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Executive Summary.
Background
This paper reports on a study carried out to look at the experience of people who
have a learning disability and have been affected by cancer in some way, either
through having cancer themselves or being close to someone who had cancer.
The study was a partnership project between Macmillan Cancer Support and
ENABLE Scotland. Your Story Our Guide was conducted and written by David
Campbell (ENABLE Scotland Project Manager).

Purpose of Study








Gain a better understanding of the experience of people who have a learning
disability and have had cancer.
Gain a better understanding of the experience of people who have a learning
disability and are affected through a close family member having cancer.
Learn from cancer professionals and volunteers what they feel are the key
issues when supporting a person with a learning disability who has been
affected by cancer.
Learn from cancer professionals and volunteers how well equipped they feel
by current systems and resources to support a person with a learning
disability affected by cancer.
Identify key themes and make recommendations based on the evidence
gathered from all participants.

Methods
All information was gathered through interviews or a focus group setting. When
individuals were identified who wanted to share their stories with us we would make
contact with them and arrange to meet in a place that was most comfortable for the
individual or their representative. All interviews were recorded on a voice recorder
then transcribed on to a word document. Focus groups were conducted to gain
information from professionals and volunteers. In total we spoke to 20 individuals.
15 of those spoke about their personal cancer experience and 5 spoke of when
someone close to them had cancer. The total number of cancer professionals and
volunteers we spoke to was 24.
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Findings
After gathering all the stories from the participants who had cancer themselves, it
became clear that there were a number of themes that were consistent throughout.
These themes were:









Attitudes/Values
Information
Communication
Environment
Treatment
Systems
Co-Production
Diagnosis Overshadowing/Late diagnosis.

Diagnosis overshadowing/late diagnosis only ever had a negative effect, however all
of the other themes were influential in a person’s story, either negatively or positively
depending on how they had been handled by the professionals involved.
Attitudes/Values
The attitudes and values of the professionals who were involved in an individuals
care and support played a vital role in their overall cancer pathway. When the
professional had a positive determined attitude and valued the person as an
individual for whom they were willing to provide a person centred approach to, the
overall experience for the patient was more positive. If, on the other hand there were
professionals involved in a patients care and support who were not as determined to
deliver a person centred approach, then the overall experience for the patient was
more negative.
Information
Information was a key theme in two ways. The first being about information shared
with the patient and those close to them. It was clear that good accessible
information played an essential part in creating a cancer pathway that was easier for
the patient and their family to cope with and navigate. Patient information was the
other essential element. Where there is good information about the patient shared
with the professionals who will be involved, then the care and support of that patient
will be considerably more productive for both the individual and the professionals
involved.
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Communication
Throughout a persons cancer pathway there is information being communicated on a
number of different levels, through multiple people and in the case of a person with a
learning disability there could be multiple agencies and organisations involved as
well. We learned of examples of really good communication lines from medical staff
to the patient and family also from professional to professional. However we also
learned of communication breakdowns that had an adverse effect on the patient and
on the ability of some professionals, organisations and agencies to perform to the
best of their ability for the individual.
Environment
The environment in which a person received treatment care or support was very
important. In particular for some people who have a learning disability and or
Autism, the environment in which they are in can be detrimental to being able to
receive information, treatment and comfort in a difficult situation. For some anything
from the lighting, sound, smell and layout of a room may provide a sensory overload
that will be very difficult to process and cope with. This fact for some people was
taken in to account and considered carefully when any medical procedure or
consultation was going to take place. This proved to be very productive for the
patient, their family and the medical professional involved. For others there was no
consideration to the environment that the patient was in. When no consideration or
action was taken to make the environment more suitable the patient and all involved
had a much more difficult time receiving or providing treatment or care and support.
Treatment
This refers to medical treatment. It was noted that depending on how a persons
learning disability affects them, then it may affect their ability to receive certain
medical treatment options. Some stories we heard spoke of medical professionals
searching out different treatment methods that suit an individual better. This made it
easier for the patient to receive the treatment and easier for the medical professional
to deliver it. It also emerged that a number of people did not receive treatment or
even investigation as it was deemed to difficult, however there were cases that
appeared to present great challenges in the administration of treatment but the
medical team around the person managed to seek out alternatives that were not
typical practice but suit the needs of the individual. It is not possible in this type of
study to determine if this is a difference in individual needs or simply a difference in
approach from different medical teams.
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Systems
We have learned from our study that there does not appear to be a system in place
at the moment that recognises an individual who has a learning disability and cancer
diagnosis from early in their cancer pathway then supports them in a way that
specifically looks at the challenges of both the learning disability and cancer
combined.
Co-production
Co-production is a term describing collaborative work between all relevant
individuals, organisations and agencies involved in a persons life. Again with this
theme there were examples of great co-production and examples where there was
little or none. It is clear that when all involved in a patients cancer pathway work in a
co-productive way then the overall experience for the person and everyone else
involved is more positive and productive.
Diagnosis overshadowing/Late diagnosis
Diagnostic overshadowing is the term used which describes the tendency for
clinicians to overlook symptoms of mental and physical health problems in
clients/patients with learning disabilities and attribute them to being part of “having a
learning disability”. Mason and Scior (2004)
One third of the individuals who’s story contributed to Your Story Our Guide had a
late diagnosis. This is a significantly high percentage and always had a negative
effect on the pathway or outcome for the individual.

Findings Continued
The findings of the information gathered from individuals with a learning disability
who were affected through a family member having cancer also produced common
themes that affected each individual. Those themes were:





Information and Communication
Daily Routine
Emotional Support
Practical Help

Information and communication
There was a consistency through all the stories of the people we spoke to that they
did not receive enough information about their loved ones cancer, the effect it might
have on them and what they could expect to experience. There appears to be a
combination of motives for this lack of information and communication. The first
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being the perception that the person wont understand because they have a learning
disability. The second perception is that by not telling the individual about the cancer
you are protecting them in some way. The people we spoke to said that they wanted
information and that things were more difficult when they didn’t have information and
people were avoiding communicating with them in a meaningful way about what was
happening.
Daily routine
Daily routine refers to the daily impact on a person’s life when someone close to
them has cancer. This can be particularly impactful if the person is the main carer
for the person who has the learning disability and or if the person is on the autistic
spectrum and struggles to understand and cope with changes to their daily routine. It
came through that it would be helpful to both the person who has cancer and their
loved one that a system that considers the daily routines and needs of the family
would be very beneficial both in practical terms and also in relieving the anxieties
and fears of all involved.
Emotional support
For the people we spoke to there was a clear lack of emotional support available to
them. This was true for both people whose relatives had survived but also for those
who were grieving. This presents a problem and highlights a lack in the current
system. This lack of emotional support can have a lasting effect on the people
concerned and on those supporting them.
Practical help
We discovered a lack of practical help for every day responsibilities that a person
might need to take on if the person who usually takes care of daily responsibilities
becomes ill with cancer. Some people had to take on tasks that they had never
done before and had little or no support to do this. There were also issues raised
around the person being the next of kin and having to take on legal responsibilities
that they knew nothing about after a loved one passed away.

Findings continued
Professionals and volunteers
Overall the message that came from the professionals and volunteers who
contributed to the study was very similar to the message of the individuals.
The themes were the same with the addition of some extra concerns. Those
additional themes raised were:
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Training
Tools
Capacity/legislation
Is individual listened to?

Training
The majority of professionals and volunteers said that they would benefit from
additional training in areas such as learning disability awareness, communication,
legislation.
Tools
It was agreed that along with the training people would like tools that would support
them in their role in supporting someone with a learning disability affected by cancer.
For example that could be resource packs or communication tools etc.
Capacity/legislation
Professionals raised concerns about their ability to know if a person had capacity to
understand information and make informed decisions. This tied in with concerns
around guardianship legislation that might be in place for an individual and the ability
of the front line medical staff to understand this legislation and what it might mean for
them.

Recommendations
Our recommendations would be to create a scheme that takes a systematic
approach to ensuring all of the themes identified within Your Story Our Guide are
recognised, considered and embedded in the approach of professionals supporting
each person with a learning disability who is affected by cancer. The scheme would
inform all relevant professionals that the person they are working with has a learning
disability and serve as a reminder that the approach for this person may have to be
slightly different to accommodate the person’s learning disability. The scheme would
be a voluntary sign up programme. This would allow participants discreetly identify
themselves as having a learning disability. The scheme would be embraced by
cancer services and see them committing to consider the persons learning disability
and the impact it may have at each step of their cancer pathway.
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Conclusion
There are many challenges being faced by people with learning disabilities affected
by cancer and challenges for the people who deliver social and health services to
support and care for them. There are areas of service delivery that should be
reviewed and amended. However, despite the challenges faced, the stories we have
heard prove that these challenges are not insurmountable and there are
professionals in both the medical and social care field working tirelessly to provide
the best possible service and ensure the most positive and productive experience for
people with a learning disability who are affected by cancer. With the concentration
of a relatively small amount of resources, expertise and a large amount of
determination and co-productive work these challenges can be addressed and
overcome.

What is Your Story Our Guide?
Your Story Our Guide is a partnership project between Macmillan Cancer Support
and ENABLE Scotland.
Macmillan Cancer Support are millions of people affected by cancer, supporters,
professionals, volunteers, and campaigners. Together they are all Macmillan.
Macmillan’s ambition is to reach and improve the lives of everyone living with cancer
and to inspire millions of others to do the same. Macmillan’s research helps us, and
others, understand the needs, numbers and experiences of people affected by
cancer, to develop and influence better care and services.
ENABLE Scotland is a dynamic charity run by its members and it has three main
roles. Firstly they are a charitable organisation founded in 1954 by the parents of
children who had learning disabilities in order to ensure that people who have
learning disabilities have the same choices and opportunities in life as everyone
else. Secondly they campaign to fight discrimination and inequality and ensure that
people who have learning disabilities are regarded as equal members of society.
Thirdly they are a service provider offering a wide range of person centred services
designed to ensure that people who have learning disabilities can live the life they
want and actively participate in their community.
The Your Story Our Guide partnership was born out of a desire from both ENABLE
Scotland and Macmillan to learn more about the personal experience of people who
have a learning disability and have been affected by cancer in some way, either
through having cancer themselves or being close to someone who had cancer.
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We also wanted to speak to existing cancer service professionals and volunteers to
hear about their knowledge and experience of working with people who have a
learning disability. This would help us to understand from a service point of view
how well equipped they felt to support someone with a learning disability to be able
to access and make the most of their service or treatment in the same way as
someone without a learning disability.
The hope was that by listening to experiences from both a person receiving a service
and the people delivering the service that we would be able to make better informed
and more useful recommendations for delivering the best service possible.

How we found participants
Early work on the project was concentrated in Falkirk, Renfrewshire and East
Renfrewshire. The first strategy to find people who had a story, and wanted to share
it, was to speak to local professional individuals and organisations that, due to the
nature of their job or remit were very familiar with people from their area who had a
cancer story to tell. This allowed us to try and reach as many people as we could
through using the local knowledge of professionals and organisations in each area.
We also included national organisations in our search for participants.
We used several methods of reaching out to organisations. Those methods were
individual email, group email, phone calls, posters, organisational connections,
personal connections, trade fares, company newsletters, attending conferences and
local authority run providers’ forums.
We reached out to over 100 organisations across Scotland, out of all those
organisations around 27% agreed to meet and hear about the project.
The following is a list of different professions and organisations we met with:
•

Macmillan one to one nursing teams.

•

Consultant Oncology nurses.

•

Learning disability nursing teams.

•

Health and social care teams.

•

Service development officer.

•

Learning disability team managers.

•

Learning disability strategy and development co-ordinator.
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•

Joint carers groups.

•

Advocacy services.

•

Self-advocacy services.

•

Macmillan library services.

•

Local area co-ordinators.

•

Senior health improvement officer.

•

Day centre managers.

•

Research leads.

•

Advice partnerships.

•

Occupational Therapy Teams.

•

Self-directed support groups.

•

Social work team leaders.

•

Community workers.

•

Palliative care nurses.

•

Learning disability nurses.

•

Patient opinion Scotland.

•

Hospices.

•

Learning disability support and campaign organisations.

•

Alliance and associated networks.

•

Palliative care for people with learning disabilities network.

•

User groups.

•

Money advice service.

•

Team lead specialist learning disability services.

•

Regional Managers.

The second strategy was to reach individuals directly through networks and social
media. This led us to post on the ENABLE Scotland Facebook and Twitter page
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letting people know what Your Story Our Guide is and giving people the opportunity
to contact the project if they would like to share. ENABLE Scotland’s Facebook and
Twitter have a combined following of over 17000. Through newsletters, E-Bulletin
and the Enable Scotland member group ACE, we informed the members of ENABLE
Scotland who number over 3000. Your Story Our Guide information was also shared
with all ENABLE Scotland employees through their chief executive weekly updates
and team meetings allowing them the opportunity to speak to any people they
support that may have been affected by cancer.
Patient Opinion Scotland very kindly invited the project manager to write a guest blog
on their website informing people about Your Story Our Guide allowing people to
share their story via a dedicated webpage. This was also shared on their Twitter and
Facebook account going out to a following of over 5000.
All of the above contacts, connections and methods were also used to find
professionals and volunteers from cancer services to share their knowledge and
experience of supporting people with a learning disability who have been affected by
cancer.

Who shared their experience?
All individuals who contributed towards the information gathered for Your Story Our
Guide did so on a voluntary basis and on the understanding that they would not be
named or identified in the final report.
The total number of individuals who contributed their stories to the project was 20.
In total there were 10 male and 10 female contributors.
The ages of the participants ranged from 19 years old to 80 years old.
All participants had been diagnosed with a learning disability and or Autistic
Spectrum Disorder. 16 out of the 20 were known to receive paid support or be part
of a local authority funded peer support network. It is not known to the project if the
other 4 people were in receipt of any paid support.
15 of these stories were about people’s personal experience of having cancer.
5 of these stories were about experiencing cancer through someone very close to
the individual.
The total number of professionals and volunteers who participated through focus
groups was 24.
The focus groups were made up by people of the following professions:
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•

Information and support volunteers.

•

Engagement Officer.

•

Services and Volunteering Officers.

•

Services Manager.

•

Services and Volunteering Co-ordinator.

•

Community Palliative Care Nurses.

•

Physio.

•

Occupational Therapist.

•

Staff Nurses.

•

Auxiliary Nurses.

•

Service Delivery Manager.

•

Intern Co-ordinator.

•

Oncology Nurse.

•

Charge Hand Nurse.

•

Clinical Nurse Specialist.
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Where did the people live and work?
The people we spoke to for both individual stories and focus groups lived or worked
in the following areas.
Ayrshire, Renfrewshire, East Renfrewshire, Glasgow, Edinburgh, Falkirk,
Stirlingshire, Midlothian, South Lanarkshire, Clackmannanshire.

What people told us
15 of the stories were told by the individuals and or their families through an informal
interview conducted by the project manager. All these took place in the individuals or
family home. 3 stories were told by staff from support organisations on behalf of the
person. 2 stories were shared by individuals through a small focus group, this
conversation was captured by a graphic facilitator and will feature later in the report.
All stories and focus groups were looked at individually. The following is a
breakdown of the information learned from the 15 individuals who had experienced
cancer themselves. After studying all 15 stories, experiences and opinions 8 themes
were identified.





Attitudes/Values
Information
Communication
Environment
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Treatment
Systems
Co-Production
Diagnosis Overshadowing/Late diagnosis.

Each theme has been broken down. The following section contains a definition of
the theme, some examples and quotes from the study relating to the theme and a
conclusion.

Attitudes/ Values
Attitudes/values refer to the attitude and or values of the people that were involved in
the care of the person affected by cancer. This ranges from medical professionals,
social care staff to family and anyone else who has a part to play in the well-being of
the individual.
This section is all about people and the impact a person’s attitudes and values can
have on the life of an individual. The following are examples of positive actions that
were taken due to the forward thinking and proactive attitudes and values of people
involved.
The positive attitudes and values of people ranged from every day politeness and
reassurance to strong values that would move someone to work hard to find
solutions for challenging situations.
As this is all about people and their impact, we have enclosed below some examples
based on different professionals and their role to play in the patients’ life.
One gentleman had an advocacy worker who recognised that the support he was
receiving from a social care provider when he was ill was not adequate and despite
opposition argued for him to receive a new provider, fought for extra hours of support
and arranged along with the local social work department for his house to be redecorated while he was in hospital. Some of this work was beyond the remit of her
role as advocacy worker however this lady understood that no one else was going to
do this essential work and took it on herself to ensure these life changing actions
were carried out. The gentleman describes this worker as “one of his angels” and
insists that he would not have survived without her intervention. He also states that
“none of this would have been possible without my advocate who didn’t make decisions for
me but gave me the right information so I could make the decisions for myself.” This was an

example of how someone who had a can do attitude and values that pushed her to
action, had a life changing effect on an individual’s life.
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We have learned that the attitudes and values of support staff for people who receive
supported living services play a key role in a number of areas. Getting a diagnosis
as early as possible is one of those roles. There are several stories where staff have
recognised a change in the person they are supporting or they have acted on the
concerns of the person and supported them to get a doctor’s appointment. One
team we spoke to arranged a doctor’s appointment for the gentleman they support
when they discovered a small rash. Having a rash was an expected outcome of new
medication that the man was taking; however despite this the team still arranged the
appointment and followed up with this line of investigation. This action takes the
correct attitude to get things checked quickly and carry out that duty of care that they
have.
There was one lady who told us that on the morning that she was to go for her
operation she was very nervous and scared. In an attempt to let her know that she
had support there and was not on her own, the staff who were supporting her that
day fasted with her before the operation. This was another example of people going
beyond their role to make the experience more bearable for the person going
through it.
Other areas where the attitude and values of support staff have been important are
when people they support may have difficulties with communication and selfadvocating. We have learned of key moments where the values of support staff
have caused them to advocate on behalf of the person they are supporting in order
to ensure they receive the medical attention they require. A clear example of this
would be when one team supported an individual to the A&E department as he was
very ill. This particular gentleman suffered from real anxiety around hospitals or any
medical staff, treatment and investigations etc. This anxiety led him to withdraw any
time a medical professional came near him. The gentleman and his team were
waiting for several hours and were not receiving the best support from the A&E staff.
There were several attempts to do basic observations like blood pressure and
temperature. These all failed. It got to a point in the evening when the man was
going to be sent home as the A&E staff had given up any hope of being able to do
any tests. At this point the support team that were with the man refused to take him
home and were able to persuade one of the doctors to admit the gentleman so he
could be lightly sedated to allow the medical professionals to carry out the necessary
tests. Despite the challenges faced, the actions of the support staff allowed the man
to be given the same investigations as anyone else.
The overwhelming response from this study in terms of attitudes and values focuses
on medical professionals. Overall out of the 15 individuals’ stories, there were 60
comments and actions that related to positive attitudes and values, the majority of
those were relating to medical staff. As previously mentioned this ranged from
18

simple politeness and encouragement to strong principled actions. The following are
some examples and quotes displaying this.
These quotes are from one woman talking about the staff she encountered on her
hospital visits. “I was treated well”, “the staff were very nice”, “and they always asked for
my boyfriend if he wasn’t with me”.

Another woman commented. “The doctors were all nice and treated me well” and “the
nurse was reassuring”

There were some examples where whole medical teams had outstanding attitudes
and values, so much so that they would go out of their way to ensure that the
systems they worked with fit the person instead of trying to fit the person in to the
system, no matter what the complications were. These people showed a true person
centred approach to the care and treatment of their patients. One family I spoke to
told me of how
“The Beatson staff were very good and mum was allowed to stay, that was no problem at all.
The head nurse was superb and has been such a good support.”

When asked what the head nurse does that is different from other people and what
set her apart I was told.
“It is the way she talks to you, without a doubt it is her manner and the way she
communicates. All the staff through in the Beatson are brilliant but the head nurse you feel
like you are the only one they are caring for. She is very reassuring and will come with
suggestions that are ideal, she also included my son’s sister in conversations and made her
feel included.”

This same family talked of how the fear and discomfort of the situation made the
young man who had cancer, grumpy and tired however instead of the nursing staff
being offended and annoyed about this they spent extra time with the patient,
reassuring him and never making him feel guilty for becoming distressed. There was
also a lot of time spent reassuring and calming before any injections were given.
“Even though things had to be juggled around by the nurse, she done it, and never put any
of this on the family.”

Another family said “All the staff on our ward must have been picked by God. Everyone
who had to be involved in our sons care were amazing, they all took their time to get to know
him. If you have ever worked with young people with Autism you will know it’s not easy but if
you get to know the person and they see you are there for them it makes a difference to the
young person.”

The same family saw one nurse taking time to explain to their son (David) about the
blood test he was about to get. This nurse talked through it all with him then brought
in everything she needed, she then explained again what she was going to do and
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let David choose the colour of needle he wanted. David’s mum said “this became his
way of coping with all these new procedures he was facing. It worked and David tolerated
everything that was being asked of him with everyone working at his pace I was beginning to
have peace of mind for David.”

We heard of a time when one team were very concerned as a gentleman would not
keep in a line for his medication. There was an option to stop treating the man
however instead of giving up this team researched and sourced another type of line
that went under the skin and allowed the gentleman to get his treatment with no
issues. This was a piece of equipment that was not used in that particular hospital
and staff had to be trained on how to use it. This again is another example of people
having the right attitude and values that spurred them to find a solution for the
challenges faced.
People told us throughout about NHS staff going out of their way to accommodate
the person and their particular needs. This ranged from people being allowed to
have their family with them at all times, having a double room for one person to
accommodate their need to pace up and down and staff introducing and make
themselves familiar with a patient even if they were not going to be directly working
with them.
There were also examples of people not showing positive attitudes and values. The
number of negative examples recorded through the study is 17. Negative attitudes
and values potentially can have a very adverse effect on a person’s cancer pathway.
Again as this is all about people and their impact, we have enclosed below some
examples based on different professionals and their role to play in the patients’ life.
In contrast with previous stories, we heard of one support team who completely
missed the opportunity for an early diagnosis of a substantial tumour that was
obvious to the naked eye and was in an area that would have been seen several
times a day. We heard also that from one support provider there was no
consideration for the traumatic experience that the gentleman they were supporting
had just been through with his cancer treatment and also from the same provider
that there was little recognition that the man was still very weak from the treatment.
The following are directly lifted from the conversation I had with one team about the
experience they had supporting one gentleman to the hospital. “was very anxious and
would not let anyone examine him. One nurse when approached to ask what was
happening “shrugged her shoulders and said “well what do you want us to do?”
“On the first evening of admittance the staff filled out an extensive form about Michael and
his needs. However the information passed on this form does not appear to have been read
by the next shift who came on to look after Michael as their patient. The team had managed
to help Michael settle in to a room at this point and he was beginning to relax when a nurse
20

from the next shift came in the room in a loud and non-empathetic manner. We feel like the
man had the attitude of “well I need to do this. So what!” without any consideration for how
his presence and manner could affect Michael”.
“The junior doctor was unable to and did not have a good rapport with Archie, he then called
for the consultant to come and he had no patience at all for Archie he turned to the member
of staff who was supporting him and said “you need to get someone in here that can control
him!”

These are just a few of the negative attitudes and values that were encountered.
Attitudes and Values are at the core of every experience we learned about. The
values and attitude of any professional is key to determining if a person accessing
that professional’s service has a positive or negative experience. Good values and a
positive regard for the patient regardless of any challenges faced by the medical
professional, support team, advocate or family member are essential to someone
receiving the best possible treatment and care.
In total we identified 77 direct quotes or actions taken that come under the banner of
“Attitudes and Values. As you can see from the chart below 78% of those references were
positive and 22% negative.

Attitudes/Values
2
22%

1
78%

Information
Information refers to the information provided to the patient about the cancer they
have and the treatment and services that can be provided.
The following are direct quotes taken from a number of different stories showing
some positive examples of information well-presented and shared with patients. You
will see from the majority of these quotes that the information was delivered by
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someone who would talk through the detail of what they were trying to share using
different tools to do this, such as social stories or easy read information and then
perhaps pass on some literature for further reference later on. The stories told
referenced information coming from different sources and services. It is important to
note that not all the information was simply being shared with the patient and family,
but also with other professionals who were involved in the care and support of the
individual. We have enclosed inserts from a range of different resources to reflect
this.
“The citizens advice bureaux were very good and helped with info on my finances.”
“Made an effort to try and explain what was happening when I woke up from my operation.”
“Money matters team have been very helpful.”
“Illness and treatment well explained.”
“My family were able to explain better to me later on.”
“Social stories used to explain his treatment.”
“When any procedure was being done the nurse would explain exactly what was going to
happen.”
“Information leaflets worked well for Betty.”
“A learning disability nurse explained to me what was happening.”
“I got some information in the hospital from a man who came to speak to me and tell me
about any information about cancer.”
“My support staff were helpful with information.”
“When the team had their first meeting with the district nurses they were given all the
information about what could happen in terms of his body breaking down. The team needed
this brutal but essential information as they advised that if some of this stuff had happened
and they were not informed that it was a possibility then they would have been very
distressed and would have been trying to get Archie admitted to hospital etc, this would have
been very stressful for everyone especially Archie.”
“Everything else was really good, the way the information was portrayed and the
reassurance that it is really treatable, that was brilliant, really crucial and made a big impact
on Jamie.”
“From the first meeting with the nurse specialist and consultant we knew exactly what was
going to happen from that moment on.”
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“Information about the side effects of the treatment was fed to Jamie and his family gradually
as there is a lot of information to take in, there was written info given at the beginning and
the nursing team were there to give advice throughout.”

These were all quotes taken from peoples’ positive experiences of information being
shared well using a number of different methods. When information was shared well
it made a difference to a person’s overall experience. When people felt well
informed it helped them to feel more secure and better able to cope with what they
were going through.
Here are some quotes showing examples of when information was not used to its full
potential and was not well communicated or not communicated at all. When
information was not shared or not communicated well it caused additional anxiety
and confusion at a time already very difficult for people to deal with.
“No easy read information given to us.”
“He had no family with him when he got his diagnosis”.
“There was a delay in information about treatment and what was going to happen.”
“No easy read information to explain what the tests are”.
“ We didn’t understand the information given to us.”
“No after treatment plan written.”
“Family given conflicting information from doctors about what was wrong.”

At each stage of every person’s cancer pathway, there is information to be shared.
People have shared with us stories of information being very useful and reassuring.
We have also heard of how information being given at the wrong time, or information
that is given and not easily understood can be confusing and unhelpful. In total we
identified 52 direct quotes or actions taken that come under the information theme.
As you can see from the chart below 54% of those references were Positive and
46% negative.
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Patient Information
Patient information refers to information about the individual that is relevant to the
way in which their support, care and treatment is delivered by all involved throughout
their cancer pathway.
The following are all examples of when essential information about the patient was
being passed to medical professionals and they listened to that information and
acted positively upon it.
“I also informed the hospital about Craig’s disabilities and no way would he sit in the waiting
room could they get me a quiet room, they did.”
“ I told him all about Richards fear of being in hospital and if there is nothing being done
today I would rather take him home, I asked them to make the necessary arrangements and
to phone me as soon as we needed to come back.”
“Again I had to explain to the consultant that David was not very co-operative with hospitals
and would have to do everything at his pace, he totally agreed with me.”
“ I knew it would be a Hickman line and David would pull this out, if there was anything else
we could do for him?”
“I met with the nurse and had to tell her the best way to work with Craig. For example he
would have to have his own room as he is too nosy to share with anyone and that this was a
whole new environment for him to accept and to keep everything at his pace.”
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“We put everything in place and listened to what David wanted.”
“ I had to explain to the nurse if David started to get distressed at any point it was better if
everyone left the room and give him timeout and to make sure it was in his notes so the staff
would know that I could manage on my own.”
“I explained that I would not let anyone use restraint on Craig as this would mean he would
lose all trust in me and in the doctors and nurses.”
“The team informed that Archie was very anxious in hospital and does not like anybody
touching him or coming near him unless he knows them well.”

The following quotes are examples of when important patient information is not
listened to or not communicated between all professionals involved with someone’s
treatment and care.
“There was not good communication about Elizabeth between all the agencies involved.”
“Social work struggled to provide proper support as they were not fully informed.”
“Questions being asked of my son about his life were not appropriate at that time.”
“The doctor didn’t take my disability into account when speaking to me.”
“Because of his anxiety problems he really needed his family with him.”
“Hospital staff did not know how to support him.”
“I noticed the first night I was in hospital I wasn’t getting the same medication as I did at
home.”
“Craig advised the nurse had given him a bottle but he didn’t know how to use it and didn’t
want to ask.”
“The team assumed that the hospital would have had a call from the GP to advice that they
were coming and to let them know about Archie’s health and also his disabilities and the
anxieties caused by that.”
“on the first evening of admittance the staff filled out an extensive form about Arthur and his
needs. However the information passed on this form does not appear to have been read by
the next shift who came on.”

We have learned that the passing on and uptake of patient information to all
professionals involved throughout a person’s cancer pathway is an essential element
to successful investigations, treatment and care. Information about individuals with
learning disabilities and the way they see and interact with the world around them is
absolutely crucial in ensuring that the person receives a level of treatment and care
that fits their needs and allows them to receive the same opportunities for full support
as everyone else.
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In total there were 16 references to patient information. There was a 50% split of
information being taken on board and used to benefit the patient, and information not
being passed on or not being used to enhance the patients’ experience.

Communication
Communication refers to communication not only between the health professionals
and patient but also between others involved in the care and support of the patient.
We discovered many examples of good communication.
“When any procedure was getting done the nurse would explain exactly what was going to
happen.”
“My family were able to explain information to me later on.”
“The illness and treatment were explained well to me.”
The anaesthetist and nurse were very reassuring.”
“They made an effort to try and explain what was happening when I woke up from my
operation.”
“The learning disability nurse helped explain what was happening.”
“They would come in and have an instant connection with him, they would know exactly how
to speak to him and get information from him”
“There is now regular contact with the district and palliative care nurses.”
“Everything else was really good, the way the information was portrayed and the
reassurance that it is really treatable.”
“The Urologist advised that he was going to transfer Kevin to the Beatson and they were
excellent and really knew what they were doing. This was very reassuring.”
“What is so good about that particular nurse?” “it is the way she talks to you, without a doubt
it is her manner and the way she communicates. She makes you feel like you are the only
one they are caring for.”
“The nurse also included David’s sister in the conversation and made her feel included.”
“The consultant was very clear and spoke to Craig, almost to the point he was ignoring mum,
even though he wasn’t. This was very much appreciated by the family as the consultant
recognised and made clear that Craig is the patient, he is the one with the cancer and he
should be given this information regardless of his disability.”
“Again I used language he could understand.”
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There were also examples of when communication broke down resulting in negative
experiences for people. Communication breakdowns can happen anywhere in a
person’s cancer pathway. We heard of communication breakdowns with patients,
families, medical professionals, social work, health care providers and advocacy.
The nature of cancer and the treatment and care involved means that the opportunity
for breakdown or misunderstood communication gets higher with each new person
or agency that becomes involved in an individual’s life.
“ a member of support staff was sent to reassure David with his first blood test and it turned
out she had a needle phobia!”
“There was a poor handover with hospital staff at the shift change.”
“Hospital staff did not understand him and did not know how to support him”
“He had no family with him when he was given his diagnosis.”
“The finance lady didn’t have a great manner and rushed me through the process.”
“I felt dismissed.”
“Social work and advocacy were locked out of the conversations.”
“There was not good communication between the agencies involved.”
“There was not good communication in his staff team.”
“Social stories should have been used for treatment given at home.”
“I was on 2 tablets and I didn’t know what they were for, I think someone should have
explained that properly to me.”
“Complete breakdown in communication between medical professionals. It was agreed that
Raymond was not going to go back in to the hospital and he would be treated by district
nurses. There was a incident that happened when Raymond was at home and he had a
large swelling of fluid, the team were unaware this could happen and were in a position
where they were being told that Raymond was not to go back in to hospital however they
were getting conflicting information from the nurses and the paramedics. They learned that
this incident could be dealt with by the GP however the GP sent the paramedics to take
Raymond to the hospital. Raymond was unable to get up or down the stairs due to the
swelling and the paramedics were saying that they were told they were to take Raymond to
the hospital. There was eventually a GP who visited and treated Raymond.”

Having a learning disability does not mean you will communicate in a particular style,
every individual communicates in some way, whether they can use words or not.
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The task for us all is to find out what method an individual uses to communicate and
listen to what they are telling us.
The variety of communication channels and methods are very wide ranging when it
comes to supporting a person with a learning disability through their cancer pathway.
Communication can cover anything from the manner in which a person speaks to
you, to the relaying of important information. The way in which a person receives
communication can also be hindered by the fact that they are currently in a stressful
and emotional situation. Add that to a learning disability that may affect a person’s
ability to easily communicate and you can see where it can become difficult.

Social
Work
Family

Doctor

Nurse

Patient

Support

Communication

Information

Communication

Communication also has to take place between a number of different people and
agencies. As with information, the more people or agencies involved the higher the
chance for communication breakdowns. As you can see from the illustration above
if you have a breakdown in communication you can build barriers and divisions that
get in the way of the patient receiving the best care and treatment possible to them.
The following figures are based on the amount of instances of communication that
had a direct consequence, negative or positive. There were 33 positive
communication references and 38 negative. This results in a higher number of
negative communication references.
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Environment
When referring to environment we are looking at the hospital, community or home
environment that the person was in when receiving treatment, care or support during
their cancer pathway. This could touch on anything from the space within a room to
the number of people around.
There were a number of cases we heard of where people tried to create an
environment that was going to suit the person in the best way possible for them.
This is reflected in the quotes below, where you will see people making an effort to
enhance the environment.
“He was allowed plenty of support while getting diagnosis.”
“Ross became comfortable enough to allow blood to be taken with no additional support or
being held down.”
“I was transferred to a different hospital to be closer to my family.”
“Staff were allowed to walk through to the theatre door with me.”
“We were allowed a room of our own to wait in before my operation.”
“After a few days he became very settled in his room.”
“I was allowed in the recovery room so that I could be there for my son waking up.”
“The whole family were allowed to stay in the hospital overnight each time Ross was
receiving his treatment.”
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“Ross and his sister were able to spend a lot of time in the teenage cancer trust ward during
the day. This ward has a lift directly to it, which meant they could go straight there and get
involved in a lot of the activities that were on during the day.”
“A great thing about the teenage cancer unit was that there was lots of distractions and there
was the company of the other teenagers. I could talk to the others about our cancer
experience and not feel awkward about it. We got pizza, we had a games room, computers,
pool table and a duke box.”
“They tried their best to make sure it was always the same people.”
“The nurse used distraction techniques so Kenneth wouldn’t pull out the line.”
“They got Kenneth a big TV for his room so that he could watch his favourite TV shows while
getting his treatment.”
“ I asked if we could get transferred to the Beaston and was told it wouldn’t be possible
because of the new year holidays. I gave the nurse the card for the direct number at the
Beatson and when she came back from phoning she said this young man must be special as
they were sending an ambulance for him right away.”

There were also times where the environment in which the person was in, really had
a negative impact on them and caused the delivery of investigations, treatment or
care to be more difficult in a practical way and also emotionally for all involved.
“There was no attempt by the support provider to prevent Bobby catching spreadable
diseases when his immune system was so low.”
“There was no continuity of staff.”
“Betty is very scared of hospitals.”
“Betty has had very bad experiences of hospitals in the past.”
“Sandra had huge anxieties around hospital and appointments”
“When caring at home this had an adverse effect on her husband’s mental health.”
“His support staff were not allowed to stay overnight with him in the hospital.”
“Had to be held by 4 people to get blood”.
“I told the staff Bobby would be too noisy for the other patients who I could see were elderly
and he would need his own room. They told me they didn’t have a room as they were too
busy so just go home and phone back in the morning.”
“I explained I was Michelle’s carer but I wasn’t allowed to go through with her and I had to
wait in the waiting area.”
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The environment in which anyone receives treatment or care is important, however
for many people with a learning disability it is not simply about feeling more
comfortable and at ease. For some the environment in which they are in will have a
fundamental impact on the way in which they will be able to receive information or
accept medical investigations or treatment. Many people with learning disabilities
have had negative and sometimes traumatic experiences in hospital settings; these
experiences are carried with them and build very real anxieties surrounding any
clinical environment.
We also learned about how the home environment can have an impact, in particular
if the person with the learning disability is living in a shared accommodation or
residential home. This kind of home environment can leave a person more
vulnerable to infection or lack of appropriate levels of care if they are sharing living
space with lots of other people and many different staff members working with them
throughout their treatment and recovery.
Out of all the stories we heard, there were a total of 54 references to the
environment, these ranged from hospital settings, to local practices and supported
living accommodation. 61% of those references related to a positive experience
where the environment was considered and adapted to support the patient. 39%
related to instances where more could have been done to support the individual and
their personal needs.

Environment

2
39%
1
61%
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Treatment
Medical treatment or procedures carried out throughout the person’s cancer
pathway.
The following quotes refer to times where the person’s learning disability and the
impact it had on their ability to cope with medical procedures was taken into account
and treatment was adapted or delivered in a way that made it easier for the person
to deal with and easier for the medical professionals to administer.
“Arthur was able to watch Faulty Towers while getting the Cannula in, this helped to take his
mind off it.”
“Elizabeth was given cream to put on before the initial blood test, this helped to reassure
her.”
“I had the option of going in with my daughter while she was being sedated.”
“Kevin was sedated to receive his treatment.”
“Oral and injection Chemo were put in place, these were not usual procedures, they were
specifically put in place to support Kieran.”
“The staff at the Beatson where I got my treatment were very good.”
“The massage therapy I received when I was recovering was excellent.”
“My support team were there to help me with the burns I had after the Radiotherapy.”

There were only a few mentions of where treatment could have gone better within
the stories.
“If there had been transport to my treatment that would have been a big weight off my mind.”
“It was clear that the treatment would be hard to deliver”
“There was no after treatment plan written.”

As you can see from the chart below 82% of the treatment references we heard were
positive, this is very good however we feel that it may be slightly misleading. What
this fails to record is the number of people who did not receive investigation or
treatment as it was deemed to be too difficult to administer due to the persons
learning disability and how it affected their ability to receive the procedure or
treatment.
This study has shown that people can receive treatments, delivered in a way that
may not be the usual method of administration. The experience of the people we
spoke to appears to suggest that if the nature of your learning disability presents
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difficulties in certain treatments being administered then you would be less likely to
receive the treatment, unless however you have a medical team around you who
have the energy and determination to seek a solution to any potential issues with the
administration of the treatment.

Treatment
2
18%

1
82%

Systems
When talking about systems we are referring to the systems and processes’ within a
person’s cancer pathway both medical and social, that are set up to support people
when needed. For example a medical referral process, or a request for additional
support from a local authority etc.
Below are some of the more helpful systems that people were able to be connected
to.
“I was quickly seen when I realised there might be something wrong.”
“I received a quick diagnosis.”
“Social work managed to put in extra hours of support”
“Transport was put on to get Richard to the Beatson.”
“I got some help at home to help my daughter with her personal care.”
“Senior social work and advocacy sorted out a support package for me which was 40 hours
per week, that was up from 2 hours.
“I told my support staff I had a lump and they supported me to contact the GP straight away.”
“The learning disability nurse came to talk to me about the cancer.”

33

Here we see some of the less helpful experiences people had when trying to access
help and support from existing systems or systems that are not in place.
“David’s support was withdrawn while he was in hospital, this led to his niece who was
heavily pregnant having to come in and spend a lot time with him, she also had so support
him with personal care, which was not good for either of them.”
“We had to fight for Rodger to receive his medication for anxiety.”
“it would have been better if the team had some extra help to support Betty through her
treatment and post treatment.”
“There was no support offered to the family to help them through this tough time.”
“David shared hours of support with his house mate so when he went in to hospital those
hours disappeared and were not replaced at all.”
“My sons support staff were not allowed to stay over in the hospital.”
“There was no additional support or help given to the staff team who were dealing with the
person they support having cancer.”
”Counselling afterwards would have helped me deal with the emotional stress of what I went
through.”
“My daughter had to chase up the information about what my treatment was going to be and
when and where it would take place.”
“We were let down hugely by the GP system.”
“The provider refused support and training from the Beatson as they wouldn’t pay for staff to
attend”

The learning gained from the systems theme is that there appears to be no system in
place at the moment that takes in to account all the needs of an individual and
ensures that the correct people are working towards those needs. The information
collected shows that there are some services available; however these services are
not systematically sought early on in a person’s cancer pathway. This is the first
area where there majority of comments are negative. This may reflect a lack of
systems in place to support people properly. This figure may be slightly skewed as
people could be more inclined to share more about the situations where they
struggled and were frustrated.
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Co-Production
Co-production is where all the people involved in someone’s life work together to
achieve certain goals.
You will see below that there have been some really good pieces of co-productive
work. The cases that have seen co-production working really well have seen an
overall more positive cancer pathway for individuals. A lot of the good work you
have read about through the previous themes mentioned would not have happened
without a co-productive approach.
Here are some quotes and references regarding positive pieces of co-production.
“We had a multidisciplinary meeting with all involved. We had family, support workers, social
work, home manager, learning disability nurse and the consultant.”
“Social work managed to put in more hours at short notice.”
“The hospice has been great with advice and has given the team an out of hours phone
number.”
“Everyone came to the decision that it would not be necessary to put Agnes through any
tests as she would not be fit for treatment anyway.”
“There is counselling available for staff through the hospice if they want it. There is also
support to build a palliative care support plan.”
“The staff were in regular contact with the learning disability nurse who was in regular
contact with hospital.”
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“My home was transformed for me coming home.”

We also heard of many opportunities missed to work in a co-productive way to
ensure the individual received the best possible treatment and care.
“There were meetings being held without all the key players there.”
“Phone calls were not being returned.”
“The learning disability nurse advised that they would advocate for the person so advocacy
services were not required.”
“There was little communication between all the agencies involved.”
“The learning disability team took over and did not allow true co-productive work.”
“Consultant made the decision to withhold treatment without speaking to the family, the
patient or any other professional involved.”
“Key People were excluded from a big debate around this persons capacity to make a
decision about having treatment or not.”
“Provider refused support from Beatson for their staff.”

The experiences of the people we spoke to overwhelmingly confirm that working
together in a co-productive way achieves the best results for patients. When
everyone is involved and has an input, able to give their professional and personal
expertise and opinion there is a greater chance for productive debate and actions
being taken that are well considered and work towards the best outcomes for the
patient. The earlier this co-productive communication takes place the greater the
chance of developing a well informed and person centred plan for the individual.
The total number of references that relate to Co-Production was 79. As you can see
below 67% of those references were positive and 33% represented opportunities lost
for co-productive work.
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Diagnosis Overshadowing/Late Diagnosis
Where there is a delay in a person receiving their diagnosis. In some cases this is
due to similar symptoms arising from other medical conditions. This can also be
caused by communication difficulties relating to a person’s learning disability.
This theme varies from others as there are obviously no positive circumstances
relating to a late diagnosis or diagnosis being overshadowed due to other conditions.
Out of the 15 individual stories we heard, 5 of them had a late diagnosis.
Considering the relatively small number of people we spoke to, this is a considerably
high percentage.
The reasons for those late diagnoses all differ. However 4 out of the 5 do relate
directly to the fact that the individuals concerned had a learning disability.
The first person who we heard about having a late diagnosis went through a period
of 9 months of investigations. The diagnosis overshadowing here was caused by
several factors. Paul had difficulty communicating when there was something
bothering him. Paul was clearly distressed but his difficulties communicating made it
difficult to pin point exactly what it was that was going on with Paul. Also in the past
Paul had had reflux problems and it was the same area that was annoying him
again. There was a period of trying out different foods and cutting food up very
small, trying different diets etc. This did not seem to be making any difference.
There was also a suspicion that it might not be a physical problem. Paul was
sharing a house with someone who at that time was not very well and was therefore
receiving a lot of attention from the support staff and others. This was quite a difficult
period for Paul and It was thought that one of the possibilities for Paul acting the way
37

he was, was perhaps to focus some of that social attention back on him. All of these
thought processes, discussions and investigations went on for around 8 months.
Towards the end of this time, Paul’s learning disability nurse and family started to put
more pressure on for Paul to receive a scan which he eventually did.
Another Young man we heard about lived in a residential home for young people
with Autistic Spectrum Disorder. This young man received support from staff for
personal care several times each day. However despite this, the tumour that he had,
which was clearly visible to anyone supporting him with personal care was only
discovered and acted on when he was on a visit to his parents’ house. By the time it
was discovered by the parents it was the size of a pear.
One lady who we heard about received a late diagnosis for a massive tumour in that
had grown in her upper Jaw. The reason this was discovered late was that the lady
had a fear of going to the dentist and her support team had real issues in persuading
her to go each time they made an appointment. This problem was not helped as the
lady had had several members of support staff in a relatively short period of time and
it was difficult for the lady to build a relationship of trust with support staff where she
would be confident for them to support her to the dentist. By the time she eventually
went for a check-up and the tumour was discovered it was already a considerable
size and as such it was eventually decided not to operate.
The final two men had been visiting the GP as things were not right however the line
of enquiry for both were totally wrong. The result of this was that one gentleman
waited 10 months for a diagnosis and only got it after he was found collapsed on his
bedroom floor and rushed to the hospital. The other only received a diagnosis after
he was refused access to a flight he was supposed to be going on as he was too ill
to fly and subsequently taken to hospital.
Our learning from this is that people, who are in a position of support and have a
duty of care, must be vigilant and persistent. When there is any suspicion that
something is not right we must push for a diagnosis and support that person to
receive a diagnosis as early as possible. These stories also highlight the importance
of routine checks such as dentist a check-up, eye test and screening. These
services are set up to detect irregularities early and must be used to their full
potential.
The chart below shows the percentage of people we spoke to who received a
delayed diagnosis.
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Experience of a loved one having
cancer
Through the 5 people that shared their story with us about someone close to them
having cancer, there were 4 themes identified.





Information and Communication
Daily Routine
Emotional Support
Practical Help

Information and Communication:
Information and communication refers to the information provided to the loved one
and also how that information is communicated. For example information about what
they can expect to happen and services that are available.
With the people we spoke to there appeared to be a real lack of information
regarding the cancer pathway for the person they loved. All of the people who
shared stated a lack of information was available to them and they all advised that
having more information would have been a benefit to them and would have helped
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them cope better emotionally. Here are some of the comments and references
relating to information.
“I didn’t get any support or help form the medical staff to understand what was going on with
my dad.”
“I wish I was allowed to go in to the appointments with my dad, I think it would have helped
me understand what was going on.”
“My dad had to explain his treatment to me, I would rather have heard that from a nurse.”
“She found it hard to understand why the cancer hadn’t gone with the first operation and her
anxiety levels were obviously rising.”
“Not once through all my experiences had someone explained to me what cancer is.”
“I didn’t even get told my mum had cancer.”
I was told, it’s just cancer.”
“I had no chance to ask questions.”
“I was finally told over the phone!”
“There was not enough information given.”
“I was told that they forgot to tell me that my mum had cancer.”
“If my dad had communicated with me more I think it would have been easier.”

In total we there were 31 references to information and communication. The vast
majority of which were about lack of information. It is difficult to know exactly why
there was such a lack of information shared, however there was a feeling among the
people we spoke to that because they had a learning disability people thought they
would be protecting them by not sharing important information with them. It is
important to note that not one person we spoke to said that they would rather not be
told the relevant information.

Daily Routine:
Daily routine refers to the disruption of a person’s daily life and routine while they are
supporting a loved one through cancer.
“Talking about my operations wasn’t the difficult part – it was the fact that I wouldn’t be at
home and usual routines would have to change. Debbie’s life on the autism spectrum
meant that she needed to know what was happening and when, so the unknown aspects of
my treatment and the changes this would impose on her routines was the biggest worry at
the beginning.”
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“The problem now was that she couldn’t be the only focus and we needed to reassure her
that we loved her and cared for her but needed her to try to fit in with anything that had to
change.”

There were not a high number of references to Daily Routine. 6 in total. However
this was an important area that could have a real impact on someone. In particular if
the person in question is on the Autistic spectrum, changes in their daily routine can
be very difficult to adapt to, in particular if they also have a learning disability that
limits their ability to understand exactly why there is such upheaval in their life.

Emotional Support:
Emotional support refers to the reassurance, encouragement and understanding we
give or receive.
There appeared to be a real lack of emotional support for the people we spoke to.
“I didn’t have a support network.”
I’m not even sure how I am supposed to feel.”
“I have had no help with grieving what so ever.”
“I think if I had help from professionals every step of the way (grieving), that would have
helped me emotionally.”
“It wasn’t that she didn’t care about me, it was just that she could only see the situation from
her own point of view.”
“They never asked how I was feeling.”
“I would have liked the chance to share with my support workers how I was feeling.”
“My confidence is really nocked.”
“I am anxious now.”
“I think a trained counsellor would help me.”
“It was a very hard time and my mental health suffered.”
“I was so stressed I was beginning to hear voices.”
“I felt rotten”

For the people we spoke to there was a clear lack of emotional support available to
them. This was true for both people whose relatives had survived but also for those
who were grieving. This presents a problem and highlights a lack in the current
system and one that can have a lasting effect on the people concerned and those
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supporting them. In total there were 25 references or quotes relating to a lack of
emotional support.

Practical Help:
This refers to the everyday help that people need to be able to adjust to life when
someone you love has cancer; this also refers to practical help if you become the
person who is responsible for the legal procedures and the arranging of a funeral
when someone has died.
“If I don’t have support when my mum dies I am going to be snookered.”
“I feel it is important that if someone with a learning disability loses a loved one then they
have someone there to guide them from day one.”
“I agree there needs to be support for people, especially if they don’t have family or friends.”
“Someone to tell them what this is going to mean for them.”
“I was there when my dad died. I had to arrange his funeral.”
“I didn’t have a support network.”
“I had to register his death.”

A lack of practical support for people was an issue for people. This could mean that
there is either not much support out there for people or there might be but there just
isn’t a system in place at the moment that connects the people in need to the
services available. There were 9 references to this all together.

Professionals and Volunteers
As previously mentioned there were 5 focus groups attended by professionals and
volunteers.
Throughout those groups it was interesting to see that the key themes discussed
remained in the whole the same as what individuals had told us. There was an
addition of an extra few relating to service delivery.







Attitudes/Values
Information
Patient Information
Communication
Environment
Treatment
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Systems
Training
Tools
Co-production
Diagnosis Overshadowing
Capacity
Legislation
The individual is listened to

The first focus group was with the Macmillan Renfrewshire Library Service Team at
Fergusly Park Library. The findings from that group are detailed in the tables below.
The question put to the group to discuss was. “What are your hopes and fears
around supporting someone who has a learning disability to use your service?”

The following table shows what the group said

Hopes

Fears

We would be able to provide full
support to someone with a learning
disability.
We would have training on learning
disability.
We would have information on
learning disability services in the
area.
The service would have better
connection with NHS and Social
Care.
There would be more integrated
support for people with learning
disabilities
To have a knowledge of who to
refer people to.
We would have a better overall
knowledge of local resources
To know and understand how the
local learning disability team works.

We will not be able to communicate
information.
The information is not accessible.
Would the person with learning
disability have access to treatment.
Not sure where to refer people to.

That people will have a learning
disability and it won’t be
recognised.
Not being able to give helpful
information.
Not being able to give useful
contacts.
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Number of times themes referenced
Attitudes/Values
Information
Patient Information
Communication
Environment
Treatment
Systems
Training
Tools
Co-production
Diagnosis Overshadowing
Capacity/Legislation
The individual is listened to

0
8
1
1
0
1
3
1
0
5
0
0
0

Glasgow Macmillan Library Service – Manager Focus Group 29/06/16 Mitchell
Library. The question put to the group to discuss was. “What are your hopes and
fears around supporting someone who has a learning disability to use your service?”

The following table shows what the group said
Hopes
We would like to know about all the
services we could refer people to.
It would be good if there was
access to a referral pathway for
people who have a learning
disability.
We would like to be able to give
information around learning
disability to volunteers that would
build their confidence.
To have access to the latest
information on Learning disability
and Autism.
Access to a one stop shop – point
of contact for Learning disability
awareness and services.

Fears
Not always space to display the
easy read info.
Does the person have capacity to
understand what we are sharing
with them.
Are we breaching data protection if
we share with other services that
the person has a learning disability.
There is no basic training available.
Not meeting a person’s support
need if they have any.
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We would be able to give people
the time they need

Our volunteers would be aware of
latest learning disability
terminology.
Access to basic learning disability
awareness training.

Not realising that a person has a
learning disability and therefore not
supporting a person as much as I
could.
That I patronise the person.

Is there guardianship? Volunteers
and staff not understanding what
that means.
How do I know what the additional
need is?
Daunting for volunteers if they have
no experience of supporting
someone with a learning disability.
Not knowing latest terminology
Our volunteers might not have the
communication skills needed.
How do we know what the person
needs.
What if we offend the person?
Worried that people don’t approach
a conversation for fear of saying
the wrong thing.
Does the person actually
understand what the service is and
how do I explain that to them.

Number of times themes referenced
Attitudes/Values
Information
Patient Information
Communication
Environment
Treatment
Systems
Training
Tools
Co-production

1
6
6
8
1
0
3
8
3
1
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Diagnosis Overshadowing
Capacity
Legislation
The individual is listened to
Relationship

0
1
2
0
0

Attendee Job Titles
Macmillan Services & Volunteering Officer
Macmillan Services & Volunteering Co-ordinator
Macmillan Services Manager
Macmillan Services & Volunteering Officer (2)
Macmillan Engagement Officer

Macmillan library service overview.

The overall message coming from the Library volunteers and also the managers and
co-ordinators was that they would like to be better informed and equipped about
learning disability. Both groups spoke of wanting a better understanding of learning
disability services in their area. Both groups also expressed a real wish to be able to
access learning disability awareness training that would help them feel better
equipped to be able to support someone with a learning disability who accesses their
service. There was a fear that they do not currently have the knowledge or

46

communication skills to be able to support a person with a learning disability to
receive the best outcome from the service they provide.
One person said “It would be good if there was access to a referral pathway for
people who have a learning disability.” Another person commented “we would like
access to a one stop shop – point of contact for learning disability services.” The
managers and co-ordinators said that they “would like to be able to give information
to their volunteers around learning disability that would build their confidence.” All
comments around hopes and fears were geared towards being able to provide a well
informed and productive service where the staff and volunteers are linked in with
local learning disability services and feel equipped to communicate and support
someone with a learning disability to access their service to its full potential.

Nurse Focus Group Beatson
This group were asked to share their experiences of supporting patients with
learning disabilities, and to give their opinion and suggestions for what they think
would improve care pathways for people with learning disabilities.

Total number of references to identified themes
Attitudes/Values
Information
Patient Information
Communication
Environment
Treatment
Systems
Training
Tools
Co-production

27
3
7
14
10
9
35
19
1
11

The information gathered from the nurses at the Beatson was mainly gathered from
experience and not simply speculation; this opened the door for very candid and
informative stories and anecdotes that were very helpful towards the final
suggestions and conclusions of the study.
We learned about professionals going out of their way to ensure that patients with
learning disabilities received the absolute best from their treatment and stay at the
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Beatson. Within the Teenage Cancer Trust ward we heard stories that captured all
of the above themes as people strived to ensure that patients and their families were
at the centre of any care and treatment provided. There was excellent
communication, information sharing, co-production, tailored treatment plans,
outstanding values and commitment to getting it right for each patient and family.
We also learned from the experience of nurses who had supported people with
learning disabilities in the past and witnessed care that highlighted the very real
vulnerability of some patients with a learning disability.
35
30
25
20
15
10

Series1

5
0

It is important to highlight in particular the references to systems as these were
people who work within the system and understand it best. As you can see from the
above chart the highest theme referenced through the anecdotes was Systems.
There were several issues raised about the current systems and the lack of specific
procedures within the system to provide people who have a learning disability the
opportunity to receive the personalised care and support that would meet their
specific needs. Below are some quotes relating to systems:
“There can be no continuity of staff.”
”One patient could have 30 different nurses.”
“We can see a big deterioration in a person because their support is withdrawn
while they are in hospital.”
“One man wasn’t able to say he felt unwell so nobody noticed.”
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“If a person is in care, this can be an issue as the hospital can back off and send the
person home for palliative care, however the care organisation can sometimes
refuse to have the person back as they are not set up to provide palliative care.”
“People can be in acute system for days waiting to be seen.”
“Barriers can be put in the way.”
“Bed managers can be scary and an obstacle.”
“There is a nursing assessment document that asks “Do you have a learning
disability?” but there is nothing that tells you what to do if the answer is yes.”
“There is a fear around asking patients questions as the staff are worried the
answers will be too challenging.”
“Patient had delayed diagnosis and was very distressed every time he was at
hospital, he had to come through A&E every time and always had different nurses,
his anxieties got worse with every visit.”

Beatson Nurses Focus Group Overview
It was very interesting that the anecdotes and stories the nurses shared with us
highlighted the same themes as the individuals we spoke to about their experience.
The information gathered through these professionals helps to ensure that the study
is balanced and contains accurate information. We will be able to use this
information as further evidence that there are some areas within the current cancer
pathway for people who have learning disability that need a concentrated effort to
address and change for the better of both the patient and professional. The nurses
highlighted that there is a need for improvement; the following are some of their
suggestions.












Legislation/guardianship training.
Easy access to learning disability team.
“How to support a patient with learning disability” training.
A referral pathway.
Flow charts (traffic light system).
Communication cards.
Top Tips booklet. Covering things like: Preferred environment, individuals
capacity, fire alarm testing day etc.
An autism team in place.
Immediate case conference after admittance.
Joint care plan.
Bereavement support.
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Training delivered in the work place.

Strathcarron Hospice Focus Group.

Scenario 1.
Similar to the Beatson focus group, the professionals from the Stathcarron Hospice
spoke to us about their experience of supporting patients who had learning
disabilities. This group was made up of a variety of people from different palliative
care professions. We created a fictional character called Andrew and looked at 2
scenarios. Firstly I asked the group “If Andrew was your patient? What would your
hopes and fears be around the support you could give him as a patient with a
learning disability?” The group spoke in detail about their experiences of supporting
people who had a learning disability and cancer. Using Andrew to open the
conversation worked well as it allowed the participants people to put Andrew in the
place of people they had looked after in the past and think about what went well and
what didn’t. Again, the themes that came through the anecdotes and stories fit in
with the themes discussed by the previous focus groups and the individuals. There
were a couple of additional topics. The following table shows the number of times
each theme was mentioned during the conversation.
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Strathcarron Hospice – Focus group table 1 – Learning
disabled patient
Attitudes/Values
Information
Patient Information
Communication
Environment
Treatment
Systems
Training
Tools
Co-production
Diagnosis Overshadowing
Capacity/Legislation
The individual is listened to
Relationship

5
4
9
8
0
1
3
0
0
4
0
9
2
2

When looking at Andrew as an individual with cancer the main concerns for the
professionals involved were firstly that he had capacity to understand and make
decisions, and if not, what legislation was in place to ensure his best interests?
Second was that he had enough information about his illness and that they as
professionals had enough information about Andrew that would allow them to look
after him in the most appropriate and person centred way possible. The third main
concern recorded was that of communication. This was on multiple levels. Would
they be able to communicate effectively with Andrew? Is Andrew able to
communicate well with his medical staff? Would there be good communication lines
between all the professionals, family and any other relevant person? These themes
were not all mutually exclusive. There was some conversation around the concern
people have about capacity and guardianship. For example if there is no clear
instruction about if a person has capacity or not and no one has guardianship and
the family are putting pressure on the medical staff not to share information with the
patient because they don’t feel it would be received well. This type of scenario can
be very tricky to navigate for front line health professionals and covers
communication, capacity, patient information and a level of co-production.
Overall the staff involved with this focus group showed great determination that they
would support Andrew with the same level of care as any other patient who didn’t
have a learning disability regardless of the challenges that might arise.
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Scenario 2.
In the second scenario I asked the group. “If Andrew has a learning disability and is
a close relative of someone you are caring for, what are your hopes and fears about
helping his family member and him through this time?” This was an area that some
of the group had experience in. You can see below the main themes that came
through the conversation.

Strathcarron Hospice – Focus group table 2 – Learning
disabled family member
Attitudes/Values
Information
Individuals Information
Communication
Environment
Treatment
Systems
Training
Tools
Co-production
Diagnosis Overshadowing
Capacity/Legislation
The individual is listened to
Relationship
Future planning

6
5
5
9
0
0
4
0
0
8
0
3
2
0
2

The group spoke of how important it would be to find out a bit about the family
dynamics and the impact that the persons condition would have on the every day life
of Andrew. Is this going to be purely an emotional strain or are there very real and
impactful practicalities to consider about the care and support of the Andrew. Again
communication came out as absolutely key to ensuring that the best service was
delivered for both the patient and Andrew. Have we ensured the patient and family
member are being listened to? Has there been future planning for Andrew if his
relative dies? There were fears that Andrew could end up neglected by the system if
no one considered him in the palliative care pathway of his relative. All the
information and experience coming through the conversation suggested that it would
be detrimental to the patient and Andrew if their needs weren’t considered as a
family unit.
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Existing Resources
Finally the group were asked to consider the resources they had available to them at
the moment to help them with the two scenarios we had covered, and also what
resources they don’t have and think would be helpful if they did. The table below
captures some of their thoughts and suggestions.

Strathcarron Hospice – Focus group table 3 – Tools
currently used or suggested

Available resources

Would help

Phone numbers of specific MDT
members who have worked with patient

Contact with voluntary
agencies who are involved
with the patient
Contact with learning disability team and Easy read information local
with family.
and national
Communication aids such as, Talking
Accessible written Information
Mats, I Pad, This is Me document,
carecharts.co.uk, pictures/displays
Booklets to help explain and understand Support groups
Patient and family support team
Who am I charts
Patient or family key worker
Info on best way to
communicate with someone
with a learning disability
Multidisciplinary team from health and
Workbook that we could use
social care.
to find out who/what the
patient thinks or feels about
life going on around them.
It was acknowledged that the information in both columns above may already be
available however the staff present were not aware of a system presently available
that pulls all those resources in to one easily accessible place for professionals to
tap in to when necessary.

Strathcarron Hospice – Focus group table 4 –
Professionals in attendance
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Auxiliary
Staff Nurse
Occupational Therapist
Physio
Staff Nurse Day Hospice Unit
Community Palliative Care Nurse

Strathcarron Focus Group Overview
As with the other information gained through the study, the learning from the
Stathcarron group speaks of specific themes that are essential in ensuring someone
receives the best possible care and support when they are affected by cancer. The
time spent with the team at Strathcarron was very informative and again the
information, stories and anecdotes shared, served to strongly support the information
gathered from other professionals, volunteers and individuals through Your Story
Our Guide.
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What have we learned?
We have learned that there are many different areas of a person’s life that are
affected when they are diagnosed with cancer. The information that has been taken
from the personal experiences of the individuals who participated in this study have
shown us clear areas to focus our attention on.
People with learning disabilities should absolutely have the same opportunities in life
as anyone else; this includes the opportunity to access cancer screening,
investigations, treatment and care in the same way as any person without a learning
disability. In order for that to happen, all people who are involved in the support of
people with learning disabilities and all involved with the delivery of cancer services
have to take note and listen to the issues that were raised by the people who
contributed to this study.
We were told through the detail within these stories that:









Attitudes/Values
Information/Patient information
Communication
Environment
Treatment
Systems
Co-Production
Diagnosis Overshadowing/Late diagnosis

are the areas that if focused on and improved upon would make a substantial
difference to the cancer pathway that an individual has to go through when faced
with this disease.
This learning was also confirmed through the information obtained from the
professionals and volunteers who are supporting people with cancer on a daily basis.
The information they provided served to underpin the learning we had from each
individual. We believe from the information gather from professionals and volunteers
that they have shown the values and desire to deliver on all 8 themes brought to us
by the participants, and in many cases have delivered on a number of those themes,
however at the moment they lack a systematic approach that will help them to
consistently deliver that level of service for every patient or client they come across
who has a learning disability.
The study has also told us that there appears to be essential services and
information missing at the moment for people who have a learning disability and are
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affected through a loved one having cancer. Again there does not appear to be a
systematic approach that supports someone in this position in the areas that we
have been told about.





Information and Communication
Daily Routine
Emotional Support
Practical Help

How can we move forward?
Our vision for taking what we have learned and putting it into action is as follows.
The creation of a scheme that would pull all of the themes’ identified, into a
systematic approach that would be delivered to any person with a learning disability
who has a cancer diagnosis.
This systematic approach would come in the form of a Macmillan/ENABLE Scotland
partnership scheme.
The Macmillan/ENABLE partnership scheme would tell all professionals that the
person they are working with has a learning disability and their support and care may
have to be approached slightly different in order to accommodate their individual
needs. This may also encourage individuals and their families that although this
experience will be difficult it may not have to be as difficult as many medical
experiences have been for them in the past.

What is the Macmillan/Enable Partnership scheme?
The scheme is a voluntary sign up scheme embraced by cancer services that allow a
person to identify that they have a learning disability and sees a commitment from all
involved with that person’s cancer pathway to consider how their learning disability
impacts each step of that pathway.

How would it work?


The first step would be to set up a user group to help shape and guide the
scheme. This small group would be made up of people who have learning
disabilities and or their family members and have been affected by cancer.
These people will have contributed their story to the study already. The
purpose of the group will be to determine the principals and values of the
scheme and be the people that the operational group will be accountable to.
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The operational group will be a small group of professionals from both
learning disability and cancer services, along with a representative from the
user group. The operational group will look at the processes of the
Macmillan/ENABLE partnership scheme that can deliver the principals and
values set out by this study and the user group.
The next step would be a pledge from a cancer centre or unit to commit to the
principals and processes of the scheme.
Each cancer service within that hospital would nominate a scheme champion
to train to become a Macmillan/ENABLE partnership advocate within their
place of work.
Each champion would receive learning disability awareness/values training
and become familiar with the principals and processes set out within the
Macmillan/ENABLE Partnership scheme agreement.
Every champion will have links with local learning disability services.
The scheme will ensure that there is a multidisciplinary meeting arranged for
the person from early diagnosis. This will ensure a co-productive approach
from early on in the care pathway.
Each individual with a learning disability will be supported to create a person
centred cancer pathway support plan. This will be a live document that will
change and adapt to stay in line with the path that their illness takes. The
person centred cancer pathway support plan will contain details about the
individual that are crucial to the treatment, care and support that they will
need. For example, this may contain details about how the person
communicates, what the person’s likes and dislikes are, some medical history,
the persons story so far to give some insight in to why the person might react
to different situations in a particular way. These are just suggestions of some
information that could be in the document. The important thing is that the
document is a detailed account of what is important to and for that person and
how best to deliver that.
There will be a commitment from the scheme to work closely with local
Learning disability services and work in conjunction with the local area
Learning Disability Strategy.
The champion will be aware of and have access to resources that will support
the person best, for example easy read information, links with learning
disability resources.
All staff within the setting that the person is in will show a commitment to read
the person centred plan for that individual and act on the care strategies
within it.
In order to address the issues raised by people with a learning disability who
have been affected by cancer through a loved one. There will be opportunity
for a person to declare if they have a person close to them who has a learning
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disability and there will be an adapted scheme that they will be able to use to
address the issues for their loved one.
The plan would be to run a pilot scheme within a small number of NHS
facilities to fine tune the processes within the scheme and ensure that the
principals can be delivered in an affective and sustainable way.

This systematic approach will ensure that the learning gained from this study will
have a practical outlet that will embed a more positive care pathway for people who
have a learning disability and have been affected by cancer.

How do the recommendations fit with
national outcomes?
Macmillan Value Based Standard:
The value base for the Macmillan/ENABLE partnership scheme is linked very closely
with the Macmillan Value Based Standard Pledges, and would help to ensure that
these pledges were met for people with learning disabilities. In particular the
following outcomes:










Patient has space to listen and hear information and can be secure in their
reaction to information received. Patient decides if they wish information to be
shared and with whom.
Patients are empowered to share any concerns about what they have been
told. Patients receive better support based on their reaction to information.
Patients understand what options have been considered and why
recommendations for a particular course of treatment have been made. They
know how to prepare for the treatment and have a better understanding of
associated short, medium and longer term treatment consequences. Patients
feel more engaged in their treatment plan.
Patients are able to express their comfort needs, have these needs met, and
be cared for in a clean environment.
Patients are enabled to manage their own care and recognise the ‘normal’
tolerances of their condition. Patients feel better able to control and manage
their condition and to maintain their independence, whilst also understanding
when and who to refer to should they be in need of support.
Patient can disclose information which will help staff to understand them and
act on their needs.
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The Keys to Life:
The principals for the scheme are also closely aligned to the Scottish Governments
Strategy for Learning Disability, The Key’s to Life. This document states that “The
key issue for all effective health care for people with profound and multiple learning
disabilities is good communication between the family, carers and all involved health
professional. The importance of listening to the families and carers and respecting
their knowledge and experience must be acknowledged by all health staff.” The
document also states that “there is a need for specialised training for all health
professionals on communication and learning disabilities.” The Keys to life looks at
some existing services and states that “The outcomes of these initiatives will be the
development of an approach in Scotland that guarantees equity of healthcare
treatment for all people with profound and multiple learning disabilities – regardless
of the extent and complexity of their needs.” The thinking behind the
Macmillan/ENABLE partnership scheme fits in perfectly with this outcome.

Beating Cancer: Ambition and Action:
Beating Cancer: Ambition and Action is the Scottish governments cancer strategy
which was published in March of 2016. This document states the following
ambitions:





People with cancer and their families feeling involved in decision making and
able to make the right decisions for them on the basis of full information.
A radical improvement in experience and quality of life, including at the end of
life.
More equitable access to services and treatment.
A reduction in cancer inequalities.

These are 4 out of the 7 national outcomes that the Macmillan/ENABLE partnership
scheme can contribute towards.

Conclusion
There are many challenges for people with learning disabilities who are affected by
cancer and many for the people who deliver cancer services. However these
challenges are not insurmountable! With the concentration of a relatively small
amount of resources, expertise and a large amount of determination and coproductive work these challenges can be addressed and overcome.
Thank you for taking the time to read the findings of this important study.
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