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Quality standard for rare diseases

The considerations and potential impact on equality and health inequalities have been considered throughout the quality standard development, process according to the principles of the NICE equality policy and those outlined in Quality Standards process guide.
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[bookmark: _Toc138944321][bookmark: _Toc109224100]Consultation 
	How inclusive was the development process in terms of response from stakeholders who may experience inequalities related to the topic?

	This quality standard was developed by a rare disease project group following discussions in the UK Rare Diseases Forum. It was reviewed by the NICE Quality Standards Advisory Committee for inclusion in the NICE library of quality standards in November 2025.
The steering group consisted of representatives for rare disease associations, healthcare professionals and lay members. A survey on suggested content was shared with over 200 patient organisations and rare disease alliances. 




	[bookmark: _Hlk110608537]What were the main equality and health inequalities issues identified? 

	1) Protected characteristics outlined in the Equality Act 2010 
Age: It was highlighted that most rare diseases are diagnosed in younger people.
Disability: None
Gender reassignment: None
Pregnancy and maternity: None
Race: None
Religion or belief: None
Sex:  None
Sexual orientation: None
2) Socioeconomic status and deprivation (for example, variation by area deprivation such as Index of Multiple Deprivation, National Statistics Socio-economic Classification, employment status, income) 
It was highlighted that people from deprived socio-economic backgrounds may have difficulty accessing services if travel or overnight accommodation is required. 
3) Geographical area variation (for example, geographical differences in epidemiology or service provision- urban/rural, coastal, north/south) 
It was highlighted that people from geographically remote areas may have difficulty accessing services if travel or overnight accommodation is required.
4) Inclusion health and vulnerable groups (for example, vulnerable migrants, people experiencing homelessness, people in contact with the criminal justice system, sex workers, Gypsy, Roma and Traveller communities, young people leaving care and victims of trafficking) None.


	[bookmark: _Hlk161151855][bookmark: _Hlk110608933]How have the considerations of equality and health inequalities issues been reflected in the quality standard?  

	The equality sections for statements 6 to 8 highlight that potential barriers to accessing services should be taken into account. 



	[bookmark: _Hlk110610089]Could any draft quality statements potentially increase inequalities?

	No



	[bookmark: _Hlk161151895]Based on the equality and health inequalities issues identified, do you have representation from relevant stakeholder groups for the quality standard consultation process, including groups who are known to be affected by these issues? If not, what plans are in place to ensure relevant stakeholders are represented and included?  

	A list of registered stakeholders for rare disease association and alliances was identified by the NICE People and Communities Team. 
The steering group for the project will also flag the consultation with their contacts. 



	[bookmark: _Hlk161151945]What questions will you ask at the stakeholder consultation about the impact of the quality standard on equality and health inequalities?

	Do you have any comments on the equality and health inequalities assessment (EHIA) and the equality and diversity considerations section for each quality statement? 
Please include any issues that have been missed and how they can be addressed by healthcare services and practitioners.
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Final quality standard
	How inclusive was the consultation process on the draft quality standard in terms of response from groups who may experience inequalities related to the topic?

	The consultation received responses from 38 stakeholders, including 19 stakeholders from the voluntary and community sector. Comments specific to equality and health inequality were received from 27 stakeholders. 



	Have any further equality and health inequalities issues beyond those identified at topic engagement and during development been raised during the consultation on the draft quality standard, and, if so, how has the committee considered and addressed them?

	The quality standard has been updated to include reference to the following additional equality considerations: 

5) Age: Stakeholders highlighted that age can be a barrier to access to clinical research.
Disability: Stakeholders highlighted that rare diseases can lead to disability. Stakeholders highlighted that cognitive ability should be considered throughout the care pathways. 
Pregnancy and maternity: Stakeholders highlighted that maternity pathways are often excluded from rare disease frameworks which can lead to delayed diagnosis.
Race: Stakeholders noted that people from minority ethnic backgrounds are underrepresented in clinical trials. 
6) Inclusion health and vulnerable groups (for example, vulnerable migrants, people experiencing homelessness, people in contact with the criminal justice system, sex workers, Gypsy, Roma and Traveller communities, young people leaving care and victims of trafficking): Stakeholder noted that people who relocate frequently can have difficulties maintaining access to services. 



	If any quality statements have changed after consultation, how could these changes impact on equality and health inequalities issues? 

	Changes should not further impact on equality and health inequality issues. 



	Following the consultation on the draft quality standard have there been any further committee considerations of equality and health inequalities issues across the four dimensions that have been reflected in the final quality standard?   

	None



	Please provide a summary of the key equality and health inequalities issues that should be highlighted in the guidance executive report before sign-off of the final quality standard. 

	Access to services can be affected by distance, disability, cognitive ability and financial barriers. Virtual or remote access can overcome some difficulties but should not result in digital exclusion. 
Improving access to clinical research includes improving participation from under-represented groups. 
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