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1. Why is this an important issue?

People with learning disabilities are living longer, thanks to improvements in health and health care, although
life expectancy for people with learning disabilities is still shorter compared with the general population 1. As a
result, carers who look after people with learning disabilities are met with an increasing number who are
developing dementia 2. Achieving this will require reasonable adjustments to public health initiatives on
prevention, NHS dementia diagnostic services, health and social care for people with dementia and their
families, and services for people with learning disabilities.

2. Evidence and research
2.1 Prevalence of dementia in people with learning disabilities

Estimates of the prevalence of dementia in people with learning disabilities vary, in part because there has not
always been good recognition, assessment and diagnosis.

Analysis of the data from a range of studies suggested 3:

e age-related dementia of all types is more common at earlier ages in people with learning disabilities than
in the rest of the population (about 13% in the 60 to 65 year old age group compared with 1% in the
general population)

e across all over-60 age groups the prevalence was estimated at 2 to 3 times greater in people with learning
disabilities

¢ people with Down’s syndrome are at particular risk of early onset Alzheimer’s disease

¢ data from GPs show that the number of people with learning disabilities diagnosed with dementia is 5.1
times the number expected, “if general population age and sex specific rates had applied” 4 (see Figure

1),
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Figure 1. Dementia prevalence (per cent) by age and co-morbidity of Down’s syndrome and/or learning
disabilities, England, 2014 to 2015

Reproduced under the terms of the Open Government Licence v3.0 from ‘Health and Care of People with
Learning Disabilities 2014 to 2015, NHS Digital, 2016

2.2 Prevention

Public Health England estimates ° suggest that 30% of the current incidence of dementia in the general
population would be preventable by addressing risk factors such as:

diabetes

high blood pressure
obesity

inactivity
depression

smoking

People with learning disabilities are at increased risk of most of these factors, with the exceptions of high blood
pressure and smoking 4. People with Down’s syndrome are thought to be particularly vulnerable to developing
dementia at younger ages, and do so at earlier ages than others (https://www.downs-syndrome.org.uk/about
/research-campaigns/current-research-projects/defeating-dementia/).

2.3 Information for people with learning disabilities, families and staff
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Families and people with learning disabilities often want more information about the risks of dementia
(https://www.downs-syndrome.org.uk/for-families-and-carers/health-and-well-being/getting-older/alzheimers-disease/).
However, in 2017 the Dementia Action Alliance found that people with learning disabilities were not always
even told if they had dementia. The Alliance argued that people themselves, as well as family carers, should be
supported to understand as much as possible about their condition and the options for treatment, care and
support 2. Resources such as ‘Talking together’ © can help with this.

Good information is also important for friends and partners, so they can understand what is happening to the
person 7. As noted by Towers and Wilkinson 8, starting such conversations can seem difficult, but people often
feel relieved and less anxious once they start talking.

2.4 Early signs and diagnosis

Early recognition of signs that a person may be developing dementia offers an important opportunity to
investigate and, if appropriate, seek a diagnosis. Recognition can be complicated because °:

¢ signs of other health problems (such as depression, sensory loss, or hypothyroidism) or reactions to a
recent major life event 10 may be wrongly interpreted as the onset of dementia

¢ early signs of dementia may be missed (perhaps masked by other health problems) or attributed to the
person’s learning disability or ‘challenging behaviour’

e people with learning disabilities who do not understand what dementia is may be less likely to seek advice
if they notice their memory is not working as well as it used to

The onset of epilepsy in a person with Down’s syndrome later in life may be a strong sign that dementia is
developing °.

It is therefore important that:

¢ people who know a person with learning disabilities well are confident about noticing changes in the
person’s health and behaviour and about seeking help if they are concerned

e people with learning disabilities have full annual health checks that cover physical and mental health,
vision, hearing and medication review, with action taken on any health problems discovered

¢ people with learning disabilities showing signs suggestive of dementia should have the normal
recommended investigations (https://www.nhs.uk/conditions/dementia/diagnosis-tests/) to identify any treatable
causes of cognitive decline

e people with Down’s syndrome have a formal ‘baseline’ dementia assessment from age 30 so that any
changes can be measured

In some areas people with mild or moderate learning disabilities are supported to follow the local dementia
pathway for diagnosis (perhaps with support from the local learning disability service to enable dementia
services to make reasonable adjustments). In other areas it is more likely that a person recognised as having a
learning disability would be seen by the learning disability services.

2.5 Support

The principles of person-centred planning and maintenance of general health apply to support for people with
learning disabilities who have dementia, just as for people without dementia. The 2016 international summit on
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intellectual disability and Dementia 7 drew on international research and experience to recommend specific
extra attention to:

e post-diagnostic support for the person, family carers and others close to or supporting the person:
information, counselling, education and training, assessment of how the condition affects that particular
person and how it may progress, and regular review

e the person’s environment: planning for the person to stay in familiar surroundings for as long as possible,
designing adaptations to help the person make sense of the environment (for example, through the use of
colour, labels, decluttering)

¢ helping family carers and staff to understand how their support may need to change over time as the
person’s condition progresses, with decreasing emphasis on promoting independence and more on
helping the person to enjoy life and sustain communication and relationships

¢ planning ahead for progression of the condition and end-of-life care: to include advance care planning and
other tools to ensure that the person continues to have as much choice and control as possible

Similar points, rooted in a rights-based approach to supporting people to live well with dementia, were
reiterated in recent guidance for support providers 11 and recommendations from the Dementia Action
Alliance?.

The summit report’ also emphasised the importance of both practical and emotional support for family carers,
noting that dementia services may not have had a lot of experience of working with families who have provided
lifelong care and support. This topic was explored in more detail by Towers and Wilkinson8, who described both
the barriers family carers may face in planning ahead and a model to support them in undertaking a form of
person-centred planning tailored to the circumstances of older people and their families 2.

2.6 Sensory engagement and dementia

Sensory engagement is the process of gaining the attention of one or more sensory systems of people and
using that attention to support them or enrich their lives in some way'3. The senses develop rapidly during the
early weeks of life of the average person. Understanding what experiences (such as smell) elicit responses in
early sensory development can be very helpful when supporting a person with dementia. People are often able
to connect with early developmental sensory experiences long after they have stopped responding to and
understanding other experiences. For example, the smell of a favourite food, combined with the sensation of it
in the mouth, may be recognised. Sensory experiences can be used to communicate and to offer reassurance,
which is especially valuable for people whose dementia has taken away their ability to understand and respond
to other forms of communication and reassurance'®. The sensory experiences most likely to engage a person
with dementia will be described in a book due for publication in 201813.

Deterioration of a person’s sensory capacity and ability to process sensory information successfully can cause
significant stress and distress, to the point where the person may lash out violently. A sensory understanding of
the environment and personal interactions can help to prevent such incidents and also inform responses should
they occur.

Sensory engagement has been used successfully with people who have dementia (including people with
learning disabilities) to:

e enrich their lives through sharing sensory stories and sensory life stories!®
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foster engagement in activities by setting them up in a way that maximises a person’s ability to interact

with them

e promote independence by adjusting the environment and providing resources for activities that maximise
a person’s chances of being able to do them

e support eating by providing food that offers the level of sensory stimulation appropriate to the individual
and presenting it in a way that is accessible to the senses

e support behaviour in a positive way by reducing stress

¢ cultivate mental wellbeing by creating sensory environments and providing activities within those

environments that reassure and calm the individual

2.7 Planning ahead: legal and financial matters

Early recognition that a person may be developing dementia provides an immediate prompt to consider
planning ahead. While person centred planning may be well established in many learning disability services,
plans do not always cover topics such as how (and by whom) decisions will be made in the future about
financial and legal matters. Yet a person with learning disabilities may, at this early stage, have capacity to
make a will, draw up lasting powers of attorney (for health and welfare as well as for property and financial
affairs) and consider advance care planning. For people who lack capacity to make such decisions themselves,
it may still be possible to find out about their wishes and ensure that these are reflected in best interest
decisions. The Mental Capacity Act provides for the Court of Protection to make a statutory will in accordance
with the person’s best interests.

Research on access to legal services by people with learning disabilities and family carers'® showed that many
people were not confident about getting legal advice. However, some examples of supported decision-making
were described in the 2017 Law Commission consultation on reforming the law of wills17. Solicitors had used
creative approaches such as picture cards and counters to help people with learning disabilities to think about
and express their wishes. The ‘Everyday decisions’ project!® also found examples of people with learning
disabilities who had put in place one or both types of lasting powers of attorney, but none of the participants had
made a will. This research “found very low levels of awareness and/or willingness to engage with decisions on
wills, power of attorney and advance decisions among care professionals”. It may be particularly important for
people with learning disabilities that they are prompted to think about such matters.

2.8 End-of-life care

The principles of good end-of-life care apply to people with learning disabilities and dementia, just as for people
without dementia. Evidence, policy, resources and practical examples of good practice are set out in a previous
reasonable adjustments guide°.

One specific consideration emphasised in some of the literature on people with learning disabilities and
dementia20 is that people may find it more difficult as their condition progresses to express that they are in pain.
Pain might be communicated through changes in behaviour and these could be attributed mistakenly to the
person’s dementia. Extra care is needed to check for and deal with possible causes of pain.

3. Policy and guidance

3.1 Policy and guidance on dementia in the general population
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This section describes Government policy on dementia in the general population, not specific to people with
learning disabilities2!. This emphasises prevention, early diagnosis, inclusion (for example, through dementia-
friendly community development) and good support for people living with dementia and their families, from
diagnosis through to end of life care.

Recent guidance from PHE® says that the risk of developing dementia can be reduced by helping people to:

e eat well

reduce alcohol consumption

stop smoking
be more active

develop and sustain social relationships and connection with others

This ‘healthy lifestyles’ message fits well with other public health advice. The guidance advises that “what is
good for your heart is good for your brain”.

Building on earlier PHE guidance??, the range of interventions proposed covers:

e population level: including attention to the built environment, promotion of healthy lifestyles, and dementia
awareness programmes for health professionals as well as the public

e community level: support for healthy living, action to combat social isolation and loneliness, and support
for living well with dementia

o family and individuals: make every contact count (by identifying people at risk, promoting healthy
behaviours, advising on risk reduction), ensure people know where to turn for advice and diagnosis,
support families

A dementia profiles tool (https:/fingertips.phe.org.uk/profile-group/mental-health/profile/dementia) provides indicators
that allow local commissioners (both NHS and local authority) and providers to benchmark their current practice
against other clinical commissioning groups, local authorities and England.

The National Institute for Health and Care Excellence (NICE), together with the Social Care Institute for
Excellence, issued guidance on support for people with dementia and their carers in 2006 23 ; at the time of
writing this is under review, with an intended publication date of June 2018. The guidance set out principles and
recommendations covering:

1. Information and training to improve awareness and understanding of dementia (including in acute
hospitals and in services for younger people at risk)

2. Preliminary assessment in primary care, with referral to specialist memory services for comprehensive
assessment and co-ordination of care planning

3. Post-diagnostic support, including information, discussion of implications and options, and psychological
support as required for both the person and family carers

4. Person centred plans to promote and maintain independence for as long as possible, with a mixture of
interventions according to the exact diagnosis and the person’s circumstances

5. Assessment of carers’ needs and preferences, with psychological and practical support offered as
appropriate

6. Observance of the Mental Capacity Act principles, and good communication with and involvement of the
person themselves and close family and friends
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7. Co-ordination and integration of health and social care services

8. Interventions such as cognitive stimulation programmes, drug treatment, investigation of symptoms or
behaviours not related to cognition (and responses such as sensory engagement), and psychological
interventions for depression or anxiety

9. Environmental design such as lighting, colour schemes, floor coverings, signage and assistive
technologies to help the person to make sense of the environment and to maximise the person’s
independence

10. Palliative and end of life care, including advance care planning and attention to pain assessment and relief

NHS England’s ‘Well pathway’, accompanied by an implementation guide and resource pack
(https://www.england.nhs.uk/mental-health/dementia/) set out a transformation framework to deliver the aims and
standards of:

preventing well
diagnosing well

e supporting well
living well

dying well

These should be underpinned by improvements in research, joint working, commissioning, training and
monitoring.

Skills for Care and Skills for Health developed a set of ‘Common core principles for supporting people with
dementia’ to guide training for staff in health and social care’ (https://www.gov.uk/government/publications/common-
core-principles-for-supporting-people-with-dementia). The principles covered:

awareness and recognition of early signs, and support to gain a diagnosis
sensitive communication; respect and support for family carers

promotion of independence and meaningful activity

e recognition of and response to distress

support for team members and working jointly with others

Each principle was supported by a set of indicative behaviours that staff should demonstrate. The guide
included advice and resources for service managers on assessing and meeting training needs to make their
services ‘dementia-friendly’.

3.2 Policy and guidance on dementia in people with learning disabilities

NICE guidance on mental health in people with learning disabilities24 and the accompanying quality standard
added some specific points to its guidance on dementia in the general population:

¢ the annual health check for people with learning disabilities should include a review of mental health,
including signs of dementia, especially in adults with Down’s syndrome

e people requiring an assessment for dementia should be referred to a clinician with specialist expertise in
the mental health of people with learning disabilities

e assessment for dementia should be supplemented with tools devised for use with people with learning
disabilities
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e interventions (such as psychological or drug treatments) should be adapted to the individual

The recent NICE guideline on the care and support of people growing older with learning disabilities
(https://www.nice.org.uk/guidance/ng96) reinforced the importance of obtaining a baseline assessment, attending to
family carers’ needs (including the possibility of mutual caring relationships) and planning for the future.

The British Psychological Society and the Royal College of Psychiatrists produced very comprehensive
guidance® on the assessment, diagnosis, interventions and support of people with learning disabilities who
develop dementia. This provided much more detailed advice on assessment approaches and tools, exclusion of
other conditions and the possible course of dementia. Considerable emphasis was placed on supporting the
person, family carers, friends, peers and support staff to understand the diagnosis and the possible course of
the condition, and involving the person and those important to them in exploring and developing individualised
support options (including emotional and practical support for families).

Life story work can be valuable to underpin person-centred support and the guidance drew attention to the
importance of considering ethnicity and culture. Detail was included on the recognition and management of
health conditions that are specifically associated with advancing dementia, such as epilepsy, sleep disorders,
pain and gastrointestinal disorders. The characteristics of ‘capable environments’ were described, offering
advice about a number of simple ways of maximising independence and reducing anxiety. For example,
changes in the way a person with dementia perceives colour, depth and shadow effects may cause confusion
and distress that can be alleviated by thoughtful design. A substantial section of the guidance covered
interventions, including psychological support and drug treatments, alongside attention to the basics of care
such as good nutrition and hydration. A recommended outcomes tool was attached; this took account of the
possible stages of progression.

Guidance for GPs (http://www.necn.nhs.uk/networks/mental-health-dementia-and-neurological-conditions-network/mental-
health-dementia-and-neurological-conditions-network-groups/dementia-advisory-group/dementia-resources/) on diagnosis
and management was developed by NHS Northern England Clinical Networks, based on the guidance
described above. This described the possible clinical presentations of dementia in people with learning
disabilities and offered recommendations for screening, referral and the design of support.
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