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Executive Summary 

The ISOU Digital Workshop, convened by the Department of Health and Social 

Care’s Implementation Steering Group for Organ Utilisation (ISOU), brought together 

NHS England (NHSE), NHS Blood and Transplant (NHSBT), clinicians, patient and 

carer representatives and stakeholders from across the transplant landscape. The 

event aimed to address Recommendation 7 of the Organ Utilisation Group (OUG) 

report: to transform data provision within transplantation services through digital 

approaches, ensuring equitable, timely and accurate access to critical information 

throughout the donation-to-transplantation pathway and beyond. 

The OUG was established to maximise opportunities for organ transplantation and 

regain the UK’s global leadership in the field, despite challenges such as increasing 

donor and recipient complexity, COVID-19 pandemic-related pressures, and 

inequalities in access and outcomes. The OUG’s 2023 report highlighted that 

fragmented, inconsistent and poor-quality data, coupled with limited sharing between 

centres, undermined clinical decision-making and patient experience. It called for a 

shift to integrated, user-centred digital systems, standardised data collection, and 

robust patient feedback mechanisms, including Patient-Reported Outcome 

Measures (PROMs) and Patient-Reported Experience Measures (PREMs). 

At the workshop, delegates explored the current state of digital infrastructure, 

identifying significant barriers such as inadequate Wi-Fi, outdated technology, limited 

system interoperability, and inconsistent systems access for key staff like Specialist 

Nurses in Organ Donation (SN-ODs). These issues often lead to inefficiencies 

missed opportunities for donation and increased burden on patients and clinicians. 

Patients are often left to manage fragmented information themselves, and 

incomplete data means clinicians may not be able to make the best quality clinical 

decisions. The group agreed that empowering patients requires accessible, 

trustworthy digital tools and equal access must be central to resource design. 

Opportunities for improvement focused on the creation of a Single Patient Record 

(SPR) for integrated access across care settings, the digitisation and unification of 

data systems, and the adoption of national data standards to ensure secure 

information flow. Delegates highlighted the importance of including genomic and 

compatibility data, and of future-proofing systems to support advanced analytics and 

artificial intelligence in matching donors and recipients. The need for a central, plain-

language repository for patient information, linked to every clinic letter, was also 

emphasised. 

To deliver these improvements, the workshop advocated for co-production of 

solutions with patients, organisational collaboration, and sustained investment in 
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digital infrastructure and change management. Regional collaboration and open data 

sharing, supported by commissioners, were seen as key to spreading best practice 

and reducing non-clinical reasons for donor organs being declined. Clinical Leads for 

Utilisation (CLUs) were identified as central to driving data accuracy, tool adoption, 

and ensuring that insights inform action at all levels. 

In conclusion, the ISOU Digital Workshop reaffirmed the urgent need for a digitally 

connected, patient-centred transplant pathway, aligning closely with the move from 

an analogue past to a digital future as set out by the government in Fit for the Future: 

The 10 Year Health Plan for England, published by in July 2025. Delegates called for 

clear governance, standardised processes, and ongoing monitoring to ensure that 

innovation delivers real improvements in equity, experience and outcomes for all 

patients on the transplant waiting list. The workshop outcomes and recommended 

actions will inform the next phase of digital transformation, with responsibilities 

delegated to relevant organisations upon approval by the DHSC. 

Actions: 

• Collaboration between NHSBT and NHSE colleagues on the digital data 

provision initiatives to facilitate data standardisation and connectedness between 

digital infrastructures. 

• Collaboration between NHSBT and NHSE colleagues to ensure that the unique 

challenges of the transplant pathway are addressed, including day-to-day issues 

such as SN-ODs' access to hospital IT systems, as well as the planning and 

implementation of the SPR. 

• NHSE SPR colleagues to consider using the transplant pathway as a pilot 

project in the roll out the SPR. 

• NHSE SPR team colleagues recommended to prioritise supporting the timely 

transfer of hospital prescribed medications on to GP records. 

• NHSBT statistics and digital colleagues to work with patients to improve data 

accessibility, including relocation of OTDT guidance and data to a more user-

friendly location on the NHSBT website. 
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Background and Context 

Organ Utilisation Group (OUG) was established by the Department of Health and 

Social Care (DHSC) in England and chaired by Professor Sir Stephen Powis. Its 

purpose was to develop recommendations to maximise opportunities for organ 

transplantation and ensure a world-class healthcare system that delivers equity, 

excellence, and innovation for patients on the transplant waiting list. The Group also 

aimed to identify and overcome barriers to transplantation, regaining the UK’s 

position as a global leader in transplant innovation and ensuring no viable 

opportunity for a successful transplant was missed. 

At the time of its formation, organ donation rates had improved significantly, with 

donor numbers rising by 56% over the previous decade. However, while transplant 

rates have also increased, they have not kept pace with donation. Factors such as 

the increasing age and co-morbidities of donors and recipients posed challenges for 

successful organ utilisation. 

The COVID-19 pandemic added further strain, with the first wave prompting rapid 

improvements in transplantation services but also causing a reduction in donors and 

temporary unit closures. This led to a five-year high in the number of people on the 

transplant waiting list. National audits and joint NHSBT/British Transplantation 

Society summits highlighted the significant inequalities and variations between units, 

affecting access to treatment and patient outcomes. These disparities were linked to 

local resource limitations and uneven access to innovative technologies, resulting in 

inequities across geographic, socio-economic, and ethnic groups. 

It was agreed that a review of the organ transplantation infrastructure was needed to 

optimise existing resources and better meet patient needs. The final report, 

published in February 2023, included a section on data provision within transplant 

services. The OUG report noted that patients and clinicians said that poor-quality 

and inconsistent data often increased stress and hindered decision-making, 

particularly on topics such as diet and medication. Limited data sharing across the 

care pathway, coupled with the absence of information from non-transplanting 

centres restricted opportunities for transplantation and made it challenging to monitor 

variations in access and care.  The feedback mechanisms focused predominantly on 

negative outcomes, which discouraged teams and fostered risk aversion. 

Furthermore, it was noted that evaluation should not be limited to clinical outcomes, 

incorporating PROMs and PREMs was vital to ensure services meet patient needs. 

The report included the recommendation:  
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The provision of data must be transformed using digital approaches to provide 

access to complete, accurate and standardised data and information to everyone 

who needs it at critical decision points throughout the donation to transplantation 

pathway. 

The report included the following actions to support the successful delivery of this 

recommendation: 

• The information and data sources required at each stage of the transplant care 

pathway for different users must be identified and provided. 

• Assessment must be made of the feasibility of creating a user-centred ‘portal’ 

that integrates all data and information, with priority being given to the user-

group and/or stage of the pathway that will drive the biggest improvements to 

organ utilisation. 

• The availability and use of tools to support patients and clinicians in their 

discussions about transplant options and potential impact on patient outcomes 

(for example, waiting times) must be improved. 

• Data terminology, collection and secure transfer processes must be 

standardised across the UK to ensure completeness, accuracy and accessibility 

of data, including access to patient data for multiple transplant centres. 

• Building on existing knowledge and infrastructure, the minimum data sets 

required along the patient pathway must be identified and provided. 

• Data collection processes must be established to ensure completeness, quality 

and integrity of clinical and donor and/or recipient self-reported data at point of 

capture. 

• The relevant data in donation and transplant pathways must be digitised to 

enable efficient and accessible flow of data from point of recording to point of 

access by: 

• digitising paper-based data collection and data transfer processes, starting 

with pathways that have the greatest impact on organ utilisation 

• creating personal health records for patients on the transplant waiting list, 

transplant recipients and living donors 

• developing patient and donor-focused applications that allow for self-

reporting along with access to key information 
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• modernising existing legacy digital tools and processes 

• ensuring there is appropriate capacity, capability and multi-year funding in 

place to deliver effective digital transformation 

To implement the OUG recommendations, the Department of Health and Social 

Care established the Implementation Steering Group for Organ Utilisation (ISOU). 

The ISOU was co-chaired by Professor John Forsythe and William Vineall and 

founded to deliver the OUG vision for maximising the number of people whose lives 

could be saved through the gift of organ donation via: 

• Bringing together those with a role in leading implementation of the OUG 

recommendations (including patients, lay representatives and devolved 

government representatives), 

• Prioritising and aligning implementation activity 

• Providing updates on progress (including to Ministers) 

• Monitoring implementation activity 

• Identifying and addressing issues with implementation 

Aim of the event 

The ISOU Digital Workshop brought together NHS England, NHS Blood and 

Transplant, clinicians, patient representatives and stakeholders to explore the 

current issues with data provision in the transplant pathway, opportunities for 

improvement and explore how to implement the Organ Utilisation Group’s 7th 

recommendation. 

A copy of the programme for the event is provided at Annex A. 

Outcome 

The content of the ISOU Digital Workshop was reported via ISOU to the DHSC, 

summarising the discussion, required actions and action owners to address 

recommendation 7 of the Organ Utilisation Group (OUG) report. Once cleared by 

Ministers at the DHSC, actions would be delegated to the relevant organisations. 
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Attendees and involved organisations 

There were 23 delegates representing organisations across the transplant landscape 

including the clinical workforce, NHS Blood and Transplant, NHS England, Patient 

Representatives, and the DHSC. Abhay Pradhan, Head of Analytics at the London 

Stock Exchange Group (LSEG) also attended as an external contributor, as 

described in the section below. 

A list of organisations represented at the meeting is provided at Annex B. 

Approach 

The programme and approach for organising the event and delegate invite list was 

co-produced with NHSBT, NHSE and patient representatives.  

The workshop started with presentations to set the background to the event and 

context. This included a ‘look out to look in’ presentation by Abhay Pradhan from the 

LSEG. Delegates were sat at a ‘horseshoe’ style table to discuss current actions 

underway and opportunities for improvement in data provision and how these 

improvements can be delivered. An online survey tool was used throughout the 

workshop to record reflections and feedback on the questions asked. Discussion 

was captured via the nominated scribe, Microsoft Teams transcript and the online 

reflection/feedback tool. 

Presentations 

Delegates were provided with a series of talks and presentations to set the context 

and perspective of data provision in transplant services, including: 

• The Organ and Tissue Donation Perspective  

• The Transplantation Perspective 

• The Patient Perspective 

• NHS England Perspective – Data and Analytics 

• NHS Blood and Transplant Perspective – Digital Architecture 

Slides presented at the workshop are provided at Annex C. 
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Summary of Group Discussion and Next 

Steps 

The Digital Future: views from the London Stock Exchange 

Group 

The Head of Analytics at the London Stock Exchange Group (LSEG), Abhay 

Pradhan, opened the presentation series of the ISOU Digital workshop and 

discussed the critical role of trusted data in both the finance and health sector. He 

highlighted how the LSEG relies on robust governance, shared responsibility, and 

industry best practices to ensure data quality and trust. Pradhan explained that while 

AI brings analytical opportunities, it introduces risks like bias and privacy concerns, 

underscoring the need for ongoing human oversight. Delegates discussed the value 

of treating data as a strategic asset, investing in IT infrastructure, standardising data, 

and innovation in the healthcare system. 

Theme 1: Where are the opportunities for improvement? 

Presenter and delegate feedback 

Opportunities for improvement from an organ and tissue donation perspective were 

shared, highlighting inadequate WiFi coverage in Intensive Care Units, outdated 

technology, and limited inter-hospital connectivity as significant barriers to efficient 

healthcare delivery during the donation and retrieval process. It was noted that 

clinical staff often face challenges accessing digital systems, especially when moving 

between hospitals and trusts. This is particularly true for Specialist Nurses in Organ 

Donation (SN-ODs), who are often considered external contractors and therefore 

frequently have limited access to IT systems. Delegates acknowledged that 

communication between SN-ODs and hospital teams could be more proactive when 

a patient’s prognosis is poor, to give more time for highly sensitive, less rushed 

discussions with potential donor families about the possibility of their loved one 

becoming a life-saving donor. This discussion concluded with a call to prioritise 

digital infrastructure, empower SN-ODs with systems access, collaborate across 

NHSBT, DHSC and hospital trusts and embed change management into every 

digital investment. 

From an organ transplantation perspective, delegate discussion identified several 

opportunities for improvement, including the provision of accurate, comprehensive 

and timely donor and recipient data. The current system often leaves clinicians 

without access to all relevant data, forcing lower quality clinical decisions such as 

unnecessary excessive risk taking or risk avoidance, which can negatively impact 
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patient care. Delegates noted that opportunities lie in shifting towards a unified digital 

system for patients and clinicians, enabling near real-time access to personalised 

data, including pre- and post-transplant medical data, two-way communication and 

digital decision aids.  

Delegates noted there are opportunities to improve donor-recipient matching through 

better integration of genomic data from both patients and donors and sharing this 

information between laboratories and the Organ and Tissue Donation and 

Transplantation (OTDT) national transplant database (NtXD). Implementing 

advanced compatibility technologies, such as high-resolution Human Leukocyte 

Antigen (HLA) typing for deceased donors, combined with the ability to digitally 

capture this data nationally, would provide more complete and clinically relevant data 

for matching donor organs with recipients. Delegates discussed how modernising 

these systems will help address risks associated with outdated technology, such as 

health inequalities, transcribing errors, and missed opportunities for optimal donor-

recipient matching, and will position the UK to deliver safer, more efficient, and more 

equitable transplant care. 

Patients often encounter inconsistent and fragmented information about 

transplantation, which can lead to confusion, anxiety, and inequality. Many are 

required to manage their own data and updates, a task that is especially challenging 

for those who are unwell or less digitally confident. This situation places additional 

responsibility on patients and may result in errors and misunderstandings. Delegates 

discussed a key opportunity for improvement is to create a central, accessible 

repository of patient information, written in plain language and linked in every clinic 

letter, so that patients can easily find the information they need. 

“Specialist Nurses in Organ Donation (SN-OD) often struggle to access staff or 

contractor Wi-Fi networks in hospitals, as they are not employed by the Trust 

or Health Board. Although their devices have mobile connectivity, poor 4G or 

5G signal within the hospital means they must either move to areas with better 

reception or pay for patient Wi-Fi. Even when Wi-Fi is available, coverage in 

crucial areas like the intensive care unit or operating theatre is frequently 

inadequate. As a result, SN-ODs may need to relocate to find a reliable 

connection just to submit essential data, which is both time-consuming and 

especially challenging overnight when parts of the hospital are secured.” 

- John Richarson, NHSBT Assistant Director - Organ & Tissue Donation 

. 
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Theme 2: What actions are underway or planned? 

Presenter and delegate feedback 

The NHS Single Patient Record (SPR) is a broad transformation effort to connect 

health records across care centres. Rather than functioning as a standalone app or 

website, the SPR will serve as an interconnected system that brings together a 

range of health information, including patient records, genomics and research data, 

so clinicians and patients can access these resources through connected services. 

Clinicians will have real-time access to patient information, and future plans include 

more patient input and remote monitoring. Delegates discussed that the focus of the 

SPR is within England and there are no immediate plans to expand to other 

devolved nations. Pilot projects are expected by the end of 2026/27. A call to 

consider the uniqueness of the transplant pathway in design and implementation of 

the SPR was heard and taken back to the SPR team.  

“As a transplant patient, it’s unsettling to realise that the advice you receive can 

depend on where you’re treated. I discovered that, in some units, patients are 

routinely told not to eat blue cheese after their transplant, while in others it’s 

never mentioned. When such basic information isn’t consistent, it makes you 

question what else might be missing. Clear, accessible and uniform information 

is vital for patients to feel confident and safe in managing their health.” 

- A liver transplant patient at an ISOU Patient Engagement sub-group visit. 

 

“Too often, I’ve had to chase blood test requests between my specialist hospital, 

GP, and local hospital, with results frequently going missing. Like many other 

patients, I have ended up driving a four-hour round trip to the specialist hospital 

just to ensure the results will not be lost. If test requests and results could be 

managed digitally, for example via QR codes sent to a phone and uploaded 

automatically, it would save time and frustration for everyone involved.” 

- Dan Peel, lung transplant recipient and ISOU patient representative 
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NHS Blood and Transplant (NHSBT) is digitising pathways by consolidating systems 

onto fewer, modern platforms and reducing duplication. They are building a central, 

standardised collection of data, known as a Data Lake, which will bring together data 

form different sources and ensure it is consistent and accurate, supporting analytics 

and AI use. NHSBT is also hoping to integrate this with the wider NHS through the 

SPR and Federated Data Platforms (FDP). This will enable data sharing between 

NHSBT, hospitals and GPs, improving efficiency and data quality. The adoption of 

national standards will ensure data can flow securely and in real time across 

organisations, reducing manual data entry and supporting collaboration across the 

healthcare system. 

Theme 3: How can we deliver improvement? 

Empowering patients through data and choice - summary of key workshop 

reflections 

In the workshop, delegates highlighted that empowering patients requires 

accessible, trustworthy digital tools and clear information. Delegates explored 

provision of data through mobile apps to guide patients navigating transplant 

choices, with features such as shared care plans and culturally sensitive support. 

The integration of clinical and pathway data into the NHS app was discussed as a 

means of creating a single, dependable source of information for patients. The group 

emphasised the importance of capturing PROMs and PREMs as well as targeted 

surveys and direct channels for feedback, as mechanisms to ensure patient voices 

directly influence service improvements, thereby promoting greater transparency and 

accountability. 

Significant barriers remain to accessing information, particularly for less-heard 

voices. These include challenges in accessing reliable information, limitations in 

digital infrastructure, language and cultural barriers, and the diversity of data 

sources. In addressing these issues, the group explored the co-production of 

resources between patients and clinicians, and an awareness of the costs and 

connectivity difficulties faced by patients in rural communities. Crucially, delegates 

noted that GDPR is designed to empower individuals, not restrict their access to 

essential health information 
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Building a Connected Digital Infrastructure - summary of key workshop 

reflections 

Building a connected digital infrastructure to improve organ utilisation will depend on 

modernising legacy systems and digitising paper-based processes. Delegates 

commended existing connected digital system initiatives such as the roll out of Epic 

(an electronic health record software) in some trusts and the London Care Record 

which allows links between primary, secondary, and tertiary care in London. It was 

noted that new developments should ensure compatibility with wider NHS systems 

and help patients navigate different platforms without the need for multiple logins for 

their various conditions and hospital visits. The group emphasised the importance of 

GDPR being centred around people’s needs and explored whether AI could digest 

paper-based records to facilitate digital transformation. However, challenges were 

acknowledged including limited interoperable digital infrastructure, scarcity of legacy 

system expertise, and a culture resistant to change. The group concluded there is a 

need for organisational collaboration and the co-production of resources, including 

with patients. 

Innovation Across the Transplant pathway - summary of key workshop 

reflections 

The group emphasised that by strengthening digital data recording and forging links 

between donor and potential recipient data, NHSBT can better match donor organs 

to patients, which may reduce the frequency of declined offers. The group discussed 

impact measurement for innovation initiatives. Patient feedback, gathered through 

surveys, focus groups and direct engagement, were acknowledged to be essential 

for understanding whether these changes improve lived experience. Quality of life 

measures, PREM and PROM feedback, and analysis of health inequalities provide a 

balanced view of whether digital adoption is achieving its goals. The need for 

““As someone who is immunosuppressed, I have often had to act as the link 

between my GP and hospital team. I was once prescribed a macrolide antibiotic 

in primary care, which can dangerously increase levels of immunosuppression. 

The issue was only avoided because I recognised the risk myself. Patients 

should not have to rely on their own vigilance to prevent avoidable harm; 

effective sharing of medical information between GPs and hospital services is 

essential.” 

- A transplant patient 
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equitable deployment of these tools across organ types, age groups, and ethnicities, 

remains a challenge. 

Involvement of Trusts in modernising the digital pathway 

The group highlighted the importance of treating data as a shared asset for the entire 

healthcare system, rather than confining its use to individual hospitals or Trusts. In 

the context of organ donation, access to a donor’s comprehensive health record 

reduces the need to reach out to grieving families and supports informed decision-

making at the point of care. Delegate discussion focused on the necessity for Trusts 

to collect data that drives action, such as monitoring cases, matches, and offers that 

may not result in donation. Delegates also observed that regional collaboration is 

enhanced by shared terminology and digital solutions. Ongoing communication and 

transparent data sharing would contribute to the dissemination of best practices and 

help decrease the number of non-clinical donor organ declines. Furthermore, the 

group recognised the role Clinical Leads for Utilisation (CLUs) can play in improving 

data accuracy, promoting the adoption of digital tools, and raising data-related 

matters at the Board level. 

Actions 

• Collaboration between NHSBT and NHSE colleagues on the digital data 

provision initiatives to facilitate data standardisation and connectedness between 

digital infrastructures. 

• Collaboration between NHSBT and NHSE colleagues to ensure that the unique 

challenges of the transplant pathway are addressed, including day-to-day issues 

such as SN-ODs' access to hospital IT systems, as well as the planning and 

implementation of the SPR. 

• NHSE SPR colleagues to consider using the transplant pathway as a pilot 

project in the roll out the SPR. 

• NHSE SPR team colleagues recommended to prioritise supporting the timely 

transfer of hospital prescribed medications on to GP records. 

• NHSBT statistics and digital colleagues to work with patients to improve data 

accessibility, including relocation of OTDT guidance and data to a more user-

friendly location on the NHSBT website. 
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About this publication 

Microsoft 365 Copilot was used to assist with editing and improving clarity. All 

content was reviewed, validated and approved by Department of Health and Social 

Care officials who remain responsible for the final text. 
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Annexes 

Annex A - Agenda shared with attendees 

Time Item Speaker 

9:45-

10:15 

Arrival and refreshments 

10:15-

10:30 

Welcome, aims and introduction to 

the Organ Utilisation Group and the 

transplant pathway 

John Forsythe, Co-Chair of ISOU, 

Department of Health and Social 

Care 

10:30-

10:50 

The Digital Future: views from the 

London Stock Exchange Group 

 

Abhay Pradhan, Head of Analytics 

Technology, London Stock 

Exchange Group 

10:50-

11:30 

Where are the opportunities for 

improvement? 

 

 Donation John Richardson, Assistant 

Director - Organ and Tissue 

Donation, NHS Blood and 

Transplant 

 

Dale Gardiner, Associate Medical 

Director – Deceased Organ 

Donation, NHS Blood and 

Transplant 

 

 Transplantation Rommel Ravanan, Consultant 

Nephrologist (North Bristol NHS 

Trust) and Deputy Medical Director 

NHS Blood and Transplant  
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Richard Battle, Consultant Clinical 

Scientist, Scottish National Blood 

Transfusion Service (SNBTS) 

 

 Patient Communication Jessica Jones, ISOU Patient 

Engagement sub-group Co-Chair; 

ISOU cardiothoracic patient 

representative 

 

Maria Ibrahim, Resident Doctor, 

Royal Preston Hospital 

11:30-

11:40 

Tea & Coffee break  

11:40-

12:10 

What actions are currently underway 

or planned? 

 

NHS England  

 

 

 

 

 

 

 

Henry Holms 

Single Patient Record Tech, 

Systems, and Data Lead 

 

 NHS Blood and Transplant James Fishwick, Chief Architect, 

NHS Blood and Transplant 

12:10 -

13:00 

Workshop – how can we deliver 

improvements? 

Empowering Patients Through Data 

and Choice  

All 
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Building a Connected Digital 

Infrastructure 

13:00-

13:30 

Lunch  

13:30-

13:40 

Reflections from NHSBT & NHSE NHSE-TBC 

 

James Fishwick, Chief Architect, 

NHS Blood and Transplant  

13:40-

14:20 

Workshop – how can we deliver 

improvements?  

Discussions focused on: 

Innovation Across the Transplant 

pathway 

Involvement of Trusts in modernising 

the digital pathway 

All 

 

 

14:30-

14:45 

Next steps, thank you and close John Forsythe, Co-Chair of ISOU, 

Department of Health and Social 

Care 
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Annex B - Participants attended from the following organisations 

• Department of Health and Social Care 

• NHS Blood and Transplant 

• NHS England 

• North Bristol NHS Trust 

• Guy's and St Thomas' NHS Foundation Trust 

• Nottingham University Hospitals NHS Trust 

• Royal Preston Hospital 

• Scottish National Blood Transfusion Service 

• London Stock Exchange Group  
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Annex C - Slides presented at the workshop 
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