
AIMS
To describe and demonstrate the material role and value of 
patient voice representation through involvement of patient 
organisations in development and implementation of new 
health services and registries. 

METHODS
We used a variety of methods to demonstrate the needs and 
priorities of patients and those that care for them including:

• Survey development and reporting

• Registry dataset development and pilot testing

• Participation in NHS Provider Selection Process

• Stakeholder analysis and collaboration

RESULTS
We helped clinicians and commissioners understand the challenges 
faced by patients who will access the IWMD Service and Registry, 
ensuring:
• the service and registry is for all age groups (originally the 

proposal was for paediatrics only)
• patients and carers can self-report on the psychosocial and 

physical impact of their condition and/or caring role
• patients can review all aspects of their registry data where 

appropriate and in line with NHS policy
• direct patient/professional comparisons can be made within the 

registry eg impact of treatment
• registry questions will achieve registry’s primary purpose: to 

direct care and treatment of IWMD patients
• collaboration with the National Congenital Anomaly and Rare 

Disease Registration Service
• patients and carers have appropriate and accessible information 

about the service and registry
• appropriate and sensitive patient/carer communications from the 

service and registry eg when a patient dies
• patients and carers can access Alex TLC Support Services at 

IWMD clinics
• patient priorities, including the demand for new research, 

equitable care and treatment and access to clinical trials are also 
a priority for the Service

CONCLUSION
True understanding of the challenges and 

views of patients, delivered through effective 
patient representation and collaborative 

working methods, builds productive 
relationships with which to continuously 

improve patient services.

DISCUSSION
Our case study highlights the benefits for 
patient support organisations and health 
professionals of understanding patient 
perspective in design and delivery of Patient 
Services and Registries and gives examples of 
collaborative working that could be used as a 
model for similar NHS projects.
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MOST IMPORTANT USES OF A PATIENT REGISTRY
Source: Alex TLC Patient Survey August 2021
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