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The healthcare crisis 
What is ‘The UK Kidney Ecosystem’?
Why is this important?
How will it affect me & my patients?

Aims of session



A health care crisis

NHS Clinical teams

NHS clinical academics

University academics

Manage crisis

Improve the future

Complex systems, few people = 
challenging to bring change 



‘Rare’ diseases drive the crisis

Rare subtypes, non responders

Complex multi-morbidity

Primary rare diseases = young people



Research was not designed for ‘rare’

Exclusions Inefficiencies



A unique opportunity for Nephrology

“Making research normal by 2030”



A kidney failure crisis within 
10 years

Rare kidney 
disease 

= no change

Common kidney disease = improved

Children + Kidney = Ultra excluded

Diagnosis
Treatment

CKD
Kidney failure

Kidney transplant 

Death



The translational pathway

13 years

8.3 years

30 years

…a 13-year delay = 1,313 UK children 
reaching dialysis



Co-designed transformation
Extensive scoping :
• Deep understanding of paediatric rare disease field
• 9249 repurposing prescriptions reviewed
• 232 papers systematically reviewed 
• 104 meetings 
• 68 questionnaires (52 patients)
• 8 events (including 3 patient events; 1 industry)
• 8 strategy documents
• 3 meetings with regulators
• 1 international consensus meeting 
• Peer reviewed internationally

Rare disease change at scale 
Key themes: 1. systems & 2. people

Strategic approach: incremental, equitable, highly collaborative 
community

Sustainability: **Age-inclusive**



Unite people

NHS Clinical teams

NHS clinical academics

University clinical academics



Aligning care Standard of care catalogue

Bridging datasets Multi-purpose data catalyst

Connecting science Science accelerator pipeline

Developing 

treatments

Trial accelerator platform

Exemplar 

templates

Prototype for replication

One goal –
Stop kidney failure

Unite systems



‘Equitable national research 
delivery

for paediatric nephrology’ 

Data pipeline

Science pipeline



Current phase 1: 
2024-2029 

Future phase 2: 
2026-2031 

The vision: a global 
rare kidney ecosystem

UK Kidney 
Ecosystem: Efficient 
systems for children

UK Rare Kidney 
MAMS Trial 
accelerator 

platform

Global linkage 
and 

efficiencies

Incremental transformation

Future phase 3: 
2027-2032

UK Kidney 
Ecosystem: Efficient 

systems for adults



The vision



• Huge opportunity (for children) - needs everyone 
• Getting an early diagnosis increasingly important
• Know your patients
• Connect patients to RaDaR – via BAPN or own site 
• Be ‘research ready’ - aware of research in the network
• Keeping up to date with latest guidance
• Complex cases may need to be predominantly central

What does it mean for SPIN colleagues?
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