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F
…I had been coming to clinic for 
years and home dialysis had 
honestly never crossed my mind, it 
was only when I saw the option in 
the kidney road show and the 
specialist sat me down and talked 
to me about home dialysis and 
explained the benefits, I mean it 
was a no brainer for us, but until 
then my only image of dialysis is 
what you see in the hospital, I 
thought that was my future… . 

home dialysis Wales
Haemodialysis. Peritoneal dialysis 

dialysis cartref Cymru
Haemodialysis. Dialysis Peritoneal 

Today there are around 30,000 
people on dialysis in the UK.  
Nearly 85% percent of these are 
on dialysis in a hospital or satellite 
unit with only around 15% on home 
dialysis.  Most people (nearly 70%) 
also start dialysis in a unit or 
hospital when given a choice.  
Home dialysis has better outcomes 
in terms of living longer, better 
quality of life and places less 
burden on limited and stretched 
NHS resources.  Increasing the 
number of people opting for home 
dialysis is a global health priority.  

But people are complicated and 
the pathways to kidney 
replacement therapy are complex. 
The UK National Institute for 
Clinical Excellence first recognised 
the benefits of home dialysis more 

than twenty years ago yet trends 
for hospital dialysis are still 
increasing. 

This All Wales study helped us 
learn more about: the key factors 
influencing patient preferences and 
treatment choices including the 
influence of pre dialysis education; 
details of the costs of different 
treatment pathways especially 
home therapies; patterns and 
tendencies within the kidney 
patient populations (and the ways 
they use services) that may 
influence choices.  By working co-
productively we were able to define 
and develop more sustainable 
kidney services and create new 
pathways to home.    

Dr Gareth Roberts
Consultant Nephrologist Cardiff 
and Vale University Health Board
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bout this lay report 

This research report presents the key 
findings from a national all Wales co-
productive study learning more about 
why most people default to hospital 
based dialysis when given a choice. 

The study focussed on gaining better 
understandings of: the pre dialysis 
education programme; the views and 
experiences of people living with 
kidney disease and family members 
who were in the process of making a 
decision; kidney health and social 
care professional practice and their 
understandings of the barriers to 
people choosing home; the actual 
and hidden costs of the various 
treatments; and patterns and 
tendencies within the All Wales 
kidney population. 

The study provided a platform for the 
multiple stakeholders to work 
together to learn and to co-design a 
new vision for more sustainable 
kidney health and social care 
services.  

Findings explain the complexities of 
decision making from the patient, 
family and professional perspectives, 
highlights values and preferences 
when making decisions, and sheds 
new light on the issues that leads 
patients and family members by 
default onto a hospital based 
treatment pathway. 

Further information can be found on 
the website or by contacting the 
research team.  We hope that this 
research report and associated 
publications will be a useful resource 
to those seeking to increase the 
uptake of home based therapies and 
improve the health and social care of 
people living with kidney disease. 

Who is this research report for: 

-People living with kidney disease 
-Family members and close friends          

      of people living with kidney   
      disease

-People who agreed to share their    
      story with us

-Patient and public representatives 
-Kidney NHS health and social  

      care professionals 
-Kidney Charities
-Wider social care providers
-Welsh Renal Clinical Network 
-Welsh Government 
-NHS Wales
-NHS UK

The study focussed on the 
Welsh context nonetheless the 
findings and recommendations 
may apply to any similar health 

and social care systems. 

A
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1. Home and hospital dialysis, the big picture
Dialysis as a way to treat kidney 
disease, has been around for over a 
century.  Haemodialysis machines 
then known as ‘artificial kidneys’ were 
first used in 1940s to treat acute 
kidney injuries.  In the 1960s they 
expanded to include ‘maintenance 
dialysis’ for people who had chronic 
kidney disease.  Due to lack of space 
and high costs this treatment was 
only available at home, leading to 
around 40% of patients on home 
haemodialysis in the 1970s in 
America.

A combination of health, social, 
political, and economic factors over 
the following decades saw a decline 
of home haemodialysis.  These 
included developments in transplant 
and peritoneal dialysis; changes in 

health service delivery and healthcare 
coverage, increase in (aging) 
populations, complications resulting 
from long term dialysis and a high 
burden of treatment.  Combined these 
factors led to a global increase in 
hospital based dialysis.  Hospitals on 
their own were unable to cope and 
moved to working in partnership with 
independent sector providers to 
provide off site ‘satellite’ dialysis to 
meet growing demand and address 
the above challenges.  However the 
resulting exponential growth of 
satellite/hospital dialysis was not 
expected.  In the late 1950s there 
were 3 dialysis units in the UK, 
today there are over 386 and many 
more in planning. By the 1990s unit 
dialysis had become so embedded as 
the routine model of care that almost 
all service improvement and planning 
focussed on ‘dialysis closer to home’ 
rather than dialysis in the home.   

Care and support 
closer to home
in the

40% of haemodialysis 
patients were on home 
dialysis in the 1970s in 
America. 

Fig.1 Growth in UHD numbers in the UK 2007-2017. Key
PD – Peritoneal Dialysis
HHD – Home Hemodialysis 
ICHD – In Centre Hemodialysis 
Tx – Transplant 
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2. Health and social care policies in Wales

In Wales the Wellbeing of Future 
Generations (Wales) Act 2015 and 
the Social Services and Wellbeing 
(Wales) Act 2014 provide the key 
policy contexts for all health and 
social care including three pillar plans 
for more sustainable services.  
The underpinning health care policy 
in Wales being Prudent Healthcare 
which specifically recognises the 

inter-dependence of specific 
challenges in order to create more 
sustainable health and social care 
services.  Examples of prudent health 
care plans include ‘A Healthier Wales’ 
which puts care and support at home 
at the heart of service improvement 
developments, long term ambitions 
for health and social care systems to 
work together, and where possible to 
shift services out of hospitals into the 
communities. Prudent Health care 
can be seen across international 
health contexts such as Shared 
Decision Making. 
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3. Shared decision making and the MAGIC model 

Make No Decision 

About Me 

Without Me 

Shared Decision Making is simply a 
way for patients to have more 
meaningful conversations with 
healthcare professionals about values, 
and preferences.  It recognises that 
there are two experts in the room, the 
healthcare professional and patient.  
Shared Decision Making is about 
empowering patients, highlighting that 
they have choices and options and 
working in collaboration.  It is 
important that patients feel they can 
talk about their  needs with their loved 
ones and their kidney care team.


The theory underpinning this study 
was Shared Decision Making, 
specifically the Making Good 
Decisions In Collaboration (MAGIC) 
model developed for the UK NHS. 
MAGIC provides a template based 
on ‘choice, option, decision talk’ to 

help professionals implement Shared 
Decision Making in clinical settings 
and explains the patients experience 
as a journey from uninformed to 
informed through building rapport, 
mutual respect and active listening.  
Shared Decision Making is widely 
recognised as best practice yet has 
been shown to be problematic to 
implement across the relevant 
healthcare settings as the necessary 
systems, infrastructures and wider 
support networks are either not 
available or not working in ways that 
promote shared decision making 
models of care.  


think 
   talk 
      share

Start the conversation 
If you would like to know more about 

advance care planning speak to a 
member of your renal team today 

advance renal  care planning
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4. About this research study
This was a two year mixed method 
co-productive study with key partners 
the All Wales multi-disciplinary health 
and social care workforce, kidney 
charity providers, wider charity 
services, industry, people living with 
kidney disease, family members and 
wider social services and social 
service commissioners.  
We wanted to learn about: 
1. the key factors that impact on the 

future dialysis choices made by 
people with Chronic Kidney 
Disease and their family 
members.  

2. the current pre-dialysis education 
across Wales and highlight areas 
for potential positive change.

3. the current cost to the NHS of 
dialysis treatment options.

4. the capacity of coproduction to 
define and develop more 
sustainable kidney services. 

We undertook: 
- a review of pre dialysis education 

materials and processes across 
Wales

- data extraction of multiple All Wales 
data sets including the national 
kidney dataset ‘Vital Data’, GP 
records, hospital admissions and 
deprivation and linked these data 
through the Secure Anonymised 
Information Linkage (SAIL) analysis 
tools. 

- interviews with people living with 
kidney disease and family 
members

- interviews and focus groups with 
the multi-disciplinary kidney teams

- and a review of costs of treatments.   
Analysis focused on making sense of 
the evidence from the multiple data 
sources.  This was achieved by 
coproduction: working especially 
closely with multi-disciplinary kidney 
health and social care professionals, 
patients, kidney charities and wider 
social services to build up a 
comprehensive picture of dialysis 
options and choices across Wales.    

We interviewed 51 people with 
chronic kidney disease, 41 family 
members and 49 kidney 
professionals including doctors, 
nurses and allied health 
professionals.  Patients and family 
members came from all across Wales 
with different social and economic 
backgrounds.  These are the 
preferred options, or the treatment 
the patients were currently on when 
we interviewed them: 

We published the study protocol 
which explains the study design 
in further details here: https://
bmjopen.bmj.com/content/9/10/
e031515
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5. What we found, the overall picture 

• There was variation in what 
treatments people were offered 
based on demographics

• There was variation in how people 
were offered treatments

• There were inconsistencies in why 
home therapies were excluded as 
an option 

• Education programmes varied 
across Wales 

• There was a lack of focus on home 
therapies in many of the paper 
based information leaflets

What does this mean?

Overall the Wales Kidney health and 
social care service was not working 
as intended and often appeared 
misaligned with key policy contexts 
such as prudent healthcare. 

Most of the barriers we identified to 
people getting home were however 
easily modifiable.

By working together we have created 
a new vision for more sustainable 
kidney health and social care 
services and new pathways to 
support people live well at home.  

The remainder of these sections 
discusses these issues in further 
detail. 

• Hospital or unit dialysis has 
become the norm in Wales

• Peoples mental image of dialysis 
is in a hospital

• It is the first type of treatment 
most 
people 
see 

• It is mostly where people start 
dialysis

• When given a choice most 
people choose a hospital/unit 
(for various reasons)

• Health professionals do not 
always feel they 
have the ‘tools’ 
to support 
people to 
‘choose home’ 
or ‘go home’

• Clinical nurse specialists have a  
key role in influencing decisions

• Hospital dialysis was associated 
with higher costs

Image reproduced, UNESCO Global Education monitoring report, 
https://gem-report-2017.unesco.org/en/chapter/
gender_accountability_through_school/
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6. Barriers to people choosing home, what we found
Introduction 

Ideally conversations about future 
treatment options should start at least a 
year in advance of needing treatment.  
Consultants work with a wider multi-
disciplinary clinical team to agree a plan 
and begin the Shared Decision Making 
process.  In Wales the following 
treatments are available as potential 
options for kidney failure:
1. Pre-emptive Transplant (i.e. no 

dialysis needed)
2. Transplant (live donor or deceased 

donor) – both of these options will 
need dialysis before transplant

3. Hospital or unit based dialysis 
4. Home Dialysis (peritoneal dialysis 

(during the day or overnight)
5. haemodialysis (during the day or 

overnight).
Fundamentally shared decision 
making is about respect, building 
rapport and curiosity.  We map the 
barriers to people choosing home 
against one such decision aid the 
MAking Good decisions In Collaboration 
(MAGIC) tool.   

Prior knowledge 

• Many people had little understanding 
of their disease, prognosis or 
available options when it came to 
making a decision, in spite of many 
people coming to clinic for years. 

• It was only when a specialist nurse 
visited to talk through treatment 
options that the ‘reality’ of kidney 
failure started to become clearer. 

Options

• People often viewed all treatment 
options as the same, even after 
speaking to pre dialysis specialists. 
They did not understand that different 
treatments have very different 
outcomes in terms of survival and 
quality of life.

Deliberation

• Delays in making a decision were 
common, often because people do 
not feel sick or because they struggle 
to come to terms with disease 
progression.  Many of these patients 
choose hospital 
dialysis, or they 
delay for so long 
it becomes the 
only option 
available. 

• Sometimes 
patients will 
choose a home 
therapy initially in 
discussions 

That was the day the bomb went off

FOR ME

Image reproduced, National Institute of Health, 
Worried Sick, https://newsinhealth.nih.gov/
2011/11/worried-sick 

https://newsinhealth.nih.gov/2011/11/worried-sick
https://newsinhealth.nih.gov/2011/11/worried-sick
https://newsinhealth.nih.gov/2011/11/worried-sick
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with professionals, but then change 
their mind at a later stage. 

• The family tend to worry more than 
patients.  

• The family also weigh up their own 
pros and cons of treatment options.  
These may be very different to the 
patients. 

Decision making

• Many people do not feel equipped to 
make a decision and defer to the 
professionals.   

• The family often influence the 
decision to opt for hospital due to 
perceived burden of care, anxieties 
over treatment going wrong and 
disruptions to lifestyle (e.g. housing 
modification).

• The variety of available options can 
make it difficult to ‘see the wood 
through the trees’. 

What does this mean? 

Shared decision making (as intended to 
work) has not been straightforward to 
implement effectively across kidney 
health and social care settings.  
Uncertainties of disease progression 
mean gauging when, where and how to 
start conversations about future kidney 
treatment is complex for healthcare 
professionals. 

Many patients are not asking enough 
questions, or are actively involved in 
their treatment plans to support 
professionals implement shared decision 
making as intended to work. 

In Wales we have lots of treatment 
options to offer patients and this is a 
good thing.  It ultimately means that we 
have capacity to tailor dialysis 
treatments to the needs, lifestyle and 
circumstances of the individual person.  
Yet often this manifests as ‘too much 
choice’ and this means people are more 
likely to default to the norm, the easy 
option, or what they perceive as the 
most familiar, and in this case this will 
always be hospital/unit based dialysis.

Opportunities to myth bust, including 
detailed explanations of the benefits of 
certain treatments over others, and in 
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particular, the impact of decisions over 
the course of a lifetime are not always 
realised.  

The consultant/nurse model of care is 
key across all healthcare settings, 
sometimes because some patients feel 
more comfortable speaking to nurses 
about their fears and concerns.  

It is a step too far for most patients and 
family members to imagine themselves 
on home dialysis.  Clinical nurse 
specialists play an essential role in 
supporting patients onto a home 
therapy.  They provide confidence, 
training, reassurance (for all the family) 

and provide the 
essential ‘hand 
holding’ necessary 
to get a patient 
onto home dialysis 
successfully. 
Many of the 
current health 
service 

configurations (discussed in the 
subsequent sections) mean many of the 
MDT need to work extra hard overcome 
apprehensions and concerns about 
dialysing at home.

What do we recommend? 

• Specialists (consultants, nurses, 
MDTs) who 
have expert 
and long 
term 
experience 
supporting 
patients 
onto home 
dialysis are 
more widely 

encourages to share learning, 
develop training programmes and 
platinum standards of care 
designed towards home. 

• Barriers to home therapies from 
the multiple perspectives are more 
frequently discussed at a national 
level.  

• A presumptive approach to home 
therapies is adopted by all kidney 
health and social care 
professionals as the new normal.  

• ‘Early education’ for everybody 
involved in decision making.

• Ongoing and up to date training is 
provided for all kidney health and 
social care professionals in kidney 
treatments, including updates in 
social care services which may 
influence people in choosing  
home dialysis, or living well on 
home dialysis. 

• Opportunities taken and created 
for patients to become more active 
agents in their disease prognosis 
and progression. 

• Approaches which treat the person 
as well as the disease are 
encouraged and adopted by all 
health and social care 
professionals. 

•



Dialysis Options & Choices

 

14

7. Paper based education materials, what we found 
their changing

circumstances  e.g. into a carer. 

What do we recommend? 

New materials developed co-
productively with patients, kidney 
charities and 
NHS kidney 
health and 
social care 
professionals 
with a clear 
strategic focus 
highlighting 
benefits of 
home 
therapies and 
living well at 
home on dialysis.  

Additional materials are developed and 
tailored to specific groups e.g. family 
members (including children and young 
adults), younger patients, male, 
females etc.  

Any new materials developed need to 
support the various multi disciplinary 
professionals to deliver a home first 
agenda and any materials which do not 
clearly support this should be 
decommissioned. 

Any new materials developed should 
focus on living well on dialysis, by 
painting a clear and positive picture of 
home dialysis with real examples from 
real people rather than solely on 
explanations of dialysis and how to 
administer various treatments. 

- Paper based education materials
varied across Wales and were
produced by various organisations
such as NHS, independent sector
providers, kidney charities and 
wider services. 

-There was a huge 
amount of paper 
based materials in 
circulation across
Wales. 

- There was little 
focus on home 
dialysis in terms of 
both health and 
social benefits or 

imagery to aid understanding of 
these issues. 
 
- Patients rarely referred to leaflets 
after speaking to a specialist nurse

- Professionals said they rarely 
used them to support 
conversations and preferred to 
rely on their own knowledge and 
skills and often some 
‘homemade folders’ to aid
explanations about options.
 

- Family members 
however did ‘collect 
up’ and read the 
various information 
leaflets. 

- We did not see any 
paper based
materials that were 
tailored to family 
members needs, or 

Image reproduced, survivors life unfiltered: a life with 
chronic kidney disease, 
www.survivorslifeunfiltered.co.uk



Dialysis Options & Choices

 

15

8. Costs of dialysis, what we learned

considered by patients when 
making a decision.  

- Costs are never discussed by 
healthcare professionals and never 
a factor in making a 
recommendation for future 
treatment. 

- Once made aware of potential cost 
savings people were very 
supportive of ways to realise them. 

- Many wider social services and 
commissioners struggled to see the 

unmet social 
care needs 
and potential 
costs that the 
NHS was 
picking up for 
example 

people opting for hospital dialysis 
because they were lonely. 

- People thought the idea of shifting 
costs between health and social 
services was in principle a good 
idea but only from health to social 
services: they felt social services 
were too stretched as they are to 
pick up any additional costs. 

Introduction
All healthcare services have 
associated costs which we contribute 
towards via payments to our National 
Health Service. Dialysis is a relatively 
expensive treatment compared to 
others.  NHS England estimated that 
we spend around 500 million per year 
on dialysis alone but this was in 2011 
and the numbers of people with 
kidney disease has risen significantly 
as well as overall costs.  There are 
also potentially substantial savings if 
more people chose home dialysis 
over hospital dialysis.  One figure 
suggested that even a 1% increase in 
people on peritoneal dialysis would 
save 4 million over 5 years.  However 
these data are old now and we 
actually knew very little about the 
detailed costs of the various kidney 
replacement therapies across Wales.  

What we found?

- Detailed costing analysis revealed 
that home dialysis was less costly 
per patient than a hospital or unit 
based dialysis 

- Most people did not realise that 
different treatments have different 
costs, and costs were never 

A 1% increase in 
Peritoneal Dialysis could 

save 4 million over 5 
years

Kidney 
replacement 
Treatment 

Continuous
Ambulatory
Peritoneal
Dialysis 

Ambulatory
Peritoneal
Dialysis 

Home
Haemodialysis

Unit 
Haemodialysis

Hospital based –
NHS 
haemodialysis

Total costs 
(rounded)

£16,000 £20,000 £24,000 £27,000 £31,000
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What does this mean? 

The costs of kidney 
treatments were not well 
understood by anybody 
(healthcare professionals, 
health and social care 
commissioners, NHS, industry 
and patients).  The fact that all 
healthcare comes with a price 
tag is not something that the 
NHS is always comfortable 
talking about. General 
propaganda around 
‘privatising’ NHS health 
services tends to overshadow 
potential for more meaningful 
communications around important 
concepts like prudent healthcare, 
equity and sustainability and how we 
achieve these shared goals together.

Most people generally associated 
‘cost savings’ with cost ‘cost cutting’ 
and not with reinvesting into the 
kidney systems to improve other 
aspects of care. 

What do we recommend?

More opportunities are created to 

discuss costs of dialysis with the 
multiple stakeholders in ways that 
address the current global health 
challenges.  

Confusing language such as ‘cost 
savings’ and ‘private sector’ are 
replaced with terms that create 
shared goals and common visions 
such as sustainability, equity, and 
integrated health and social care. 

Exemplar case studies are shared 
and new ones are created which 
illustrate new successful prudent 
healthcare initiatives.  For example 
the Chief Medical Officer for Wales 

2019 Annual report 
Valuing our health, 
‘co-production in 
kidney care’ p.15 
https://gov.wales/sites/
default/files/publications/
2019-05/chief-medical-
officer-for-wales-annual-
report-2018-2019.pdf

Image reproduced, https://www.creativejeffrey.com/creative/
how_to_find_cost_cutting_ideas.php

Image reproduced, https://muslimgirl.com/heres-care-equity-equality/
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Introduction 

Wales has a devolved healthcare 
system from England and Scotland 
and a population of around 3 million. 
Chronic Kidney Disease affects 
around 8% of the population this is 
around 200,000 people.  Over 3,000 
are currently being treated for kidney 
failure by dialysis, transplant or 

conservative 
management in 
Wales and 
these numbers 
increase every 
year.  In this 
part of the study 

we wanted to learn more about the 
Welsh Kidney population as a whole, 
and look of trends that might help 
explain in further details some of our 
findings and especially help us 
identify where we might need to 
focus our services to improve health 
and social care for patients. 

In Wales we have a national kidney 
database called ‘VitalData’.  We also  
have specialist ways to link this data 
with other 
data sets 
such as GP 
records, 
hospital 
admissions 
and overall 
deprivation.  
The latter 
records 

things like income, employment, 
health, education and access to 
services by using postcodes.  This 
helps paint a picture of people in 
Wales and how they live.

What we found

This work has encountered some 
delays due to the COVID 19 pandemic 
and is in the final stages of completion. 

9. Patterns and tendencies in the big data
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10. New shared vision for more sustainable kidney services
Introduction 
This study was set up as a co-
productive study - working with 
patients and key stakeholders as equal 
partners throughout.  We also wanted 
to assess the ways co-production 
could contribute to developing more 
sustainable adult kidney services.  
With that in mind we set out to find out, 
‘what does good look like’ from the 
multiple perspectives and how patients 
in particular could help us achieve 
these shared goals.  

What we found

By working together we produced a 
detailed sustainability table which is 
available for download on the website 
here. http://
www.kidneyresearchunit.wales/impact-
case-studies.htm?id=17.  Key changes 
included: 

- involving peer to peer support 
workers and networks as early as 
possible to share their experiences 
and help alleviate concerns

- An agile service that is able to adapt 
to peoples needs as they progress 
throughout their life with their kidney 
disease 

- More opportunities to ‘try before you 
buy’, including ‘nocturnal hotels’

- More creative and personal touches 
to eliminating known barriers to 
home therapies such as needling, 
living alone, home reconfigurations 
etc.

- Increases in the visibility of home 
dialysis across the entire service e.g. 
in clinics, units, online and in any 
formal education

- Much closer working with social 
services to identify areas of unmet 
need which the NHS are picking up 
and work collaboratively to 
reconfigure them

What does this mean?

Co-producing a sustainability table 
helped pinpoint sustainability issues 
and visualise ways to correct or modify 
services, attitudes and behaviours.  In 
particular it highlighted the potential 
influence of people living with kidney 
disease to support the development of 
more sustainable services, as potential 
‘micro influencers’ they have the 
capacity to help others visualise living 
well on home dialysis in ways nobody 
else can. 

http://www.kidneyresearchunit.wales/impact-case-studies.htm?id=17
http://www.kidneyresearchunit.wales/impact-case-studies.htm?id=17
http://www.kidneyresearchunit.wales/impact-case-studies.htm?id=17
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11. Creating new pathways to home 
Introduction
Previous research priority setting 
exercises undertaken with key 
partners the Welsh Renal Clinical 
Network found that healthcare 
professionals wanted to learn more 
about patient pathways overall. We 
undertook a mapping exercise of the 
adult chronic kidney disease pathway 
to learn more about how the service 
was currently working. 

What we found

The co-productive mapping exercises  
uncovered how complex chronic 
kidney disease systems and services 
behave and influence each other and 
in particular highlighted areas for clear 
service improvement to increase 
opportunities for people to choose 
home or get home more quickly.  The 
key areas for change included: 

- more integrated and functional 
multidisciplinary team input across 
the pathways but especially early on. 

- the current pathway (see next page) 
highlighted that people often find 
themselves by default on hospital/
unit dialysis without a clear alternate 
pathway or more opportunities to 
move onto a home pathway.  

- there was a need to highlight that 
transplant almost always needs pre 
transplant dialysis and that many 
patients opt for hospital/unit dialysis 
whilst waiting.  As many transplants 
fail we ask that pre transplant 

dialysis is given 
greater 
consideration to provide widest 
possible options for patients 
throughout their lifetime. 

- the mapping highlighted clear areas 
where the NHS were picking up 
unmet needs that might be better 
placed elsewhere.  E.g. specialist 
dialysis nurses were looking after 
patients on conservative 
management pathways.

What does this mean

The new service pathways produced 
a shared vision of a sustainable 
service and includes holistic models 
of care and a clear strategic pathway 
to home – a home led service.  This 
pathway accounts for patients and 
family over their lifetime by 
specifically recognising that patients 
will likely switch treatments at least 
once (most switch many times). 
Starting with a home first approach 
ensures treatment options remain 
open and therefore lifestyle changes, 
life events are less likely to be 
disrupted or limited by limited kidney 
treatment choices.
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Long term follow up    Transplant    
Failing 
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Unplanned/emergency 
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Summary current adult kidney service pathway

Patient never needs kidney 
replacement treatment



* Holistic assessment frailty, Quality of Life, Cognitive assessment (at start/switch & then twice a year) and Advance Care Planning (up-date & 
review) or Best interest
1 Shared Decision Making models are reviewed and update training provided.    
2 The NHS MDT are, specialist renal; social worker, physiotherapist, occupations therapist, clinical psychologist, dietician, pharmacist, nurse, 
consultant, and other specialist services where appropriate e.g. youth worker. 

strategic service improvement pathway kidney adults, ‘Pathway to home’,

Hospital/Unit* 

Conservative 
management*    

Refer back to 
primary/geriatric

palliative care

Patient referred to kidney doctor

Pre-treatment education provided with a 
Shared Decision Making1 approach and Multi 

Disciplinary team2 input*

Unplanned/emergency start 

Remain In 
Hospital/Unit* Shared care*  

Home Dialysis *  
HHD training 
(12 weeks)*    

PD training 
(1-2 weeks)*    

Transplant *    

Pre-emptive 
*     

Deceased donor 
with pre transplant 

dialysis*      

Shared care to  
home *  

Long term follow up    Transplant*    Transition to other modality*     Failing transplant   

Sign posting to additional 
support services kidney 

charities and wider social 
service

Patient never needs kidney 
replacement treatment

If time

Live donor with 
pre transplant 

dialysis*      

Detailed versions of these pathways are available on the WKRU website for download and sharing, http://www.kidneyresearchunit.wales/impact-case-studies.htm?id=17 
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12. Thank you key partners who supported the coproduction
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14. Appendices

Main Kidney 
third sector 
providers

Kidney Care UK
Kidney Wales
Paul Popham 
Renal Fund

Home therapy 
centers
Cardiff
Swansea
Bangor 
Glan Clwyd 
Wrexham

Independent 
service 
providers
Baxter
Bbraun 
Fresenius 
Renal Services



Youtube channel: 
www.youtube.com/watch?v=euI
fFW4PjAk

Bilingual, forward facing 
study materials, and 
marks

Social media facebook pages. 
Article in Kidney Matters Magazine, UKs 
national kidney magazine 

Monthly Newsletter

Examples of the co-productive materials
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COVID Advice help and support

This study was completed during the 
COVID 19 pandemic.  Thank you to 
all the renal NHS workforce who 
supported patients and families 
throughout the crisis.  We remember 
all those who lost their lives to COVID 
19 and hope that you continue to stay 
safe and well as we move into a new 
normal.  

If you would like further advice, 
guidance or support please speak to 
a member of your usual kidney care 
team, or contact your kidney charities 
on the details below.  Practical 
advice, guidance and tips specifically 
for kidney patients was provided by 
an All Wales working COVID group 
beginning in March 2020 in the form 
of a Newsletter which continues 
today.  Back issues are available on 
the website here, http://
www.kidneyresearchunit.wales/
news.htm?id=94 please follow 
@theWKRU for new updates.

Kidney Charity contact details

Paul Popham Renal Fund, http://paulpophamfund.co.uk 

Kidney Care UK, https://kidneycareuk.org 

Kidney Wales, https://www.kidneywales.cymru 

Thank you / Diolch

http://paulpophamfund.co.uk
https://kidneycareuk.org
https://www.kidneywales.cymru
http://www.kidneyresearchunit.wales/news.htm?id=94
http://www.kidneyresearchunit.wales/news.htm?id=94
http://www.kidneyresearchunit.wales/news.htm?id=94
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