
 
 

 

 

Innovation Lab: Summary 

 

The background 

The Wales Kidney Research Unit (WKRU) working in partnership with #SCIL wanted to 

provide a space within the innovating kidney health and social care conference for delegates 

to think about research ideas in new and different ways alongside others who shared an 

interest in kidney disease.  

 

The Social Care Innovation Lab (#SCIL) was designed to explore which social care topics are 

important to consider when designing research focused on kidney disease. The ethos of the 

Social Care Innovation Lab is to bring together different perspectives and create the 

opportunity for new collaborations and ongoing involvement to discover new knowledge and 

to increase research capacity.  

  

What happened? 

The starting point for these Social Care Innovation Labs were to provide the opportunity for 

people to discuss their ideas freely. There was then an enquiry into ‘what are the top three 

interesting and challenging areas of social care in kidney disease?’ The labs concluded with 

a voting exercise to provide information about which topics were perceived to be most 

important. Two labs were held during the conference and 37 delegates participated.   

 

The findings 

Individual comments: 

Attendees contributed 99 individual ideas and suggestions and these are listed in the 

appendix. These ideas can be grouped under the following topic areas:  

• Lifestyle 

• Knowledge, understanding, information 

• Treatments 

• Support 

• Daily life 

• Psychological aspects 

• Services 

 

 

 



 
 

Topics voted on: 

In lab one, the three topics voted to be most important were: 

• Support 

• Education, awareness, knowledge and understanding (summarised as understanding) 

• Enabling everyday life 

 

In lab two, the three topics voted to be most important were: 

• Education, awareness, knowledge and understanding (summarised as understanding) 

• Informed decision-making by people with CKD (summarised as decision-making) 

• Being active in own treatment (summarised as active participation) 
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The word cloud below illustrates all the topic areas that were voted on across both labs1.  

 
When we distilled down all the topic areas voted upon we thought research in the following 

areas related to social care seem important:2 

• Enhancing support 

• Enhancing and enabling decision-making by people with CKD 

• Enhancing understanding, knowledge and education 

• Health promotion 

• Service integration 

• Capturing evidence 

 

Taking the research forward 

We will use the data contributed to inform the WKRU’s research agenda and we will start by 

considering the areas considered most important. As was highlighted during the lab, WKRU 

are keen to work collaboratively with interested parties to plan, develop and deliver relevant 

research that will make a real difference to people with kidney disease and their families. 

More information regarding ways to stay involved will be circulated via the WKRU 

newsletter and at the WKRU AGM in November 2018. In the meantime, please get in touch 

with us via: 

wkru@bangor.ac.uk 

 
To stay up to date with general WKRU research developments, please refer to our webpage 

(http://kidneyresearchunit.wales) or follow the unit on Twitter @TheWKRU. If you want to remain 

involved with the Social Care Innovation Lab (#SCIL) initiative or have any feedback about your 

experience of the lab which you would like to share, please get in touch with either Steve Baker 

(Steven.Baker@afgroup.org.uk) or Diane Seddon (d.seddon@bangor.ac.uk). 

                                                           
1 The larger the font, the more votes the topic received. 
2 Listed in order of importance 
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Appendix one: list of individual ideas and suggests 

Comments transcribed verbatim.  

 

Lab 1 comments 

Carer knowledge of what is available to them as an individual for support and respite 

Diet, early diagnosis, fitness 

Information needs of people with CKD 

Other carer to carer support in order to help the patient, they are just as important 

Promotion of home therapy 

Help with transport and the effect this has on my day to day life 

Behavioural change 

Support for adjustment when transplant loss of family feeling community 

Knowledge of family implications 

Living with infected polycystic kidneys and new ones. Body image 

Exercise and activity adherence 

Urban/ rural support 

Clarifying and breaking down the model of 'well-being' and expectations of being a 'chronic patient' 

Knowing patient needs at different time points pre-dialysis 

Prevention 

Support pre dialysis and during. Education. Finances. Transport 

Support pre-dialysis once CKD diagnosed 

Supporting family carers, helping individuals living with CKD 

The single or collective voice of the carer/s is heard and acknowledged as individual 

Commissioning a holistic service that covers the whole patient journey 

Resources are limited 

The fear of the unknown 

End of life care for people with CKD 

How can we identify what good holistic care looks like 

Early detection of kidney disease. Health promotion. Affordable and deliverable therapy 

Knowledge 

How we ensure that all sufficient time is available to provide individualised holistic care 

Encouraging empowerment 

How to give everybody access to the social care they need 

Ability to exercise 

Funding 

How to work most efficient with limited resources.  

Identify and find out which of different models works best 

How can social care influence outcomes in kidney disease?  

Health (to put social care on radar of physicians) 

Continuing to live a normal life 

Access to education, work or training 

Domestic, family and personal relationship 

Advances in treatment 

Why does it take so long to get a kidney? 

Having treatment closer to home 

Information about dialysis before 



 
 

Lack of awareness of kidney health. Education- preventative measure.  

Increase exposure in schools and places of work. Build on the wee wrist bands/ circles 

Funding. I.e. appliances and help with moving 

Financial implication of disease 

Transport (not just to/ from hospital but also for education courses/ apprenticeship). Knock on impact to 

jobs, quality of life, well-being. 

Transplant- having to travel long distance at short notice for family. Finding funding for this can't be 

done retrospectively (how other areas manage locations) 

Mental state. 'Can do' approach. Let patients know what is possible 

Alienation from friends due to treatment 

Housing. Homeless - living with housing needs of dialysis patients and seen as a priority 

Lack of understanding by health professionals of condition  

 
Lab 2 

Integrating treatment pathways for kidney disease with other treatment pathways in patients with  

multiple comorbidities 

Fatigue and having a 'real' life outside of kidney disease 

End of life care- being able to recognise work and work with people at this stage 

Equity of service across wales. Renal social workers not member of every MDT/ unit.  

Teams structured differently 

Random intervention dependent on personality/ background of practitioner 

Taking control with medical staff- a plan of attack and empowerment 

A transplant isn't a cure- dealing with post- transplant care and explaining it to others 

Screening for psychological impact of CKD. Access to support. Prejudice against CKD patients.  

MDT input.  

Is social care the best way to improve well-being in people with kidney disease 

For people with kidney disease how can we predict who will get better and who will get worse? 

How can social care be better integrated with healthcare for people with kidney disease? 

Where should social care be provided for people with kidney disease? 

How do we find new treatments for kidney diseases and show that they work? 

How do we help people affected by kidney disease have the best possible quality of life? 

Young diabetic patients from socially deprived background- how can progression to dialysis be prevented? 

Does a regular reminder to take phosphate binders improve compliance? 

Accessing support. Can be difficult or people reluctant 

Challenges- the diversity of individual's situations 

Lack of information- still 

Lack of information. Accessing support is often difficult.  

Challenges- people's illnesses are so diverse and complex 

Being pain free/ able, managing life 

Independence/ control 

Personal support (family, friends, counselling) 

Patient engagement and empowerment 

Mental wellbeing access to support 

Family education 

What can be done to improve general health and diet education? 

Patient information on CKD and renal replacement therapies 

Practical ways to help 



 
 

What are the barriers to kidney patients being physically active/ exercising? 

Cognitive function 

Mental/ state and well-being of Chronic kidney patient 

Lived experience of kidney disease 

Support people at home with RRTs 

Why are so many kidney patients unemployed? 

Value of research after death 

Translating research into clinical outcomes/ interventions 

Advance care planning 

Impact of treatment for kidney disease on the quality of life of older people  

 

 


