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Introduction
Background

We know from the National Cancer Patient Experience Survey people with a learning
disability report a poorer overall experience of cancer care than those without a
learning disability.

The LEDER report (Learning from the lives and deaths of people with a learning
disability and autistic people) tells us, 15% of adults with a learning disability died
from cancer, making it the third most common cause of death in the LEDER cohort.
LEDER highlights 43% of these cancer deaths were classified as avoidable.

Adults with a learning disability who died from cancer had a younger median age at
death compared to the general population (62.9 years vs. 81.9 years).

50% of the adults with a learning disability who died from cancer, died less than a
year after their cancer was first identified, compared to the general population, where
half of adults survive 10 years or more after their cancer has been identified.
Anecdotal evidence tells us people with a learning disability do not access support
through normal routes such as the main charities (Macmillan, Cancer research UK,
Maggie's) or local support groups. Without support this could lead to a poorer
experience and less favourable outcomes.

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. With guidance from the project lead and in partnership with the Northern
Cancer Alliance and Northern Cancer Voices the Cancer Workers had a lead role in
this project.

Objectives

1. Understand Support Pathways:
Understand where people with a learning disability get help and support
following a cancer diagnosis, including formal services and informal networks.

2. Explore Barriers and Facilitators:
Examine the barriers that prevent, and the factors that enable, people with a
learning disability to access appropriate cancer support services.

3. Gather Lived Experiences:
Capture the experiences and views of people with a learning disability, their
families, and carers through interviews and focus groups, to understand their
needs.

4. Inform Practice and Policy:
Provide evidence-based recommendations to improve support pathways,


https://www.ncpes.co.uk/latest-national-results/
https://www.kcl.ac.uk/ioppn/assets/pdfs/leder/avoidable-cancers-deep-dive.pdf

reduce health inequalities, and ensure equitable cancer care for people with a
learning disability in the North East and North Cumbria.

Method

Project Design

This project talked to people with a learning disability who had a cancer diagnosis ,
and people with a learning disability who have a close friend or family member who
had or has cancer.

We held interviews and a focus group to better understand where people with a
learning disability get help or support after a cancer diagnosis.

Interviews were led by a Cancer Worker supported by a worker who helped record
the interview / focus group and support with any questions.

All the project materials were co-designed by the Cancer Workers, Project Lead and
Northern Cancer Voices.

A communications tool kit asking for volunteers to take part in the project was
produced and shared widely through the Learning Disability Network, Northern
Cancer Alliance, Northern Cancer Voices and Inclusion North. (Appendix 1)
Individuals or a support worker could then contact the project to arrange an interview
time and venue.

The interviewer and support were then allocated to the interview.

The interview / focus group resources included: an easy read consent sheet,
question sheet for the interviewer and additional explanation sheets in easy read for
some questions. (Appendix 2)

Data Collection
The interviews were recorded by the support worker and additional written notes
taken to support the recording.
The recording was then transcribed with the support of co-pilot and responses
themed.
There were three groups of people interviewed.
1. People with a learning disability who had cancer
2. Individuals with a learning disability who have a close family or friend who had
cancer
3. Focus group of people with a learning disability who have a close family or
friend who had cancer



Results

Overview of Participants
We interviewed 3 people with a learning disability who had been diagnosed with

cancer.
1 2 3
Gender female female Male
Age 62 38 55
Cancer Breast Vulva Bowel
Where they live North Tyneside Sunderland Newcastle
Where they were Rake Lane Sunderland Royal | Royal Victoria
treated Hospital. Infirmary and Hospital,
St Oswalds Queen Elizabeth Newcastle
Lymphoma clinic, | Hospital
Gosforth. Gateshead.
Year diagnosed 20 yrs ago, 2005 2020 2022
Ethnicity White British White British White British

We interviewed 6 people who had close family who were diagnosed with cancer

I=interview | 11 |2 13 14 FG1 |FG2 FG3
FG=focus
Group
Gender F F F F F M F
F=female
M=male
Age 49 29 30 38 33 29 41
Relationship | 1 Mum mum mum Boyfriend | dad Mum Aunt
to person 2 Dad S mum Dad
diagnosed 3

Boyfriend
Cancer 1 Hodgkins | Breast | Breast | Bowel Lung | Breast | Breast
Friend/famil | lymphoma | and Prostat
y had 2 Sinus e

Leukaemia

3 testicular
Where they | 1-2 Newca | North | Cramling | Redca | Redcar | Redca
live London stle Tynesi | ton r r

3 de

Newcastle
Where they | 1 RVI/ Rake Lincoln Jame | Friarag
were treated | Guys/King | Freem | Lane S e

S an Cook




2 Guys/
Hospice
3 Guys/
Bournemo
uth
Year 1. 1984 2012 2007 2014 2008 | 2015 Befor
diagnosed &1991/92 | 2021 e
2.2014 2019
3. 2025
Ethnicity White White | White | White White | White | White
British British | British | British British | British | British

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

Main themes

1. Family are Primary Support

Across all interviews, family members—especially parents, siblings, and children are
consistently described as the main source of emotional, practical, and logistical
support. Family helped with daily living, transport to appointments, managing
finances, and providing comfort during and
after treatment.

Family, sisters and dad.

My dad always takes me
to the hospital.

o “Family, Sisters and dad” and “My dad
always takes me to the hospital,
always.”

e “Mum and stepdad. They helped us out
through all of this.”

e “The two kids, they're the ones that
actually supported it (me) and helped us
through it.”



2. Gaps in Professional and Peer Support

Participants reported a lack of formal support from healthcare professionals or
cancer support organisations, especially immediately after diagnosis and during
recovery from treatment at home. There was a strong desire for more opportunities
to connect with peers who had similar experiences.

e “l would have loved a group | could tell about my story.”
e “ljust didn't really get any support like that at all."

3. Communication and Information Barriers

Participants highlighted difficulties understanding medical information, especially
when complex language was used. Easy-read materials and support from family or
support workers were crucial for comprehension. Some felt that more proactive
communication and follow-up would have improved their experience.

e “No, my mum had to break it down for
us.”

« "l did see videos at the hospital before
my operation and talked to us after.
But that was not [enough].”

« “Doing the easy read and making sure
everyone gets it so its easier for us to
understand because | have the
booklet and it was hard reading, it
wasn't explained easy or nothing.”

« “And then sometimes it's like you don't know because (of) the words they
use.”

e “l could have been given information there and then at the time. | could have
read about it before me surgery.”

e “There was no help for the kids to understand anything or anything like that. It
was really hard because L. was getting bullied at school.”

o “l didn't get the Macmillan number to call.”




4. Role of Support Workers and Community Resources

Some interviewees mentioned support from community organisations, support
workers, or hospices, but this was inconsistent and often depended on individual

circumstances. _
= N Macmillan was in my area,
=N but | didn't speak to them.

e “A (support worker at learning
disability organisation) explains we
had a cooking group looking at food
people could make at home, easy
meals.”

e "MacMillan is in my area... but |
didn't speak to them.

e ‘|l had Saint Oswald's number. That
was for the Hospice. So | used to
phone them. And they were good up there. They did their job. They were
supportive up there.”

5. Emotional Impact and Coping

The emotional response to diagnosis and treatment varied, but many described
feeling scared, upset, or overwhelmed. Family support and positive attitudes were
important for coping.

o ‘It was upsetting but | knew there was something not right with my body."

« “ldidn't think how long have | got left, | don't have that kind of attitude to it, |
thought they would be able to help me, but | wasn't thinking about myself, |
was thinking about my sisters and my dad.”

o “Just sitting on the settee and crying.”



6. Practical Support Needs

Help with daily living, finances, and transport was frequently mentioned as essential,
often provided by family but sometimes lacking from formal services.

“Sister helps us keep house tidy and me money, if she's going to the shops
sometimes she will get us money out the ATM.”
o “Help with money and all sorts of stuff like that.”

7. Positive Experiences with Hospital Staff

While gaps existed in community and ongoing support, hospital staff, especially
nurses, were often praised for their care during inpatient stays.

e “The nurses looked after me whilst in hospital and they were lovely.”
e “On the ward, the nurses were brilliant Yeah. While | was in hospital.”

Summary Table of Key Themes

Theme Evidence/Examples
Family as Primary Support Family, siblings, parents, children as main helpers
Gaps in Professional/Peer Lack of group support, limited contact with
Support Macmillan, desire for peer connections



Theme Evidence/Examples

Communication/Information Need for easy-read, family/support worker
Barriers translation, complex language from professionals

Community/Support Worker Variable access to support workers, hospices,
Role community groups

Feelings of fear, sadness, resilience, importance

Emotional Impact and Coping of family comfort

Need for Better Desire for more accessible info, follow-up, support
Information/Continuity for children

Help with money, daily living, transport, often from

Practical Support Needs family

Positive Hospital Staff

. Praise for nurses and inpatient care
Experiences

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

We interviewed 4 individuals and held a focus group comprising of 3 individuals. All
the participants had a learning disability and had experience of a close family
member having cancer. There were experiences of multiple cancers and the 7
individuals talked about 11 experiences.

We have described the key themes and included quotes from those we interviewed.
Five of the seven people interviewed were children, aged 8 to 18 for at least one of
the experiences discussed. Two of the individuals had family members they
discussed die.

Main Themes

1. Finding out family member had cancer

There were different experiences of finding out the family member had cancer,
theses reflect the individuals later confidence in their support structure. Some
individuals described supportive conversations with family explaining the situation
and offering support, while others found out through less supportive interactions.
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e "Yes. Mum tries to keep it simple for me and if | have any questions she
explains it a bit more."

e "Yeah, | think mom and dad told us like | think | sat down and told us when my
mom had it, when we were young. And then | remember. Dad coming, mom
and dad again when dad was diagnosed, they came down to my flat. Because
| was older then and I'd moved away from home and they came down to my
flat and told me."

e "l said at least you don't have that horrible thing called cancer and she broke
down crying and told us."

e Describing being in the car with grandparents "he told me that my mum had
been diagnosed with breast cancer. And yeah, | just broke down in tears."
"My mum wasn't happy with my grandad telling me, 'cause she wanted to tell
me herself."

e Talked about dad who had lung
cancer and finding out he was ill
when he was going into hospital
for surgery.

"Yeah. | didn't really know,
...because of the age of me. And
because (of) my ability, they didn't .
really explain what was going on. | just accept it, | didn't know what was going
on. All | knew was Dad was going to hospital."

"Later ... And | was just seeing this, the scar that went like there. Like a hook
shape. And that's all | knew."

¢ "And then, a couple of years later, my dad got diagnosed with cancer. My
mom did tell me. Because she didn't want to make me worry... | got home
from college that day, ...my mom said look, | need to talk to you. Your dad's
been diagnosed with prostate cancer. But she said... he doesn't need any
chemo or therapy or
anything. He just has to go
to the doctors and ever so
often to keep to keep a
check on it. Make sure it's
OK. — Now | get support
from me mum."

Yeah, | didn't really know... because of my
age, and my ability, they didn't really explain
what was going on. All | knew was
dad was going to hospital.

A couple of years later my dad got diagnosed with cancer.
My mam did tell me. She didn’t want me to worry...
She said Look your dad has been diagnosed

with prostate cancer, but he doesn’t need chemo...

He just has to go to the doctors to keep a check on it.

Now | get support from my mam.

2. Family and Friends are Main Support

Across all interviews, family members or close friends are described as the main
support. This was often the person diagnosed with cancer.

e "Me mum"

11



e "Me and me dad supported each other" (mum had cancer)
e "I had my family and my friends, they helped me through."

Some individuals described not receiving support from family, in these instances
friends became the main source of support.

e "Only (had) my best friend."

e "Yeah. 'Cause it might sound selfish or something, but when | found out, | felt
like | couldn't face my mom knowing what she was going through. And ... it
was my best mate. He was there for me."

e "Me best friend, she lived over the road and was my main support.”

e "| think he (Boyfriend's mum had cancer) was probably frustrated as well
because he's probably thinking well, she's trying to help me, and she's having
to get help to help her. Do you know what I'm saying? It's like a vicious circle,
isn't it"

There was a difference of experience for those who had family supporting them
and those who didn't.

"She was in the hospital and | am left in the house on my own basically. There

was people there but my grandad was always in his room drunk or smoking

and my brother in his room on his PlayStation." (11 years old)

¢ "No one told me anything. | just coped with what | coped with or what | knew.
So that's the kind of experience | had, so yeah, it's a bit pants." (15 years old)

e "... you know, like, just pushing me to the side, and all, like, no. '‘Cause me
being different." "like being just shoved in a corner."

¢ Interviewer: "You just need the information shared in a different way."

Participant: "Yeah, but they didn't do that to me."

She was in the hospital and | am left
in the house on my own basically.

There are people there but
grandad was always

in his room drunk or smoking

and my brother in his room on hisPlaystation.

3. Help to understand information

Where participants discussed the help they got to understand information it tended to
be older family members who provided this information, parents or grandparents.

12



Those people supported by friends and children did not describe being helped to
understand information.

"Yes. Mum tries to keep it simple for me and if | have any questions she
explains it a bit more."

"Yeah. | had mum in a medical profession. | had my uncle in a medical
profession and grandparents, so they were able for explaining things as well.
And look after us and help us out."

"| always used to get muddled... this is happening or you know, and it's very
difficult to remember and understand what was happening."

4. Knowing how to ask for support or who to ask

It was clear that participants did not know where to access help and support outside
their immediate family. Some individuals described feeling a burden to their family
and not wanting to ask for more support. There was a clear of desire for support.

"That's the thing. Like, when you're not used to having the support, how do
you know you need it."

"l reckon so yeah, it may have been available at the time, but | didn't know
where to go. Or who to ask for that sort of thing. Yeah, so it might have been
useful."

"l don't think | knew what was around." ... "l reckon so yeah, it may have been
available at the time, but | didn't know where to go. Or who to ask for that sort
of thing. Yeah, so it might have been useful."

"Yeah, I've never been offered anything sort of outside. Um, family and
friends, you know, nobody's ever, um, you know, no hospitals or yeah, just
family and friends and | used to go to my club and things so they helped me
as well. I don't yeah there was nothing sort of professional."

Talking about end-of-life care for father "I think support would have been
useful then." — AN
"| think it would have been )
nice to speak to a Macmillan
nurse but we didn't really."
"no one recommended my
mom to do anything. " (ask
for support for child)

That's the thing, like when you're not used
to having support,
how do you know you need it?

5. Role of education in supporting individuals

13



In seven of the nine cases of cancer discussed the individuals were children or
young adults in education, aged 8 to 18. In the majority of cases discussed there
was limited or no engagement from the education facility, apart from when this was
instigated by a parent, or through concerns of the child's welfare raised by teaching
staff.

e "|was lucky cause mum told them in 6th form she had cancer so | was lucky
that way... | got supported from my teachers in 6" form, that was nice."

e "Teacher noticed | was unkempt and asked why, | was over the moon as |
finally had someone to talk to about it... it was one of my favourite teachers.
One of them (teacher) did end up coming to my house after school and
cooking me food, cause | didn't know how to cook as me mum would do that."
(11 year old)

¢ Interviewer: " And did the college know what you were going through? Did
they... did they offer any help?"

Participant "no".

6. Role of becoming a carer
Participants described some of the challenges of caring for family with cancer.

Taking on the role of a carer, in some cases a main carer and supporting both
physically and emotionally.

When she came home you couldn't leave her by
herself. She would fall asleep with the feed
attached and sick it back up.

e "When she (mum) came home you
couldn't leave her by herself. She
would just fall off to sleep with her
feed attached to her and then just
sick it back up, and | had to pull her
up like a rag doll hold onto her give
her a dish while she's being sick."

e "l remember one day | wanted to give her a cuddle and she looked at herself
in the mirror and burst out crying, she said | don't like how | look now and |
said but you are still my mummy."

e "And when she got home | had to start giving her needle and stuff.
| had to learn how to give my mum needles, it was three needles a day. So
before | went to school, and then | had to come home halfway through the day
to give her another needle, and then after school." (11 year old)

I had to pull her up like a rag doll and hold
onto her while she was sick.

7. Emotional impact and coping

14



All interviewees described the difficulty in dealing with their loved one having cancer.
Only one person described having formal counselling following the death of their
family member, and one person had a family member who was a psychotherapist
who spent time with them.

"Remember | just wanted my mum home"

e "| was scared cause | thought | was going to lose her."

e "My uncle he works in psychotherapy So he's been very good. You know I've
spoken to him in the past as well about things and he's very good at listening
and understanding and helping."

e "lt's a bit like you don't want to say because you'll upset them and then you
feel upset for asking"

e "After dad dies | went to Mind a couple of times, but | don't think people
understood me. So | went experienced it but it was just too much."

e "so, when | was... say, my mom going through the Chemo and that, and... say

that, because it made her sick, throw (up), lose her hair and that.

| tried to take me own life. And actually, it's just too painful to see my mom like

that. So | did try to take me own life and then it was another neighbour. It was

a neighbour who stop me."

So, when | was... say, my mam going through
the chemo and that, and ...
because it made her sick...

loosing her hair and that...

Summary Table of Key Themes

Theme Evidence/Examples
Finding out family Emotional and often challenging. Created fear and
member had cancer trauma.

Primary support — family Mum, dad, siblings, grandparents, friends

and friends
Help to understand Some good examples of support from family, especially
information those with medical background.
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Theme Evidence/Examples

Knowing how to ask for  Not knowing where to go or who to ask for help, fear
support or who to ask asking for help would increase stress on cancer patient

Role of education in Support offered if schools informed. Lack of information
supporting individuals sharing.

Becoming a carer Taking on medical tasks, emotional support

Emotional impact and

) Trauma, self-harm, fear
coping

Recommendations

This work has shown consistently that people with a learning disability primarily get
help and support from family and friends.

They do not access help and support from cancer charities such as MacMillan,
Cancer Research UK or Maggie's or other local sources. Patients and family do not
recall been signposted to external services for help and support.

The recommendations highlighted below are based around increasing the ability for
family and friends to offer support to each other and ensure health and care services
take on the responsibility of fully caring for patients and family affected by cancer.

1. Provide clear, accessible information about illness and treatment

Participants repeatedly said information wasn'’t explained in a way they could
understand.

Services should:

« Offer Easy Read, visual, and plain-language explanations about cancer and

treatment options.
« Provide scripts/templates and resources to help families communicate
sensitive health information.
o Create short videos or infographics aimed at young people with learning
disabilities.
16



o Ensure information is shared proactively rather than waiting for people to ask.

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

To ensure support is continued outside of the hospital setting.
Recommendation

e Assign a dedicated individual (e.g. cancer navigator, cancer care co-ordinator)
who supports the individual from referral for diagnosis through treatment and
recovery

o Ensure support has training to understand the challenges for people
with a learning disability
o Support is also able to provide help and guidance to the family

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

Many felt forgotten, left out, or unsupported.
Recommendation:

o Assign a dedicated professional (e.g., family support worker, learning
disability nurse, or social worker) who:
o Checks in regularly
o Coordinates communication
o Ensures the young person’s questions are answered
o Helps them navigate school, home, and services

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

4. Improve early identification and cross-agency communication
regarding young people in families affected

A major failing in the experiences shared was nobody noticing or nobody being
told.

Services should:

17



« Create a notification pathway so that when a parent/carer receives a cancer
diagnosis, schools/colleges are informed (with consent).

o Ensure pastoral teams are aware and can put support in place early.

e Encourage GPs, oncology teams, and specialists 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. This
offer should be for patients and family affected.

Recommendations:
o Referral to CAMHS / mental-health professionals when a parent receives a
diagnosis.
« Priority or fast-tracked support where the person has a learning disability.
e Ensure support services are accessible including information in easy read /
plain English and other formats.
e Provide drop-in emotional-support sessions in schools/colleges.

« Train staff to recognise signs such as withdrawal, poor hygiene, tiredness, low
mood, or deteriorating schoolwork.

6. Create Peer-Support Options (Structured and Safe)
Friends were the primary—and often only—support.
Services could develop:

« Small, guided peer-support groups for young people with similar experiences.

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

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

7. Provide Support for Young Carers
Some participants took on adult caring roles without support.

Recommendations:

18



o Ensure every school/college has a young carers lead.
o Ensure support services assess whether a young person is undertaking
caring responsibilities.
« Offer:
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 a learning
disability

Families often avoided difficult conversations due to fear or uncertainty.
Services could:

e Provide workshops on how to explain cancer/treatment in accessible ways.
o Offer family support sessions with a learning disability nurse or psychologist.
e Provide Easy Read resources specifically designed for families.

9. Promote awareness campaigns around entitlements

Many said:
“l didn’t know | was entitled to support.”

Services should:

« Make entitlements visible, simple, and accessible.
e Provide Easy Read guides on:
o What support you can get
o How to access mental health care
o Young carers’ rights
o What to expect when a family member has cancer
e Ensure these are available in schools, GP practices, community hubs, and
online.

10. Embed an Inclusion Mindset Across All Services
A recurring theme was feeling “different,” “left out,” or “not involved.”

Services should:
19



Uphold a commitment to equitable treatment for people with learning
disabilities.
Train all staff in:
o Learning-disability awareness
o Trauma-informed approaches
o Inclusive communication
Encourage a culture of asking:
“What adjustments does this person need to be fully included?”

20



Conclusion

This project spoke to a small sample of people about their experiences. The stories
we heard are powerful and need to be considered with compassion and care. It
would be benéeficial to continue to gather experiences and learning to support
improvements and monitor change.

The project demonstrates that people with a learning disability often rely primarily on
family and friends for support following a cancer diagnosis—both when they
themselves are diagnosed and when a close family member or friend is affected.
While some individuals experienced positive interactions with healthcare
professionals, the support received outside hospital settings was inconsistent and
often insufficient. Many participants described difficulty understanding medical
information, not knowing where to access help, and feeling overlooked by services
that did not proactively identify their needs.

For young people and adults alike, a lack of clear communication, limited
signposting, and minimal emotional or practical support contributed to feelings of
fear, confusion, and isolation. Where good support did occur—whether from family,
schools, or individual healthcare staff—it had a meaningful impact on confidence,
understanding, and wellbeing.

The findings highlight an urgent need for more accessible information, structured
support pathways, better cross-agency communication, and proactive identification
of those who may require additional help. Strengthening the role of support workers,
schools, cancer services, and mental health professionals can help ensure that
people with a learning disability, and their families, do not fall through the gaps at
one of the most challenging times in their lives.

By acting on the recommendations outlined in this report, organisations across the
North East and North Cumbria can move towards more equitable, compassionate,
and effective cancer support for people with a learning disability—ensuring that no
one faces cancer without the understanding, guidance, and care they need.

Appendices

Appendix 1 - Communications toolkit
Appendix 2 - Interview resources
Information for people being interviewed and consent sheets
Prompt sheets and questions for person with a learning disability who has
been diagnosed with cancer.
Prompt sheets and questions for person with a learning disability who has had
a close family member or friend diagnosed with cancer.
Prompt sheets and questions for focus groups with members who are friends
or family of a person diagnosed with cancer.
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Appendix 1
Communications toolkit

Who is this toolkit for?
Organisations and individuals in contact with people with a learning disability.
Organisations and individuals who are in contact with people who have had cancer.

What is the project?
Where do people with a learning disability get help or support after a cancer
diagnosis.
The North East and North Cumbria Learning Disability and Autism Network Cancer
Workers are working with the Northern Cancer Alliance and Northern Cancer Voices.
Northern Cancer Voices is a charity working to help people with cancer talk about
what is important to them.
We want to understand where people with a learning disability get help or support
after a cancer diagnosis.
What are we doing
e We are looking to talk to people with a learning disability who have had / have
cancer.
e We are looking to talk to people with a learning disability who have a close
friend or family who have had / have cancer.
e We are looking to hold focus groups and interviews with people to better
understand where people with a learning disability get help or support after a
cancer diagnosis.

Social media content

Date & Linked in Asset
Time
1. Where do people with a learning
disability get help or support after a Cancer

cancer diagnosis?

We are looking for people from the North
East and North Cumbria to take part in
interviews and focus groups.

For more information get in touch with
me: julie.tucker11@nhs.net

Check the website at:
https://necldnetwork.co.uk/work-
programmes/health-inequalities/cancer/
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mailto:julie.tucker11@nhs.net
https://necldnetwork.co.uk/work-programmes/health-inequalities/cancer/
https://necldnetwork.co.uk/work-programmes/health-inequalities/cancer/

Do you have a learning disability and
have experience of cancer?

We are looking for people from the North
East and North Cumbria to take part in
interviews and focus groups.

For more information get in touch with
me: julie.tucker11@nhs.net

Check the website at:
https://necldnetwork.co.uk/work-
programmes/health-inequalities/cancer/

Do you have a learning disability and
have supported a close friend or family
member who has or had cancer?

We are looking for people from the North
East and North Cumbria to take part in
interviews and focus groups.

For more information get in touch with
me: julie.tucker11@nhs.net

Check the website at:
https://necldnetwork.co.uk/work-
programmes/health-inequalities/cancer/
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Newsletter / Website Content (easy read)

Learning Disability
and Autism

Network

We are the North East and North Cumbria Learning
Disability and Autism Network.

We work to make the lives of people with a learning
disability and autistic people better.

northern
cancer
alliance

NORTHERN
Cancer Voices

We are working with the Northern Cancer Alliance and
Northern Cancer Voices.

The Northern Cancer Alliance is a group of organisations
working to make cancer care better for everyone.

Northern Cancer Voices is a charity that helps people,
with cancer, talk about what is important to them.

We want to understand where people with a learning
disability get help or support after a cancer diagnosis.

Help and support may have been got from different
people or organisations.
Help and support may have been got from:
o family or friends
e a community organisation or group the person
attends
o through cancer charities such as Macmillan
Cancer Support
e cancer group at the hospital

%

North East
and Cumbria

We are talking to people from across the North East and
North Cumbria.

We are talking to people who have a learning disability
and had a cancer diagnosis.

We are talking to people with a learning disability who
have close family or friends who has or had a cancer
diagnosis.
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A cancer diagnosis is being told you have cancer

We are talking to people by holding focus groups.

We are talking to people in interviews.

If you want to be involved and want more information get
in touch with me: julie.tucker11@nhs.net

Check the website at:
https://necldnetwork.co.uk/work-programmes/health-
inequalities/cancer/

Newsletter / Website Content (plain English)

We are the North East and North Cumbria Learning Disability and Autism Network.
We work to make the lives of people with a learning disability and autistic people
better.

In the Network we have a cancer project that employs experts with lived experience
of cancer and learning disability.

The cancer project workers are working with the Northern Cancer Alliance and
Northern Cancer Voices.

We want to understand where people with a learning disability get help or support
after a cancer diagnosis.

Help and support may have been got from different people or organisations.
Help and support may have been got from:

. family or friends

. a community organisation or group the person attends through cancer
charities such as Macmillan Cancer Support

. cancer group at the hospital
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We are talking to people from across the North East and North Cumbria.
We are talking to people who have a learning disability and had a cancer diagnosis

We are talking people with a learning disability who have close family or friends who
has or had a cancer diagnosis.

We are talking to people by holding focus groups and interviews.

The focus groups will happen in November. The interviews will happen in October
and November.

If you want to be involved or want more information get in touch with me:

julie.tucker11@nhs.net

Check the website at:
https://necldnetwork.co.uk/work-programmes/health-inequalities/cancer/

Supporting Images:
1. | Cancer Learning Disability project workers

-

2. | Poster for display at venues or use in social media

Poster - where do
people get support.p:

Contact Details
Website- www.necldnetwork.co.uk Cancer « Learning Disability Network
Email — Julie.tucker11@nhs.net
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and Autism North Cumbria
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Where do people with a learning
disability get help and support after
a cancer diagnosis?

We want to talk to people with a learning
disability who have had cancer.

We want to talk to people with a learning
disability who have close friend or family who
have had cancer.

We are holding focus groups and interviews
with people to better understand where people
with a learning disability get help or support
after a cancer diagnosis.

For more information or to take part contact
Julie:
Julie.tucker11@nhs.net or 07860177981
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Appendix 2
Interview resources
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Information for people being interviewed
Project title: Where do people with a learning disability get
help or support after a cancer diagnosis.

What we are doing.

Learning Disability
and Autism

Network

We are the North East and North Cumbria
Learning Disability and Autism Network.
We work to make the lives of people with a
learning disability and autistic people better.

northern
cancer
alliance

NORTHERN
Cancer Voices

We are working with the Northern Cancer
Alliance and Northern Cancer Voices.

The Northern Cancer Alliance is a group of
organisations working to make cancer care
better for everyone.

Northern Cancer Voices is a charity that helps
people, with cancer, talk about what is important
to them.

We want to understand where people with a
learning disability get help or support after a
cancer diagnosis.

Support

Help and support may have come from different
people or organisations.
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Help and support may have come from:
e Family or friends
e A community organisation or group the
person attends
e Through cancer charities such as
Macmillan Cancer Support
e Cancer group at a hospital

V

North East
and Cumbria

We are interviewing people from across the
North East and North Cumbria.

Cancer

We are interviewing people who have a learning
disability and had a cancer diagnosis.

We are interviewing people with a learning
disability who have close family or friends who
had a cancer diagnosis.

We will voice record the interview.
This is so we do not forget any of the important
information you tell us.

We will only share the recording with the project
team who are writing up the information.

The project team may use copilot to help write up
the information.

Copilot is a computer programme that uses Al
(artificial intelligence).

30



When we write up the information we will make it
anonymous.

This means we will not tell anyone who you are.
We will not tell anyone your name.

When we have written up the information the
recording will be deleted.

This means we will not keep a copy of the
recording.

During the interview we may ask to take your
photograph.

Photographs would be used by the North East
and North Cumbria Learning Disability and
Autism Network and the North East North
Cumbria Integrated Care Board to help promote
their work and projects.

North East and
North Cumbria

The Integrated Care Board is part of the NHS. It
helps to plan health needs of people who live in
the North East and North Cumbria.

Photographs could be shared on:

. The internet and social media
. TV

. Websites

. Presentations

. Films

. Leaflets

. Reports
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COPYRIGHT

Any photographs taken would be owned and are
the copyright of the North East North Cumbria
Integrated Care Board.

What happens at the interview

At the interview there will be one of our Cancer
Project Workers, Kay or Lindsey.
Kay or Lindsey will interview you.

Kay or Lindsey will have a support worker with
them.

The support worker will help record the interview
and take notes.

You can bring someone with you to the interview.
You might want to bring a friend, family member
or someone who knows you well.

We will make sure you are comfortable and
happy.

Consent
O Yes

ONo
v<?7;/‘;/)17 "’{«(f

We will share information about the interview.

We will ask for consent to be interviewed.

We will ask for consent to record the interview.
We may ask for consent to take a photograph of
you being interviewed.

You can say yes or no to any of these questions.
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Next Kay or Lindsey will ask you some
questions.

The questions ask about what help and support
you got after a cancer diagnosis.

After we have asked all of the questions you will
have a chance to tell us any other information
that is important to you.

ONo
/5%/)’“’34?

Consent
What is consent?
INHS| _ _
Consent Consent is where you agree to something.
OYes

We are asking for consent to interview you as
part of our project.

The project is called:
Where do people with a learning disability get
help or support after a cancer diagnosis.

It is your choice if you would like to be
interviewed.

You can ask us any question before you choose
whether to take part.
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Consent form

For people interviewed as part of project - Where do people
with a learning disability get help or support after a cancer
diagnosis.

My name is:
C 1

—~

. Name

Consent to be interviewed
Please tick the box

Yes, | am happy to be interviewed

No, | am not happy to be interviewed

Consent to have your interview voice
recorded
Please tick the box

Yes, | am happy to be recorded

No, | am not happy to be recorded

Consent to have my photograph taken
Please tick the box

Yes, | am happy to be photographed

No, | am not happy to be photographed

Sign: (If you are under 16 please ask a parent or
guardian to sign)

Date:
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Where do people with a learning disability get help or
support after a cancer diagnosis.

Prompt sheets and questions for person with a learning disability
who has been diagnosed with cancer.

1. Welcome the person being interviewed and any support workers
they might have.
Check if they want a drink, know where the toilets are, phones on
silent.

2. Introduce yourself and the other people in the room.
Tell them your name and what you will be doing. "Hi, my name is
XXX and | will be interviewing you today. This is XXX, she is here
to help and will be recording the chat and taking some notes."

3. Go through the sheet Information for person being interviewed.
Check if they have any questions.

4. Go through and complete the consent document.
This needs to be signed and dated

5. Start the recording and ask interview questions.

Questions

These first few questions are about you.

1 | What area do you live in?

2 | How old are you?

3 | What ethnicity are you? — (see prompt sheet, ethnicity)

a. Asian or Asian British

b. Black, Black British, Caribbean or African

c. Mixed or multiple ethnic groups

d. White (British, Irish, Gypsy, traveller, Roma or any
other White background)

e. Other
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What type of cancer do you or did you have?

5 | Where were you treated? You may have been treated in more
than one place. Can you tell us the name of the hospital or
hospitals.

6 | Can you remember what year you were told you had cancer

This is called being diagnosed with cancer?

The next questions will help us understand a bit more about when
you were told you had cancer.

7 | When you were told you had cancer who were you with?
8 | Did you understand the information you were told?

9 | Did you understand what was going to happen next?

10 | How did it feel being told you had cancer?

11

Is there anything else that could have made it better, when
you were told you had cancer?

The next questions are to help us understand if you were offered

any help or support after you were told you had cancer.

This might have been straight after you were told you had cancer,

or it might have been some time after you were told you had
cancer.

There are lots of different types of help and support that people
might be offered. (show sheet with examples)

12

Did anyone talk to you about how to get help or support?

If no go to question 16

13

Who talked to you about how to get help or support?
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14

What help or support did they suggest?

15

Did you use any of the suggestions to get help or support?

Now we want to understand about any help and support you got.

This may have been from different people at different times.

16

Who was your main support?

17

What did your main support do?

18

What other types of help or support did you get? (show
example sheet, What type of help or support did you get?)
This might have been from different people at different
times.

19

When you got help or support how did it make you feel?

20

What was good and went well about the help or support you
got?

21 | What could have been better about the help or support you
got?

22 | Do you feel you got enough help and support?

23 | Was there anything missing from the help and support you
got.

24 | Final question

Is there anything else you would like to tell us?
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Where do people with a learning disability get help or
support after a friend or family member has had a cancer
diagnosis.

Prompt sheets and questions for person with a learning disability
who has had a close family member or friend diagnosed with
cancer.

Welcome the person being interviewed and any support workers
they might have.

Check if they want a drink, know where the toilets are, phones on
silent.

Introduce yourself and the other people in the room.

Tell them your name and what you will be doing. "Hi, my name is
XXX and | will be interviewing you today. This is XXX, she is here
to help and will be recording the chat and taking some notes."
Go through the information sheet with the person being
interviewed.

Check if they have any questions.

Go through and complete the consent document.

This needs to be signed and dated

Start the recording and ask interview questions.

Questions

These first few questions are about you.

1 | What area do you live in?

2 | How old are you?

3 | What ethnicity are you? — (see prompt sheet, ethnicity)
f.  Asian or Asian British

g. Black, Black British, Caribbean or African

h. Mixed or multiple ethnic groups

38




i.  White (British, Irish, Gypsy, traveller, Roma or any
other White background)
j. Other

What type of cancer did your friend or family have?
(they may be talking about more than 1 person)

What is your relationship with the person who was diagnosed
with cancer.
This might be friend, brother, mum, grandma etc.

Do you know where they were treated? They may have been
treated in more than one place. Can you tell us the name of
the hospital or hospitals.

Can you remember what year they were told they had cancer
This is called being diagnosed with cancer?

These first questions are about when you found out your friend or
family member had cancer.

8 Do you remember how you found out your friend or family
member had cancer?

9 Who told you your friend or family member had cancer?

10 Did you understand what you were told?

11 How did it make you feel

12 Is there anything else that could have made it better

when you were told.

39




The next questions are to help us understand if you were offered
any help or support after you were told about your friend or family
member having cancer.

There are lots of different types of help and support that people
might be offered. (show sheet with examples)
13 | Did anyone talk to you about how to get help or support?

If no go to question 17
14 | Who talked to you about how to get help or support?

15 | What help or support did they suggest?

16 | Did you use any of the suggestions to get help or support?

Now we want to understand about help and support.
17 | Did you feel you needed any help or support?

17a | Did you need help and support to help understand the
cancer and what was happening to your friend / family

17b | Did you need help and support to help you support your
friend / family

17c | Did you need help and support to help with anxiety or stress

Lets think about any help and support you got.

18 | Who was your main support?

This is the person you could go to and ask questions or if
you felt upset.

19 | What did your main support do to help you?

20 | When you got help or support how did it make you feel?
¢ What was good and went well

e What could have been better

21 | Do you feel you got enough help and support?
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22

Was there anything missing from the help and support you
got.

23

Final question
Is there anything else you would like to tell us?
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Where do people with a learning disability get help or
support after a cancer diagnosis.

Prompt sheets and questions for focus groups with members who
are friends or family of a person diagnosed with cancer.

Welcome the group being interviewed and any support workers
they might have.

Check if they want a drink, know where the toilets are, phones on
silent.

Introduce yourself and the other people in the room.

Tell them your name and what you will be doing.

"Hi, my name is XXX and | will be running the focus group today.
This is XXX, she is here to help and will be recording and taking
some notes."

Introduction round the room. Ask people to introduce themselves.
Offer name badges.

Go through the Information sheet for focus group.

Check if they have any questions.

Go through and complete the consent document.

This needs to be signed and dated

Complete the additional questions / demographics sheet

Start the recording and ask focus group questions.
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The following questions are for focus groups with members who

are friends or family of a person diagnosed with cancer.

These first questions are about when you found out your friend or
family member had cancer.

1

Do you remember how you found out your friend or family
member had cancer?

2 Who told you your friend or family member had cancer?
3 Did you understand what you were told?

4 How did it make you feel

5 Is there anything else that could have made it better

when you were told.

The next questions are to help us understand if you were offered

any help or support after you were told about your friend or family
member having cancer.

There are lots of different types of help and support that people

might be offered. (show sheet with examples)

6 | Did anyone talk to you about how to get help or support for
you?
If no go to question 10

7 | Who talked to you about how to get help or support?

8 | What help or support did they suggest?

9 | Did you use any of the suggestions to get help or support?
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Now we want to talk a bit more about help and support.

10

Did you feel you needed any help or support?
¢ Did you need help and support to help understand the
cancer and what was happening to your friend / family
¢ Did you need help and support to help support your
friend / family
¢ Did you need help and support to help with anxiety or
stress

Lets think about any help or support you got.

11

Who was your main support?
This might be the person you could go to and ask questions
or if you felt upset.

12

What did your main support do to help you?

13

When you got help or support how did it make you feel?
What was good and went well
What could have been better

14

Was there anything missing from the help and support you
got.

15

Final question
Is there anything else you would like to tell us?
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