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1. Abstract  

 
  

Kidney failure has a major impact on quality of life and survival. Most dialysis patients spend 

many hours every week in hospital where dialysis is delivered in an institutionalised setting. 

Shared Haemodialysis Care (SHC) supports these people to be involved in their own 

treatment, undertaking as many treatment related tasks as they feel able to. This enhanced 

person-centred approach improves the care experience and gives more people the confidence 

to choose home or self-care dialysis, which is associated with better quality of life. 

This programme has been led by Sheffield Teaching Hospitals NHS Foundation Trust and 

evaluated by the National Institute for Health Research (NIHR) Collaborations for Leadership 

in Applied Health Research and Care (CLAHRC) Yorkshire and Humber Region via a cohort 

questionnaire based study (SHAREHD IRAS ID 212395) supplemented by interviews with 

patients, carers and staff members. 

Objectives were to scale-up and sustain an established regional quality improvement initiative.  
Teams of patients and staff at 19 sites across the UK are attending collaborative learning 
events (LEs) that share and test different ways of increasing patient engagement in their 
dialysis care.  In wave one 6 teams participated (from Jan17), in wave two (from July17) 6 
further teams joined the collaborative.  A third wave is will take place from June to Dec18.  

Key to progress has been a strong core team, robust independent evaluation, an effective 

program framework, as well as the growing importance of the person centred care topic.  

Challenges have included establishing formal research protocols and understanding why some 

trusts have found engagement more difficult than others.   

For the final part of the programme we will focus on: 

 Sustainability based on local innovation and ownership.  

 Testing the roadmap that we have developed through a third wave of 7 trusts attending 
3 LEs from June 2018.  They will collect further quality improvement data and test the 
effectiveness of a 7 team collaborative. 

 Drawing together findings from the formal research evaluation. 
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2. Progress since your last report 
 

Over the last 6 months there has been a huge amount of continued work and engagement by 

both the core team and the 12 trusts involved in SHAREHD this includes : 

 Conferences / external presentations at National Kidney Federation, EDTNA (UK), 

Patient First HQuIP, Midlands Home Therapies Forum, Dialysis Academy (Imperial 

College London), RCN Education Forum 

 Wave 1 & 2 learning events (*3) & Action period Calls (*9)  

 Wave 3 Teams selected and engaged (Belfast, Londonderry, Kilmarnock, Birmingham, 

Liverpool, Salford, Middlesbrough). 3 Learning events booked and baseline data 

collection initiated.  

 Site visits: N Ireland (27/10), Salford (28/4) 

 Research protocol published in BMC Nephrology Dec 2017 

 Production of programme Sustainability guidelines and local plans template  

 Drafted roadmap, local plan template guidelines and Co-production framework. 

 

Formal outcomes are not yet available but research and data collection points have continued 

as per the published protocol.  Key summary data of Patient Activation Measures and 

Treatment related tasks that patients are undertaking have been shared with teams both 

individually and as a group as shown in the figure below .   Also see the breakdown of 

attendees at the 9 learning events. 

  
Below are pictures from our 9th learning event held at the Sheffield Town Hall during which we 

presented certificates to all teams and were pleased to receive a visit from the Lord Mayor of 

Sheffield, Anne Murphy – who herself is a kidney patient. 
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Communications  have included :  

 Maintaining social networking : our twitter feed now has over 400 followers (see picture 

below) and the shared care leaders Facebook group (42 members from approx. 30 

trusts) 

 December Newsletter  

 Heart of England, Leeds and Wolverhampton trusts have had articles published (see 

photos below) 

 Patient training videos for key shared care tasks are available on the website 

 Tania Barnes shortlisted for final of British Journal of Nursing, Renal Nurse of the Year 

award. 

 Ongoing promotion of #whyidosharedcare and #sharedcareteampledge including at 

National Kidney Federation, SHC workshops, courses and Learning events 

 Continued website (https://www.shareddialysis-care.org.uk) development to 

‘futureproof’ and add content including a new business case section, rework of the 

marketplace to ease searching. 

 Caroline Ryan patient story (attached) shows the spread of SHC and the benefit it can 

provide to patients.   

 

SHAREHD Twitter account exceeding 400 followers and the SHC nurses Facebook site. 

                        
 

 

 

 

https://www.shareddialysis-care.org.uk/
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Articles from Wolverhampton, Leeds and Heart of England : 

 

       
 

 

Patient Engagement has included : 

 a drafted co-production framework and article (planned submission to British Journal of 

Renal Medicine) 

 ongoing patient to patient peer support relationships especially where teams have a 

‘nominated’ patient lead 

 Local trusts have been working with local patients to agree content and running of local 

patient and carer ‘coffee and learn’ sessions (see photo below from Wolverhampton 

event) 

 Kidney Patient Involvement Network – involved in setting up and evolution of the 

‘Support and Learning’ workstream. 

 Adapted the Patient Advisory Group to the Patient Focus Group to become a protected 

part of learning events.  Geoff Chambers Patient Liaison Worker Nottingham NHS 

Trust stating  “I would like to thank you and all the team for all your hard work, and I 

have enjoyed working with you all and hope to again in the future” and the following 

picture showing what attending the LEs has meant to Shaun Walley – Stoke Dialysis 

Patient.  

 Sadly Lisa Towers passed away recently, she attended the LEs as the Sunderland 

patient advocate; her contribution and spirit touched all the attendees giving them a 

frank ‘reality check’ of what its like to be a dialysis patient – she will be sadly missed. 
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#whyidosharedcare and the National Kidney Federation meeting October 2017 

 

              
 

 

General Logistics / Planning include : 

 Minimal changes to the original plan (see attached Microsoft project version) 

 Continued running of programme board,  Evaluation Advisory Group and Advisory & 

Dissemination Board 

 Advertised wave 3 to all UK renal directorates with 11 submissions to join as well as 

many expressions of interest in progressing shared care from other trusts such as 

Bradford, Leicester, Imperial London, Glasgow and Chelmsford. 

 Links initiated to other KRUK Programmes and Kidney Care UK  to promote 

sustainability 

 The SHC course that runs alongside the SHAREHD programme, and is funded by 

Kidney Care UK, continued for 2 further cohorts and 2 single day manager courses.  

 Considerations are progressing to accredit the above nurse training course,   

‘modularising’ it for local units to embed into local induction and include as part of 

generic Nurse training. 

 

 

Below is the consolidated view how “Confident of success” the SHAREHD project team is 

feeling right now,  

1 2 3 4 5 6 

 

7 8 9 10 11 

 

 

  

7.1 
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3. Evaluation     

 
Project on track with no change to evaluation budget or specific project management 
issues that need to be raised at this time. 
 

 It should be noted that the 3rd wave activity will augment the realist evaluation 
findings only and will NOT impact the quantitative or Economic findings that will be 
based on the wave 1 and 2 teams only.   This is because the quantitative elements 
of the economic evaluation within the stepped wedge methodology requires a 
consistent baseline which was not gathered for wave 3 (as Wave 3 was not part of 
the original design).   

 The Evaluation risk register is maintained within the main programme risks register 
and is updated for project board and Evaluation Advisory Group meetings.  The 
Acquisition of Hospital Episode data to support the quantitative evaluation is the  
biggest risk as this is outside the projects direct control but has been mitigated 
based on previous team experience and ensuring that the data request is complete 
and made at the right time to ensure the right data is acquired.  Other barriers  and 
risks include : 

‒ Ethics for research updates (specifically latest amendment for additional 
HHD question.  This was overcome though tenacity to address the 
questions and comments as raised by the Ethics committee and using the 
deadline of April data collection point as the driver to gain agreement by. 

‒ Acquisition of individual Hospital research passports.  This was overcome 
by recognising that each location is likely to have different processes so 
seeking out that process and following it.  

 The baseline result identifying the number of tasks being undertaken by patients 
was in fact, on average, higher than assumed. This has been taken into account in 
making revised power calculations. If we can keep the average number followed 
up per site at 40 then we will have 90% power to detect a 15% absolute increase 
from 30% to 45% in the proportions performing the 5 tasks. This is probably 
unrealistic but if we can keep the average number of participants followed up at the 
2 steps to around 30 per site then we will have 80% power to detect a 15% 
absolute increase from 30% to 45% in the proportions performing the 5 tasks 
which is still acceptable. We currently have an average of over 41 participants per 
site. 

 We continue to hold regular Evaluation Advisory Group meetings. These are 
chaired by Professor Susan Mawson (YH CLAHRC Director). Other members 
include: Rebecca Campbell (NHSE), Anu Jayanti (Central Manchester Foundation 
Trust), Claire Reid (St James’s University Hospital), Rachel Gair (UK Renal 
Registry, Donna Buxton (The Health Foundation), Andrew Bertram (York Teaching 
Hospital NHS Trust). Sadly Professor Alan Maynard, who was a valued member of 
the EAG passed away recently. 

 The evaluation programme theory is progressing well. The logic model has been 
added to and has been converted into Context, Mechanisms, Outcome 
Conjectures. These hypotheses have been further developed within theory of 
change frameworks to inform interventions and scaling up. 

 Interviews are progressing well. All baseline qualitative data are collected and we 
are making good progress with follow-up interviews with service-users and staff. 
Whilst the numbers interviewed at each site are small, we are relying on more 
descriptive data to differentiate between sites. Notably, it is differences between 
types of units (e.g. satellite or hub units, NHS or industry managed etc) that seem 
more important than the NHS Trust site. The programme theory that is being 
developed can then be applied to relevant contextual elements of a unit or Trust. 
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 Rather than presenting a difficulty, the different levels of patient activation at each 
site is of key interest to the evaluation. We are seeking permissions to conduct 
(CSPAM) staff activation measures in cohort 3, to further investigate this 
phenomenon. 

 We are following up sites with poor attendance at learning events to discover what 
barriers they experienced.  

 We have a masters (Public Health) student assigned to the project who will be 
conducting her dissertation on a Principal Component Analysis to understand 
types of patients that are carrying out different patterns of tasks. 

 Data collection continues as set out in the protocol with numbers collected per 
sites being seen in the graphs below. 
 

    
 

 Our anticipated timings for the final report delivery plus our proposed publications 
plan which will continue post programme well into 2019 are seen here : 

 

% Complete Task Name  
 

 
Evaluation report and Papers  

 
100%    Mid stage report  01/10/17 

0%    Draft Final report  02/12/18 

0%    Final Report Peer Review  07/02/19 

0%    Final report Ready to be Submitted to HF  28/02/19 

 
 
Potential Research Publications for components of findings. 
  

MBJ Quality & Safety   - PaM/CSPAM Baseline Paper 

Implementation Science - Quialitative / Realist Findings 

Evaluation - Realist Evaluation methodology 

CJ ASN - Primary End Points 

Value In Health - Economic Evaluation 

BJRM - General Summary 

CJ ASN - Sympton Burden according to Dialysis day of week 

CJ ASN - Close out HHD Questionnairs (APRIL data)  

CJ ASN - Cognitative Imparement on in-centre HD 

Value In Health - Variation in PROMS and PREMS over time and 
relevance to economic evaluation 
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4. Next six months 

 

The main learning events for Wave 1 and 2 have now concluded therefore, as a team we 

are focusing on closing down outstanding programme tasks, deliverables and 

sustainability activities.  Within the sustainability document we highlighted the following 

key deliverables that we felt were achievable within the remaining months of the 

programme: 

 

             
 

With Wave3 key objectives being : 

• Validate the Toolkit and Roadmap  

• Confirm the content and delivery of a Repeatable LEARNING EVENT package  

• Confirm Methods for local adaption of Patient Co-Production in SHC  

• Reinforcement of the Evaluation and Creation of transferable Key Performance 

Indicator (KPI) measures   

• Sustaining Shared Care 

 

We are actively exploring the transfer of the ownership of shared care to wider bodies 

such as KQUIP and Kidney Care UK and to ensure that the provision of shared care is 

somehow measured and monitored both nationally and locally.  Key to this is to ensure 

that the shared care movement maintains its profile and continues to evolve by building 

the shared care techniques into initial nurse training, and renal induction training as well 

as for patients having earlier engagement to set expectations and awareness of what and 

how they can, and should for their own wellbeing look to actively participate in their own 

dialysis care. 

 

Key activities include  

 Coproduction article (June Edition of British Journal of Renal Medicine and Autumn 

edition of Kidney Life) 

 Baseline data article published in BMC Nephrology 

 Wave 3 execution including design of 3 learning events (26/6, 4/10,18/12) and first 

event completed. 

 Roadmap and guidelines reviewed and initial testing feedback by wave 3 teams 

 Final Health Foundation final event 8/6 

 

Other activities around dissemination : 

 Planning for the “All Hands Event” rescheduled to 22nd January 2019 which will be 

the last event for all 19 teams, and anyone else interested in SHC. 



Page | 10 of 16 

 

 

 Participation in and support for local Research/workshop days that are promoting 

SHC 14/6 Chelmsford, 31/8 York, 27/4 Sheffield 

 Perfect Patient Information Journeys presentation (28/6) 

 Vascular Access Society presentation on Shared Care (28/9) 

 Various other conferences including ISPD (Vancover), ERA/EDTA (Copenhagen), 

Health Service UK (Nottingham), European evaluation conference (Thessaloniki) 

and UK Kidney Week (where there are several presentations or posters on the 

various aspects of the SHAREHD programme. 

 In addition  Scaling Up Partners Leeds and Sunderland are also presenting at UK 

Kidney week 

 Abstracts that have been accepted include the following  

o UK Kidney Week 

 

  
 

o Poster offers to the HSRSUK Conference, 4-5 July 2018 in Nottingham : 

‒ ‘When to scale up a promising complex intervention: Considering the 

relationship between implementation and evaluation’ 

‒ 'A mixed-method Realist Evaluation of a programme to scale up shared 

care for haemodialysis'  

 

Stakeholder engagement : 

 Ongoing APCs for wave 1 and 2 on first Tuesday of the month till Dec 2018. 

 Final A&DB 1/6  for main programme core thereafter expected to join together with 

other KRUK programmes as a consolidated A&DB 

 Final letter to Chief Executives of each  trust advising of key learnings and asking 

for the trust to continue to support and promote shared care 

 Feedback letter to patients who participated in the study advising of key learnings 

and saying thankyou for their support in the research and progression of Shared 

Care 

 

 

 

  



Page | 11 of 16 

 

 
5. Sustainability 

 

As highlighted in previous reports sustainability is a broad and all-encompassing term.  

The programme has therefore produced a specific mind-map and associated paper 

identifying what it means to us and most importantly what we can do within the confines of 

the programme.  The following highlight key elements where this is being progressed. 

 

Future Sustainability Steps : 

 Local templates for each trusts/site – we have produced a template and draft 

guidelines and are working with individual trusts in the project to encourage them 

to complete these for their local shared care planning.  We are asking them to also 

consider clearly how this links with their directorate and trust objectives so that the 

benefits of shared care tied in with local drivers.   

 Key performance indicators (KPIs) are important for this but in the context of SHC 

have to be treated with caution as the essence of shared care is not about the 

numbers it is about offering patients choice. Consideration of using the “shared 

decision making” questions within the UK Renal Registry PREM (patients reported 

experience measures) for national comparisons via already collected measures is 

to be progressed. 

 Validation of the draft SHC roadmap, local SHC plan and SHC toolkit.  All these 

documents have guidelines to aide use that includes hints and tips and have been 

drawn from the experience of the SHAREHD programme. 

 

Networks and Formal Guidelines 

 Shared Care is now a section in the RA/HD guidelines that are being currently 

reworked and due for publication 2018. 

 The NICE guidelines on Renal replacement therapy has recently been issued for 

consultation.  Martin Wilkie has been asked to coordinate responses on behalf of 

the Renal Association. 

 We are working with partners in the UK Renal Registry, British Renal Society, 

Kidney Research UK and Kidney Care UK to ensure shared care is firmly on the 

agenda within existing renal networks and initiatives such as KQUIP and the 

Updates to the Delivery of Kidney Excellence progress reports. 

 In additional members of the project are involved in the new Kidney Patient 

Involvement Network (KPIN) initiative which was announced at the Patient First 

conference March 2018 to be a testbed for the INVOLVE public involvement 

standards. 

 We are looking to work with and /or support the establishment of ‘hubs’ where 

shared care ideas are collaboratively shared to maintain the momentum that was 

gained at the learning events.  North East and the Midlands are already in place 

and we hope to encourage others to share within their region. 

 We are working together with other projects supported by KRUK to foster closer 

working, learning lessons and have single (stronger) voice to promote 

sustainability of these types of initiatives within the Kidney community. 

 

Risks and Challenges 

 Shared Care needs to be promoted until it is the normal way of working and hence 
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is self-perpetuating because staff and patients will change.  If it is not actively 

sustained then it is likely to slip backwards to current ‘norms’. The numbers of 

patients undertaking elements of shared care will always vary as transplantations 

occur, patients go home to dialysis, or die.  What is important is to have local 

sustainability strategies in the units and ensure that it is not only about the 

numbers as this can easily be misinterpreted (in numbers decline) as “failure”. 

 

External Support and Recognition : 

 Every time we hear about shared care in a different context we gain confidence of 

its spread.  This is especially so when it is not linked to the collaborative or shared 

care course. (See Carolyn Ryan patient article).  

 We also recognise that increasing shared care is part of a wider cultural change to 

increase health literacy and patient participation in their own care.  Examples 

include the 2 million Patient Activation Licences purchase by NHS England and the 

Helen Rainey Health literacy pre/pre dialysis project.  This wider context only helps 

to support the argument that shared care should continue to be encouraged until 

all dialysis patients are offered this choice as standard. 

 Tim Horton referenced SHAREHD as an example at the national NHSTest Beds 

event 20th March 2018 

 We read an article entitled ‘empowered dialysis’ from a unit in the US initiating 

shared care. They cited the source (correctly) as Jonkoping in Sweden but 

demonstrates that this movement is a world-wide phenomenon in which the UK 

leads the way. https://catalyst.nejm.org/empowered-self-dialysis-better-outcomes/ 

 Several nominations for awards have been achieved by the teams as follows : 

 

Awards : 

Nottingham - Team of the year 2017 Nottingham SHC team 

HSJ - Award nomination Dec 2017 
Supported Self Care Wolverhampton Renal Team 

BJN - Renal Nurse of the Year Finalist (March 2018) Tania Barnes 

Sheilds Gazette - Awards for Teamwork in Shared care Sunderland  
 

     
Below is the consolidated view how “Confident of sustainability” the SHAREHD project 

team is feeling right now,  

1 2 3 4 5 6 7 8 9 10 11 

 

  
7.1 

http://scanmail.trustwave.com/?c=8248&d=t7Gz2kZxjNNPlLgm-WRoussfuSU9w5AGPXV0NsDf7w&u=https%3a%2f%2fcatalyst%2enejm%2eorg%2fempowered-self-dialysis-better-outcomes%2f
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6. Learning since your last report 

 

Key Learning for other teams 

 No changed approach to step wedge but it has been felt that 12 teams was too many 

to be effective in the breathrough series collaborative aspect of the learning events–  

 Action Period Calls (APCs) are useful and work for some but are for ‘support’ rather 

than trying to show or teach anything.  It is important to keep them relaxed and to be 

mindful of local context. 

 We were advised by our QI lead not to tell teams how to do SHC, but rather to 

mentor them find to their own way.  This was excellent advice and we now embrace 

the local contexts within which each teams work and learn from the variance rather 

than being scared by it.   

 The core team grew in confidence as the collaborative progressed as consistent 

themes emerged from sites despite the implementation differences.  This showed 

that the fidelity of the intervention was not compromised by the embracement of this 

variation.  It should be noted that this may not be the same for other scaling up 

initiatives.  

 A key learning is that the act of the collaborative events  themselves facilitated a 

mind-set change.  Teams hearing from patients what they wanted and seeing what 

other teams had done created a buzz and confidence that anything was possible. 

 

Main Challenges & risks :  

 Co-production remains challenging – we have evolved the Patient focus group 

sessions but feel the local engagement by teams can be further developed. 

 Ongoing ownership of the ‘brand’ is a challenge and a risk – the core team is 

determined that SHC should become truly embedded – for that to happen it requires 

to be included in national guidelines and metrics (GIRFT (get it right first time) / UK 

Renal Registry), and be at the heart of the Ethos’ of charities and networks such as 

Kidney Care UK and KPIN.  

 

Enablers : 

 The UK Renal Registry have offered great support for the development of the Your 

Health Survey to include the shared care tasks and health literacy question.  As a 

consequence a second version of the YHS questionnaire has been produced 

(including patient related treatment tasks) that can be scanned in by the registry and 

the results emailed as a consolidated spreadsheet back to the participating sites.  

They have also offered great support for the use of the CSPAM (Clinician Support for 

Patient Activation measure) which is to be collected and analysed during wave 3 as 

specific element of additional research to see how clinicians may change their view 

as a result of getting involved and promoting shared care activities. 

 

Unintended learning / Consequences : 

 Recognition that other areas of improvement such as Human Factors are as relevant 

as QI and that they have considerable overlaps specifically in terms of tools and 

techniques.  It is important to make teams aware of these options but to not see them 

as ‘additional’ as this will simply increase the feeling of being overwhelmed with new 
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and different ‘things to do’.  It is important to allow teams to pick and choose and 

adapt what works locally for them with the time they have available.  

 

Hints & Tips : 

 Have a plan and someone who is making sure you are always working towards the 

plan 

 Don’t try to do everything – start small and focus on what you are good at but that 

does not prevent you from aiming high  

 Include patients from the start and be clear about what you expect from them 

 Identify programme patient representatives and where appropriate, educate, develop 

and support patients/carers 

 Regular patient gatherings are important and worthwhile 

 Be clear about what your project means by sustainability - think about it from the start 

but keep reviewing what it means and ‘how’ you are getting there. 

 Don’t worry about going over the same ground again. This is actually reinforcing the 

key messages, just try to keep the mode fresh but the message consistent. 

  

 

 

  



Page | 15 of 16 

 

7. Communications, resources or tools  

The following are available if required for information : 

 

General : 

 December newsletter 

 Caroline’s Story 

 Draft  roadmap, local plan guidelines 

 Sustainability plan  

 Generic poster for sites 

 Thankyou certificate 

 Renal Nurse of the year submission 

 Third wave call for application and summary of applications received  

 

Presentations (available from SHAREHD section of https://www.shareddialysis-

care.org.uk)  : 

 Patient Safety First - HQIP QI stand (Sonia Lee / Andy Henwood)  

 London HD academy and RCN (Tania Barnes) 

 NKF (Core team) 

 Midlands Home Therapies meeting (included HEFT and Wolverhampton) 

 Learning Event 7,8,9 

 

Patient education videos can be found under ‘Shared Care – Training Videos’ and local 

resources that have been supplied by teams to share with others can be found in the 

MARKETPLACE section of the website please visit   https://www.shareddialysis-

care.org.uk. to view these. 

 

Project Management Artefacts : 

 RAID log (Risk, Assumption, Issues, Decision) 

 Lessons learnt Log 

 Schedule 

 Cost model 

 Latest program Board minutes 

 Latest EAG and A&DB minutes 

 Conference schedule 

 Updated Your Health Survey for Wave 3 Quality Improvement Data collection 

process. 
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