
Double discrimination: Ethnicity, Health and
life expectancy 

People with a learning disability from Black, South Asian (Indian,
Pakistani or Bangladeshi heritage) and minority ethnic backgrounds
face shorter life expectancy triggered by poorer healthcare access,
experience and outcomes.

It has been reported at the recently published LeDeR (Learning from
Lives and Deaths - People with a Learning Disability and Autistic
People) 2022 report that the average age of death for people with a
learning disability who are from an ethnic minority is 34 years, just
over half the life expectancy of white counterparts, at 62 years of
age.

There is not enough information on annual health checks for people
with a learning disability from Black, Asian, and Minority Ethnic
backgrounds.

A project is being developed by Learning Disability England and
Race Equality Foundation

They want to do more work to help with the problems some people
have with getting an annual health check. We want to think about
issues to do with equality, race and culture. 

They would like to make more information that is easy to
understand. This could be things like leaflets and videos. This
information will help to explain how annual checks work.

They want more people with a learning disability from Black, Asian,
and Minority Ethnic backgrounds to know about health checks. This
also means their friends, family, carers and wider support network. 

You can find information on this project here. 

Please see the resources section at the bottom for links to relevant
and accessible information .   
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https://raceequalityfoundation.org.uk/projects/annual-health-checks-for-people-with-a-learning-disability/


WE NEED TO TALK ABOUT ... EPILEPSY
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Useful Websites on Epilepsy and SUDEP:
Just Click on ICONS

Most of us are familiar with the idea of “Nothing About Us
Without Us”. To make sure this happens, over the last 14
 months, Inclusion North, have been organising lots of 
meetings for self-advocates with learning disabilities
and/or autism, family carers, voluntary sector
organisations and  health and care professionals from
across North Yorkshire and York.

During this time Our Working Together Group has
developed an Agreement in how the Board and the group
can work together to share decision making. Our
Agreement with the Board states it’s important to: Feel
welcomed, have good communication, be committed, be
responsible, be valued and work together.

Whilst this is just the start of working alongside the North
Yorkshire and York Learning Disability and Autism 
Programme Board, and there are going to be several
challenges ahead, changes are already being made to 
make sure Our Working Together Group attends the Board 
and is included.  As a group we want to make sure that 
people with learning disabilities and/or autism and family
carers can be part of the decisions made. 

If you want to find out more about our Working Together
Group please contact either hakan.durmaz@nhs.net or
sandy.marshall@inclusionnorth.org 

Epilepsy is a condition that affects electrical activity in the
brain, and this causes seizures. Nearly one in three people
with a mild to moderate learning disability has epilepsy –
and those with a severe learning disability or those who are
autistic are even more likely to. 

According to the Epilepsy Society, for many people,
epilepsy is a condition which can be well-managed and
has little or no impact on their life. For others, ongoing
seizures mean that epilepsy has a long-term impact on
them. 

Like some other medical conditions, epilepsy is
occasionally associated with premature death in some
individuals, although this is not common. SUDEP (Sudden
Unexpected Death in Epilepsy) is when someone who has
epilepsy dies suddenly and no other cause of death can be
found.

Please see the resources section at the bottom for links to
relevant information and easy read materials on the on
epilepsy and SUDEP.  

OUR WORKING TOGETHER GROUP 

https://epilepsysociety.org.uk/
https://www.epilepsy.org.uk/
https://sudep.org/
https://www.youngepilepsy.org.uk/
mailto:hakan.durmaz@nhs.net
mailto:sandy.marshall@inclusionnorth.org


HEALTH PASSPORT -AWARENESS TRAINING  

As health and social care partners across Humber and
North Yorkshire Health and Care Partnership  and North
Yorkshire Council  we know how vulnerable the people
you support are and will aim to work collaboratively to:

Support the delivery of high quality care 
Prevent harm
Share best practice
Provide opportunities to influence and collaborate
on  and quality improvement. 

The offer includes seven elements:
 Training and Care Sector Engagement – sharing,
learning and good practice

1.

 Leadership and Workforce support2.
 Commissioning responsive supportive care3.
 Digital Support4.
 Effective Communication with and between
providers

5.

 Joint working for system wide care and response6.
 Recovery plans7.

Further information on our offer to the independent
care sector, and how we can support your service can
be found through this link or by contacting hnyicb-
voy.yorkplacequalitynursingteam@nhs.net.

INTRODUCING  THE INTEGRATED QUALITY TEAM

This 90-minute online awareness session aims to
increase knowledge and understanding of Health
Passports (formerly known as Hospital Passports) and
how these should be used by the person, their staff,
family members and carers to identify their health and
support needs, their likes and dislikes, how they
communicate and any reasonable adjustments that they
might need.

    
Training dates (choose one to book):

Tuesday 27 February 2024 @ 10.00am – 11.30am 

Thursday 14 March 2024 @ 10.00am – 11.30am 

Wednesday 27 March 2024 @ 2.00pm – 3.30pm

Thursday 11 April 2024 @ 10.00am – 11.30am 

Tuesday 30 April 2024 @2.30pm – 4.00pm

https://www.valeofyorkccg.nhs.uk/seecmsfile/?id=6345&inline=1&inline=1&inline=1
mailto:hnyicb-voy.yorkplacequalitynursingteam@nhs.net
mailto:hnyicb-voy.yorkplacequalitynursingteam@nhs.net
https://stlukes.accessplanit.com/accessplan/checkout/AddItems?coursedateid=12412
https://stlukes.accessplanit.com/accessplan/checkout/AddItems?coursedateid=12412
https://stlukes.accessplanit.com/accessplan/checkout/AddItems?coursedateid=12413
https://stlukes.accessplanit.com/accessplan/checkout/AddItems?coursedateid=12414
https://stlukes.accessplanit.com/accessplan/checkout/AddItems?coursedateid=12415
https://stlukes.accessplanit.com/accessplan/checkout/AddItems?coursedateid=12415
https://stlukes.accessplanit.com/accessplan/checkout/AddItems?coursedateid=12416


                                            INformation and resources 

Double discrimination: Ethnicity, Health and life expectancy

The LeDeR (Learning from Lives and Deaths - People with a Learning Disability and Autistic
People) Annual Report 2022 -  Key Findings

We deserve better: Ethnic minorities with a learning disability and access to healthcare - Race
Equality Foundation (including a video clip)

Healthcare Inequalities facing People with a Learning Disability from Black, Asian and Minority
Ethnic Communities - MENCAP

GP resources for Black, Asian and Minority Ethnic people with a learning disability - MENCAP

 We need to talk about ... Epilepsy

Information about Epilepsy - Epilepsy Action (Easy Read)

What is Epilepsy? - Epilepsy Action (Video)

SUDEP & Seizure Safety for Carers of People with a Learning Disability or Autism - SUDEP Action
(Video)

Contact: If you have any queries about this newsletter or any of the topics raised here you can
contact us on hnyicb-ny.mhld@nhs.net 

https://www.kcl.ac.uk/ioppn/assets/fans-dept/leder-2022-takeaways.pdf
https://www.kcl.ac.uk/ioppn/assets/fans-dept/leder-2022-takeaways.pdf
https://www.kcl.ac.uk/ioppn/assets/fans-dept/leder-2022-takeaways.pdf
https://www.kcl.ac.uk/ioppn/assets/fans-dept/leder-2022-takeaways.pdf
https://raceequalityfoundation.org.uk/press-release/we-deserve-better-ethnic-minorities-with-a-learning-disability-and-access-to-healthcare/
https://raceequalityfoundation.org.uk/press-release/we-deserve-better-ethnic-minorities-with-a-learning-disability-and-access-to-healthcare/
https://www.mencap.org.uk/blog/double-discrimination-healthcare-inequalities-facing-people-learning-disability-black-asian
https://www.mencap.org.uk/blog/double-discrimination-healthcare-inequalities-facing-people-learning-disability-black-asian
https://www.mencap.org.uk/press-release/mencap-launches-new-gp-resources-black-asian-and-minority-ethnic-people-learning
https://www.epilepsy.org.uk/app/uploads/2022/08/information_about_epilepsy.pdf
https://www.youtube.com/watch?v=PG12JfJJW9U
https://youtu.be/cMR29CrhxHs?si=sEGiPFoByIY2_n3L
https://youtu.be/cMR29CrhxHs?si=sEGiPFoByIY2_n3L
mailto:hnyicb-ny.mhld@nhs.net

