and importantly how 
can co-production help achieve that.  You can reply by filling out the below form via 
email, telephone or a face to meeting with a member of the research team. 

Contact us:  kidneychoices@bangor.ac.uk,   01248 383031 

mailto:kidneychoices@bangor.ac.uk
mailto:kidneychoices@bangor.ac.uk


Table: How can coproduction improve the sustainability of Chronic Kidney Disease (CKD) services in Wales? 

The current CKD service model in Wales – 
what is unsustainable?  

What does a sustainable renal service 
for CKD look like in Wales? 

What can be changed through co-
production? 

What is difficult to change 
through co-production 

Patients and Carers 
• Patients who struggle to make a decision/remain 

‘undecided’ for longer tend to opt for Unit 
Haemodialysis (UHD).   
 

• Patients from areas of deprivation/low 
socioeconomic status tend to choose Unit 
Haemodialysis (UHD).  Patients from more affluent 
regions tend to choose transplant/home therapies. 

  
• Older patients opt for UHD as they benefit from 

the socialising with staff, other patients and 
‘getting out of the house’.  

 
 
• Some patients choose UHD as they live alone or in 

unsuitable housing.  
 
 
 
 
• Treatment outcomes do not always match the 

goals and expectations of patients.  
 
 
 
 
• Once patients start on UHD they are unlikely to 

move to a different treatment option and some 
patients sometimes regret their decision to start 
UHD 
 

• Patient and carers first experience of dialysis tends 
to be in a Unit or around unit dialysis.   

 

• Every patient in Wales is supported to make 
an informed decision in a timely way based 
on clinical outcomes and patient values and 
preferences.  

• Patients from lower income/areas of 
deprivation are supported through health 
and social care services (e.g. welfare and 
benefits) for any additional (hidden) costs 
associated with home therapies.  

• Patients utilise the service as intended, not 
to fulfil an unmet social care need.  New 
services are developed/modified to address 
unmet social care needs (e.g. isolation, 
loneliness, home care and social support).  

• Barriers to home therapies are identified 
early, patients and MDT teams work 
together to address practical barriers to 
home therapies (e.g. unsuitable housing).  
Options for care and support at home are 
explored with patients and family members.  

• Patients and Multi-Disciplinary teams work 
together to develop shared understandings 
of goals, preferences and expectations.  
Opportunities to revisit this are presented 
throughout patient treatment plan.  
 

• Patients on UHD who are eligible for home 
therapies are given opportunities to review 
their decision.  

 
 
• Opportunities are taken to discuss dialysis 

options and choices at home, outside of the 

• Better understanding of patient values 
and preferences.  

 
 
• Increased knowledge and awareness in 

health and social services of the needs, 
circumstances and lifestyle of people 
with CKD. 
 

• Unmet psycho/social needs can be 
identified more quickly, referred 
onwards and/or specialist services can 
be developed. 

 
• Increased and shared understanding of 

fears and concerns of home therapies 
and how this might be different across 
Wales.  

 
 
• Shared understanding of patient goals 

and expectations leading to 
improvements in Shared Decision 
Making (SDM).  

 
 
• Peer to peer support and visits to units 

from patient networks can help to 
unpick the barriers to home therapies.  
 
 

• Patients can work with professionals to 
create, photo books, videos, virtual 
realities of home therapies as well as 

 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 

 



unit in an informal setting (E.g. café, meeting 
room).   

share their stories of home therapies 
with patients.  

Professionals: Multi-Disciplinary Teams  
• Bias in Multi-Disciplinary Teams.  Some 

professionals may prefer certain treatments over 
others. E.g. Peritoneal Dialysis (PD) is currently not 
discussed as an option with 30-40% of patients in 
Wales but 10-15% of all patients in Wales are 
eligible for PD. 

• Inconsistencies/disagreements with who is eligible 
for a home therapy e.g. co-morbidities, frailty, low 
Quality Of Life (QOL) score. 

• Regional variation across Wales in terms of what 
treatments are available, offered, discussed and 
subsequently chosen across Wales. E.g. 50% of frail 
patients over 70 chose Maximum Conservative 
Management (MCM) in one region but in others the 
figure is as low as 9%. 

• There are regional and local variation in paper 
based educational materials.  

 
 
 
 
• There are regional and local variation in the ways 

education is delivered. E.g. Nurse led patient 
groups, peer to peer support networks, patient led 
education sessions. Multi-Disciplinary team (MDTs) 
meetings, Shared Decision Making (SDMs) tools.  
 

• Multi-Disciplinary team meetings are held 
regularly to minimise conscious and 
unconscious potential bias.  Audit data is 
presented to MDTs regularly.  

• Welsh renal professionals receive regular and 
up to date training regarding frailty scores and 
QoL training.  Audit data is monitored for 
consistency. 
 

• Reduce or eliminate variation in availability of 
treatment options across Wales.  MDTs 
involved in educating patients about options 
receive up to date training on different 
treatment options.  

 
• Education materials are pan Wales with 

consistent messages. Individuals units and 
professionals can tailor core materials as they 
see fit into their patient education program.  

 
 
• Clinical Nurse Specialists across Wales work 

together to pool knowledge and resources to 
deliver a varied MDT and patient centred 
education programme.   

• MDTs become more aware of the 
impacts on patients and the service of 
conscious and unconscious biases within 
their units and can work together to 
address it. 

• Patients and family members can 
recollect their experiences of learning 
about treatment options.  This can 
support MDTs to continue to present 
and discuss options in a suitable format 
for each patient. 

 
 
 
 
• Patients and wider key stakeholder 

(Kidney Care UK, Paul Popham, Kidney 
Wales) can support a redesign of patient 
education materials, utilising their 
regional knowledge and recent 
experiences.  

• Patients and wider key stakeholders can 
work with Clinical Nurse Specialists to 
support professional practice and vice 
versa to improve consistency of 
education whilst at the same time 
providing best care for patients.   

 
 
 
 
• Frality and QoL scoring cannot be 

shared outside the NHS due to data 
protection.  But MDTs could review 
patient data and agree on reporting 
and consistency. 
 

• Availability of treatment options is 
due to lack of resources and 
staffing.   

Organisations: NHS, Wales Renal Clinical Network (WRCN), Independent Service Providers (ISPs), Welsh Government 
• For the first time in 10 years WRCN were forced to 

request a net increase in investment from NHS 
Wales to sustain the dialysis service.  

• Increasing home therapies is a Welsh Government 
prudent healthcare policy.  

 
 

• WRCN can invest funds to meet the needs of 
the whole service including social care and 
wellbeing. 

• Welsh renal professionals (and patients) 
understand the importance and value of 
prudent healthcare on the complete CKD 
service.  

• Patients can map out what, where and 
how WRCN could invest in the CKD 
service as a whole.  

• Patient and carer advocates can work to 
promote the importance of prudent 
healthcare and what it means for them. 

 

 



• WRCN target for patients on home therapies is 30%. 
It was 20% from Dec18-May19 (6 months).  

 
 
• NICE guidance now states that conversations about 

renal replacement therapy should start one year 
before needing to start a treatment.  

 
• There are 3 Independent Service Providers (ISPs) in 

Wales.  Each provider has different focusses in 
terms of dialysis modalities. 

 
• Currently the demand for UHD is outstripping 

supply. 
 
 

 
 
 

 
• Too many people in Wales living with CKD are 

opting for UHD.  
 

• All renal professionals are aware of WRCN 
targets, they are monitored and ongoing 
opportunities for shared learning are 
available.  

• Every patient in Wales starts discussions 
about Renal Replacement Therapy (RRT) at 
least a year before RRT starts.  The impact of 
this is monitored closely.  

• ISPs work with NHS, WRCN and Welsh 
Government to support targets of 30% on 
home therapies. 
  

• UHD is made available for all patients who 
need it.   

 
 

 
 
 
 

• A more sustainable service for people living 
with CKD would have a higher proportion (and 
numbers) of people opting for home 
therapies.   
 

• WRCN targets are higher than NICE 
guidance. Patients and professionals can 
promote the Welsh service as an 
exemplar of home therapies nationally.  

• Patients and family members who 
started RRT a year in advance can share 
their stories at WRCN meetings for 
shared learning.  

• ISPs share their barriers and enablers to 
home therapies with the network.  
Outcomes are fed into the overall 
service design. 

• Patients and professionals can work 
together to promote the benefits of 
home therapies over UHD.  Peer to peer 
support workers can help identify any 
unmet social care needs of patients on 
UHD and work with renal professionals 
and the social care sector to address 
them.  

• People living with CKD are encouraged 
to share their home therapy 
experiences at regular meetings, events 
and NHS led training days.  

The public and wider society 
• Many people in Wales do not know they have 

Chronic Kidney Disease until they go into renal 
failure.  

• Wales has a sicker and older population than 
England.  

 
• We have limited resources in the wider health and 

social care services.  
 
 
 
 
 
 

• GPs, other health providers and the social 
care sector are more aware of general kidney 
health.  

• CKD renal services in Wales is designed to 
meet the needs of an older and sicker 
population than England.  

• Resources are reconfigured/ re invested into 
key identified social care services to support 
patients with CKD and family members unmet 
social care needs, and to ensure these are not 
barriers to choosing a home therapy. 

 
 

• Kidney charities, related third sector 
organisations and wider stakeholders can 
work together to promote kidney health 
across Wales.  

 
 
• Involvement of social services and 

patients can help identify more quickly 
the social services which could 
potentially be invested into to support 
uptake of home therapies and best 
patient care.  
 

 
 
 
• We cannot change the demographics 

in Wales. 



• There are insufficient deceased donor kidneys 
available for transplant. 

• Welsh CKD services should continue to 
promote and take opportunities to promote 
organ donation registration.   

• Transplanted patients and patients 
awaiting transplant can work with Welsh 
Government to share their story and 
register as a future contact with their 
communications teams.  
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