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KEY POINTS

15% of adults with a learning disability died from cancer, making it the third most common causes in
LeDeR cohort.

The most common cancer-related causes of death were cancers of the digestive system (e.g., bowel
cancer and cancers of the oesophagus), respiratory system, and blood cancers. Notably, 43% of these
deaths were classified as avoidable. Compared to the general population, a higher percentage of adults
with a learning disability died from bowel cancer (27% vs 10%) and oesophagus cancers (12 % vs 5%).

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

50% of the adults with a learning disability who died from cancer, died less than a year after their cancer
was first identified, compared to the general population, where half of adults survive 10 years or more
after their cancer has been identified.

There was evidence to suggest that people with a learning disability were diagnosed at an advanced
stage of cancer before they died (metastatic disease, and use of palliative treatment).

Adults with a learning disability who died from avoidable cancers were more likely to live in a residential
or nursing home and to die in their usual place of residence than those who died from a cancer not
classified as avoidable.

Additionally, they received lower rates of age- and gender-appropriate cancer screening and were less
likely to have had an annual health check in the 12 months before death.




Objectives

This deep dive was commissioned by NHS England’s Learning Disability and Autism Programme. It explores
the lives and deaths of adults with a learning disability who died from cancer in 2021 and 2022.

The specific objectives were:

« To provide a brief review of research articles relating to deaths from cancer in people with a learning
disability.

« To identify the most common cancerous causes of death for adults with a learning disability, including
those categorised as avoidable causes of death, and compare these with the general population.

o To understand the demographics and circumstances of death for adults with a learning disability who
died from cancer.

o To summarise the information provided on focused LeDeR reviews of adults with a learning disability
who died from an avoidable cancer, including information on cancer screening, cancer investigations

and medications.




Background

Cancer is the second most common cause of death globally (World Health Organisation, 2025) and
incidence rates are predicted to increase by 55% by 2040 (Cancer Research UK, 2018).

In the general population in England in 2022, the number of death and age-standardised mortality rate for
cancer (C00-D48) was 143,137 cases and 257.0 per 100,000 people (Office for National Statistics, 2024).
Although the age-standardised mortality rate for cancer has declined since 2001, cancer remains the
leading cause of avoidable mortality. Of these, 57.6% of cancer deaths in the general population (n =
82,450/143,137) were due to avoidable causes (Official Census and Labour Market Statistics, 2025).

Cancer accounts for approximately 15% of deaths in people with a learning disability who have had a
LeDeR review, making it the third most common cause in this review cohort (White, et al., 2023). Academic
research has demonstrated that people with a learning disability experience worse outcomes to cancer
than people in the general population (Cuypers, Schalk, Boonman, Naaldenberg, & Leusink, 2022).
Although incidence rates for cancer are comparable between people with a learning disability and the
general population, cancer is reported as the cause of death approximately 1.5 times more often in people
with a learning disability (Cuypers, Schalk, Boonman, Naaldenberg, & Leusink, 2022).

Identification and treatment

Early diagnosis is important in delivering effective treatment for cancer. Awareness of cancer risk factors
and symptoms is low in adults with a learning disability, paid and unpaid carers and healthcare
practitioners (Gil, Cox, & Whitaker, 2024), and people with a learning disability have reduced uptake for
cancer screening (NHS Digital, 2022). In England, breast cancer screening rates are 15% lower for people
with a learning disability and bowel cancer screening rates are 18% lower for people with a learning
disability in comparison to the rates for the general population.

Research has also demonstrated that cancer is identified later in people with a learning disability in
comparison to the general population and is more likely to be identified in the context of a medical
emergency (Heslop, et al., 2022). 35% of adults with a learning disability who had a LeDeR review who had
cancer listed as a long-term health condition or provided on their death certificate had their cancer
diagnosed during an emergency presentation, and 45% of cancers were at stage four when diagnosed.

Evidence has also shown that oncology nurses feel less confident treating people with a learning disability

in comparison to their other patients (Flynn, Hulbert-Williams, Bramwell, Stevens-Gill, & Hulbert-Williams,
2015). As aresult, people with learning disabilities are often at risk of being excluded from participating in
oncology clinical trials. (Agaronnik, Park, & lezzoni, 2025).

Furthermore, a recent scoping review found that people with a learning disability receive less intensive
cancer treatment than people without a learning disability although more research is needed to explore
the treatment and management of cancer in people with a learning disability (Boonman, Cuypers, Leusink,
Naaldenberg, & Bloemendal, 2022).




Risk factors and cancer types

Recognised risk factors for cancer are more prevalent in people with a learning disability. For example,
people with a learning disability have a higher prevalence of Helicobacter pylori, a carcinogen linked to
stomach cancer, lymphoma and gastric ulcer (O'Hara, McCarthy, & Bouras, 2010; Clarke, Vemuri,
Gunatilake, & Tewari, 2008). Research has also found higher rates of obesity, sedentary behaviour, poor
diet, bowel dysfunction and gastrointestinal reflux disease (GORD) in people with a learning disability in
comparison to the general population (Cooke, 2007). People with a learning disability are also more likely
to live in deprived areas with reduced access to healthcare and emergency services and other social
determinants of ill health (Baker, 2019). People with a syndromic form of learning disability who have DNA
repair disorders, such as ataxia-telangiectasia and Nitrogen breakage syndrome may be more likely to
experience the side effects of cancer treatments due to increased toxicity (Taylor, et al., 2023).

The most common cancers in people with a learning disability differ from those in the general population.
In the general population, lung cancer, breast cancer and prostate cancer are the most common types,
whereas in people with a learning disability the most common types of cancer are cancers of the digestive
organs (O'Leary, Cooper, & Hughes-McCormack, 2017). Oral tumours and cervical cancers may be less
common in people with a learning disability in comparison to the general population (Satge, et al., 2013).
Men with a learning disability may be more likely to develop testicular cancer than people in the general
population (Afshar, et al., 2017). People with Down syndrome also show a 4.7 times higher risk of
developing hematological malignancies, such as leukemia and lymphoma, compared to the general
population (Baksh, et al., 2023).

Aims

There is limited scientific research exploring the treatment and management of cancer in people with a
learning disability, and associated inequalities, and how that may relate to avoidable deaths. This deep dive
is therefore focused on exploring the factors associated with avoidable deaths from cancer in people with a
learning disability using data from LeDeR reviews.




Analysis of data collected from LeDeR reviews

Method

Sample selection

The sample included all adults with a learning disability that received a LeDeR review who died from
cancer in 2021 and 2022. A subsample contained all adults who died avoidably from cancer.

Deaths from cancer were established with reference to the neoplasms chapter in the International
Classification of Diseases 10" revision (ICD-10) (ICD-10 codes: COO to D48).

Avoidable mortality was determined with reference to the

. The OECD definition categorises deaths that occur in people
aged under 75 based on the underlying cause of death. Other factors such as the quality of care the
individual received and co-morbidities are not considered in the classification. A death is avoidable if it was
caused by a preventable or treatable cause. Preventable deaths are from causes that can mainly be
avoided through public health and primary prevention measures. Treatable deaths are from causes that
can mainly be avoided through timely and effective health care interventions.

The cancers that are categorised as avoidable causes of death are:

« Lip, oral cavity and pharynx cancer. « Colorectal cancer.

« Oesophageal cancer. « Breast cancer (female only).
« Stomach cancer. « Uterus cancer.

« Liver cancer. « Testicular cancer.

« Lung cancer. « Thyroid cancer.

+ Mesothelioma. « Hodgkin’s disease.

« Skin (melanoma) cancer. « Lymphoid leukaemia.

« Bladder cancer. « Benign cancers.

o Cervical cancer.

Examples of cancers that are not categorised as avoidable causes of death are:

« Small intestine cancer. « Vulvar cancer.
« Gall bladder cancer. « Vaginal cancer.

¢ Pancreatic cancer.

o Nasal cavity and middle ear cancer.

« Laryngeal cancer.

« Heart, mediastinal and pleural
cancer.

« Bone and articular cartilage cancer.

Ovarian cancer.
Penile cancer.
Prostate cancer.
Brain cancer.

Spinal cord cancer.
Follicular lymphoma.


https://www.oecd.org/health/health-systems/Avoidable-mortality-2019-Joint-OECD-Eurostat-List-preventable-treatable-causes-of-death.pdf
https://www.oecd.org/health/health-systems/Avoidable-mortality-2019-Joint-OECD-Eurostat-List-preventable-treatable-causes-of-death.pdf

Data collection and analysis

Data collection

Death certificate data

A doctor who was involved in the care of a person who has died completes the Medical Certificate of Cause
of Death (MCCD), on which they write the names of the conditions or events which resulted in the person’s
death.

The underlying cause of death is defined by the World Health Organisation (WHO) as the disease or
condition that first triggered the train of events which led to death. The underlying cause of death is
sometimes selected from the lowest available line in part one of the death certificate but can be selected
from anywhere on the death certificate.

Doctors may use different terms to refer to the same condition. A standardised list of 14,200 codes
provided in the ICD-10 is used to code the information provided on death certificates. ICD-10 codes are
specific and vary depending on the cause, location, severity and type of disease or injury. Although one
condition will likely have several ICD-10 codes, they can be grouped based on shared characteristics.

Grouping ICD-10 codes can enable more practical interpretations for clinicians and researchers. However,
conclusions made from different grouping methods may vary.

Codes for cancers are contained within a chapter of the ICD-10 that includes the following codes: C00 to
D48. ICD-10 blocks are a further subdivision of the ICD-10 which contain groups of codes that share a
common characteristic or are for the same condition. For examples, C00-C97 represents malignant
neoplasms and D00-D48 represents in situ and benign neoplasms, and neoplasms of uncertain or unknown
behaviour. Based on ICD-10 coding, we therefore included benign neoplasms in the data analysis.

Focused review data

Focused LeDeR reviews were first introduced in June 2021. They are the most in-depth LeDeR reviews.
Trained reviewers carry out focused reviews by collecting information about a person’s life and
circumstances of death by reviewing the person’s medical notes, communicating with the person’s family
and medical professionals involved in the person’s care.

Focused reviews are carried out if a) the person was from an Ethnic Minority background, b) the reviewer
believed that there would be significant learning gained by conducting the focused review, c) the person’s
family requested a focused review, d) the review fell within a local priority e.g. some local health systems
conduct focused reviews if the person died from pneumonia, e) and/or, the person had been under
restrictions imposed by the mental health or criminal justice system in the five years prior to death. The
information collected in focused reviews includes long-term health conditions, medical history, care
arrangements and quality of care.




Data analysis

The first section of this deep dive uses data from all adults with a learning disability who died from cancer
in 2021 and 2022 who received an initial and/or focused LeDeR review. The most common cancerous
causes of death and the median ages at death are reported.

The second section provides a description of the cancers with the largest contributors to avoidable
mortality for adults with a learning disability who died in 2021 and 2022 who had a LeDeR review. An in-
depth exploration of avoidable mortality in adults with a learning disability was provided using focused
review data. The following information was summarised demographics, long-term health conditions, years
between cancer diagnosis or onset and death, cancer screening uptake, the most common cancer
medications, investigations, and the percentage of adults who had an annual health check and a
medication review conducted by their GP in the 12 months before death.




Results
Sample selection

The sample selection process is shown in Figure 1

Figure 1: Sample selection
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Deaths from cancer

Of all deaths in 2021 and 2022 for adults with a learning disability who had a LeDeR review 15% were
caused by a type of cancer. There were 358 adults with a learning disability who died from cancer in 2021
who had a LeDeR review and 284 in 2022 (642 in total).

Causes of death

In 2021 and 2022, 36% of deaths from cancer in adults with a learning disability who had a LeDeR review
were from cancers of the digestive organs. The next most common cause of death from cancer was of the
respiratory and intrathoracic organs, which caused 10% of deaths. 8% of deaths from cancer were caused
by those of the lymphoid, hematopoietic and related tissues (including leukaemia, lymphoma and
myeloma), unspecified sites and breast cancer.

In adults with a learning disability a higher percentage of deaths from cancer were caused by cancers of
the digestive organs (36%) vs 30% of deaths from cancer in adults from the general population. Cancers of
the respiratory and intrathoracic organs caused a lower percentage of deaths from cancer in adults with a
learning disability (10%) in comparison to the general population (20%).

Table 1 shows the 15 most common causes of death from cancer for adults with a learning disability who
died in 2021 and 2022 who had a LeDeR review; these causes of death for adult males and females with a
learning disability can be found in appendix 1 and 2.




Table 1: The 15 most common cancerous causes of death for adults with a learning disability who
died in 2021 and 2022 who had a LeDeR review

Adults with a learning disability General
who had a LeDeR review and died population (Age
from cancer (n = 642) 20+ 2021-2022)
% of cancer % of cancer
ICD-10 block ICD-10 codes Number
deaths deaths
Digestive organs C15-C26 234 36% 30%
Bowel C18-C21 98 15% 11%
Oesophagus C15 39 6% 5%
Liver C22 15 2% 4%
Stomach C16 11 2% 2%
Respiratory and
intrathoracic organs C30-C39 62 10% 20%
(e.g. lung)
Lymphoid,
hematopoietic, and C81-C96 54 8% 8%
related tissue
Ill-defined, secondary
e C76-C80 53 8% 6%
and unspecified sites
Breast C50 51 8% 7%
Urinary tract C64-C68 47 7% 6%
Female genital organs C51-C58 46 7% 5%
Male genital organs C60-C63 25 4% 7%
Eye, brain and other
parts of the central C69-C72 24 4% 3%
nervous system
Skin C43-C44 15 2% 2%
Lip, oral cavity and
C00-C14 12 2% 2%
pharynx
Benign neoplasms D10-D36 10 2% 0.4%
Mesothelial and soft
) C45-C49 5 1% 2%
tissue




Bone and articular
) C40-C41 * <1% 0.2%
cartilage
Thyroid and other
i C73-C75 * <1% 0.3%
endocrine glands
Total number of adults
. C00-D48 642 100% 100%
that died from cancer

Age at death

The median age at death for all adults with a learning disability who died of cancers and had a LeDeR
review was 63.2 years, compared to 62.9 years for all adults with a learning disability regardless of cause of
death and 81.9 years for the general population in England and Wales who died from any cause in 2022.

In the general population between 2017 and 2019 people aged 75+ accounted for more than half (54%) of
deaths caused by cancer (Cancer Research UK, 2015). 58% of bowel cancer deaths (Cancer Research UK,
2015), 50% of lung cancer deaths (Cancer Research UK, 2015) and 48% of breast cancer deaths were in
people aged 75+ (Cancer Research UK, 2015).

Figure 2: The median age at death for the most common causes of death from cancer in adults
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Avoidable deaths from cancer

Deaths from certain conditions which occur in people aged under 75 years old are classified as avoidable.

43% of all deaths from cancer that occurred in 2021 and 2022 for adults with a learning disability who
received a LeDeR review were classed as avoidable. The highest proportion of avoidable deaths were from
cancers of the digestive system (47%), lung (15%) and breast cancer (14%). See Table 3 for more
information.

A higher percentage of avoidable deaths in adults with a learning disability were caused by bowel cancer,
cancer of the oesophagus, and breast cancer in comparison to adults aged older than 20 years from the
general population.

A lower percentage of avoidable deaths in adults with a learning disability were caused from lung cancer
compared to adults aged over 20 from the general population.




Table 2: The 9 most common causes of death from cancer that are classified as avoidable for adults with
a learning disability

General
Adults who died from a cancer .
\pe . population
classified as an avoidable cause of
death (Age 20+,
death (n=278)
2021-2022)
% of avoidable % of avoidable
ICD-10 blocks ICD-10 codes Number 0 °
cancer deaths cancer deaths
Total number of adults
that died from a cancer
classified as an All below 278 100%
avoidable cause of
death
Digestive organs C15-C26 131 47% 31%
Bowel C18-C21 75 27% 10%
Oesophagus C15 32 12% 5%
Liver C22 14 5% 4%
Stomach Cle 10 4% 2%
Lung C30-C39 42 15% 22%
Breast C50 40 14% 8%
Female genital organs C51-C58 22 8% 6%
Urinary tract C64-C68 19 7% 5%
Lip, oral cavity and
C00-C14 9 3% 3%
pharynx
Skin C43-C44 8 3% 2%
Male genital organs C60-C63 * <2% 4%
Lymphoid,
hematopoietic, and C81-C96 * <2% 7%
related tissue




Analysis of focused review data

Demographics

Based on the focused review data, the age, sex, ethnicity and level of learning disability of adults with a
learning disability who died from cancer were similar between those who died from an avoidable cancer
and those who died from a cancer not classified as avoidable. Compared to those who died from a cancer
not classified as avoidable, adults who died from an avoidable cancer were more likely to live in a
residential or nursing home and to die in their usual place of residence.

Table 3: Socio-demographics of the adults who died from a cancer that is classified as avoidable that had a

focused LeDeR review

Adults with a learning
disability who died
from a cancer that is
classified as avoidable
(n=66)

Adults with a learning
disability who died
from cancer that was
not classified as
avoidable

(n=57)

Adults with a learning
disability who died
from non-cancer
causes

(n=905)

Age at death

Median age at death (IQR)

60 years (13.8 years)

60 years (20 years)

56 years (25.4 years)

Sex n (%) n (%) n (%)
Male 34 (52%) 29 (51%) 512 (56%)
Female 31 (48%) 28 (49%) 393 (43%)
Ethnicity

White 53 (85%) 43 (80%) 635 (70%)
ethnic minority 9 (15%) 11 (20%) 270 (30%)




Level of learning disability

Mild 24 (36%) 26 (45%) 157 (17%)
Moderate 18 (27%) 11 (19%) 206 (23%)
Severe 13 (20%) 12 (21%) 229 (25%)
Profound/multiple * (<8%) * (<9%) 69 (7%)

Not known 9 (14%) 6 (11%) 244 (27%)

Accommodation type

Residential/nursing home 29 (45%) 17 (30%) 344 (38%)
Family home 16 (25%) 14 (25%) 319 (35%)
Supported living 11 (17%) 18 (32%) 202 (22%)
Other 9 (14%) 8 (14%) 40 (4%)

Place of death

Hospital 30 (46%) 33 (58%) 596 (66%)
Usual place of residence 27 (42%) 20 (35%) 273 (30%)
Other / Unknown 8 (12%) * (<9%) 33 (4%)
Total number of adults 66 (100%) 57 (100%) 905 (100%)

The Interquartile Range (IQR) represents the difference between the 75th and 25th percentiles of the age
at death data.

Long-term health conditions

The percentages of adults who died from an avoidable cancer who had a renal condition, sensory
impairment, cardiovascular condition or diabetes were lower in comparison to adults who died from a
cancer that was not classified as avoidable. However, these differences were not statistically significant
according to Fisher's exact test (p>0.05).




Table 4: Comparison of long-term health conditions among adults with a learning disability who died from avoidable
cancer vs. not classified avoidable cancers based on focused LeDeR reviews

Adults with a learning
disability who died from

Adults with a learning
disability who died from

Adults with a
learning disability

an avoidable cancer who cancer that was not classified who died from p-
had a focused LeDeR as avoidable and had a value
. . non-cancer causes
review focused LeDeR review
(n=905)
(n=66) (n=57)
n (%) n (%) n (%)
Cancer 56 (85%) 49 (86%) 29 (3%) 0.595
Cardiovascular
conditions (other
ftions ( 12 (18%) 18 (32%) 140 (16%) 0.096
than
hypertension)
Cerebral palsy 9 (14%) * (<9%) 79 (9%) 0.139
Dementia * (<8%) * (<9%) 117 (13%) 1.000
Diabetes 9 (14%) 12 (21%) 158 (18%) 0.339
Down syndrome * (<8%) * (<9%) 104 (12%) 1.000
Epilepsy 20 (30%) 19 (33%) 362 (40%) 0.846
Hypertension * (<8%) 8 (14%) 150 (17%) 0.110
Any mental health
yme 14 (21%) 15 (26%) 225 (25%) 0.530
condition
Musculoskeletal
o 9 (14%) 10 (18%) 243 (27%) 0.621
conditions
Obesity 13 (20%) 9 (16%) 158 (18%) 0.642
Parkinson’s 0 (0%) 0 (0%) 19 (2%) -
Renal (kid
enal (kidney) * (<8%) 9 (16%) 122 (14%) 0.064

conditions




Respiratory
N 13 (20%) 13 (23%) 290 (32%) 0.825
conditions
Sensory
) ] 15 (23%) 19 (33%) 275 (30%) 0.227
impairment
Swallowing
o 18 (27%) 15 (26%) 372 (41%) 1.000
difficulties
Median number
of long-term
3(2 4 (2 -
health conditions ) )
(IQR)
Total number of
. 66 (100%) 57 (100%) 905 (100%) -
focused reviews

*These cells include fewer than 5 cases and were input as 3 cases in the Fisher’s exact test.

Years between cancer diagnosis or onset and death

LeDeR reviewers reported that 52% of adults with a learning disability who develop a type of cancer die
less than one year after the cancer was first identified or diagnosed. 75% were reported to have died in
under two years after diagnosis or onset.

In comparison in the general population from 2010-2011, 50% of adults in England and Wales survived
their cancer for 10 years or more (Cancer Research UK, 2023).

Almost 55% of people in the general population survive their bowel cancer for 10 years or more and
almost 80% of people survive their breast cancer for 10 years or more (Office for National Statistics,
2019a). Between 5% and 10% of people in the general population survive lung cancer for 10 years or more
(Office for National Statistics, 2019a), and almost 20% survive 5 years or more (Office for National
Statistics, 2019b).

On the focused review form there is no question specifically about the stage of cancer at diagnosis.
However, it was commonly noted that in the description of the person’s treatment and management that
the person’s cancer has metastasised prior to diagnosis and that the person was offered palliative care in
preference to cancer treatments. Furthermore, as can be seen in the table below, the majority (75%) of
those who had died from cancer and had a focused review, had died within less than 2 years from

diagnosis.




Table 5: Years between cancer diagnosis or onset and death

Adults who died from all cancers
who had a focused LeDeR review
(n=123)

Years between cancer

) . n (%)

diagnosis or onset and death

<1 64 (52%)

1 28 (23%)

2 6 (5%)

3 * (<5%)

4 *(<5%)

4+ *(<5%)

Not known 17 (14%)

Total 123 (100%)

Screening

Screening programmes in the NHS include breast, bowel, and cervical. Breast cancer screening is offered
to all women every three years between the ages of 50 and 71 (NHS, 2021).

Bowel cancer screening is offered every two years to all people aged between 54 and 74. The age
threshold is gradually being lowered to include people aged between 50 and 53 (NHS, 2021).

Cervical screening is offered to all people with a cervix aged between 25 and 64. Cervical screening is
offered every 3 years for people aged 25 to 49 and every 5 years for people aged 50 to 64 (NHS, 2023).

Of adults with a learning disability who received a LeDeR review and died from a cancer that is classified as
an avoidable cause of death, 30% were reported to have had all age and gender appropriate screening.
Almost half of these adults were reported to have some or no age and gender appropriate screening,
which is lower than the 65% among those who died from a cancer not classified as avoidable.




LeDeR reviewers had the opportunity to comment on screening uptake. The reasons why adults did not
have screening tests included: backlog due the COVID-19 pandemic, lack of a response to screening
invitations, people declining to have screening.

The proportion of adults who died from an avoidable cancer who received all age and gender appropriate
screening was similar for adults who died from any type of cancer.

Table 6: The percentage of adults with a learning disability who received a LeDeR review who died from a
cancer that is classified as an avoidable cause of death, who had all age and gender appropriate screening

completed
Adults with a .
. . . . Adults with a
Adults with a learning disability | Adults with a . L
. . . . e learning disability
learning disability | who died from learning disability who died from
who died from an | cancer that was who died from all
. ipe non-cancer
avoidable cancer | not classified as cancers
. causes
(n =66) avoidable (n=123)
(n=905)
(n=57)
Age and gender
appropriate
pprepr n (%) n (%) n (%) n (%)
screening
completed
All 20 (30%) 13 (23%) 33 (27%) 261 (29%)
Some or none 32 (49%) 37 (65%) 69 (56%) 461 (51%)
Not known 14 (21%) 7 (12%) 21 (17%) 177 (20%)




Diagnosis, treatment and management

Annual health checks

Reviewers reported that 45% of adults who died from an avoidable cancer in 2021 and 2022 that received
a focused LeDeR review had an annual health check in the 12 months before death , which is lower than
the 51% among those who died from a cancer not classified as avoidable.

A slightly lower percentage of adults who died from a cancer that was classified as avoidable had an annual
health check in the 12 months before death.

Table 7: The proportion of adults with a learning disability who had a LeDeR review, who died from a cancer
that is classified as an avoidable cause of death who had annual health checks

Adults with a
learning disability
who died from an
avoidable cancer

Adults with a
learning disability
who died from
cancer that was
not classified as

Adults with a
learning disability
who died from all
cancers

Adults with a
learning disability
who died from
non-cancer causes

(n=66) avoidable (n=123) (n=905)
(n=57)

Annual health

heck in the 12
cheet e N (%) n (%) n (%) n (%)
months prior to
death
Yes 30 (45%) 29 (51%) 59 (48%) 538 (59%)
No 18 (27%) 12 (21%) 30 (24%) 189 (21%)
Not known 18 (27%) 16 (28%) 34 (28%) 34 (4%)
Cancer investigations

LeDeR reviewers recorded 130 cancer investigations on the focused reviews of the 66 adults with a
learning disability who died in 2021 and 2022 from an avoidable cancer. 34% were Computed Tomography

(CT) scans, 12% were biopsies and 10% were Magnetic Resonance Imaging (MRI) scans.

The seven most common cancer investigations received by adults with a learning disability who died from
an avoidable cancer were the same as the seven most common investigations received by adults who died
from cancer that was not classified as avoidable.




Table 8: The seven most common cancer investigations undertaken for adults with a learning disability

that died from cancers that are classified as avoidable

Adults who died from a
cancer classified as an
avoidable cause of
death

(n=66)

Adults with a learning
disability who died
from cancer that was
not classified as
avoidable

(n=57)

Adults with a learning
disability who died
from all cancers (n =
123)

Type of cancer
investigation

% of all cancer
investigations

% of all cancer
investigations

% of all cancer
investigations

investigations

CT scan 34% 35% 38%
Biopsy 12% 10% 12%

MRI 10% 3% 8%

X-Ray 8% 12% 11%
Ultrasound 8% 5% 7%

Blood tests 8% 5% 7%
Colonoscopy 5% *(<3%) 3%

Total number of 130 (100%) 147 247 (100%)

Medications

LeDeR reviewers reported that 85% of adults with a learning disability who died from an avoidable cancer

in 2021 and 2022 had their medications reviewed by their GP in the 12 months prior to death as part of the

annual medicines review process




Table 9: The proportion of adults with a learning disability who had a LeDeR review, who died from a
cancer that is classified as an avoidable cause of death whose GP reviewed their medication in the 12
months before death as part of the annual medicines review process

Adults with a
learning disability
who died from an

Adults with a
learning disability
who died from
cancer that was

Adults with a
learning disability
who died from all

Adults with a
learning disability
who died from

. . non-cancer
avoidable cancer not classified as cancers
. causes
(n=66) avoidable (n=123)
(n=905)
(n=57)
GP reviewed
dication in 12
medication in n (%) n (%) n (%) n (%)
months before
death
Yes 56 (85%) 51 (89%) 107 (87%) 764 (84%)
No 6 (9%) * (<9%) * (<9%) 88 (10%)
Not known * (<9%) * (<9%) * (<9%) 47 (5%)

Reviewers provided a list of medications used to treat the person’s cancer. A total of 72 medications were
recorded on the cancer forms of the adults with a learning disability who died in 2021 and 2022 from an
avoidable cancer who had a focused LeDeR review. 18% of medications were chemotherapeutic agents

e.g. letrozole, 35% were analgesics e.g. morphine and 42% were medications used for symptoms of cancer
or side effects from treatment e.g. levomepromazine. Other medications made up 6% of the medications
used to treat cancer in adults who died from an avoidable cancer. This suggests that use of palliative
medications was common and that many people with a learning disability who died with cancer were in
advanced stages of the disease.




Discussion

There were 642 adults with a learning disability who died from cancer in 2021 and 2022 who had a LeDeR
review. 43% of these deaths were classified as avoidable i.e. the death occurred from a type of cancer
classed as either preventable or treatable.

The most common cancerous cause of death for adults with a learning disability were cancers of the
digestive system, which mostly consists of people who died from bowel cancer and cancers of the
oesophagus. The other most common cancerous causes of death include cancers of the respiratory system,
blood cancers e.g. of lymphoid, hematopoietic and related tissue, cancers of unspecified sites, and cancers
of the breast. Importantly, compared to the general population, a higher percentage of adults with a
learning disability died from bowel cancer.

The median age at death for adults with a learning disability who died from cancer was lower than that of
the general population who died from any cause in 2022 (63.2 years vs 81.9 years). Also, compared to the
general population, there was a higher percentage of avoidable deaths from bowel cancer, oesophageal
cancer, and breast cancer among adults with a learning disability.

Bowel cancer accounted for a large proportion of deaths from cancer in adults with a learning disability, a
greater percentage than in adults from the general population. Although cancers of the respiratory and
intrathoracic organs were less common than in the general population, they are the second most common
cause of death from cancer in adults with a learning disability who have had a LeDeR review. Bowel cancer
and breast cancer account for a larger proportion of avoidable deaths from cancer in adults with a learning
disability who have had LeDeR reviews in comparison to the general population.

Identifying cancer as early as possible, before it has metastasised or resulted in an emergency
presentation, is important in lowering the risk of dying from cancer for adults with a learning disability.
The findings of the current analysis appeared to support this approach to cancer care. For example, LeDeR
reviewers often commented that the person’s cancer had metastasised, or the person was treated with
palliative care in preference to cancer treatment in the description of the treatment and management of
cancer for the adults who died avoidably from cancer. This was also reflected in the type of medication
treatments recorded by reviewers where the majority of treatments were palliative, with only 18% being
chemotherapeutic.

Furthermore, reviewers reported that only 30% of adults had all age and gender appropriate screening
before death.

These findings all suggest that cancers are identified late in people with a learning disability. As a result,
more than 50% died less than a year after their cancer was first identified, and 75% died less than two
years after their cancer was first identified or diagnosed, while in the general population, half of adults
survive 10 years or more after their cancer has been identified.




Strengths and limitations
The strengths and limitations of this deep dive are outlined below.

Strengths

Determining the contributors to the health inequality experienced by adults with a learning disability who
have cancer is important as cancer is a common cause of death in people with a learning disability. LeDeR
covers a wide range of aspects related to this topic, including the demographics, long-term health
conditions, screening, diagnosis, treatment, and management of adults with a learning disability who died
from cancer.

Limitations

The analyses were based on data collected from LeDeR reviews, with MCCD data included as well. The
adults with a learning disability who died from cancer and whose deaths were not notified to LeDeR could
not be included in the analysis. Focused reviews are conducted by trained reviewers who gather detailed
information about the person’s medical history, social care, circumstances of death, and quality of care.

Focused reviews are only performed in certain circumstances including if the person was from a British
Minority Ethnic background, the reviewer believed that there would be significant learning gained by
conducting the focused review, the person’s family requested a focused review, the review fell within a
local priority e.g. some health services conduct focused reviews if the person died from pneumonia, the
person had been under restrictions imposed by the mental health or criminal justice systems in the five
years before death. This reduces confidence in generalising our findings to the experiences of other adults
with a learning disability.

The focus on avoidable deaths from cancer and use of focused review data meant that the results were
difficult to compare with other groups of people with a learning disability. Longitudinal analyses and
analyses of subgroups of adults who died from avoidable cancers will become possible as more time is
allowed for the completion of focused reviews which were first introduced in June 2021.

Future work

Future analyses and research may benefit from considering the stage of cancer on first contact with
healthcare services. Furthermore, more data is required on whether the person had some or none of the
age and gender appropriate screening on offer to them.




Summary

This deep dive provides a brief review of the causes of cancer-related deaths among adults with a learning
disability. Using LeDeR data from both initial and focused reviews, we identified the following:

« The most common cancer-related causes of death were cancers of the digestive system, respiratory
system, and blood cancers. 43% of these deaths were classified as avoidable.

« Compared with the general population, a higher percentage of adults with a learning disability died
from bowel cancer (27% vs 10%), and oesophagus cancers (12% vs 5%).

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

e 75% of the adults with a learning disability who died from cancer died within two years after their
cancer was first identified compared to the general population, where half of adults survive 10 years or
more after their cancer has been identified.

« There was evidence to suggest that people with a learning disability were diagnosed at an advanced
stage of cancer before they died (metastatic disease, and use of palliative treatment).

« Adults with a learning disability who died from avoidable cancers were more likely to live in a
residential or nursing home and to die in their usual place of residence than those who died from a
cancer not classified as avoidable.

« Additionally, they received lower rates of age and gender-appropriate cancer screening and were less
likely to have had an annual health check in the 12 months before death.

Recommendations

Practice

« Prevention: families, caregivers and people with a learning disability should receive appropriate
information to raise awareness of the risk factors for cancer

« Identification: families, caregivers and people with a learning disability would benefit from appropriate
information on how to detect the symptoms of cancer in people with a learning disability

« Identification: health professionals should have a low threshold for investigating people who present
with symptoms suggestive of cancer

« Identification: adults with a learning disability should be proactively supported to receive cancer
screening as soon as they are eligible

« Identification: reasonable adjustments should be proactively provided by healthcare providers and
health and social care professionals where appropriate, to ensure routine care packages and screening
are taken up

o Treatment: clinicians should ensure that people with a learning disability are offered equitable access
to curative treatment which is reasonably adjusted

« Training: staff in specialist cancer services should be trained in supporting people with learning
disability




Research

Research using patient population data could be used to better determine how the rates of cancer
survival in adults with a learning disability compare to the general population. If a large enough sample
was obtained, this could include looking at cancer survival in adults with a learning disability at each
stage of cancer. This could include further work to better understand why people with a learning
disability with cancer often present in late-stage disease, and die soon after diagnosis.

Research on access to screening, curative treatment, and cancer investigations compared with the
general population.

Research to establish the optimum screening ages for adults with a learning disability. The feasibility
and cost of lowering the screening age for some cancers for adults with a learning disability should be
considered.

Research on how the NHS, ICBs, health care providers, and health and social care professionals can
support adults with a learning disability, their families and carers to reduce cancer risk factors,
recognise the symptoms of cancer, attend screening, and receive investigation and treatment
Research to increase inclusion of people with learning disability to clinical trials in cancer research.
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Appendix 1: The most common causes of death from cancer for adult males with a
learning disability

General
Adults who died from cancer population death
(n 340) (Age 20+, 2021-
2022)
Number (remove
ICD-10 blocks ICD-10 codes | ) % of cancer deaths | % of deaths
column
Digestive organs C15-C26 128 | % %
Lungs C30-C39 47 | % %
Stated or
presumed to be
primary, of
. C81-C96 35| % %
lymphoid,
hematopoietic,
and related tissue
Urinary tract C64-C68 34 | % %
Ill-defined,
secondary and C76-C80 26
unspecified sites
Male genital
C60-C63 25 | % %
organs
Eye, brain and
other parts of the
C69-C72 16
central nervous
system
Skin C43-C44 10 | % %
Lip, oral cavity and
P Y C00-C14 9 | % %
pharynx
Benign neoplasms | D10-D36 * % %




Bone and articular

_ C40-C41 % %
cartilage
Mesothelial and
. C45-C49 % %
soft tissue
Breast C50 % %
Thyroid and other
i C73-C75 % %
endocrine glands
Total number of
males that died
from a cancer
C00-C48 340 100%

classified as an
avoidable cause of
death




Appendix 2: The most common causes of death from cancer for adult females with a
learning disability

General
Adults who died from cancer population death
(n=302) (Age 20+, 2021-
2022)
Number (remove
ICD-10 blocks ICD-10 codes | ) % of cancer deaths | % of deaths
column
Digestive organs C15-C26 106 | % %
Breast C50 50
Female genital
C51-C58 46 | % %
organs
IlI-defined,
secondary and C76-C80 27
unspecified sites
Stated or
presumed to be
rimary, of
primary; C81-C96 * % %
lymphoid,
hematopoietic,
and related tissue
Lungs C30-C39 10 | % %
Urinary tract C64-C68 6| % %
Eye, brain and
other parts of the
P C69-C72 8| % %
central nervous
system
Benign neoplasms | D10-D36 6| % %
Skin C43-C44 5% %
Lip, oral cavity and
P Y C00-C14 * % %
pharynx




Mesothelial and

, C45-C49 % %

soft tissue
Bone and articular

) C40-C41 % %
cartilage
Total number of
females that died
from a cancer

All above 302 100%

classified as an
avoidable cause of
death




