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Introduction

People with a learning disability have a poorer
experience of cancer care.

They die more often of avoidable cancers.
And have poorer survival rates.

Learning Disability
and Autism

Network

This project is was led by the North East and
North Cumbria Learning Disability Network
Cancer Project and the Cancer Workers.

The Cancer Workers are individuals who have
a learning disability and experience of cancer.
They work as part of the Learning Disability
Network on a range of cancer projects.

northern
cancer
alliance

NORTHERN
Cancer Voices

We worked in partnership with the Northern
Cancer Alliance and Northern Cancer Voice

Understand

What we wanted to
e Understand support pathways

e Explore barriers and facilitators
e Gather lived experiences

o Offer recommendations to inform
practice and policy




Method — what we did

We made easy read project resources.
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We invited people to be interviewed as part of the
project.

We interviewed people.

We talked to people with a learning disability who had a
cancer diagnosis

We talked to people with a learning disability who have
a close friend or family member who had or has cancer.

We wrote up the results and recommendations

We shared the results in a report and a webinar




Results

We spoke to 3 people who had cancer

7 people who had close family who had cancer

We talked about 14 different times people had
cancers

7 people were 18 or under when a family
member was diagnosed
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North East

Everyone interviewed lived in the North East

Everyone interviewed identified as White British

We talked about 9 different types of cancer




Interviews of people with a learning disability
who had a cancer diagnosis.

1. Family are Primary Support

All people said family members—especially
parents, siblings, and children were main
support.

2. Gaps in Professional and Peer Support

People said they did not get support from
healthcare professionals or cancer support
organisations.
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3. Communication and Information Barriers

People found it hard to understanding medical
information, especially when hard language was
used.

4. Role of Support Workers and Community
Resources

Some people said they got help from
community organisations, support workers, or
hospice.

5. Emotional Impact and Coping

Many people described feeling scared, upset, or
overwhelmed.

Family support was important for coping.

6. Practical Support Needs

Family helped with daily living, managing
money, and transport.

7. Positive Experiences with Hospital Staff

Hospital nurses were praised for the care they
gave people.




Interviews and focus group of people with a
learning disability who have close friends or
family that had a cancer diagnosis.

1. Finding out family member had cancer

There were different ways people found out a
family member had cancer.

Some said they had good support with family
explaining what was happening.

Some had less support or no support when they
found out.

2. Family and Friends are Main Support

Across all interviews, family members or close
friends were the main support.

This was often the person diagnosed with
cancer.

Some people said they did not get support from
family. In these cases friends were the main
support.

3. Help to understand information

People who got help to understand information
got this from older family members, parents or
grandparents.

People supported by friends and young children
did not describe being helped to understand
information.




4. Knowing how to ask for support or who to ask
People did not know how to get help.

Some people talked about feeling a burden to
their family and not wanting to ask for more
support.

People wanted more support.

5. Role of education in supporting individuals

For 7 of the cancers we talked about the
individuals were in school or college.

Only 2 of these cases did people get support
from school or college.

6. Role of becoming a carer

People talked about how hard it was becoming
a carer for family with cancer.

7. Emotional impact and coping

Everyone said it was difficult dealing with their
loved one having cancer.

One person said they had counselling following
the death of their family member.

One person had a family member who was a
therapist who spent time with them.




Recommendations
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Recommendations are the things we want to
change.

We want it to be easier for people to get help
and support.

We want it to be easier for families to give help
and support.

1. Provide clear, accessible information about
illness and treatment

. Offer easy read information

« Provide information and resources to help
families share health information.

« Make videos or infographics for young people
with learning disabilities.

2. Ensure cancer patients have a support in
place that can offer help throughout the
pathway from diagnosis to recovery

To ensure support is also available outside of
the hospital.

3. Have a “Named Support Person” for every
young person affected by cancer in the family

This should reduce loneliness and stop them
“falling through the gaps.”

4. Better early identification and cross-agency
communication regarding young people in
families effected

. Create a pathway so when a parent/carer
gets a cancer diagnosis, schools/colleges are
told.




« Encourage cancer workers to ask:
“Are there children or young people at home
who will need support?”

5. Offer emotional and mental health support
early

Several participants described depression,
self-harm attempts, and trauma. Help should be
offered to all patients and families affected.

6. Create Peer-Support
Friends were often the only support.

« Peer-support groups for young people with
similar experiences.

« A “buddy” system so no one faces this alone.

« Social activities or respite-style groups that
offer distraction, fun, and normality.

7. Provide Support for Young Carers

Ensure every school/college has a young
carers lead.

For young people taking on caring
responsibilities.

o Carers assessments

o Practical skills support

o Respite opportunities

o Emotional support specifically for young carers

8. Provide training for families on talking to
young people with learning disabilities

« Provide workshops on how to explain cancer
in easy ways.

« Offer family support sessions with a learning
disability nurse or psychologist.

. Provide Easy Read resources for families.




9. Promote awareness campaigns around
entitlements

Make sure people know how and where to get
support

10. Embed an Inclusion Mindset Across All
Services

No one should feel “left out,” or “not involved.”

. Commit to equitable treatment for people
with a learning disability.
« Train all staff in:
oLearning-disability awareness
o Trauma-informed approaches
oInclusive communication
« Encourage a culture of asking:
“What adjustments does this person need to
be fully included?”
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Conclusion

This project spoke to people about their stories.
It would be good to continue to gather stories to
support improvements and change.
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We showed people with a learning disability rely
on family and friends for support following a
cancer diagnosis.

People said it was difficult to understanding
medical information.

People did not know where to get help.

There was a lack of good communication.
There was limited signposting to other support
services.

And minimal support which made people feel
fear, confusion, and alone.

There is an urgent need for more accessible
information and support opportunities.

LA N UE GR N

By doing the recommendations in this report,
organisations can be more equitable,
compassionate, and offer effective cancer
support for people with a learning disability.

Lets make sure no one faces cancer without the
understanding, guidance, and care they need.
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