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‘FROM YESTERDAY TO TOMORROW’

From 
LIMITED COMMUNICATION 

->  PATIENT ADVOCACY

->  COLLABORATION

-> ‘CO-BUILDING’



• Coordinator’s philosophy (regarding patient engagement)

• Patient representatives  engage ‘professionally’

• Prior experience of collaboration/engagement with support groups

• Mutual respect 

• Trust

• Recognition that patients are a valuable resource in developing and

- crucially - in implementing ERNICA’s deliverables

Patient-Clinician Partnership in ERNICA
Key factors contributing to success



• Coordinator’s philosophy (regarding patient engagement)

- I am a father of 5 children, and 2 born with a RD

- Patient and family centered care (PFCC)

more efficient

- Patients and parents will be recognised  

higher perception, better experience ->> satisfaction

- ERN: Share, Care and Cure

Patient-Clinician Partnership in ERNICA
Key factors contributing to success



✓ Guidelines: diagnostic, treatment and follow-up

✓ Quality care standards and ‘The Patient Journey’ (a team of 6, 50/50 
patient reps/clinicians, led by the patients)

✓ Registries

✓ PROMs

ERNICA 
Work-packages involving patients

Standards of Care



• Maintaining and strengthening the partnership
- no complacency
- embed patient involvement into the work of clinicans wherever possible 
and/or relevant (actually that’s almost always!)
- Different countries, different healthcare systems, different cultures -> also 

on PFCC / partnership

• Advocacy vs collaboration 
- the role of the patient representative - striking a balance 
- respecting the necessary professional (and ethical) processes and 

protocols associated with healthcare and related research

Challenges



Working together for better outcomes

Developing (Co-building !) solutions 

Supporting research to make 
major breakthroughs in the treatment of congenital 

anomalies
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