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Single ventricle research

• Lack of high-quality, robust evidence to inform clinical decision-making 

• Few practice-changing clinical trials in children and adults

• Most trials are small, single-centre studies, low value → no clinical impact

• Even larger international trials often struggle to recruit, compromise on outcomes, 
and have neutral findings

• Most UK centres have limited experience of leading or participating in clinical trials

• Need for high-quality, multi-centre trials to improve outcomes for patients & families

• Identify the most important research questions for the wider community

• Develop the structures & workforce to deliver clinical trials → improve patient care



Single ventricle priority setting study (2018)

• Brought together stakeholders to establish national priorities for SV research 1

• Workshop held in April 2018, agreed 30 priorities across 9 areas:

• Associated co-morbidities

• Brain & neurodevelopment

• Exercise

• Fontan failure

• Transplantation, mechanical support & novel therapies

• Provided a focus for clinicians, researchers and funders to address the most important 
research questions in single ventricle heart conditions

1 Drury NE et al. Cardiol Young 2019.

• Heart function

• Living with a single ventricle heart condition

• Management of the well-functioning Fontan

• Surgery & perioperative care





JLA CHD Priority Setting Partnership (2021-22)

• National process to identify and prioritise unanswered research questions

• PSPs provide an equitable mechanism for prioritising research

• Brought together patients, parents, charities and clinicians

• Scope: diagnosis, treatment and outcomes of CHD throughout life

• LHM was a partner organisation → publicise surveys, represented at workshops

• Two Top 10 lists of priorities → one child/antenatal, one adult 2

• Some priorities appear on both lists → 14 unique priorities:

 4 child/antenatal, 4 adult, and 6 throughout life

• Provides a platform for conducting the research that matters most

• Many are directly relevant to patients with a single ventricle heart condition

2 Drury NE et al. Open Heart 2022.
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JLA CHD Priority Setting Partnership (2021-22)

• How can the longevity of the Fontan circulation be prolonged and the impact of complications 
(e.g. liver, protein-losing enteropathy, renal, endocrine, fertility) be reduced? – adult #2, child #9

• What is the impact of living with CHD on mental health in children/adults and how can this be 
improved through access to psychological support and other therapies? – adult #3, child #6

• How can technology be used to deliver personalised care and improve outcomes in CHD (e.g. 
artificial intelligence, 3D printing, genomics, stem cells, organ regeneration)? – adult #4, child #5

• What is the impact of living with CHD on quality of life in children/adults and how can this be 
improved? – adult #9, child #7

• How can damage to organs (e.g. heart, brain, lung, kidney, bowel) during heart surgery in children 
with CHD be minimised to reduce complications, especially in those who require multiple 
operations? – child #1

• How can the indications, timing of referral, and outcomes of transplantation and long-term 
mechanical support in adults with CHD be improved? – adult #8





Congenital Heart Research Network

• Collaborative network for multi-centre studies in UK & Ireland

• Impactful clinical trials and other studies → change practice → improve outcomes

• Framework for Investigators to develop and lead studies

• Structures approved by BCCA Council, incl. Executive and Scientific committees

• Developing Manual of Operations, including clear & agreed terms of reference

• National CHD Patient and Public Involvement (PPI) group, including charities

• Clinical Study groups: develop priorities → funded clinical studies

• Affiliated NMAHP National Research network, first meeting last week

• Training: enhance research skills of CHD workforce, especially on clinical trials

• Planning a launch event in spring 2025, pending funding → watch this space!



Jara’s PhD work

• Patient with a Fontan circulation leading research

• Exploring issues that are important to her and her peers

• Fits with the national CHD priorities, especially on

• Quality of life (adult #9)

• Mental health (adult #3)

• Improve understanding of what life is like for those living with Fontan

• Potential impact

• Identify areas of need

• Inform clinical guidelines

• Advocate for changes in social policy



Research culture, capacity and capability – NMAHPs

Phase 1: Discover 
• Ascertain baseline – research culture, capacity, 

capability of NMAHPs
• https://app.onlinesurveys.jisc.ac.uk/s/bcu/researc

h-culture-capability-and-capacity-chd

Phase 2: Build 
• Implement programme of interventions to 

support development of capability and capacity 
for NMAHPs

• Prioritise areas of research 

Phase 3: Sustain – driving forward research

https://url.uk.m.mimecastprotect.com/s/cDxzCXkDYfDvXOYC6f7CWr1_E?domain=app.onlinesurveys.jisc.ac.uk
https://url.uk.m.mimecastprotect.com/s/cDxzCXkDYfDvXOYC6f7CWr1_E?domain=app.onlinesurveys.jisc.ac.uk


Summary

• Priorities provide platform for conducting the research that matters most

• Many of the JLA priorities relate to children & adults living with Fontan circulation

• Strategy outlines structures to translate priorities → research questions → funded 
studies with potential to change clinical practice → improve patient care

• Together, unique opportunity to transform collaborative CHD research in UK & Ireland

• Funding opportunities include:

• BHF-CRC research development grants e.g. systematic review

• NIHR rolling call specific for JLA PSP-identified priorities: HTA, EME, HSDR, PHR 

• BHF Clinical Study grants – strategy identified CHD research as ‘urgent’ priority 3

3 British Heart Foundation. Our strategy to 2030.



Thank you!

nigel.drury@nhs.net

kerry.gaskin2@bcu.ac.uk
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