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Approach to
terminology

The NHS Race and Health Observatory has developed five principles that
can be followed when talking about race and ethnicity (NHS Race and Health
Observatory, 2021). Throughout this report, an active effort has been made to
adhere to these principles:

e Where possible, we have been specific about the ethnic backgrounds of
people that we are referring to.

e We have avoided the use of acronyms or initialisms such as ‘BME’ or
‘BAME’.

¢ We have only used collective terminology where it was necessary and guided
by context. For example, when analysing data from external data sources
with pre-defined ethnicity groupings, or where we are referring to the findings
of pre-existing literature.

¢ We have been transparent about the language that we use throughout this
report.

e We understand that acceptable terminology changes over time. As such, we
will remain adaptable to changing our terminology in future work.

Where we are not referring to people from specific ethnic backgrounds, we will
use the term ethnic minority. When we are talking about people from an ethnic
minority background, we are referring to all ethnic groups except ‘White British’.
Ethnic minority also includes white ethnic minority groupings such as Gypsy,
Roma and Irish Traveller groups.

Though the terms ‘learning disability’ and ‘intellectual disability’ are often used
interchangeably, from here on we will use the term ‘learning disability’. When
we talk about the people with a learning disability who have contributed to this
project, we use the term ‘self-advocate’.



Introduction

What is a learning disability?

People with a learning disability may find it difficult to understand new and
complicated information, learn new skills and live independently (Department
of Health, 2001). It is estimated that there are approximately 1.5 million people
with a learning disability in the United Kingdom (UK), of which 1.2 million are
estimated to be from England (Estimates of the Population for the UK, Englana,
Wales, Scotland and Northern Ireland - Office for National Statistics, 2019).

What is ethnicity?

Ethnicity encompasses a broad range of socially constructed characteristics
as well as some biological and genetic variation. In the UK, this has included
country of birth, nationality, language spoken at home, national/geographical
origin, and religion. Ethnic group, religion and national identity are self-
identification measures reflecting how people define themselves, but these can
be particularly challenging concepts for some people with a learning disability
who may rely on others (family members for example) to define these on their
behalf. Skin colour as a method for categorisation of ethnicity is considered
unacceptable by some, but forms an important part of the racism that people
experience. Thus, ethnicity is a multifaceted concept which can be explored
through different lenses.

What is race and racism?

Ethnicity and race are inherently related, and the definition of ‘race’ in Section
9 of the Equality Act 2010 specifies that ‘race includes colour, nationality and
ethnic and national origins’. The Equality Act 2010 defines four types of racial
discrimination:

1. Being treated worse than another person in a similar situation because of
one’s race (direct discrimination).

2. When an organisation has a particular policy or practice that puts people from
a certain racial group at a disadvantage (indirect discrimination).
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3. When someone is made to feel humiliated, offended or degraded in relation to
their race (harassment).

4. Someone being treated badly because they have made a complaint of racism
(victimisation). In addition, in criminal law, race hate is a range of criminal
behaviour where the perpetrator is motivated by hostility or demonstrates
hostility towards a person’s race.

Racism can be a challenging concept for a person with a learning disability,
particularly indirect experiences of racism such as being racially stereotyped,
which are often harder to detect than direct racial slurs or hate speech. People
with a learning disability have the additional challenge of ableism, which may
be easier for them to understand as it will have a more direct impact on their
experience, for example, not being given information in a way that they can
understand or being spoken to in a patronising, infantilising way.

Health outcomes in people with a learning
disability from ethnic minority backgrounds

There are differences in the prevalence of learning disability among certain
ethnic minority populations, for example, higher rates of identification of more
severe forms of learning disability have been documented among children of
Pakistani and Bangladeshi heritage (Emerson, 2012).

The existing literature has repeatedly reported that people with a learning
disability from ethnic minority backgrounds experience significant inequalities

in relation to health outcomes. For example, the 2021 Learning from lives

and deaths of people with a learning disability and autistic people (LeDeR)
report highlighted significant differences in age at death depending on ethnic
background. Specifically, only 10% of people reported to LeDeR from an ‘Asian/
Asian British’ background died aged 65 or over in 2021, in comparison to 42% of
people from a ‘white’ background (White et al., 2022).

The COVID-19 pandemic has further highlighted both the extent of the ethnic
disparities in health outcomes in the general population and the degree to which
this has impacted people with a learning disability. During the first wave of the
pandemic, ethnic minority groups experienced higher prevalence, incidence
and mortality related to COVID-19 (SAGE, 2020). The Care Quality Commission
(CQC) reported an increase of 134% in the number of deaths of people with a
learning disability during the first lockdown in the UK (CQC, 2020) with people
with a learning disability presenting with more severe symptoms. People with a
learning disability were at 56% increased risk of death of COVID-19 following
hospitalisation and were dying at a rate 1.44 faster than the general population
(Baksh et al., 2021). People with a learning disability were six times more likely to
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die of COVID-19, with disproportionate number of deaths (40%) of people from
‘Black’ and ‘Pakistani’ communities (Burke & Ong, 2021).

Evidence from the 2019 LeDeR review highlighted that people from an ethnic
minority background had a lower median age at death, regardless of the severity
of their learning disability (Heslop et al., 2019). Furthermore, in the LeDeR report
looking at the deaths that occurred in 2021, being of a ‘Black, Black British,
Caribbean or African’ ethnicity was associated with the highest risk of death at

a younger age compared to the ‘white’ population (White et al., 2022). Coupled
with the evidence that people from ethnic minority backgrounds with a learning
disability were disproportionately affected by COVID-19 related mortality (Burke
& Ong, 2021), it is important to consider why people from these backgrounds
experience such levels of health inequalities, and die at a younger age.

Barriers to healthcare among people with
a learning disability from ethnic minority
backgrounds

These inequalities are not limited to health outcomes; a systematic review by
Robertson et al. (2019) highlighted multiple barriers for access to healthcare
among people with a learning disability from ‘South Asian’ backgrounds.
Reasons for this include a low awareness of specialist services, language
barriers, discrimination in service access and a lack of cultural competency
within services.

People from ethnic minority groups experience inequalities in relation to access
and experiences of healthcare, alongside poorer health outcomes (Kapadia

et al., 2022). However, people from ethnic minorities who also have a learning
disability can experience inequalities based on both factors, which has been
described as a ‘double discrimination’. For instance, previous literature has
highlighted that people from ethnic minority backgrounds with a learning
disability have poorer access to specialist services (Bhaumik et al., 2008; Dura-
Vila & Hodes, 2009) and experience barriers to healthcare usage, stemming
from a lack of cultural competency within services. Such barriers include a failure
to accommodate an individual’s spoken language (Hatton et al., 1998; Heer,
Rose & Larkin, 2016) and a lack of cultural and religious sensitivity when using
services (Bonell, Ali, Hall, Chinn, & Patkas, 2011; Chinn, Hall, Ali, Hassell, &
Patkas, 2011; Raghavan & Waseem, 2007).
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What are the gaps we need to explore?

As the above evidence highlights, people from ethnic minority backgrounds

with a learning disability experience significant inequalities in terms of access,
experience and outcomes of care. Given the underrepresentation of this group
in research, it is important to dedicate specialised research to understanding the
challenges faced by people from ethnic minorities who have a learning disability,
and offer evidence-based recommendation and solutions.

Firstly, there is limited evidence reviewing the wider picture of inequalities.

This was addressed by conducting a policy review (Section1) and a review of
administrative databases (Section 2), alongside a literature review (Section 3) to
explore research conducted in this field thus far. Together these reviews provide
a better understanding of the nature of the inequalities faced by those from
ethnic minority backgrounds with a learning disability, and the efforts required

to address them. The findings of the literature review were taken to a group of
‘experts by experience’ in a series of experience-based co-design workshops to
understand how academic findings relate to lived experience (Part B).

A further aspect of this work was to analyse quantitative data pertaining to
ethnicity and learning disability using English health datasets. Firstly, the
ethnicity codes of patients on the learning disability register within the Lancashire
and South Cumbria Integrated Care Board (ICB) were analysed, as a case
study, to assess the completeness and validity of these codes in relation to both
the NHS Data Dictionary, and the 2011 census categories (Section 4). In addition
to this, a secondary analyses of data generated from the LeDeR programme
were conducted, to allow for a more detailed review of the differences in health
outcomes and circumstances of death experienced by people with a learning
disability from ethnic minority backgrounds (Section 5).

Taken together, insights from the findings have been used to make evidence-
based recommendations for reducing inequalities in healthcare experienced by

people with a learning disability from an ethnic minority background. A study
flow diagram can be found in Appendix O (Figure 1).

Aims of this work

The key aim was to address the following questions in relation to ethnic minority
population groups who have a learning disability:

e What do we know about the current causes of health inequalities in relation to
access, experience and outcomes?
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e What are the current policy approaches that aim to address health inequalities
in this area?

e To what extent can differences in outcomes be quantified through
available data?

e Do insights from answering the above questions fit with lived experience?
Methodological approach

Understanding the lived experiences of ethnic minority populations, including
measuring and comprehending racism within the health and social care sector
is challenging and limited, therefore recruitment and design for the planned
research was built on best practice (Farooqi et al., 2018).

Six components were conducted as part of the broader review:

1. A review of the existing policies in England pertaining to people with a
learning disability from an ethnic minority group.

2. A review of administrative databases with regard to inclusion of data relating
to ethnicity and people with a learning disability.

3. A scoping review of the literature on access and experience of health and
care services, and health outcomes for people with learning disability from

ethnic minorities.

4. Workshops where people with lived experiences can share their thoughts
about certain themes which have emerged from the scoping review.

5. Quantitative analyses of ethnicity coding of patients on the learning disability
register, focussing on Lancashire and South Cumbria ICB as a case example.

Quantitative analyses of health outcome data generated from the LeDeR
programme between 2018-2021.

13



Section 1:
Policy review

The following policy review focuses on relevant national policy documents
related to England from 2001 onwards, with some comparative policies from
national learning disability strategies in Wales, Scotland and Northern Ireland.
Policy documents for England include:

e NHS England and other national policies specifically concerning people with a
learning disability (e.g. Building The Right Support) or including components
relating to people with a learning disability (e.g. the NHS Long Term Plan)

e DHSC responses to relevant reports and consultations (e.g. responses to
LeDeR programme reports and reports from Parliamentary Committees)

* Relevant White Papers (e.g. the Adult Social Care Reform White Paper 2021)
and legislation relevant to services for people with a learning disability (e.g.
The Care Act 2014).

There are no databases, nor a consistent use of terminology, that allow a text-
based systematic review of policy related to health and social care that may be
relevant to people with a learning disability from ethnic minority backgrounds.
Therefore, a candidate list of policy-relevant documents to be reviewed was
produced by the review team in May 2022 and shared with stakeholders for
suggested additions and changes. The policy review was also discussed with
the review’s working group in June 2022, which resulted in some further changes
to how we carried out the policy review. The policy review is located in

Appendix 1.

Four pieces of legislation were reviewed (Carers and Disabled Children Act
2000; Children and Families Act 2014; Care Act 2014; Down Syndrome Act
2022) — none of them contained information or specific policy direction in relation
to people with a learning disability from any ethnic minority group.

Thirty-six government/NHS England/arms length bodies policies and government
responses were reviewed, 21 one of which specifically related to people

with a learning disability and 15 of which were broader but included people

with a learning disability within their scope. From elsewhere in the UK, four
national policies focusing on people with a learning disability in Scotland,

Wales and Northern Ireland were also reviewed. National statements of policy

14



Section 1: Policy review

from government or arm’s length bodies have rarely made explicit mention of
inequalities in the lives of people with a learning disability according to ethnicity.
Both in England and across the UK, national cross-departmental strategies
explicitly focused on people with a learning disability have been more likely to
explicitly describe some of the inequalities experienced by people with learning
disability and their families from ethnic minority communities. This is also the
case in England for recent national policies focused on autistic people. More
recently, in England, government responses to LeDeR programme reports

have included a recognition of inequalities in the age of death of people with a
learning disability across ethnic groups.

Specific policy directions relating to people with a learning disability from ethnic
minority communities are also relatively rare. Many policies refer to the Equality
Act (2010) in terms of ensuring that the policy should achieve equality according
to protected characteristics, although disability is more frequently mentioned as
a protected characteristic than race, religion or belief. Policy directions relating
to inequalities across ethnic communities experienced by people with a learning
disability are largely focused on gaining better information on which to make
policy decisions and monitor progress.

Recommendations

Actions for the Department of Health and Social Care and NHS England:

e Production of guidance on how to implement existing policies relating to
people with a learning disability, emphasising coproduction approaches, in
such a way that the health inequalities for people with a learning disability who
are from ethnic minority communities can be addressed.

* The development of future policies should, as standard practice, include
advice emphasising coproduction approaches to tackling health inequalities
experienced by people with a learning disability from ethnic minority
backgrounds.

15



Section 2:
Administrative
datasets review

Background

The aim of this section of the review is to examine routine administrative datasets
for England to determine the feasibility of analysing data relating to people

with a learning disability by ethnicity, and the feasibility of analysing data using
national, regional and more local (e.g. Integrated Care Boards; local authority)
geographical footprints.

Appendix 2 gives details on the administrative datasets examined for this
review, selected for their potential to provide nationally comprehensive, regularly
updated data, relevant to people with a learning disability across ethnic

groups. In total, twenty-seven datasets were examined: four related to children
and young people, six related to adult social care, six related to health and
healthcare, and eleven related to benefits.

Findings

Consistency of criteria

As different administrative datasets have different histories and purposes, and
rely on different information systems, it is unsurprising that learning disability
criteria vary widely. The extent to which the populations of people included as
people with a learning disability are consistent across administrative datasets

is unknown. To a lesser extent this is also an issue for ethnicity criteria used
across different administrative datasets. Administrative datasets also need to be
carefully evaluated in terms of completeness and accuracy of coding for both
learning disability and ethnicity.
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Geography

Although there are differences in the sub-national geographical areas reported
across datasets, almost all administrative datasets routinely contain information
at regional, system and more local levels. Of the ten datasets relating to children
and young people and adult social care, nine contained data at regional and
local authority levels. Of the six datasets related to health and healthcare,

five contained data at regional and/or more local levels such as Integrated

Care Boards, Primary Care Networks or GP practices. All eleven datasets
concerning benefits contained data at regional, local authority and parliamentary
constituency levels.

Public availability of learning disability and ethnicity data

Five of the twenty-seven administrative datasets contained publicly available
information that compared some aspect of the experience of people with a
learning disability across ethnic groups. Examples of the data at a national level
that can be extracted from these datasets are contained in Appendix 2:

1. Data on the number and percentage of children with Moderate Learning
Difficulty, Severe Learning Difficulty, and Profound and Multiple Learning
Difficulty in schools, across 18 ethnicity categories (Appendix 2, Table A).
These categories relate to general learning disability — children with a primary
need for support relating to specific learning difficulties such as dyslexia,
dyscalculia or dyspraxia are included in a separate special educational needs
(SEN) category of Specific Learning Difficulty.

2. Data from approximately 5,000 adults with a learning disability drawing on
social care, across ‘white’/ethnic minority ethnic categories, covering a wide
range of demographic factors, experiences of social care services, and self-
rated quality of life (Appendix 2, Table B)

3. Data from approximately 1,250 carers of an adult drawing on social care
where the carer self-identifies as having a learning difficulty or learning
disability, across ‘white’/ethnic minority ethnic categories, covering a wide
range of carer demographic factors and carer experiences/impacts of caring
(Appendix 2, Table C). While this definition is broader than learning disability,
it provides valuable information unavailable elsewhere and it would be
possible to use more focused definitions of adult carer needs in future editions
of the Survey of Adult Carers in England.

4. Data on the number of people with a learning disability and autistic people

in mental health/specialist inpatient services, across five ethnic categories
(Appendix 2, Table D)
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5. Data on the number of people with a learning disability and autistic people
in mental health/specialist inpatient services, across five ethnic categories
(Appendix 2, Table E)

Three of the twenty-seven datasets do contain information relating to both
learning disability and ethnicity, but existing published data and interactive tools
do not allow for these to be combined: pupil absences from school, adult social
care activity and adult safeguarding.

Eight of the twenty-seven datasets contained information on learning disability,
but not on ethnicity. Perhaps the most important of these is the Health and

Care of People with Learning Disabilities dataset, extracted annually from GP
records in over half of GP practices in England. While patient ethnicity should be
recorded routinely within GP records, to date this has not been included in the
extraction for the Health and Care interactive data tool.

Four of the twenty-seven datasets contained information on ethnicity, but not
on learning disability, and seven datasets contained no information on learning
disability or ethnicity. These were largely benefits datasets.

There is considerable potential for administrative datasets to provide substantial
ongoing monitoring of the health, experiences, and service responses to people
with a learning disability across ethnic groups in England, at national and more
local levels. This potential is, at present, considerably under-utilised. Despite
challenges relating to data quality and consistency, a programme of work
identifying relatively low-cost ways for high priority administrative datasets,

that routinely yield such analyses, could be highly cost-effective in generating
information for policy and planning nationally and locally.

Recommendations

Actions for NHS England:

e Add ethnicity data to the mandated data collected as part of The NHS Health
and Social Care of People with Learning Disabilities dataset, to enable regular
and ongoing analyses.

* Review the categorisation of learning disability in existing administrative

datasets — moving towards categorisations that disaggregate learning
disability and specific learning difficulties.
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Section 2: Administrative datasets review

* Introduce focused questions on health inequalities among people with
a learning disability across ethnic groups into the Learning Disability
Improvement Standards for NHS Trusts.

Actions for integrated care systems and boards:

e All NHS and care providers should routinely and accurately collect ethnicity
data relating to people with a learning disability.
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Section 3: Review
of factors that
iImpact access,
experience and
outcomes

Introduction

This section of the report presents the findings and recommendations derived
from a scoping review of the factors in health and care services which impact
people with a learning disability from ethnic minority backgrounds

Inequalities in relation to healthcare access, experience and health outcomes
among people with a learning disability from ethnic minority backgrounds have
been well documented. These existing disparities are not considered to be

the consequences of inherent differences between ethnic groups, but rather
the social factors of health and the additional barriers of language, cultural
incompetency, stigma and racial discrimination.

This scoping review sought to document the existing evidence base which
explores the complex health and care factors which impact people from
different ethnic minority groups with a learning disability in the UK, in order to
better understand how these factors interact to affect the access of health care,
experiences of health care and health outcomes.

Methods

Key search terms, of which the details are presented in Appendix 3 (Table A),
were entered into three electronic databases (Medline, PsycINFO and Cinahl).

The initial screening of studies consisted of reviewing titles and abstracts to
exclude articles that were not within the scope of the review. Subsequently,
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articles were taken to full text and were screened according to the inclusion and
exclusion criteria detailed in Appendix 3 (Tables B and C). Any disagreement
between the reviewers over the eligibility of a particular study were resolved
through discussion with a third reviewer.

Results

The electronic database search generated a total of 7,170 records. Following the
removal of 1,400 duplicates, this resulted in 5,770 records which were screened
by title and abstract. Five hundred and thirty-one articles were taken to full

text, of which 84 were deemed eligible to be included in the review. Ten further
reports were included from a manual search. A detailed breakdown of this
process is outlined in Appendix 3 (Figure A).

For this review, studies were segregated into those which provide quantitative
data and those which provide qualitative/mixed-methods data, and findings
in relation to access, experience or outcomes of health care (see Appendix 3,
Table D). Each of these studies was assigned a unique identification number
ranging from 1-94. Some of these studies are duplicated in the table as they
focused on more than one of these three themes.

Studies were included in the theme of ‘access’ if they reported findings related
to how people with a learning disability access care. This includes studies
reporting on referrals to different services, studies describing barriers or issues
with accessing care or services and studies exploring the experience of people
with a learning disability from ethnic minorities or carers in accessing any form of
health or social care support from any services.

Studies were included in the theme of ‘experience’ if they reported findings
relating to the lived experience of people with a learning disability from ethnic
minorities or families/carers. This includes any aspect of experience and
encompasses a broad range of foci which may overlap with the other two
themes; for example, studies which describe experiences of accessing care.
Experiences of poor care within the theme of ‘experience’ are not necessarily
due to racism, they could be because of ableism or reflect general issues with
care provision.

Studies were included in the theme of ‘outcomes’ if they reported findings related
to any health, social or care outcomes. This can include studies reporting on
prevalence of health conditions, mortality relating to specific conditions, social
outcomes such as crime rates, or mental health outcomes such as prevalence
rates of psychiatric disorders, Mental Health Act detainment or challenging
behaviours.
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Details of the studies included can be found in Appendix 3 (Tables E and F).
Thirty-six papers were identified that used qualitative or mixed methods designs
(including mixed-methods LeDeR reports which are in Appendix 3 (Table G)).
Of these, 21 recruited carers of people with a learning disability to explore
their views and experiences. Perspectives of carers are often used where the
population of interest is people with severe or profound learning disability.

In these cases, carers are used as a way of communicating the needs and
experiences of a person with a learning disability who is unable to have their
own voice heard through research. Ten qualitative papers recruited people
with a learning disability as participants, often this was people with a mild
learning disability. Only one paper (Kramer-Roy, 2012) used co-production or
participatory action research methods.

The following themes were identified through an iterative process involving the
academic team and the working group as areas where further exploration would
be helpful through the workshops due to either limited evidence found through
the literature review or agreement that this was an area which required further
exploration: discrimination; community and family networks; COVID-19; digital
access; transitional care; the General Practice (GP) learning disability register;
the LeDeR programme. We have also described findings relating to health
outcomes (other than COVID-19). The following section reports the findings of
the scoping review using the terminology for ethnicity as defined in the studies.

Discrimination

Two papers were identified that explicitly focused on the concept of
discrimination (Ali et al., 2013; Azmi, Hatton, Emerson & Caine, 1997). We also
identified other literature which explored matters arguably associated with
discrimination, such as a lack of culturally appropriate services and language
barriers.

Azmi and colleagues (1997) interviewed 21 adolescents and adults (12 men and
9 women of which 13 were Pakistani, 5 Indian and 3 Bangladeshi) on their views
on ethnicity and racism. Many participants (63%) felt that they were treated
badly because of their ethnic group, describing racism from people in local
neighbourhoods, other service-users and staff. A survey of 54 carers from ‘South
Asian’ communities (Bangladeshi, Pakistani, Indian and East African Asian)
identified several barriers to access to services including lack of awareness
(Hatton 1998), lack of staff who could speak the same language as the carer;
the cultural inappropriateness of existing services in terms of diet, activities

and staff provision; and racial discrimination within services. No further detail or
discussion is provided in the paper about racial discrimination.

Ali et al (2013) interviewed 29 participants (2 patients from Indian heritage
and carer dyads, 3 Pakistani heritage patients and carer dyads, and one
Indian carer). Barriers to accessing health care are described due to direct
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discrimination (negative staff attitude, failure to treat patients with respect and
dignity) and indirect discrimination (lack of staff awareness of patients’ needs,
and health services failing to accommodate the needs of people). Other barriers
described included communication difficulties (staff failing to speak directly
with patients, lack of information about availability of services, failure to refer

to specialists and provide interpreters). However, no evidence is provided in
relation to racism as a factor for the discrimination.

Two studies, which explored experiences within inpatient specialist psychiatric
hospitals, mentioned discrimination. One study focused on the views of people
with a learning disability (Chinn, Hall, Ali, Hassell, & Patkas, 2011), whilst the
other study focused on the views of family members (Bonell, Ali, Hall, Chinn, &
Patkas, 2011). Both studies reported that these services were not meeting the
cultural needs of patients. In Chinn et al.’s (2011) study, participants described
limited opportunities to practice, explore and develop their religious and cultural
identities. Additionally, Bonell et al. (2011) reported that there were many
examples of cultural needs not being met, for example regarding dietary needs,
fasting and being given the opportunity to attend religious services.

Community and family networks

Bhardwaj (2018) found differences in social network composition and barriers to
social inclusion for people with a learning disability from ‘white’ and ‘South Asian’
(Indian, Pakistani and Bangladeshi) communities. ‘South Asian’ participants

had more family members in their network while ‘white’ participants had more
service users and staff. The ‘South Asian’ group were also more likely to have a
mixed ethnic network. O’Hara (2003) investigated the experiences of two cultural
groups of parents who had a learning disability. All of the Bangladeshi female
participants were living at home, and nearly all had an extended network of
family support within the home.

The LeDeR report into the deaths of people in 2020 found ethnic differences

in living arrangements and main source of support. Specifically, 23% of ‘White
British’ people were reported to live in their own or family home. In comparison,
44% of people of ‘Black/African/Caribbean/Black British’ ethnicity and 42% of
people of ‘mixed’ ethnicity lived at home. The highest proportion was observed
in people from an ‘Asian/Asian British’ background, with 67% of people
residing in the family home. This figure rose to 84% when specifically looking
at ‘Pakistani’ and ‘Bangladeshi’ people. Furthermore, only 14% of ‘White British’
people received their main support from a family member or informal carer, in
comparison to 49% of people from an ‘Asian or Asian British’ background.
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Carers

Several papers reported findings relating specifically to the lives of carers and
family members from ethnic minority backgrounds of people with a learning
disability. Carer stress is reported as an important area of concern for carers’
experience, with four studies reporting findings relating to stress levels in carers.
For example, Akbar et al. (2020) conducted interviews with ‘Pakistani’ carers of
children with a learning disability and reported that they found stigma around
learning disability in their community a significant source of stress leading to
strained marital relationships. As this sample was recruited through schools,
families already had professional support in place from services, therefore it is
not clear how stress affects families without support from services. Nevertheless,
other qualitative studies (Hatton et al., 1998; Heer et al., 2015; Huber et al.,
2006) reported high stress levels in family members and carers of people with

a learning disability. This is supported by findings from quantitative studies
which reported high stress levels in carers and suggests that carers from ethnic
minority backgrounds may experience higher levels of stress than carers from
majority ethnic backgrounds, such as ‘white British’ carers (Devapriam et al.,
2008; Emerson et al., 2004).

There is evidence to suggest higher levels of psychological distress in carers

of people with a learning disability from ethnic minorities. Masefield et al. (2022)
found that mothers of children with a learning disability had higher levels of
distress than other mothers but did not access health services more and were
less likely to access healthcare services for psychological distress. Compared to
‘white’ mothers, ‘Pakistani’ mothers had lower rates of consultation, suggesting
they are less likely to seek support for psychological problems. However,
severity of disability in children was not accounted for, which could influence the
burden of care and thus levels of strain in mothers.

LeDeR findings

Five LeDeR reports were included in this review which analysed deaths
occurring between 2017-2021. Each of these were mixed-methods reports which
provided ethnicity specific analyses in relation to health outcomes. Appendix

3 (Table G), provides an overview of these findings. In each of the reports,

less than 10% of death notifications were of people from an ethnic minority
background.

The report analysing deaths that occurred in 2021 found that the majority of
adults (n=11,138) and children (n=761) with available ethnicity data were from
a ‘white’ background, representing 91% of cases. This compares with 85% of
the general population being denoted as ‘white’ using 2019 census estimates.
This may represent an underreporting of deaths of people from ethnic minority
backgrounds to the LeDeR programme. For this report, the authors chose not
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to analyse median age at death by ethnicity in the main text due to the limited
sample size of people from ethnic minority backgrounds.

The report analysing deaths occurring between 2018-2020 found a greater
proportion of adults with profound and multiple learning disability were from
‘Asian/Asian British’ (21%) and ‘Black/African/Caribbean/Black British’ (14%)
ethnic groups, compared those from the ‘White British’ group (7%). Furthermore,
males from an ‘Asian/Asian British’ background with profound and multiple
learning disability had a median age at death of 30 years, whilst males from a
‘Black African/Caribbean/Black British’ background with profound and multiple
learning disability had a median age at death of 33 years. In comparison, for
‘White British’ males with profound and multiple learning disability who died

in 2020, the median age at death was 59 (Heslop et al., 2021). However,
interpretation of these estimates warrant caution due to ethnicity not being a
mandatory field on LeDeR notifications until 2021.

COVID-19 health outcomes

Three studies investigated COVID-19 health outcomes noting that being

from an ethnic minority background and having a learning disability were two
independent risk factors that were associated with increased COVID-19 related
outcomes. However, these papers did not specifically analyse the interaction
between ethnicity and learning disability (Carey et al., 2021; Cummins et al.,
2021; Joy et al., 2020). For example, Carey et al. (2021) found that both being
of an ethnic minority (e.g. ‘Black’ vs ‘white’ EMR = 2.50, 95% CI 1.97-3.18) and
having a learning disability (EMR=8.54, 95% CI| 5.99-12.18). were significant risk
factors in excess mortality during the first wave of the pandemic, compared to
total mortality 2015-19.

In addition, Cummins et al. (2021) investigated risk of hospitalisation, ICU
admission and mortality in people with COVID-19.Compared to people of ‘white’
ethnicity, people of ‘Black’ ethnicity were at a higher risk of COVID-19 associated
hospitalisation (OR = 1.54, 95% CIl = 1.13-2.09, p=.006), while people of ‘Asian’
ethnicity (authors do not provide information on which ethnic minority categories
‘Black’ or ‘Asian’ is aggregated from) were at a higher risk of ICU admission (OR
=1.62,95% Cl =[1.01, 2.59], p = .045) and COVID-19 associated death (OR
=1.71,95% Cl = [1.21, 2.42], p = .002). Having a learning disability was a key
clinical risk factor for death (OR = 4.75, 95% Cl| = [1.91, 11.84], p = .001) and
was the greatest risk of death associated with a single clinical factor.

Joy et al. (2020) conducted cross-sectional analyses of GP patient records and
found that compared with ‘white’ ethnicity, ‘Black’ ethnicity was associated with
increased mortality (OR = 1.84, 95%Cl= 1.33 to 2.54, P = 0.0002).People with
a learning disability had a higher odds of mortality OR = 1.97, 95%Cl= 1.22 to
3.18, P= 0.0056).
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Das-Munshi et al. (2021) assessed excess mortality during the pandemic,
however this did not exclusively focus on COVID-19 as an underlying cause of
death using prospective data from a large mental healthcare provider in London.
By the second quarter of 2020, COVID-19 standardised mortality ratios (SMRs)
elevated across all conditions. Specifically, learning disability (n=6,045) had

one of the highest SMRs of all conditions (SMR: 9.24 [95% CI: 5.98-13.64]). An
increase in mortality risk in the second quarter of 2020 was shown across all
ethnic groups, including ‘White British’, relative to the general population. All-
cause mortality trends were similar across ethnic groups.

The LeDeR 2021 report (White et al., 2022) demonstrated that during 2020,
considerably higher excess deaths were observed among people from ethnic
minority backgrounds (all ethnic minority groups combined), with a rate of 58.2%
(95% CIl 51.4% — 64.6%), in comparison to people from a ‘white’ ethnicity who
had an excess death rate of 31.3% (95% Cl 29.4% — 33.2%). The differences in
excess deaths reduced in 2021, with a rate of 17.5% (95% CI| 15.63% — 19.06%)
for deaths of people with a learning disability of ‘white’ ethnicity, compared to
20.7% (95% CIl 15.63% — 26.56%) for those from ethnic minority groups (White
et al., 2022). A regression analysis with COVID-19 as underlying cause of death
compared to other causes of death combined found ethnicity was not associated
with having COVID-19 as underlying cause of death when other demographic
predictor variables, such as age, sex, region and long-term health conditions,
were accounted for.

The LeDeR 2020 report found that ethnicity was significantly associated

with a greater likelihood of COVID-19 death. ‘Asian/Asian British’ ethnicity

was associated with a three-fold increase in likelihood of COVID-19 death in
comparison to people from a ‘White British’ background. However, this was an
unadjusted model which did not control for other demographic variables (Heslop
et al., 2021).

COVID-19 vaccination

A cohort study of 57.9 million patient records in general practice from England
highlighted lower vaccination coverage in the first 100 days of the vaccine rollout
among certain key groups, including those from ethnic minority backgrounds
and those with a learning disability (Curtis et al., 2022). However, no specific
analysis was undertaken to assess the interaction between ethnicity and learning
disability. In addition, Hatton et al. (2021) interviewed 621 adults with a learning
disability and 348 family carers/support workers to investigate willingness of
vaccination. The results demonstrated that 87% of interviewees with a learning
disability were willing to receive a COVID-19 vaccine, with increased willingness
associated with ‘white’ ethnicity (22% more likely). Surveyed carers were also
30% more willing to receive the vaccine if they were from a ‘white’ ethnic group.
However, in this study, only 5.3% (n=33) of participants with a learning disability
and 5.9% of carers (n=22) were from an ethnic minority background.
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Transitional care

Bhaumik et al. (2011) explored carers’ perceptions of transitions between
services for teenagers with a learning disability. In their analysis, which
compared ‘South Asian’ and ‘Caucasian’ populations, there were differences

in patterns of service use and unmet needs. Specifically, ‘South Asian’ carers
(n=17) reported greater unmet needs in relation to culturally appropriate
services and for health, social care and education services in general than
‘Caucasian’ carers (n=56). However, greater satisfaction was expressed by
‘South Asian’ carers (43%) in comparison to ‘Caucasian’ carers (19%) about the
transition process. The authors note, however, that this may reflect that a greater
proportion of ‘South Asian’ carers were aware of the transition plan. No other
studies explicitly focused on transition of care.

Learning disability register

Chaplin et al. (1996) conducted a retrospective study of service use in
Leicestershire and found that ‘Asian’ adults (defined by the study as people who
originate from the Indian subcontinent, or those who come from East African
countries who are of Indian, Pakistani or Bangladeshi descent, or those of Asian
origin born in the UK) were underrepresented on the learning disability register
with respect to the population.

Nine papers utilised learning disability registers to identify participants with a
learning disability, some of these studies conduct secondary analyses on data
from learning disability registers (e.g. Tyrer et al., 2020, Tyrer et al., 2007). In
addition to being a valuable tool for healthcare professionals, this suggests the
learning disability register is also a useful tool for researchers for recruitment of
participants with a learning disability.

Health outcomes

Three papers investigated cases of specific genetic or acquired syndromes in
people with a learning disability; these were Micro syndrome (Ainsworth et al,,
2001), high myopia and associated conditions (Marr et al,. 2001), and Niemann-
Pick type C (Winstone et al,. 2017). One paper looked specifically at oral health
in people with a learning disability from ‘Pakistani’ backgrounds, finding that oral
health was generally poor (Doshi et al., 2009). However, as this study only looked
at a small sample (n = 53) of people all from ‘Pakistani’ backgrounds, it is not
known whether these findings would be similar in a sample of people from other
ethnic backgrounds.

Dunkley et al. (2017) screened adults with a learning disability for type 2
diabetes and impaired glucose regulation in Leicester and found that 1.3%
of 930 people who were screened had type 2 diabetes and 5.2% impaired
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glucose regulation. Participants from ethnic minority (n= 182, 20%) backgrounds
were four times more likely to have abnormal glucose levels (OR 3.93; 95%

Cl 2.10 to 7.33). Tyrer et al. (2020) found that people with a learning disability
had generally unhealthy lifestyles (low levels of physical activity, high rates of
consumption of fizzy drinks and low rates of consumption of fruit and vegetables)
which increases risk of type 2 diabetes, and similarly to Dunkley et al., found an
association between ethnicity and risk of diabetes, with ‘South Asian’ groups
being at higher risk of type 2 diabetes (OR 2.1; 95% CI 1.08 to 4.41, p = .03).
However, socioeconomic deprivation was not accounted for in this analysis,
which has been associated with higher risk of type 2 diabetes (Agardh et al.,
2011).

Wood et al. (2005) found that ethnicity was associated with measures of mental
development in a population of children born extremely preterm. At 30 months,
‘African-Caribbean’ children had significantly lower mental development scores
than ‘white’ children (Coeff —9.63, 95% Cl —13.95 to -5.30, P <0.001). However,
there was no significant association between ‘African-Caribbean’ ethnicity and
measures of psychomotor development (Coeff —0.05, 95% CIl —4.45 to 4.35,
ns). Due to small numbers, there were no reported associations between the
measures of development and other ethnic groups.

Verity et al. (2021) looked at cases of progressive intellectual and neurological
deterioration. They found similar patterns of disease between ‘Pakistani’ and
‘white’ children but more cases of Menkes disease in ‘white’ children.

Morton et al. (2002) reported prevalence rates of Neurodisability (including
severe learning defect, severe and profound hearing loss, partially sighted

or registered blind, language disorder, autism and cerebral palsy) among
children of ‘Mixed’ (95% European origin), ‘Pakistani’ and ‘Asian’ ethnic groups.
There were higher rates of severe and profound hearing loss and severe visual
problems in ‘Pakistani’ children compared to the ‘Indian” and ‘Mixed’ groups.
The ‘Mixed’ ethnic group showed a higher prevalence of language disorder
(prevalence/1000 = 4.58, 95% CI 3.80, 5.33) than the ‘Indian’ (2.28, 95% ClI

1.15, 4.49) and ‘Pakistani’ (1.84 95% CI 0.78, 4.29) groups. Genetic disease as a
cause of severe disability was 10 times more common in ‘Pakistani’ children than
any other ethnic group. The sample size in the ‘Pakistani’ and ‘Indian’ groups in
this study were small compared to the ‘Mixed’ group (20 and 53 vs 764) which
warrants caution when interpreting these findings.

Only one study looked at multimorbidity (two or more long term conditions other
than learning disability) in people with a learning disability from ethnic minorities.
Although other studies have documented associations between ethnicity and
multimorbidity (e.g. Johnson et al., 2017), Tyrer et al. (2019) found that among
those with a learning disability, multimorbidity was only independently associated
with being female (adjusted OR = 1.82, 95% CI 1.31, 2.53 P <0.001) and having
severe/profound learning disability (adjusted OR = 1.95; 95% Cl 1.31-2.89; P
0.004). Multimorbidity was associated particularly with sedentary lifestyles (OR =
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1.98; 95% Cl 1.42-2.77; P < 0.001). The sample in this study was 81.2% ‘white’,
and due to small numbers in other ethnic minorities, only the ‘South Asian’ group
were included in analysis (15.3% of sample). This small sample size may limit the
power of the analysis to detect differences between groups.

Mental health outcomes

Overall, the evidence reviewed is mixed in relation to rates of psychiatric illness
amongst those with a learning disability from ethnic minority backgrounds and
interpretation is limited by the sample size.

Fifteen studies included findings related to mental health outcomes in people
with a learning disability from ethnic minority backgrounds. These outcomes
referred to incidences of psychiatric disorders, Mental Health Act detainment,
and prevalence of problematic behaviours such as physical aggression, in
people with a learning disability. Details of these studies can be found in
Appendix 3 (Table H).

Digital access

The literature search did not generate any information pertaining to digital
access among people with a learning disability from ethnic minority
backgrounds. As digital access was highlighted as an area of concern by
members of the working group, the finding of a paucity of literature on the topic
prompted the generation of digital access as a theme for discussion in our
experience based co-design workshops (see Part B).

Conclusion

The analysis in this scoping review was limited to the literature exploring the
health outcomes, access and experience of health and care services for ethnic
minorities with learning disability. The review process identified 94 relevant
papers. A previous systematic review undertaken by Robertson at al. (2019)
identified 23 original articles.

Very little information was identified on physical health outcomes or physical
health care, with the identified evidence tending to focus on mental health care,
access to specialist intellectual disability services, and inpatient services. There
were also limited findings in terms of the themes generated by the workshops,
especially relating to transition between adult and child services and digital
access.
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Much of the literature included in this review focused on ‘South Asian’
populations, though this research often viewed people from ‘South Asian’
backgrounds in a homogeneous light and ignored differences that may exist
within broad ethnic groups. Information about health inequalities is limited for
people from other ethnic minority backgrounds.

The review suggests a lack of research in under-represented groups. For
example, only one paper was included in the review that researched the Jewish
community and one paper researched Irish Traveller groups. The Increasing
Diversity in Research Participation guidance for under-represented groups (NHS
England) provides practical suggestions as to how researchers can increase
participation (such as providing information in an accessible format and suitable
language).

There are several data quality issues that have been that have been identified.
For example, research which relies on cohort studies that utilise patient data
may not be accurate. Quantitative studies often fail to perform ethnicity specific
analyses whereby the interaction between ethnicity and learning disability is
investigated. This was particularly a problem for the literature which investigated
COVID-19 outcomes.

Researchers should be cautious when grouping participants by ethnicity.
Although grouping participants may be a necessary step in order to increase
group sizes for analysis, we have found studies often use of broad groupings
such as ‘Asian’ and ‘White’ without providing further detail. This can make
findings relating to ethnicity difficult to interpret. For example, some studies
include Chinese ethnic populations within an ‘Asian’ group, whereas others
group Chinese participants as ‘other ethnic group’. It is important to be explicit
about the heterogeneity within groups by giving examples of the ethnic
minorities which are included. For instance, in a qualitative study of the views of
cultural needs of Pakistani family members of people with a learning disability,
McClimmons et al. (2016) highlighted that despite participants all originating
from the Kashmir region of Pakistan, there were different strands of Islam
practiced within the group.

Although studies alluded to experiences of people with a learning disability and
family/carers that could be driven by discrimination, few discussed findings
through this lens. There was very little discussion in the literature about racism.
We have interpreted findings relating to lack of culturally appropriate services
and language barriers as representing a form of systemic discrimination
experienced by people with a learning disability from ethnic minorities and their
carers/families. More work is needed to understand the role of racism in the lives
of people with a learning disability from ethnic minority backgrounds, including
how racism is understood and conceptualised by people with a learning
disability.
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Recommendations

Actions for integrated care systems and boards:

e Develop inclusive interventions for carers of people with a learning disability
from ethnic minority backgrounds that address the range of challenges faced
by carers, including those related to their well-being.

Actions for NIHR and other research bodies:

¢ When commissioning research, NIHR should ensure that researchers are
explicit about their approach to describing and grouping ethnicity. Where
large, high-level groupings are used for analyses (e.g. South Asian), details
should be provided about the specific communities represented (e.g.
Pakistani).

e Future research on learning disability should aim to investigate differences in
health outcomes by ethnicity.

e Specific research in under-represented groups such as asylum seekers, the
Jewish community and Irish Travellers should be commissioned.

¢ Researchers should use co-production or participatory research designs to
utilise the expertise of people with lived experience.

¢ Whilst recognising the difficulties in access to sufficient data, researchers
should perform ethnicity specific (disaggregated) analyses on future research
findings to better understand differences in health outcomes between
populations.

e Future research should investigate how people with a learning disability from
ethnic minority backgrounds understand and conceptualise racism.
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Introduction

This section of the report presents the findings derived from a case study of
ethnicity codes of patients with a learning disability in GP surgeries. Accurate
information concerning the ethnicity of patients is deemed to be an essential pre-
requisite to reduce inequalities in healthcare usage and health outcomes.

In this case study, we explore the quality of ethnicity codes of patients recorded
on the learning disability register held in GP clinical records as part of the Quality
Outcome Framework within the Lancashire and South Cumbria Integrated Care
Board (ICB). A search was created which included codes correlating to census
categories 2001 and 2011, and was then run in GP clinical systems at a practice
level. Once the search had been validated in a practice, the search was further
tested in a Primary Care Network as part of a quality improvement initiative

to improve completeness of ethnicity coding. The search was then approved

to be run within each area of Lancashire and South Cumbria ICB (previously
recognised as Clinical Commissioning Groups). Some patients had multiple
entries but only the latest entry was taken into account.

An overview of the importance of collecting ethnicity data, and of the NHS
guidance surrounding the recording of ethnicity, is provided. Using this
guidance, the results of quantitative analysis of the validity of the ethnicity codes
provided by the Lancashire and South Cumbria ICB are presented.

Why is it important to capture ethnicity and
demographic data?

It is important to capture ethnicity data to uncover potential differences in
access, experience and outcomes of healthcare, as well as patterns of
disadvantage, bias and racism which may otherwise remain hidden.
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Currently, the UK is the only European country that collects ethnicity data in

the census and across all government bodies (Government Statistical Service,
2015). Ethnic group, religion and national identity are self-identification
measures reflecting how people define themselves; but these can be particularly
challenging concepts for some people with a learning disability, who may rely on
others (e.g. family members) for definition and explanation.

What is known about the quality of ethnicity data?

The recording of ethnicity information in primary health records was first
introduced in 1991 (Mathur et al., 2014). Whilst the coverage of ethnicity
recording within primary care has increased over time, there have been
concerns over the quality (validity, accuracy and completeness) of such records.
Previous research has identified that the ethnicity codes utilised in primary and
secondary care are often outdated and there has been evidence of systematic
bias in the coding of ethnicity when comparing people from ‘white’ and ethnic
minorities (Scobie, Spencer & Raleigh, 2021). A recent report conducted by the
Office for National Statistics (ONS), which examined the consistency of health-
related administrative datasets in comparison to the 2011 census, also found
differing levels of coding consistency across ethnic groups. For example, the
‘White British’ category consistently reported the highest level of agreement with
the 2011 census (greater than 96%). In comparison, agreement was lowest for
‘Any Other ethnic group’, with a 15% agreement rate (ONS, 2023).

Accurate ethnicity data are essential for improving the health and healthcare of
people from ethnic minority backgrounds with a learning disability. Knowing a
patient’s ethnicity to the most granular extent is important for informing clinical
practice, supporting robust research and improving healthcare provision by
allocating resources such as need for interpreter or developing culturally
appropriate services including screening programmes, and delivering targeted
health information.

However, little is known about the ethnicity coding of people with learning
disability from ethnic minority backgrounds. Given the disparities in the health
and healthcare experienced by this population, it is crucial to understand and
improve the quality of routinely collected ethnicity data.
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How should ethnicity be recorded in health care
records?

The ONS asserts that ethnicity is a self-identified construct that should not be
ascribed by someone else. The NHS Data Dictionary incorporates the principles
outlined by the ONS to record a patient’s ethnicity and is based on the 2001
census categories.

Table 1 outlines the national mandatory standard for the collection and analysis
of ethnicity data within NHS patient records (NHS Digital, 2022). Best practice for
recording ethnicity states that the data “should be collected in agreement and
collaboration with the patient and if the ethnicity of a patient is unknown, it should
not be assumed or inferred by the provider” (NHS, 2022). Moreover, the ONS
guidance recommends that respondents should see all the following categories
before recording their ethnicity.

Table 1. Extract from the Technical Output Specification; MHSDS table MHS001
and IAPT Table IDS001 - Master Patient Index

White - British

White - Irish

White - Any other White background

Mixed - White and Black Caribbean

Mixed - White and Black African

Mixed - White and Asian

Mixed - Any other mixed background

Asian or Asian British - Indian

Asian or Asian British - Pakistani

Asian or Asian British - Bangladeshi

Asian or Asian British - Any other Asian background
Black or Black British - Caribbean

Black or Black British - African

Black or Black British - Any other Black background
Other Ethnic Groups - Chinese

Other Ethnic Groups - Any other ethnic group

Not stated

N®WwWIIv9Z=r "CIOTMMOO T >

With the exception of code Z, the ethnic group codes routinely used in the NHS
are derived from the categories in the ONS 2001 census. The 2011 census was
updated to include separate categories for people from an ‘Arab’ background
or people from a ‘White Gypsy’ or ‘Irish Traveller’ background (see Table 2). The
2021 census was further updated to include a separate ‘Roma’ category under
the ‘White’ ethnic group.
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Table 2. 2011 census categories

Description

Asian or Asian British - Indian Black African, Caribbean or Black
British - African
Asian or Asian British - Pakistani Black African, Caribbean or Black

British - Caribbean

Asian or Asian British - Bangladeshi  Black African, Caribbean or Black
British - Other Black

Asian or Asian British - Chinese White - British

Asian or Asian British - Other Asian White - Irish

Mixed or multiple ethnic groups - White - Gypsy or Irish Traveller
White and Black Caribbean

Mixed or multiple ethnic groups - White - Other White

White and Black African

Mixed or multiple ethnic groups - Other Ethnic Group - Arab
White and Asian

Mixed or multiple ethnic groups - Other Ethnic Group - Any Other
Other Mixed

Despite the guidance surrounding ethnicity coding within the NHS, it is likely
that several factors affect the quality and consistency of ethnicity data. For
example, ethnicity coding is likely to be inconsistent across organisations and
care settings as NHS organisations utilise different coding systems which may
not be easily collated into the categories outlined in the NHS Data Dictionary. In
addition, the guidance for ethnicity coding within the NHS has not been updated
since 2001 and thus is not necessarily comparable to the 2011 and 2021 census
categories. These issues pose challenges when comparing routinely collected
ethnicity data with population estimates.

Key Findings

What is the prevalence of learning disability in the Lancashire
and South Cumbria ICB?

At the time of data extraction, there were 1,465,131 currently registered patients
in practices across the Lancashire and South Cumbria ICB. Overall, 0.57%

(n= 8,358) of patients in the Lancashire and South Cumbria ICB were included
on their GP practice’s learning disability register. There was some variation by
area, with the lowest prevalence of 0.48% in North Lancashire and the highest in
Chorley and South Ribble of 0.67%, which is highlighted in Table 3.
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Table 3. The proportion of patients within each area in the Lancashire and South
Cumbria ICB that are on the learning disability register.

Prevalence of learning disability

(% of patients within ICB that are on
the LD register)

Blackpool 0.51%

Blackburn with Darwen 0.51%

Chorley and South Ribble 0.67%

Preston 0.63%
West Lancashire 0.50%
East Lancashire 0.60%
North Lancashire 0.48%

The prevalence of learning disability within the Lancashire and South Cumbria
ICB was compared to general population estimates of ethnicity. In our analysis,
we used population estimates derived from the 2021 census. This allowed us to
compare ethnic group breakdowns between the general population and patients
recorded on the learning disability register.

For the purposes of our analysis, we collated census data from three areas within
the North West to enable comparisons to the Lancashire and South Cumbria
ICB. Specifically, we combined data from Lancashire, Blackburn with Darwen
and South Lakeland. This yielded a total sample of 1,494,642 people.

According to this collated census data, the population is predominantly ‘White’
(86.6%), with ethnic minorities representing the remaining 13.4%. Table 4
provides a breakdown of these proportions, alongside a comparison to the
ethnic breakdown of patients on the learning disability register within the
Lancashire and South Cumbria ICB. To enable this comparison, we categorised
valid ethnic codes of patients (n=5677) on the learning disability register into 5
categories: ‘White’, ‘Asian’, ‘Mixed’, ‘Other’ and ‘Black’.

There was some variation in ethnic breakdowns when comparing the ICB and
census data. There was a significantly higher proportion of patients recorded on
the learning disability register within the Lancashire and South Cumbria ICB that
were from an Asian background, in comparison to general population estimates
for that area. However, it is important to note that only 73.6% of ethnicity
recordings could be collated into the above 5 categories.
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Table 4. Ethnicity breakdowns using 2021 Census data* in comparison to the
Lancashire and South Cumbria ICB data.

Ethnicity Proportion (n) in ONS Data | Proportion (n) in ICB Data

White 86.6% (1,294,012) 81.7% (4638)
Asian 10.4% (156,021) 15.9% (905)
Mixed 1.6% (23,677) 1.2% (70)
Other 0.8% (11,296) 0.8% (44)
Black 0.6% (9,636) 0.2% (20)

* This uses collated ONS data across Lancashire, Blackburn with Darwen and
South Lakeland.

What proportion of patients on the learning
disability register have a recorded ethnicity?

We found that, overall, the proportion of records containing an ethnicity was
high, with 92.6% of the 8,268 patients within the ICB on the learning disability
register having a recorded ethnicity. Figure 1 shows the breakdown of these
percentages, separated by each historical Clinical Commissioning Group (CCG)
area which now form the ICB.

Figure 1. The proportion of patients on the QOF learning disability register with
ethnicity recorded
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To what extent is ethnicity coding valid when
comparing to the NHS Data Dictionary?

We analysed the validity of ethnic category coding across the ICB by comparing
a patient’s recorded ethnicity to the codes outlined in the NHS Data Dictionary
(Table 1). It is important to note that whilst the codes ‘Not stated’ or ‘Unknown’
are permitted for use by the NHS Data Dictionary and are perhaps being used
as evidence for ‘completeness’ of data collected, these codes do not allow for
analysis of ethnicity data in a meaningful manner.

Overall, across the Lancashire and South Cumbria ICB, 73.4% (n=5,662) of
people on the learning disability register with a recorded ethnicity could be
categorised using the NHS Data Dictionary. As graphically illustrated in Figure
2, there was variation between each area. North Lancashire had the lowest
proportion of ethnic codes that could be classified according to the NHS Data
Dictionary, representing only 54.6% of patients. In comparison, the highest
rates of validity were observed across Preston and West Lancashire, where
approximately 83% of ethnicity codes were valid according to the NHS Data
Dictionary.

Figure 2. The proportion of patients with valid ethnicity codes using the NHS
Data Dictionary, separated by CCG
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Most frequently recorded ethnic categories

Of the 5,662 patients across the ICB whose recorded ethnicity could be collated
into the NHS Data Dictionary codes, the five most frequently reported ethnic
categories were:

e White British (78.4%, n=4,441)

e Pakistani (9.4%, n=534)

e Indian (4%, n=227)

* Any other White background (2.5%, n=140)
e Any other Asian background (1.4%, n=81)

Combined, 1.1% (n=61) of patients had an ethnicity code listed as ‘Not stated’ or
‘Unknown’.

To what extent is ethnicity coding valid when
comparing to the 2011 census?

The ethnic categories outlined in the 2011 census (Table 2) were compared with
the ethnicity codes of patients on the learning disability register within the ICB.
Whilst ‘Not stated’ and ‘Unknown’ are valid NHS Data Dictionary codes, these are
not valid categories on the 2011 census. Moreover, the 2011 census captures
two additional ethnic backgrounds, namely ‘Arab’ and ‘Gypsy or Irish Traveller’.

As the ethnicity codes used in the NHS Data Dictionary and 2011 census

are largely similar, there was little variation in the proportion of valid codes.
Specifically, from a total of 7,717 records, 72.7% (n=5,608) of these could be
categorised using the 2011 census. The additional ‘Arab’ ethnic category in the
2011 census accounted for 0.1% (n=7) of patients across the ICB. Zero patients
were recorded as being from a ‘Gypsy or Irish Traveller’ background.

Therefore, 2,109 (27.3%) ethnicity codes of patients from across the ICB could

not be categorised using the 2011 census. The majority of these patients were
recorded as ‘British or Mixed British’, representing 83.1% of these cases.
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What were the most common codes that could not
be classified?

A total of 26.6% (n=2,055) of ethnicity recordings could not be classified
according to the NHS Data Dictionary. The majority of these patients were
recorded as ‘British or Mixed British’, and importantly, accounted for 22.7%
(n=1,753) of the 7,717 patients across the ICB with recorded ethnicity data.
Figure 3 displays a graphical illustration of the top 5 most frequently reported
invalid ethnicity codes.

Figure 3. The top 5 most frequently recorded invalid ethnicity codes
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Whilst these were minimal, other invalid ethnicity codes, as per the NHS Data
Dictionary and the 2011 census, were used. Such codes related to a person’s
religious background, such as ‘Muslim’ and ‘Sikh’. Other codes described

a person’s nationality, such as ‘Polish’ or ‘Greek’. Finally, broad codes such
as ‘Black British’ or ‘British Asian’ were used which ignored specific ethnic
backgrounds.

We were unable to ascertain further detail on the ethnicities represented by
codes such as ‘British/Mixed British’. This is because the dataset we accessed
only included the latest recorded ethnicity code for patients, therefore it was not
possible to review previous records of ethnicity to investigate further.
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Conclusion

The above analyses have highlighted significant issues in relation to the ethnicity
coding of patients on the learning disability register within the Lancashire and
South Cumbria ICB. A seemingly high proportion of patients have an ethnicity
recorded, however, on closer analysis, just over 25% of these ethnicity codes
are not valid according to either the NHS Data Dictionary, or the 2011 census.
Over 20% of all patients on the learning disability register within the ICB were
categorised as being from a ‘British or Mixed British’ background. It was not
possible to ascertain differences in coding of ethnicity by gender or age from the
data extracted, though this should be considered for future analysis.

These issues pose challenges for both research and clinical practice. Much

of the research in the learning disability field which examines differences in
health outcomes relies on data generated from patient records. However, given
the issues with the quality of ethnicity coding, it is difficult to ascertain true
differences in outcomes between people of different ethnic backgrounds.

Furthermore, as there are differences in health outcomes and risks between
ethnic groups, it is crucial, particularly from a clinical perspective, to have

an accurate understanding of a patient’s ethnicity. Having an accurate
understanding of a person’s ethnicity is essential for improving healthcare
provision by allocating resources, such as recording whether a person requires
an interpreter, improving access to screening programs and delivering targeted
health information in an accessible format.

One potential explanation for this low-quality ethnicity data stems from the lack
of NHS guidance surrounding the collection of ethnicity data. Issues with the
NHS guidance are two-fold. First, there is no mandated procedure for recording
ethnicity, as NHS organisations are permitted to utilise different coding systems
for the purpose of recording patient ethnicity. Second, the guidance for ethnicity
coding within the NHS is likely outdated, as it has not been updated since 2001.
To alleviate these issues with ethnicity coding, we propose that adjustments
should be made to improve data quality at the source of collection. Specifically,
the NHS Data Dictionary should be updated to be reflective of the 2021 census
categories, which will ensure that the codes are inclusive of different ethnic
backgrounds. Moreover, guidance needs to be provided for health and care
staff which includes protocols around the enquiry and recording of a patient’s
ethnicity. The accuracy of the data collection process should be audited by NHS
England.

ICB’s should also ensure that updated guidance on ethnicity coding is

implemented across their areas to ensure best practice. Individual GP practices
play a key role in ensuring that these guidelines are adhered to.
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Whilst for this report we only considered the latest ethnicity entry for each
patient, it is possible that some ethnicity data were collected a long time ago. It
would be beneficial for GP surgeries to re-record ethnicity information for people
on the learning disability register. One feasible way that this may be achieved is
to update this information as part of an annual health check.

There may be difficulties in adhering to a standardised ethnicity coding system
due to the complex and multifaceted nature of ethnic identification. Thus, it would

be beneficial to present a person with a standardised list of ethnic categories to
choose from, to minimise instances of inaccurate ethnicity codes.

Recommendations

Actions for NHS England:
* Develop co-produced guidance for primary care staff on obtaining self-
disclosed ethnicity information from patients with a learning disability, and

accurately recording this information in medical records.

* The NHS Data Dictionary to be implemented in all NHS commissioned
services and be updated in line with the 2021 Census categories.

e NHS data systems should only use categorisations of ethnicity that are in-line
with the latest NHS Data Directory definitions.

Actions for integrated care systems and boards:
e The quality (completeness, validity, and accuracy) of ethnicity coding for

people with a learning disability should be validated in health care records by
integrated care boards.
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Data Analysis

Introduction

This section of the report presents the findings and recommendations derived
from the analysis of data generated from the ‘Learning from lives and deaths —
people with a learning disability and autistic people’ (LeDeR) programme. Data
from 2018-2021 have been aggregated to allow for a more detailed review of
the differences in health outcomes and circumstances of death experienced by
people with a learning disability from ethnic minority backgrounds.

Alongside disparities in healthcare access and usage, people with a learning
disability from ethnic minority backgrounds experience significant inequalities
in relation to health outcomes. Previous LeDeR reports have repeatedly
documented these inequalities; for example, the 2021 LeDeR report highlighted
significant differences in age at death depending on ethnicity. Specifically, only
10% of people reported to LeDeR from an ‘Asian or Asian British’ background
died aged 65 or over in 2021, in comparison to 42% of people from a ‘white’
background (White et al., 2022).

For the current report, we sought to quantify health outcomes using data
generated from the LeDeR programme of people who died between 2018-
2021. The following statistics do not capture all the people with a learning
disability who have died during this period as notifying a death to LeDeR is not
mandatory. The data from 2018-2021 has been aggregated as only a small
number of deaths reported each year are of people from ethnic minority groups
and broader categories of ONS classifications such as ‘Asian/Asian British’
(Indian, Pakistani, Bangladeshi, Chinese and any other Asian background) was
necessary to allow meaningful analysis.

In order to demonstrate a possible underreporting of deaths of people from
ethnic minorities to the LeDeR programme, we sought to compare external
datasets to the LeDeR data documenting COVID-19 mortality in ethnic minority
populations. However, it became clear that there is a lack of research examining
the differences in mortality outcomes in people with a learning disability by
ethnicity. In order to better understand the disparities in health outcomes, it is
essential for researchers to perform ethnicity specific analyses in future research.

43



Section 5: LeDeR Data Analysis

Data

Two sources of LeDeR data were used in this analysis. Firstly, we used
notification data, which is the data submitted by the person who notifies the
LeDeR programme of a death. Anyone can notify the programme of a death
online, though most notifications are from health professionals. Notifications
include basic demographic information and brief details of the circumstances of
death, such as where the death occurred and if there are concerns about quality
of care.

Notifications are examined by reviewers and if the deceased is confirmed

to have a learning disability or autism, an initial review is conducted. Initial
review data includes information gathered from the family of the deceased,
professionals involved in their care and clinical records. Initial review data was
used to analyse circumstances of death such as DNACPR recommendations
and causes of death.

Notifications of Death

Ethnicity was not a mandatory field when reporting a death to the LeDeR
programme until 2021. As such, a total of 756 notifications of deaths between
2018-2020 were excluded from the following analyses as they did not contain
ethnicity information. The following descriptive statistics are based on a total
sample of 11,899 notifications of deaths to the LeDeR programme between
2018-2021 that had available ethnicity data. Of these deaths, 10,812 (90.9%)
were people denoted as ‘white’, and 1,087 (9.1%) were people of an ethnic
minority background.

Table 5 provides a breakdown of notifications to the LeDeR programme between
2018-2021, separated by year and ethnicity. People denoted as ‘Mixed’ ethnic
group accounted for 4% of notifications to the LeDeR programme between 2018-
2021". People denoted as ‘Black, Black British, Caribbean or African’ or ‘Asian or
Asian British’ accounted for 2.2% and 1.7%, respectively. The lowest proportion
of notifications to the LeDeR programme was observed for people whose
ethnicity was denoted as ‘Other’, reflecting 1.3% of notifications. This notification
rate is inconsistent with general population estimates of ethnic minorities in
England and prevalence in GP learning disability registers in our analysis (see
Table 4, page 37 of this report).

" The 2021 LeDeR report categorises ethnicity using the ‘broad’ ethnic categories outlined in the 2021
census. As such, the ‘Mixed’ ethnic background includes people from the following Mixed or multiple ethnic
groups: ‘White and Black Caribbean’, ‘White and Black African’, ‘White and Asian’, and ‘Any other Mixed or
multiple ethnic background'.
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In comparison to 2020, a threefold increase in notifications to the LeDeR
programme was observed among people denoted as ‘Asian or Asian British’

in 2021. One potential explanation is that as people from ‘South Asian’
backgrounds were disproportionately affected by COVID-19 mortality (ONS,
2020). However, it is difficult to determine a specific explanation as we do not
know the leading cause of death of all of the people who were notified to LeDeR
in 2021, as this utilises review data which may not be completed prior to the data
cut-off point for the LeDeR main report analysis.

Table 5. The total number of notifications to LeDeR, separated by
year and ethnicity.

White 2322 2497 3163 2830 10812 90.9

Mixed 88 121 180 83 472 4.0

Black, Black British, 52 54 87 65 258 2.2
Caribbean or African
Asian or Asian British 40 25 35 98 198 1.7

Other 26 48 57 28 159 1.3

The proportion of LeDeR notifications by region and ethnicity was compared to
general population estimates of ethnicity. In our analysis, we used population
estimates derived from the 2021 census. This allowed us to compare ethnic
group breakdowns between the general population and the people with a
learning disability who had been notified to LeDeR in 2021. Table 6 provides

a breakdown of these proportions. For both data sources, ethnic codes were
categorised as ‘White’, ‘Asian’, ‘Mixed’, ‘Other’ and ‘Black’, which enabled a
direct comparison.
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Table 6. The proportion of notifications to LeDeR in 2021, by region and ethnicity,
compared to 2021 Census data

Ethnicity Grouping

. Black, Black
Asian or es
. British,
Asian .
" Caribbean
British .
or African
LeDeR 1.6% 0.0% 0.7% 1.6% 96.1%
South East
ONS 7.0% 2.4% 2.8% 1.5% 86.3%
LeDeR 1.8% 0.8% 1.6% 0.8% 95.1%
South West g 2.8% 1.2% 2.0% 0.9% 93.1%
LeDeR 6.3% 12.3% 9.0% 3.0% 69.3%
London
ONS 20.7% 13.5% 57% 6.3% 53.8%
LeDeR 4.0% 1.7% 3.5% 1.0% 89.9%
Midlands
ONS 10.7% 3.6% 2.7% 1.7% 81.4%
LeDeR 1.7% 1.7% 1.5% 0.0% 95.1%
East of
England g 549 2.9% 28%  1.4% 86.5%
LeDeR 4.2% 0.5% 1.4% 0.7% 93.3%
North West
ONS 8.4% 2.3% 2.2% 1.5% 85.6%
LeDeR 2.8% 0.6% 2.4% 0.2% 94.1%
North East
ONS 3.7% 1.0% 1.3% 1.0% 93.0%

*the Midlands ONS data collates data across West Midlands and East Midlands.

There was some variation in ethnic breakdowns when comparing the LeDeR
and census data. For the most part, there was a significantly higher proportion
of people notified to LeDeR from a ‘white’ background, in comparison to general
population estimates for that region. For example, 93.3% of people reported

to LeDeR in 2021 from the North West were denoted as ‘white’, despite only
86.5% of the general population being from a ‘white’ background in the North
West. However, there were regional differences; for example a higher proportion
of people reported to LeDeR in 2021 from London were from ethnic minority
groups.
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Median Age at Death

This section reports on the median age at death for people with a learning
disability from ethnic minorities compared to people from a ‘white’ background
with a learning disability who died for the period between 2018 and 20212,

When considering median age at death and ethnicity, it is apparent that people
from ethnic minorities have a lower age at death than those denoted as ‘white’.
However, the number of people who died who were denoted as being of an
ethnic minority background were small, so the findings must be interpreted with
caution.

There was a considerable difference in the median age at death for people
denoted as ‘white’ compared to ethnic minority groups. The median age at
death for people from ethnic minority groups was 34 years (min=4; max=96),
compared to 62 years (min=4; max=104) for people denoted as ‘white’.

Figure 4 provides a breakdown of the median age at death for the different
ethnic backgrounds recorded by LeDeR between 2018-2021. The lowest median
age at death was observed for people denoted as ‘Mixed’ ethnic group, who
died at 30 years old (min=4; max=86). The highest median age at death was
observed for people denoted as ‘Other’ ethnic group, with an average age at
death of 49 years (min=5; max=96).

Figure 4. Median age at death for notifications to LeDeR between 2018-2021,
separated by ethnicity.
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2 The median age at death is the age at which exactly half the deaths were deaths of people above that age
and half were deaths below that age.
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Table 7 provides a further breakdown of median age at death, separated by
ethnicity and gender for adults. The median age at death in the tables below
may not be reflective of the overall median age at death, as the above figures
include children who have died. The table below only includes people over the
age of 18 who have died.

Table 7. Median age at death by ethnicity and sex for adults over 18, 2018-2021.

Total number of | Median age at
deaths death

Asian or Asian Female

British

Asian or Asian Male 79 43
British

Black, Black Female 80 50.5
British, Caribbean

or African

Black, Black Male 123 50
British, Caribbean

or African

Mixed Female 144 46.5
Mixed Male 187 39
Other Female 62 61.5
Other Male 60 54
White Female 4453 62
White Male 5883 63

- Other * *

* number of deaths is fewer than 10

Circumstances of Death

This section reports the circumstances of death of people with a learning
disability, regarding ethnicity. We have drawn on data from LeDeR initial reviews
which were completed between 2018 and 2021.
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Analysing the contextual information collected during initial reviews allows

us to describe the circumstances in which people died. Below, we report:
where people died, whether a Do Not Attempt Cardiopulmonary Resuscitation
(DNACPR) recommendation was made prior to death, and whether a DNACPR
recommendation was followed correctly.

Place of Death

Information about place of death was available for 10,403 people who died
between 2018-2021. Only 9% (n=883) of these deaths related to people from

an ethnic minority background. Table 8 shows that the highest proportion of
hospital deaths was recorded for people from an ethnic background denoted as
‘Other’, representing 73% of deaths. People from this ethnic category also had
the highest proportion of deaths recorded as occurring outside of hospital or a
person’s usual place of residence. People denoted as ‘white’ or ‘Mixed’ had the
highest proportion of deaths which occurred in their usual place of residence
(34.3% and 32.0%).

Table 8. The proportion of people who died in hospital, their usual place of
residence or elsewhere between 2018-2021, separated by ethnicity.

Residence

Asian or Asian British 65.3% 28.1% 6.7%
Black, Black British, 69.9% 25.4% 4.7%
Caribbean or African

Mixed 62.5% 32% 5.3%
Other 72.9% 21.3% 7.7%
White 60.1% 34.4% 5.5%

Deaths with ‘Do Not Attempt Cardiopulmonary
Resuscitation’ (DNACPR) recommendations

Information relating to whether a person had a DNACPR recommendation in
place at the time of their death was available for 7,459 people, of which 92%
were white. Table 9 shows that people denoted as ‘white’ had the highest
proportion of DNACPR recommendations in place at the time of death (73.0%).
In contrast, the lowest proportion of DNACPR recommendations in place at
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the time of death was observed for people denoted as ‘Black, Black British,
Caribbean or African’ (51.5%).

Table 9. The proportion of people with a DNACPR recommendation in place at
the time of death between 2018-2021, separated by ethnicity.

DNACPR decision |Asian Black, Black

in place at the time | or Asian | British, Caribbean

of death British | or African

Yes 59.2% 51.5% 571% 559% 73%
No 40.8% 48.5% 429%  441% 27%
Total No. 49 136 102 6,885

The proportion of deaths where the reviewer thought that the DNACPR
recommendation was made correctly was similar across each ethnicity (see
Table 10).

Table 10. The proportion of adults who died with a DNACPR recommendation in
place at the time of their death, for whom documentation was completed and/or
followed between 2018-2021, separated by ethnicity.

DNACPR Asian Black, Black

decision correctly | or Asian | British, Caribbean

completed and British | or African

followed

Yes 75.9% 71.4% 69.3% 70.2% 70.5%
No 0% 4.3% 3.7% 53% 4.8%

Not known by 24.1% 24.3% 27% 24.6% 24.7%
reviewer

Total No. 29 70 163 57 5,024

Determination of underlying cause of death

When someone dies, a doctor who was involved in their care completes a
Medical Certificate of Cause of Death (MCCD) which indicates the sequence of
conditions which lead to their death. This includes the underlying cause, defined
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by the World Health Organisation (WHQO) as the disease or injury that led to
death or the circumstances of the accident or violence that produced the fatal
injury.

The underlying cause of death is usually taken from the lowest completed line
of part one of a person’s death certificate and assigned one of around 14,200
codes according to the International Statistical Classification of Diseases (ICD-
10). Underlying cause of death can also be a judgement from the coroner or the
ONS based on WHO guidelines. LeDeR initial reviews include information from
the MCCD which is the data we used for this analysis. For ease of interpretation,
LeDeR report data groups ICD-10 codes by leading cause of death. This
involves using an internationally recognised list of prevalent conditions to allow
for comparison between populations.

Leading cause of death by ethnicity 2018-2019

Due to the small numbers of people in the data from ethnic minority groups, we
have grouped findings across years. When interpreting findings, it is important
to consider that despite grouping data the number of people in ethnic minority
groups is still small. We have split findings into 2018-2019 deaths and 2020-2021
deaths to account for the role of COVID-19 which emerged as a leading cause
of death in 2020. Deaths reported here are drawn from data of 8,249 adults over
the age of 18 who had their death reviewed by LeDeR and had ethnicity and
leading cause of death information recorded.

Table 11 shows the leading causes of death for people with a learning disability
who died in 2018-2019 by ethnic group with the number one leading cause of
death in bold. The most common cause of death for people denoted as ‘white’
was cancer, closely followed by congenital malformations, deformations and
chromosomal abnormalities. There was insufficient data to report leading cause
of death for people denoted as 'Mixed’ ethnic group. Cerebral palsy and other
paralytic syndromes were the leading cause of death for people denoted as
‘Black, African, Caribbean or Black British’. Influenza and pneumonia were the
most common leading cause of death for people denoted as ‘Asian or Asian
British’. For people denoted as ‘Other’, cancer was the leading cause of death.
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Table 11. The percentage of deaths of adults who received a LeDeR review
and had cause of death and ethnicity information recorded by leading cause of
death, 2018-2019.

Leading cause | Asian or Black, Black
of death Asian British | British,

% of causes | Caribbean
of death (n) |or African

Congenital * 10.6% (10) ~ 13.5% (5) 17.8%

malformations, (630)

deformations and

chromosomal

abnormalities

Cancer 15.5% (9) 13.8% (13) * 16.2% (6) 17.9%
(631)

Influenza and 17.2% (10) 16% (15) * * 13.8%

pneumonia (489)

Ischaemic heart * 6.4% (6) * 13.5% (5) 6.3%

diseases (224)

Cerebrovascular * 5.3% (5) * * 5.8%

diseases (204)

Dementia and * * * * 5.6%

Alzheimer’s (197)

disease

Cerebral * 21.3% (20) * * 4.9%

palsy and (172)

other paralytic

syndromes

Epilepsy and * 5.3% (5) * * 4.4%

status epilepticus (154)

Leading cause of death by ethnicity 2020-2021

Table 12 shows the leading causes of death for people with a learning disability
who died in 2020-2021 by ethnic group with the number one leading cause of
death in bold. For all ethnic groups, COVID-19 was by far the most common
leading cause of death. Cancer was the second leading cause of death for
people denoted as ‘white’, ‘Black, African, Caribbean or Black British’, ‘Asian or
Asian British” and ‘Other’ ethnic groups. Again, the number of people in ethnic
minority groups was small so this warrants caution during interpretation.
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Table 12. The percentage of deaths of adults who received a LeDeR review
and had cause of death and ethnicity information recorded by leading cause of
death, 2020-2021.

Leading cause | Asian or Black,

of death Asian Black
British British,

Caribbean

or African
COVID-19 31.3% (25) 37.7% (52) 59.7% 28.8% 25.7%

(37) (17) (1071)

Congenital 8.8% (7) 6.5% (9) * * 11.5%
malformations, (478)
deformations and
chromosomal

abnormalities

Cancer 15% (12) 12.3% (17) * 10.2% (6) 12.6%
(524)
Influenza and 7.5% (6) 8% (11) * 85% (5) 8.2%
pneumonia (340)
Ischaemic heart  * * * 10.2% (5) 5.5%
diseases (228)
Cerebrovascular 6.3% (5) 3.6% (5) 8.1% (5) ~ 4.6%
diseases (191)
Dementia and * * * * 4.4%
Alzheimer’s (183)
disease
Cerebral * 87% (12) * * 4.7%
palsy and (196)
other paralytic
syndromes
Epilepsy and * 5.8% (8) * * 2.6%
status epilepticus (108)
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Modelling the Effects of Ethnicity on Age at Death

Background

Previous LeDeR annual reports have investigated various factors that may
influence a person’s age at death, including ethnicity. For example, in the LeDeR
report looking at the deaths that occurred in 2021, ethnicity was found to be

a significant predictor of age at death (White et al., 2022). Specifically, it was
found that being denoted as ‘Black, Black British, Caribbean or African’ was
associated with the highest risk, meaning that people from these ethnic groups
were more likely to die at a younger age compared to the white population.

Analysis

In this report, we have employed a similar method of statistical analysis that was
used in the 2021 LeDeR report. A Cox proportional hazard model was used to
investigate the effect of ethnicity as a predictor variable on age at death. Unlike
the previous LeDeR report which focused solely on 2021 deaths, here we model
the data relating to the 11,138 deaths of adults that had ethnicity data available
for the period between 2018-2021.

We fitted a model which had ethnicity as the predictor variable to estimate the
effect on age at death. No other variables were included in the model. In the
model, ‘white’ ethnicity was the reference group. The results of the analyses
are expressed as hazard ratios (HR), with a HR of more than one indicating an
increased risk of a younger death compared to those denoted as ‘white’.

Findings

The model found that being from an ethnic minority group was a significant
predictor of death at a younger age. Specifically, the data suggest that being
from a ‘Mixed’ ethnic background was associated with the highest risk (HR 3.19,
95% Cl 2.86, 3.56), meaning that people denoted as ‘Mixed’ died at a younger
age compared to the ‘white’ population. Whilst the HR’s were smaller, each of the
other three ethnic groups was also significantly associated with an earlier age

at death in comparison to the ‘white’ group. The results of the Cox proportional
hazard model are depicted in Figure 5, which displays the HR’s and 95%
confidence intervals. This is also displayed in Table 13.
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Figure 5. A forest plot showing the associations between ethnicity and time
to death (age) for deaths notified to LeDeR between 2018-2021. ‘White’ is the

reference group.
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Hazard ratio (with upper and lower 95% CI)

Table 13. Summary of a Cox proportional hazard model to investigate the effect
of ethnicity on age at death.

Level Hazard Standard Lower 95% | Upper 95%
Ratio Error Cl Cl

Mixed 3.19 2.86 3.56
Black, Black British, 2.84 .07 2.47 3.27
Caribbean or African

Asian or Asian British 2.35 .08 1.99 2.77
Other 1.26 .09 1.06 1.51

* ‘White’ ethnicity is the reference group, with a hazard ratio of 1.
*(N=11,138)

Conclusion

The results of the survival analysis model suggest that ethnicity may be
associated with age at death, with people from ethnic minorities dying at younger
ages in comparison to those denoted as ‘white’. The risk of younger death was
highest for people from a ‘Mixed’ ethnic background. These findings slightly
differ from the 2021 LeDeR report, which found that being denoted as ‘Black,
Black British, Caribbean or African’ was associated with the highest risk of a
younger death, though the confidence intervals overlap.
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The COVID-19 pandemic had a significant impact on the number of deaths

and disproportionately affected certain at-risk groups (for example, those with
existing conditions and from ethnic minorities), findings derived from combining
pre and post pandemic data should be interpreted with caution. Furthermore, we
did not consider other factors which are likely to influence age at death, such as
demographic factors, indices of multiple deprivation and number of long-term
health conditions.

Nonetheless, these findings corroborate previous research which suggests that
people with learning disability from ethnic minorities die at a younger age than
people from a white ethnic background with a learning disability. Future research
is required regarding ethnicity and its association to premature deaths. This may
require using datasets which contain larger sample sizes and more demographic
variables.

It is likely that the deaths of people from ethnic minorities are under-reported to
the LeDeR programme. We demonstrated that there was a greater proportion

of deaths of people with a learning disability from a ‘white’ ethnic background
reported to the LeDeR programme in 2021 than are in the general population.
Furthermore, in the previous chapter about the analysis of ethnicity recording,
we demonstrated that the demographic breakdown of patients on the learning
disability register was comparable to the demographic breakdown of ethnicity
when comparing to 2021 census data. Therefore, it is likely that the deaths of
people from ethnic minorities are underreported to the LeDeR programme, rather
than a greater proportion of deaths amongst people from a ‘white’ background.

Ethnicity was not a mandatory field in LeDeR notifications until 2021, so it

could be that ethnicity information was not always available in notification data.
However, the small numbers of ethnic minority groups in LeDeR data persisted in
2021 in comparison to the general population. Therefore, other factors may drive
this underrepresentation of ethnic minorities.

Another possible explanation for an underrepresentation of people from ethnic
minorities in LeDeR data is a lack of awareness of the programme. During our
workshops with people with lived experience, both self-advocates and carers
reported a lack of knowledge of the LeDeR programme. Targeted information
about LeDeR to raise awareness of the value of the programme and its findings
is essential for increasing engagement with LeDeR within communities.
However, as most deaths reported to LeDeR are reported by professionals and
not family members, lack of awareness in the community does not explain this
underrepresentation.
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Recommendations

Actions for NHS England:

Undertake a targeted awareness campaign amongst ethnic minority
communities to help to tackle the under-reporting of deaths to the LeDeR
programme.

Medical Examiners in England should be provided with specific training and
advice on identifying deaths of people with a learning disability and autistic
people and naotification to the LeDeR programme.

Actions for integrated care systems and boards:

LeDeR reviewers should ensure that they accurately record in the LeDeR
review the ethnicity of the person whose death they are reviewing. These data
are best collected from the family as part of the review process, where the
family can participate in the process.

Ensure that the number of LeDeR reviews notified within their ICB reflect the
demographics of their local population and take action to raise awareness of
LeDeR within those communities, especially where notifications are below the
anticipated number.

Actions for NIHR and other research bodies:

e Future research should further explore what is driving lower age at death

in ethnic minorities with a learning disability, including avoidable causes of
death and modifiable contributory factors.

* More detailed analysis is recommended for avoidable causes of death in

ethnic minority populations and uptake of health promoting initiatives such as
vaccination and screening programmes.
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Summary

This report highlights the importance of recognising racism as a driver of
inequality in healthcare for people with a learning disability from ethnic minority
backgrounds. These inequalities are reflected in a lack of consideration of
people from ethnic minorities in policy, the poor quality and under-utilisation of
ethnicity data in administrative datasets, and a paucity of research.

Variation in the completeness of ethnicity data in health and social care records,
using valid ethnicity coding, limits the potential analysis and conclusions derived
from data sources available. The accuracy of ethnicity recorded data are also
hampered by variable methods for ascertaining ethnicity across health and
social care settings, and we also know that people with a learning disability

are more likely to have their ethnicity defined by a third party. Accuracy of
ethnicity recording should be audited routinely, and further research should be
considered as to how people with a learning disability can be supported to self-
identify their ethnicity, such as using visual and audio methods to support written
information.

A case study focus of a healthcare system, Lancashire and South Cumbria
ICB, identified variability in the completeness of ethnicity recording across GP
Practices but also the use of validated ethnicity codes. The extent to which
this is the case across ICBs in England should be assessed. Moving towards
consistent recording of ethnicity across different administrative datasets as
well as adding data to datasets such as the Learning Disability Annual Health
Check Scheme would further help to address inequalities. Lower numbers of
notifications of deaths to the LeDeR Programme from ethnic minorities may
reflect an underreporting of ethnic minorities given the higher prevalence of
ethnic minority groups on the GP Learning Disability Registers in Lancashire and
South Cumbria ICB. The reluctance and potential under recording of learning
disability (particularly for those with mild learning disability) further clouds the
accuracy of any analysis.

Access: The recent COVID-19 pandemic and pressures experienced across
the health and social care systems, coupled with economic crisis, have

made access to care challenging for the general population, but for people

with a learning disability from ethnic minorities, disparities are likely to have
been widened. The additional barriers faced by ethnic minorities requires
implementation of ethnic specific reasonable adjustments. These should include
measures such as facilitating care when needed at the first point of first contact
with a health service provider particularly for those with a communication
difficulty due to a language barrier for example.

58



Summary

Experience: Overt racial discrimination was not an experience that was typically
described by those with learning disability or carers. Recognition of systemic

or subtle racial discrimination is either normalised as part of discrimination
experienced because of disability, gender, age, or social inequality. Further work
is needed to explore how people with a learning disability from ethnic minorities
understand and conceptualise racism to further our understanding of how racism
impacts their lives.

The sense of isolation and loneliness, for example, has been amplified during
COVID-19 restriction for people with learning disability with additional impacts
for ethnic minority groups whose social networks are limited. Development of
culturally appropriate community-based support and self-advocacy groups
supporting ethnic minority groups can address this.

Outcomes: Findings from the recent LeDeR data have confirmed the inequality
in respect to mortality with ethnic minority populations with a learning disability
dying up to 26 years younger than the ‘white’ group.

However, underlying predisposing risk factors such as gender, comorbidity and
social factors are poorly understood and requires further research along with
avoidable causes of death related to cancer, cardiovascular disease, epilepsy,
and infections such as COVID, influenza and pneumonia.

There remains a significant gap in understanding the impact on care provided
in relation to transition across health and social care settings and those moving
from adolescent to adult care. The experience of certain minority community
groups (Jewish and Roma for example) remains underrepresented in the
research identified.

Specific consideration of those from an ethnic minority background with a
learning disability is required across policy, administrative data recording
systems and research to address the ‘double discrimination’ people may face as
members of two marginalised groups.
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