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Overview 

This paper summarises the output of a working group (see Appendix), drawn from members of the 

UK Rare Diseases Forum, set up to explore the creation of quality standards for rare diseases.  

 

What is the Objective of the group?  

The development of a Quality Standard for Rare Disease to improve equity of care for rare diseases 

across all four UK nations. 1 

 

The goal for 2022/23 is for each of the four UK nation’s implementation boards to commit to 

collaborative development of a Quality Standard as part of their rare disease action plans. 

 

Why is this so important? 

We believe quality standards should be included because they: 

• Drive improvements in care2 

• Address existing gaps in the nation specific plans  

• Establish actions for commissioners and all healthcare providers  

The inclusion of a commitment to develop a quality standard could address existing gaps in the 

nation specific plans for the rare disease framework. At present there are no real measures to 

demonstrate progress over time in addressing issues that we know really matter to people living 

with rare disease.    

What should it include? 

The group has identified the initial following areas that they believe are important and could be 

developed into quality statements that are relevant for all rare diseases. These will require further 

definition and discussion. They include:   

• Diagnosis: 
o Time from presentation with suspected rare disease to the referral being made  
o Time from referral to getting the results of diagnostic tests 

• Treatment and management:  
o Time from referral to starting definitive treatment  
o Being informed about/gaining access to relevant clinical trials 
o Ensuring treatment is delivered in the appropriate place – including access to 

specialist services when necessary  
• Patient care: 

o Access to patient centred support and care co-ordination – from the start of the 
patient journey and including follow-up  

o Access to psychological support across the pathway 
o Partnering to deliver care alongside patient advocacy groups 

• Patient experience: could include use of PREM measures or patient experience surveys 
• End of life: Appropriate and timely discussions around end of life care and referral into 

palliative care 

 
1 In terms of mechanisms for development this would be through National Institute of Clinical Excellence 

(NICE) in England, Wales and Northern Ireland through their quality standard programme and Health 

Improvement Scotland (HIS), in Scotland, through their standards programme.  

2 This could be particularly important in England given changes in commissioning arrangements from the 
introduction of integrated care systems, including the delegation of specialised commissioning.  

https://www.nice.org.uk/standards-and-indicators/quality-standards
https://www.healthcareimprovementscotland.org/our_work/standards_and_guidelines.aspx
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These statements should be sufficiently broad and top level so they can be applied by providers and 

commissioners in primary, secondary, tertiary, and quaternary care. Each statement should also 

have clear outcomes and associated metrics.  

Quality standards have been shown to improve care by demonstrating what good looks like, and by 

providing measures that can be audited to show how individual services are performing 3 

What do we want others to do? 

We would be very interested to hear from other members of the rare disease community who 

would also be in support of developing a Quality Standard for Rare Disease. For further information 

or to sign up to support the objective and goal of the group please contact – Helen Ross 

helen@principleconsulting.org.uk 

 

  

 
3 The 2013 NICE Quality Standard for rheumatoid arthritis (updated in 2020) contained quality statements 
which set how long it should take for someone with suspected inflammatory arthritis to be referred to 
secondary care, seen in secondary care and start definitive treatment. The National Early Inflammatory 
Arthritis Audit, a mandated national audit of the Quality Standard, which is part of the National Clinical Audit 
and Patient Outcomes Programme (NCAPOP) has shown consistent improvements in national performance 
against the quality statements since 2018. 
 

mailto:helen@principleconsulting.org.uk
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Appendix – working group membership 

Sue Farrington, Chief Executive, Scleroderma & Raynaud's UK, Co-Chair of RAIRDA 

Dr Peter Lanyon, Consultant Rheumatologist at Nottingham University Hospitals, Co-Chair of 

RAIRDA, Clinical Lead for Rare Diseases, National Congenital Anomaly and Rare Disease Registration 

Service, NHS Digital. 

Emma Kinloch, Chair, Salivary Gland Cancer UK 

Philippa Farrant, Development Officer at Duchenne Family Support Group 

Dr Graham Shortland OBE Consultant Paediatrician, Cardiff (previously Chair Wales Rare Diseases 

Implementation Group) 

Dr Robin Lachmann, UCL, Chair, metabolic disorders clinical reference group 

Sue Millman, Chief Executive, Ataxia UK 

Dr Tony Lockett, Co-Founder and Principal Investigator at MEDQP 

Dr Lucy McKay, Chief Executive, Medics 4 Rare Diseases  

 

 


