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ABSTRACT
Objectives  To identify the shared research priorities of 
patients, caregivers and multidisciplinary renal health and 
social care professionals across Wales for integrated renal 
health and social care in Wales.
Design  Research priority setting exercise adapted 
from the James Lind Alliance national priority setting 
partnership framework in UK healthcare.
Setting  Two workshops: one in North Wales with patients, 
caregivers and multidisciplinary renal health and social 
care professionals and one in South Wales with the Welsh 
Renal Clinical Network (commissioners of renal services 
in Wales). Additional input provided from stakeholders via 
email correspondence and face to face communications.
Participants  Academics n=14, patients n=16, 
family/carers n=6, multidisciplinary renal healthcare 
professionals n=40, local authority councils n=3, renal 
charities n=6 wider third sector organisations n=8, renal 
industries n=4, Welsh government social care n=3, renal 
service commissioners n=8.
Results  38 research priority questions grouped into 10 
themes were agreed. The themes included: (1) integrating 
health and social care, (2) education, (3) acute kidney 
injury, (4) chronic kidney disease and cardiovascular 
disease, (5) transplantation, (6) dialysis, (7) personalised 
medicines, (8) cross-cutting priorities, (9) 
 specific social contexts and (10) transitional services and 
children. Research questions were broad and covered 
a range of health and social care topics. Patient and 
professional perspectives broadly overlapped. Research 
priority setting activities revealed gaps in knowledge in 
overall service provision and potential areas for service 
improvement.
Conclusions  Mapping priorities in health services and 
social care highlighted the research needed to support 
renal health services delivery and commissioning in Wales.

BACKGROUND
Chronic kidney disease (CKD) affects 
6%–8% of the Welsh population (around 
200 000 people).1 More than 3000 people are 
currently being treated for kidney failure in 
Wales with this number increasing year on 
year,2 and one in five people admitted to a 
hospital in Wales will have a serious problem 
with their kidneys as part of their illness.3

Wales is part of the UK with a devolved 
healthcare system and a population of 
around 3 million. In Wales multidisciplinary 
teams (MDTs) provide health and social care 
to patients with CKD (table  1). Multidisci-
plinary renal teams are involved in all aspects 
of patient health and social care from deci-
sion making about treatment options to life-
style adjustments and ongoing social services 
support.

CKD has no cure and can have a consider-
able impact on patients health (eg, multiple 
comorbidities, greater risks of infection and 
frailty), well-being (eg, depression, anxiety, 
isolation), quality of life (eg, frequent dialysis 
sessions, reduced mobility, unemployment) 
and family relationships (eg, perceptions 
of burden, guilt, shame, intimacy).4 5 Years 
of living with CKD have different burdens 
depending on the person, for example, age, 
socioeconomic status, gender and care and 
support at home.6 7 In Wales, health policies 
are integrated with social care and recent 
policy agendas are seeking to address the 
social contexts of chronic conditions first 
in order to reduce and relieve burdens on 
healthcare systems.8 Yet research in these 
areas is overall lacking in the context of a 
Welsh health and social care system, and as a 
consequence patient and family involvement 

Strengths and limitations of this study

►► First pan Wales priority setting exercise with a focus 
on renal health services and social care.

►► Views and perspectives collated from over 120 par-
ticipants across Wales.

►► Views and perspectives of people living with kidney 
disease, family members and the wider social care 
sector were included.

►► The focus was limited to health services and social 
care research in renal disease and did not include 
biomedical priorities.
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in research priority setting for health services and the 
social contexts of kidney disease has yet to be established. 
Therefore, current research may not be addressing ques-
tions that are meaningful and important to patients and 
their families. In addition, we do not yet know which 
health services and social care contexts of living with 
kidney disease matter the most to patients and family 
members.

Recent research priority setting in chronic conditions 
in children recognises a real gap in the priorities of the 
healthcare providers and patients and family9 and a 2015 
systematic review of research priority setting in kidney 
disease found that only 4/16 studies (25%) explicitly 
involved patients and inconsistencies in reporting and 
transparency of engagement with patients, the public 
and healthcare professionals.10 At the same time priority 
setting exercises with patients with CKD in Canada around 
predialysis successfully identified top research priorities 

for health professionals and patients11 and in a 2-year 
follow-up found that patients still agreed with the overall 
priorities and were able to see past individual needs and 
balance these with greater research potential impacts.12

Welsh renal health, social care and research context
Since 2015, researchers from the Wales Kidney Research 
Unit (WKRU) have been developing an integrated port-
folio of research in health services and social care.13 A 
part of the development established greater links with 
the Welsh Renal Clinical Network who are responsible for 
planning and monitoring adult renal services in Wales 
on behalf of the Welsh population and National Health 
Service (NHS) Wales.14 Figure 1 lists the main responsibil-
ities of the Welsh Renal Clinical Network (figure 1).

Wales devolved healthcare system is made up of seven 
health boards and three trusts (figure 2). Wales has higher 
levels of deprivation than England and the population is 
older and sicker than the rest of the UK.15 16 The majority 
of the population reside in areas in North and South 
Wales17 with overall deprivation higher in these areas18 
(figure  3). In Wales, overall deprivation is measured 
by; employment, health, education, access to services, 
community safety, physical environment and housing. 
On the whole these individual measures generally map 
onto the overall deprivation score accept for ‘access to 
services’ which appears as the mirror opposite of depriva-
tion (figure 4).

Looking at the landscape of Wales as a whole we wanted 
to best capture the views and opinions of people living 
with kidney disease on health services and social care 
research. Rather than focus on a stage of CKD, or a type 
of kidney disease or dialysis modality, we wanted to frame 
the initial discussions around the categories of depriva-
tion and the recent policy contexts and agendas in Wales 
in social care, for example, The Social Services and Well-
being (Wales) Act19 and Care and support at home in 
Wales strategic plan 2017–2022.8

In addition to learning from people living with kidney 
disease and family members we wanted to establish 
greater links with the Wales Renal Clinical Network, as 
the commissioners of renal services in Wales, to learn 
about the ways research could support their agenda in 
the short, medium and long term. We specifically wanted 
to align where appropriate the networks strategic service 
improvement plan with the WKRU priority social care 
agenda.

In this paper, we report on the outcomes from the first 
national research priority setting exercise in renal health 
services and social care in Wales.

Aim
To establish an agreed list of research priorities in inte-
grated renal health and social care research in Wales 
(2020–2025).

In undertaking this research priority setting exercise we 
also wanted to:

Table 1  Members of multidisciplinary renal health and 
social care teams

Specialist multidisciplinary 
renal healthcare 
professionals

Social care and 
community professionals

►► Renal consultants, surgeons, 
registrars

►► Specialist renal nurses 
(home therapies, predialysis 
education, live donor nurses, 
etc.)

►► Unit dialysis nurses and 
managers

►► Renal social workers 
(overlap with social care)

►► Renal psychologists
►► Renal physiotherapists
►► Renal pharmacists
►► Renal dieticians
►► Renal occupational 
therapists (overlap with 
social care)

►► NHS renal managers
►► Live donor services
►► Link nurses to the 
community

►► General practitioners
►► Community health 
visitors

►► Mental health services
►► General social workers
►► Third sector social care 
teams

►► Older people care 
services teams

►► Social care outreach 
workers (eg, community 
connectors)

►► Paid carers
►► Employment services
►► Welfare and benefit 
services

►► Renal charity 
organisations

►► Related health charity 
organisations (eg, 
diabetes, cardiovascular)

►► Organisations 
representing Black Asian 
Minority Ethnic (BAME) 
communities in Wales

Cross-cutting
►► Industry (eg, dialysis service providers; Bbraun, 
Fresenius, Baxter)

►► Patients
►► Immediate family
►► Wider family
►► Friends

NHS, National Health Service.
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►► Capture the priorities of the multiple MDTs in 
particular professionals allied to medicine (Allied 
Health Professionals, AHPs) and the social care 
sector. These perspectives tend to be overshadowed 
or missed completely in favour of health-related 
outcomes in published research.

►► Avoid any potential mismatch between the multiple 
MDTs and patients and family members. As there are 
so many MDTs each with a distinct focus on patient 
care, it was critical that we were able to align profes-
sional priorities with patients and family members.

►► Produce priorities that had a distinct focus on health 
services commissioning and social care research. We 
felt this was an important match, to connect where 
possible the views of the Welsh Renal Clinical Network 
with patients and family members to jointly benefit 
research and health services planning and delivery.20

►► Encourage wider and greater patient involvement in 
research from across Wales. We wanted to use this 
exercise to stimulate interest and increase capacity in 
non-clinical renal research.

METHODS
We adapted the James Lind Alliance (JLA) processes21 for 
our local Welsh context (see table 2). We facilitated two 
innovative and bespoke workshops, engaged in face-to-
face consultations and email correspondence with profes-
sionals, patients, family members and wider social care 
services in North and South Wales. The first modified 
priority setting workshop was hosted in North Wales with 
the South Wales workshop arranged after outcomes from 
North Wales had been analysed.

Workshop 1: the ‘Social Care Innovation Lab’ North Wales
In March 2018 the WKRU, Wales School for Social Care 
Research and the National Centre for Population Health 
and Well-being Research jointly hosted an ‘Innovating 
Research in Kidney Health and Social Care’ event in 
North Wales. In preparation, we reviewed the ways the 
JLA model had been adapted and applied in various 
contexts including a national CKD priority setting work-
shop in Australia which was able to identify and agree 
priorities in a single workshop saving on resources, costs 
and feasibility.22 While Tong et al acknowledged the 
potential limitations of this largely quantitative approach 
compared with prolonged stakeholder engagement 
designed to extract more nuanced results and higher 
quality of questions, they deemed it necessary in order 
to extract priorities that represent national priorities in 
a diverse population and in a vast landscape. We explain 
our adapted and modified JLA priority setting exercise 
and map it against the original JLA priority setting exer-
cises in table 2.

Sampling
Delegates were purposively sampled from WKRU contacts 
and invited from across Wales to reach maximum vari-
ation. Our target was 80 participants based on venue 
capacity and resources. Box 1 summaries the sample.

Figure 1  Welsh Renal Clinical Network roles and responsibilities. NHS, National Health Service.

1. Swansea Bay University Health Board
2. Aneurin Bevan University Health Board
3. Betsi Cadwaladr University Health Board
4. Cardiff & Vale University Health Board
5. Cwm Taf University Health Board
6. Hywel Dda University Health Board
7. Powys Teaching Health Board

Trusts (all Wales) 
- Public Health Wales
- Velindre NHS Trust
- Welsh Ambulance Service NHS Trust (WAST)

1.
    3. 

  
    7.

      6.

    1. 
 5. 2. 

             
4.Fig.2 ListofNHSHealthboards

Figure 2  List of NHS health boards. NHS, National Health 
Service.
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We offered to pay expenses for travel to all partici-
pants and stopped inviting participants when the guest 
list reached 100. Of the 100 registered 81 attended the 
conference, 62% were female and 38% male, all were 
adults. Of 81, 14 (17.3%) were people living with kidney 
disease and family members. A detailed list of attendees is 
available in table 3.

Invites were sent out via emails, telephone calls and 
face-to-face communications. We focused patient and 
family member recruitment to the North Wales area due 
to travel restrictions experienced by many people living 
with kidney disease. We also targeted the local wider 
third sector organisations via google map searchers and 
follow-up telephone calls. The multidisciplinary renal 

Figure 3  Wales population and deprivation mapping.

Figure 4  Deprivation map (overall and health) and access to services map zoned by health board.
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teams were however invited from across Wales. We felt it 
important to aim to get as many of the professionals in 
one room and they are more familiar with commuting 
for joint meetings and events. The venue selected was 
in a neutral location not associated with the NHS or the 
University (Venue Cymru in Llandudno) but very familiar 
to the local communities.23

The complete summary report of the Social Care Inno-
vation Lab is available in online supplementary file 1.

Workshop 2: setting priorities with the Welsh Renal Clinical 
Network
Following the focus of the North Wales workshops to 
extract relevant social care issues and people living with 
kidney disease, family and carer perspectives, we needed 
to put these outcomes and priorities back to the Welsh 
Renal Clinical Network, while at the same time estab-
lish what their priorities were in terms of health services 
research, as commissioners of renal services in Wales.

Although the network manager and the lead nurse for 
Wales attended workshop 1, the network board member-
ship comprises many more clinical and non-clinical repre-
sentatives. All of the network ‘leads’ are practising renal 
healthcare specialists across all of the multi-disciplinary 
renal care pathways and advocate on behalf of their 
speciality across Wales. The board also has representa-
tives from all Wales NHS management, charity providers, 
patient representatives, renal research, Welsh government 
and wider specialist networks supporting the delivery of 
renal health and social care to people in Wales. Currently 
there are around 22 board members with individuals 
co-opted as necessary to provide specialist knowledge and 
skills. Board meetings are usually held every 3 months 
with additional all Wales quarterly meetings coordinated 
with specific specialities, for example, specialist nurses 
(education and home therapies) and AHPs. The network 
also brings all of renal health and social care together 
for an annual audit day, networking and opportunities to 
share learning and clinical practice.

In preparation, a review of the current research priori-
ties in renal healthcare in the UK were undertaken. Five 
worksheets were shared prior to the meeting with a total 
of 106 questions identified (this included the list of prior-
ities identified in workshop 1).

Due to conflicting schedules the decision was taken 
to proceed with the workshop on a date when the most 
people could attend. Eight people attended the work-
shop held in the Lifesciences hub at Cardiff Bay.24 The 
group included; the Deputy All Wales Clinical Lead, 
The Network Manager, The Lead Nurse for Wales, 
The Welsh Renal Information Analyst, The Project 
Manager, The Network Coordinator, Lead Consultants 
and the Lead Pharmacist for Wales. The exercise took 
just over 2 hours and included some time to discuss 
anything that the group felt was missing from the lists 
and ways to improve patient and public involvement in 
renal research in Wales. The session was facilitated by a 
member of the research team and opened with a presen-
tation and summary of workshop 1. Details are provided 
in table 2 and the full worksheets are available in online 
supplementary file 2.

Following the workshop, a list was compiled of all the 
areas the Welsh Renal Clinical Network listed as green (via 
a traffic light voting system explained in detail in table 2, 
workshop 2, section 5) . This list was shared via email and 
face-to-face meetings with a selection of multidisciplinary 
renal professionals, renal charity representatives and 
patients who were unable to attend either workshop. We 
asked them to review the list, make comments and add 
anything they felt was missing. A final list was drafted and 
shared with the executive board of the WKRU. The full 
list of people who had input into the complete research 
priority setting exercise is listed in table 3. The complete 
research priority setting exercise was reported using the 
REPRISE checklist and guidelines.25

Patient and public involvement
Patients, family members and the wider social care 
sector were involved in every aspect of the priority 
setting exercise. We had input at a strategic level from 
two patient representatives on the WKRU executive 
board who supported the idea of an All Wales priority 
setting exercise in health services and social care. The 
number of patients at the first workshop in North Wales 
exceeded all other specialities. The Welsh Renal Clin-
ical Network has 2 patient representatives on their 
board as well as lay representatives all of whom feed 
into the Networks agenda. We also involved every renal 
charity in Wales, wider third sector representatives and 
industries.*

*Paul Popham Renal Fund, Kidney Care UK, Kidney 
Wales, Polycystic Kidney Disease, Age Connect North 
Wales Central, Holistic Therapies, Citizens Advice 
Bureau, Carers Wales, Sign-Sight and Sound, Alternative 
Futures Innovation Labs, local council authorities, Renal 
Services, Bbraun, Baxter and Fresenius.

Box 1  A summary of the sample for the social care 
innovation laboratory workshops

►► Health professionals (clinicians and nurses).
►► Professionals allied to medicine (renal dietician, renal occupational 
therapist, renal psychologists).

►► Renal social workers.
►► Renal charities (Kidney Wales, Paul Popham Fun, Polycystic Kidney 
Disease Charity, Kidney Care UK).

►► Wider Social care sector (eg, Diabetes Cymru, Shelter Cymru, Age 
Connect).

►► Local council representatives (eg, Gwynedd Council, Conwy Council, 
Flintshire Council).

►► Welsh government.
►► Welsh Renal Clinical Network, lead Nurse and Network manager.
►► Academics.
►► People living with kidney disease, family and friends.
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Table 3  Full list of participants involved in stages of the priority setting

List of attendees for North Wales conference and innovation lab

Occupation Region N

University staff

Academics (exercise psychology, health psychology, sociology, child health, methodologies, 
biomedical sciences, nursing and rehabilitation, cognitive functioning and ageing, social care, 
healthcare, ageing and dementia, national centre for population health and well-being research, 
primary care research)

North Wales 10

Academics: immunology, fundamental disease mechanisms South Wales 2

Academic knowledge exchange affiliate mapping the psycho/social renal workforce UK 1

NHS engagement officer North Wales 1

Patients, family members and friends

People living with kidney disease North Wales 11

Family and friends of people living with kidney disease North Wales 3

Multidisciplinary renal teams North Wales

Renal social worker North Wales 3

Renal clinical psychologists North Wales 2

Renal nurses; ward nurses (3), predialysis clinical nurse specialists (5), research nurse (1), renal 
nurses (2), home therapies specialist nurses (1)

North Wales 12

Renal pharmacist North Wales 1

Renal service manager North Wales 1

Renal consultants and registrars North Wales 5

Renal unit managers (Bbraun) North Wales 1

Renal dietician North Wales 1

Multidisciplinary renal teams South Wales

Renal social worker South Wales 1

Renal youth worker South Wales 1

Lead renal nurse managers South Wales 2

Renal Physiotherapist South Wales 1

Anaemia lead nurse South Wales 1

Renal registrars South Wales 1

Renal technical services and analysts South Wales 2

Local authorities

Community Health Council (Conwy) North Wales 1

Local County Councils (Flintshire, Denbighshire) North Wales 2

Renal charity providers

Renal charities; Kidney Wales, Paul Popham Renal Fund, Kidney Care UK, Polycystic Kidney 
Disease,

Pan Wales 4

Wider third sector

Wider third sector, for example, Age Connect North Wales Central, Holistic Therapies, Citizens 
Advice Bureau, Carers Wales, Sign-Sight and Sound, Alternative Futures Innovation Labs, local 
council authorities

North Wales 8

Industry

Industry, for example, Renal Services, Bbraun, Baxter, Fresenius UK 4

Welsh Government and commissioners

Welsh Government Health and Care Research Wales Representatives Pan Wales 1

Welsh Government, Wales Renal Clinical Network Commissioners Pan Wales 2

Wales Renal Clinical Network (WRCN) Priority Setting Workshop

Welsh Renal Clinical Network Commissioners Pan Wales 8

Continued
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RESULTS
The top priorities identified from workshop 1 the Social 
Care Innovation Lab were:

►► What support do patients want and how could it best 
be integrated into routine care (eg, social prescribing 
and what is the role of social prescribing)?

►► How can we best support patients with decision 
making?

►► What are the different groups knowledge, needs and 
understandings and how can we make better educa-
tion programmes?

►► How best to integrate health promotion into routine 
care pathways?

►► What works best and how best to integrate best care 
into clinical care pathways.

When these were presented as part of the long list 
in workshop 2, we were able to identify 38 individual 
research questions broadly grouped into 10 research 
themes: (1) integrating health and social care, (2) educa-
tion, (3) acute kidney injury, (4) CKD and cardiovascular 
disease, (5) transplantation, (6) dialysis, (7) personalised 
medicines, (8) cross-cutting priorities, (9) specific social 
contexts and (10) transitional services and children 
(box 2).

We also identified a priority for the Welsh Renal Clin-
ical Network was to better understand the renal patient 
pathways across Wales and what these look like from the 
multiple perspectives (including patients) in order to 
undertake pan Wales service evaluations and improve 
renal health and social care services (Box 2).

Many of the identified priorities of the professionals, 
people living with kidney disease and family members and 
wider social care sector overlapped. Many of the priorities 
identified by the Welsh Renal Clinical Network mapped 
onto those identified by patients, and the network identi-
fied all of the questions identified in the Social Care Inno-
vation Lab as a priority.

The Welsh Renal Clinical Network noted that some 
questions in particular those identified by National Insti-
tute for Health and Care Excellence were important 
but many were unrealistic or impossible to study and in 
some cases the treatment under investigation were not 
always offered in Wales, for example, diafiltration. Other 
questions the Welsh Renal Clinical Network felt were 
important but could not easily be answered within the 

5-year time frame set for this exercise and that others 
were more important to address first.

Bringing people together to discuss integrated health 
and social care research priorities supported many of the 
multidisciplinary renal professionals in particular AHPs 
to view their practice in a research context. For many this 
was the first time they had opportunity to think about 
research and how their role could support further inte-
grated health and social care research.

The Welsh Renal Clinical Network noted that many 
recent Randomised Controlled Trials in renal research 
showed negative or inclusive results, and therefore, were 
having little impact on clinical practice.

DISCUSSION
Over 12 months, two workshops and consultations with 
the renal health and social care community including 
patients and family members, and the wider social care 
sector identified 38 research questions as a priority to 
health services and social care research in Wales. As we did 
not specify a stage of CKD, mode of dialysis or treatment 
stage many of the priorities identified could be mapped 
across early to late stage renal failure and specific treat-
ment modalities.

As with other recent priority setting partnerships, logis-
tics and resources made it impossible to undertake the 
priority setting exercise in the detail specified on the 
JLA website.26 However, through working in close part-
nership with the Welsh Clinical Renal Network and the 
unique ways in which it is configured, we felt we were 
able to successfully undertake evidence checking (stage 
4), interim priorities (stage 5), and agreed list (stage 6) 
into a single workshop (table 2). This was largely due to 
having all the expertise and perspectives of the network 
in one room, as well as building up good partnerships 
and working relationships through a variety of research 
activities under the WKRU.

While it was encouraging to see that overall there was 
a broad agreement with renal healthcare professionals 
and patients in their priorities, initially it was not always 
clear to the Welsh Renal Clinical Network what role social 
care could potentially have on health service delivery. For 
example, ‘social prescribing’ was not well understood 
or the role it could have to improve services. In future 

List of attendees for North Wales conference and innovation lab

Occupation Region N

Additional consultation via email and face to face

People living with kidney disease South Wales 5

Family and friends of people living with kidney disease South Wales 3

Renal charity professionals South Wales 2

Multidisciplinary renal professionals South Wales 5

Table 3  Continued
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workshops additional time and attention could be dedi-
cated to social care contexts of kidney disease with real-
life examples and cases to support understanding and 
help contextualise the potential integration of social care 
and health services research.

In order to produce a list of integrated health services 
and social care research priorities the authors where 

Box 2  Results of the research priority setting exercise in 
health services and social care research in Wales

Results of the research priority setting exercise in health 
services and social care research in Wales

Integrated health and social care
►► What is the best clinical and most cost-effective frequency of review 
for people on peritoneal dialysis, haemodiafiltration, haemodialysis 
or conservative management? What are patients’ and carers’ views 
on and experiences of the frequency of review for people on peri-
toneal dialysis, haemodiafiltration, haemodialysis or conservative 
management?

►► What is the optimum timing of laparoscopic and percutaneous 
peritoneal dialysis access creation? What are patients’ and carers’ 
views on and experiences of the optimum timing of laparoscopic 
and percutaneous peritoneal dialysis access creation?

►► What is the clinical and cost-effectiveness of having a keyworker 
(interpreted as ‘named nurse’) present in the context of renal re-
placement therapy? What support do patients want and how could it 
best be integrated into routine care (eg, social prescribing and what 
is the role of social prescribing)?

►► What are the adverse health and social care effects of haemoglobin 
levels in older people with kidney disease?

►► What works best in MDT care and how best to integrate MDT renal 
care into clinical care pathways?

►► What are the health and social care outcomes of living with obesity 
and kidney disease?

►► What are the health and social care outcomes of living with diabetes 
and kidney disease?

Education
►► Does the provision of education and supportive interventions to peo-
ple with CKD by healthcare professionals increase patients’ skills 
and confidence in managing their conditions and improve clinical 
outcomes? What are patients’ and carers’ views on and experiences 
of the provision of education and supportive interventions and how 
can we best support patients with decision making?

►► What are different groups (women, minority, disadvantaged, special 
needs, deprivation, young people, etc) knowledge, needs and un-
derstandings and how can we make better education programmes 
for these groups?

Acute kidney injury
►► How do we develop and implement suitable markers for early detec-
tion of acute kidney injury (AKI)?

►► How do we improve ways to identify people at risk of AKI?

Chronic kidney disease and cardiovascular disease.
►► What is the clinical and cost-effectiveness of cardiac assessment 
before transplantation? What are patients’ and carers’ views on and 
experiences of cardiac assessment before transplantation?

►► How do we reduce cardiovascular risk in the renal population?
►► What are the views and experiences of people with cardiovascular 
disease while on dialysis?

Transplantation
►► What is the best clinical and most cost-effective strategy for tim-
ing of pre-emptive transplantation? What are patients’ and carers’ 
views on and experiences of strategies for timing of pre-emptive 
transplantation?

►► What are the health and social care outcomes of older/frailer people 
who have had a transplant?

Continued

Box 2  Continued

►► What is the optimal BMI cut-off for renal transplant from the multiple 
(patient, carer, clinical) perspectives?

►► What are the patient and carer views and experiences of post-
transplant psycho/social support post-transplant across Wales?

Dialysis
►► What are the biological and psychosocial effects of being on dialysis?
►► What are the health and social care benefits of exercise while on 
dialysis?

►► What are the health and social care benefits of diet while on dialysis?
►► What are the best ways to reduce complications of peritoneal dialy-
sis? What are patients views and experiences of the complications 
of peritoneal dialysis?

►► How do we preserve vascular access in people with kidney disease?
►► What are patients, carers and family members views, experiences 
and understandings of new technological innovations in dialysis?

►► What are patients, carers and professionals’ views and experiences 
of ‘extended’ dialysis on their health and social care?

Personalised medicines
►► What are the patients, cares and professionals’ views and experi-
ences of personalised medicine?

►► What are the best medicines for palliative care and people with 
CKD?

Cross-cutting
►► What are the value of patient peer support groups?
►► How do we maximise the use of the Rare Renal Disease Registry 
(RADAR) and increase the opportunity for people to participate in 
RADAR?

►► What are the best ways to treat people with cognitive impairments, 
and undiagnosed impairments for example, dementia?

►► How do we improve the use and effectiveness of frailty scores in 
Vital Data (the All Wales Renal Audit data) in patient care?

►► How do we improve the translation of renal audit data into high 
quality research publications?

Specific social contexts
►► How best to integrate health promotion into routine care pathways?
►► What is the role of the renal social worker in renal care in Wales?
►► What are the social care needs of older people with CKD?

Transitional services and children
►► What are patients, carers views and experiences of transition ser-
vices across Wales?

►► Children and renal disease—the research priorities can be adjusted 
to include children where appropriate.

Service evaluation and improvement questions
►► What does the renal patient pathway look like in Wales from the 
multiple perspectives?

BMI, body mass index; CKD, chronic kidney disease; MDT, multidisciplinary 
team.

 on January 28, 2021 by guest. P
rotected by copyright.

http://bm
jopen.bm

j.com
/

B
M

J O
pen: first published as 10.1136/bm

jopen-2020-036872 on 1 S
eptem

ber 2020. D
ow

nloaded from
 

http://bmjopen.bmj.com/


11Mc Laughlin L, et al. BMJ Open 2020;10:e036872. doi:10.1136/bmjopen-2020-036872

Open access

appropriate added an additional question to include the 
patient and care perspective. Future research could take 
this into account when setting up their research designs 
and potentially include mixed method and qualitative 
tools and measures to evaluate findings and future inter-
ventions, to take account of the patient perspective as well 
as improve health services.

Strengths and limitations of this study
This priority setting exercise was the first to be undertaken 
in Wales and to account for the population landscape of 
Wales and the Welsh renal health and social care services. 
Compared with other health systems and countries Wales 
is small (7 health boards, 3 trusts and 3.1 million popula-
tion). MDT renal teams in Wales are beginning to work 
more cohesively, while at the same time accounting for 
the landscape of Wales (high deprivation, pockets of 
high population density coupled with rural and isolated 
communities). There is, therefore, capacity for high 
quality, Wales wide initiatives to address integrated health 
and social care priorities across the population and to map 
findings onto similar populations and demographics. It is 
also possible to undertake future (well planned) research 
priority setting partnerships with representative samples 
from the professional and patient perspectives in short 
time frames and with limited resources.

The noticeable difference of this priority setting exer-
cise compared with others is the lack of treatment specific 
questions. The priorities listed here do not always seek 
to create new treatments and interventions but eval-
uate the impact of current treatments and interventions 
from the multiple perspectives. The focus of the priority 
setting was on integrating health and social care research. 
By enlarge this was achieved although the investigators 
were surprised by the initial lack of understanding of the 
social care needs of people living with kidney disease, and 
the ways social care could potentially support the health 
services agenda. Including methods to capture the patient 
and carers perspective in future studies and interventions 
could support the further alignment of professional and 
patient outcomes in research.

We were unable to undertake a full review of the field 
to examine in depth which research questions have or 
are already being undertaken outside of those identified 
in the Welsh Renal Clinical Network workshop. Further 
research is needed, alongside systematic reviews in order 
to move many of the research priorities forward. Finally 
we acknowledge the need to continually and systemati-
cally revisit and update research priorities with multiple 
key stakeholder input.

CONCLUSION
A modified version of the JLA priority setting partnership 
was effective in establishing shared research priorities 
across Wales. Research priorities identified by patients, 
caregivers and health professionals emphasise a broad 
integrated health and social care priority agenda. Future 

research should seek to further integrate the patient 
perspective into research study designs. These priorities 
can be used by commissioners to help shape future poli-
cies and service commissioning.
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