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Most people associate dementia with older people but there are more than 40,000 people in the 
UK under the age of 65 years who are affected by this condition. 



https://fundamentalsofnursingblog.wordpress.com
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Things to think about …
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Growing Older 
with a Learning Disability

◼ Ageing process for people with a LD is similar to the general 
population. Research has shown that older adults  with a LD have 
increased incidence of health difficulties.

◼ Causation of dementias are being researched with genetic and 
neuropathological studies with people with LD and those with 
Down Syndrome  

◼ Onset of dementia in the LD population tends to be earlier than in 
the general population.

◼ People with Down’s Syndrome are at a high risk of developing 
dementia and the condition progresses more quickly.

◼ Potentially preventable causes of mortality that are relatively 
common and affect most groups of people with LD include 
aspiration pneumonia,  seizures and dementia    (LeDeR, 2017)
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What changes might be reported?

• Behavioural and/ or personality changes

• Decline in daily living and/or personal care skills

• Decline in mobility

• Withdrawal and disengagement in usual interests

• First onset or change in presentation of epilepsy.

• Swallowing difficulties: Dysphagia



Challenges in Recognition and Assessment

• Assessment tools are usually designed for people 
who had a previously intact level of cognitive 
function

• Not always  any single / baseline documentation 
of previous functioning

• Early memory loss and communication problems 
often masked initial changes attributed to LD

• Differential diagnosis & assessments

• And the course of these changes….



The course of dementia …
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Meeting changing needs

• Emphasis of care changes from enabling the person to maintain 
their skills with support to increasingly taking on tasks for the 
person with dignity and respect.

• Early stages - reminding the person of the day, time, place; 
simplifying routines and reducing choices; introducing memory aids 
such as diaries, timetables and objects of reference; simplifying 
communication, and using additional cues/prompts.

• Mid stages - care changes to preserve abilities for as long as 
possible using techniques of reminiscence, identifying favourite 
activities and strengths, finding failure-free activities. 

• End stages – health monitoring becomes essential. Attention to 
weight, adequate nutrition and hydration, physical health including 
epilepsy, continence, pain and mobility are all vital.
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• Health Promotion information resources (easy 
word and pictures)

• Training programmes 

• Environmental audits 

• Ageing well groups

• Service re-design

• Care pathways…….

Birmingham Response
Working together



Accessible resources

www.easyhealth.org.uk

https://www.changepeople.org

http://www.easyhealth.org.uk/
https://www.changepeople.org/


Interventions

Four orientations of psychological interventions that will support pharmacological 
interventions: 

Behaviour-orientated
- Functional analysis of behaviour of concern.
- Focus on understanding the behaviour as a form of communication
Emotion- orientated
- Reduce distress, validate sense of self, enhance emotional wellbeing and 

support coping strategies.
Cognitive-orientated
- Help to maintain and optimise existing skills, abilities and independence.
Stimulation-orientated
- Meaningful, enriching activities to stimulate and engage an individual e.g. life 

story, reminisce work. 

(Kalsy-Lillico et. al., 2012)



Any ideas?



Dementia friendly environments

• Most environments where people with learning disabilities 
live are not dementia enabled.

• Balance calm with stimulation so to minimise unhelpful stress

• Key principles
– Calm – noise (internal and external), colour
– Predictable and make sense – cues, signposting, no 

surprises
– Familiar – homely, long term memory
– Suitably stimulating – noise, views
– Safe and risk assessed – access, stairs, hazards



Philosophy of care

• Understand and know the person

• Understand dementia and its consequences

• Proactive approaches that predict ‘stressors’.

• Ensure that the person with dementia has a stress free, 
failure free and individualised care that is consistent 
and without time pressures.

• Need to maintain all the elements of usual daily living to 
retain skills for as long as possible

• Consider life story work and reminiscence approaches





Ageing well …….

Active ageing for people with learning disabilities

www.inclusivefilms.org



Be the person that made that 
difference

• Access e-learning materials on dementia 
• Access specific resources relating to dementia and people with Down’s 

Syndrome
• Be calm and relaxed around the person and give more time
• Try to use regular carers, familiar faces
• Promote a healthy lifestyle ‘healthy heart healthy brain’ reduce the 

likelihood of vascular dementia
• Access appropriate assessment and investigations 
• Broaden your knowledge across the whole life course. Ageing well and 

supporting people with dementia, including end of life care with dignity. 
• Public Health England has developed an online resource called All Our 

Health
• Be sure that you look at the whole person not just their diagnosis




