
Welcome to today’s webinar 
 

• Now that you have joined, you will notice that you are on mute. 

 

• It will stay on this slide and you will not hear anything until approximately 11:05am. 

 

• If you have any questions throughout the webinar, please write them in the Private 
Chat section located in the below right panel.  

 

•There will be an opportunity to have your questions answered at the end.  

 

• This webinar will be put on the DAA website afterwards (with no audio). 

 

• Make sure you have dialled 0800 783 6753 and entered 63021108# 

#dementiaseenandheard 





Who we are 

 
Our work influences government and local authority policies and services 

so that they better meet the needs people with learning disabilities, their 

families and carers. We also raise awareness of learning disability issues 

amongst the wider public, in order to breakdown stigma and 

discrimination.  

 

 

Central to our work is our involvement of people with learning disabilities, 

their families and carers themselves. Their insight, advice and 

experiences is crucial to the research we undertake to inform our policy, 

public information and service improvement work.  

 

 



People with learning disabilities have the same rights as everyone 
else. It is wrong for their rights and needs to be ignored. Government, 

commissioners, care managers, doctors, staff, providers of services, 
ALL must offer the best support for people with learning disabilities. 

 
We are publishing our report Hidden in Plain Sight and Easier to read 

summary  



 

A Rights Based Approach 
Hidden in Plain Sight highlights how more that a 
million of people with 

learning disabilities have become invisible in 
national dementia policy. 

 

People with a learning disability are three times 
more likely to develop Dementia than the rest of 
the population.  

 

But our review of current Government strategy – 
has revealed that their needs are barely 
mentioned. 
 



A Rights Based Approach 

 
 
 It is vital that 1.4 million in Britain identified as 
having a learning disability are not invisible. 

 

 

We want to work with policy makers and services 
to make sure their needs are clearly recognised 
and they are provided with appropriate and 
targeted support as they age and if they develop 
Dementia. 

 



A Rights Based Approach 

 
 

Commissioners need to understand that 

dementia gets worse as people get older. 

 

They need to supply extra money to help 

people continue  living a good life. 



A Rights Based Approach 

  
There is a need to understand what good 

support looks like. 

• Get to know the person 

• Include everyone who knows the person 

well  

• Provide choices 

• Allow the person to share their voice 

and live the life they want 

•  Allow the person to stay in their home 

and live with people they know and like 



Contact Us: 
 
Patricia Charlesworth – Expert by Experience 
Christine Burke – Foundation for People with 
Learning Disabilities and Inequalities Lead 
cburke@learningdisabilities.org.uk 
     07985417808 
 

mailto:cburke@learningdisabilities.org.uk
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National guidance 



What do we mean by dementia? 

Dementia is an umbrella term 
used to describe a collection of 
illnesses with a similar pattern 
of symptoms.   

There is not a single illness 
called dementia.  It is thought 
that there are over 100 types of 
dementia. 

 

Dementia is the progressive 
decline in four main thinking 
abilities: memory, language,  
perception/attention, ability to 
plan and organise - executive 
functions. This means that the                    
symptoms will get worse over 
time 

 



What happens over time with dementia 

Early Middle Late 

Memory  Can’t remember what 

happened yesterday, 

or even five minutes 

before but early life 

preserved 

Early life memories start 

to deteriorate.  

Memories from early life 

may be randomly 

triggered  

Language Difficulties finding the 

correct word 

Difficult to speak to you 

and understanding what 

you are saying 

Limited or no language 

and little understanding 

of what is being said to 

them 

Perception  Misplacing objects 

Difficulty judging steps 

and stairs 

Getting lost in familiar 

surrounds 

Falling due to 

misperceiving distances 

Unable to find their way 

around 

Executive 

function 

Changes in personality 

and behaviour e.g. 

become less motivated 

Difficulty staying alert 

during the day  

Difficulty with everyday 

tasks such as  making tea 

Difficult to undertake 

any part of basic tasks 

such as washing, 

dressing, toileting 



What is Dementia? 

There are five main types of dementia 

 



Common symptoms 
Alzheimer’s Disease Vascular Dementia Dementia with Lewy 

Bodies 

Caused by a chemical 

imbalance in the brain.  

Plaques containing beta-

amyloid and tangles 

develop. 

Series of mini-strokes in 

the brain. High BP, heart 

disease and high 

cholesterol are risk factors 

Tiny deposits of protein in 

nerve cells 

Shares symptoms with 

Alzheimer’s and 

Parkinson's disease.  

Early symptoms: 

• Memory problems  

• Word finding difficulties  

 

Later symptoms: 

• Forget well-learnt info 

Early symptoms include 

problems with: 

• Concentration 

• Communication  

• Memory  

• physical weakness, 

paralysis (problems you 

would see in a stroke) 

• Fluctuations in function 

• detailed visual 

hallucinations (often of 

people or animals) 

• faints or falls 

• falling asleep easily in 

the day. Disturbed sleep 

at night 

• memory problems not 

always evident in 

earliest stages.  

Gradual, steady 

progression 

Progression varies from 

person to person. Can 

progress in ‘steps’ 



The link with Down’s syndrome? 

Down’s Syndrome is a genetic disorder caused in 96% of 
cases by a extra copy of chromosome 21 

Evidence of plaques, tangles and degeneration of brain on 
post mortem for anyone with DS over the age of 30 years 
– without any clinical signs 

Chromosome 21 has the Amyloid Precursor Protein (APP) 
gene – responsible for the beta-amyloid 

Gene for Family history of Alzheimer’s is also on 
Chromosome 21 (and 1 and 14) 

 

NB:  Not everyone with Down’s syndrome will develop 
Alzheimer’s disease. 



Dementia Prevalence Rates 
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Presentation in people with LD 

Can develop any type of dementia. 

For people with mild learning disabilities, the dementia 

signs and symptoms and progression is likely to be similar 

to that which is observed in the general population. 

People with more severe learning disabilities may present 

differently when they develop dementia e.g. with changes 

in behaviour. Dementia may not be suspected, and staff / 

families should look for small signs of change in memory 

or changes in function.  



Presentation in People with Down’s Syndrome 

Most people with Down’s syndrome who develop 

dementia have Alzheimer’s disease.  

Vascular disease, and the risk of vascular dementia is 

rare. 

Dementia in people with DS may present atypically with 

changes in behaviour and/or personality that can precede 

the full clinical picture of dementia by some years.  

Dementia in people with Down’s syndrome may be 

associated with the onset of seizures for the first time in 

that person’s life (78 – 98%). 

 

 



Understanding dementia 



The law of disturbed encoding 

The person is no longer able to successfully transfer 

information from their short term memory and store it in 

their long term memory.  

This basically means that the person is unlikely to 

remember things that have just happened to them.  

The main consequence of disturbed encoding is that the 

person is unable to form any new memories for the things 

they experience or for things they are told.  

 Short term memory 

 

30 seconds 

 

 

Long term memories 

 

Life long memories 

 

 

 

 

 



Consequences of disturbed encoding 

Disorientation in an unfamiliar environment  

Disorientation in time 

The same questions are asked repeatedly  

The person quickly loses track of conversation 

The person is less able to learn anything new  

The person easily loses things 

The person is unable to recall people they recently met 

Appointments are quickly forgotten 

People experience anxiety and stress 

 



The law of roll-back memory 

Long-term memory contains all the memories that the 

person has made from most recent memories working 

back toward childhood memories.  

When you develop dementia you will be unable to form 

any new memories after this time.  

At first long term memories will remain intact, however as 

dementia progresses, long term memories will also begin 

to deteriorate and eventually disappear altogether.  

Deterioration begins with the most recent memories and 

progresses until only memories of early childhood remain, 

hence memory can be said to be ‘rolling back’.  

 



http://www.microjocs.com/img/games/14/avatar.gif
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Consequences of roll-back memory 

  

Loss of daily skills such as using kitchen appliances, 
technology 

Memory loss for events beginning with the most recent 

Decreased social skills and inappropriate behavior 

Decreased vocabulary and inability to find words.  

Disorientation towards people: inability to recognise family 
and relatives 

The person may begin to have ‘flashbacks’ and see 
people from their past – likely to be earlier memories 

Self care skills will begin to deteriorate 

Changes in personality 

Person believes that they are younger and that time has 
actually ‘rolled back’ 
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Early signs in people with Down’s Syndrome 

Evidence that people with DS have a frontal-like dementia 

(perhaps in their 30’s) prior to developing full Alzheimer’s 

disease. 

Frontal-like dementia will affect: 

• Mood 

• Behaviour 

• Executive function e.g. planning, initiative, problem 

solving, reasoning 

• Personality 

• Social skills 

Memory and language are not affected 

 



Atypical presentations in people with DS 

Anecdotal reports of people with DS in teens or early adult 

who deteriorate, often after a life event, and never recover, 

but plateau.  

Superficially resembles dementia or depressive illness but it 

neither seems to progress (as would be expected with 

dementia) or resolve (as would be expected with depressive 

illness with appropriate treatment). 

The clinical picture is of the development of a general 

slowness in mental and/or physical activity, apparent loss of 

interest in previous activities, and a lowered level of 

functioning. 

Unclear as yet how such problems should be best 

conceptualised.  



Current Prevalence and Survival 

London Consortium study 

Median age of onset = 55.4 years 

50% of those who develop dementia are diagnosed in 

their 50’s 

Median survival time= 4.1 years  

Age at diagnosis highly predictive of survival time 

Gender is not predictive 

 



Why do baseline assessments for people with  

Down’s syndrome at age 30? 

A core feature of dementia is a decline from how people 

previously functioned 

It can be challenging to be clear about how people’s skiils 

have changed  due to: 

• everyone functions as an individual, with their own level 

of skills,  

• frequent poor record keeping from childhood  

• the possible lack of consistent involvement of family or 

staff throughout the person’s lifespan.  

Current recommendation is baseline assessment at 30 for 

people with Down’s syndrome, but not to do baselines for 

other people with LD. 

 

 

 



What is a baseline assessment? 

Baseline 

Gives a record of people’s skills and abilities at peak of 

their functioning 

History to date 

Is the person stable – or is there already issues to be 

considered 

Highlight signs and symptoms that may indicate dementia 

in the future 

Identify any other health / social care issues 

 



What should a baseline assessment consist of? 

Consent by the person to have an assessment / best 

interests decision if the person doesn’t have capacity 

Direct testing / assessment with person of key cognitive 

abilities 

Informant interviews 

• Health checklist 

• History gathering 

• Adaptive functioning  

• Social / Environmental issues 

 



Referral pathway 

GP should ask at the person’s Annual Health Check if the 

person with Down’s Syndrome  has had a baseline 

assessment at the age of 30 

If yes – no need for further action 

If no – GP should talk through Easy Read information 

sheet and use the Easy Read consent / best interests form 

GP will send to the CTPLD 

CTPLD will get in touch to arrange the baseline 

assessment 

Assessment will be completed and results shared. Early 

signs checklist sent with the report. 

Results are kept for future comparison if there are 

concerns re the person showing signs of change 







Recognising early signs of dementia 

Signs of early dementia can be subtle and require careful 

observation to identify concerns in a timely way.  

Families and staff carers can often be so close to the 

person that they become less able to recognise minor 

changes in functioning through adapting to the person’s 

needs. 

Looking for change from pre-existing abilities 

For people with more severe and profound LD – may be 

looking for specific changes e.g. development of epilepsy, 

change in day/night routine 



Lots of conditions can mimic Dementia 

Need to check and treat: 

thyroid problems - thyroid should be tested annually 

depression and other mental health problems e.g. chronic 
anxiety, psychosis 

sensory difficulties – both vision and hearing which should be 
checked at least every 2 years 

physical problems e.g. cancer, infections 

sleep problems e.g. sleep apnoea or other sleep disturbances 

environmental changes 

neurological conditions e.g. uncontrolled epilepsy, head injury 

psychological problems  e.g. abuse 

polypharmacy – people taking many medications can show side 
effects that mimic the early signs of dementia  

 

 Only if all these have been checked, and symptoms persist 
should you begin to think dementia. 

 



What should you do if you are concerned that the 

person is developing dementia? 

Take the person to their GP 

GP should check physical health issues and undertake 

necessary health checks including, where possible, 

relevant blood tests 

GP sends results of physical health checks and referral to 

the CTPLD 

CTPLD will invite the person to attend a screening 

assessment 

Further assessment will be carried out as required 

Report sent to person, carers/ staff and GP 

 



What should you do whilst waiting for a possible 

diagnosis? 

Ensure that the person has excellent person centred care. 

Person centred care is about focusing on the person and 

not the dementia.  

  

 

 



Supporting documents should all be in place 
Person Centred Plan 

Health Action Plan 

Communication Passport 

Capacity / Best Interests 

Life Story book 

This is Me – My Care Passport 

 



Wishes and capacity 

Need to use the Mental Capacity Act for decisions 

 

Adapt information to help the person understand and 

make choices as much as possible.  

 

Time and decision specific  

 

Even if the person lacks capacity for a specific decision/ 

choice, always attempt to explain as much as possible.                         

 



Person-Centred Plan & Health Care Plan 

Sets out the support needed for the individual and how 

this support will be provided 

 

Ensuring the plan is individual to the person 

 

Should involve the person as much as possible 

 



Communication Passport 

Sections 

About Me 

Important things about me including allergies 

People that are important to me 

My Communication 

Likes and Dislikes 

Activities 

 



Life Story Work 

A life story book is an account of a person’s life – 

past events, relationships – gives us a good idea of 

who they are 

Helps to aid communication between the person with 

dementia and staff  

The person remains the centre                                   

of focus 

Can be a useful tool for people                                

with challenging behaviour 

 

 



What does it consist of? 

Can take any form – box, photos album, book, journal  

Useful for new/temporary staff 

What makes the person happy or sad? Likes and dislikes? 

Puts photos of people into context. Ensure that all photos  

have a description to explain who is in them, where and 

when.  This means that anyone can use the book in a 

meaningful way to the individual. 

Be creative! Objects, pictures from magazines, books, 

internet of the era when they were growing up – roll back 

memory – but always with an explanation of why they are 

important to the person 

 

 



Life Story Work 

Put photos of people into context. This means that 

anyone can use the book in a meaningful way to the 

individual. 

 

Be creative! Objects, pictures from magazines, books, 

internet of the era when they were growing up – roll 

back memory 

 

Be clear about what you are                         trying to 

achieve. 



Further information 

 

 

 

https://www.google.co.uk/imgres?imgurl=https://www.hansel.org.uk/Uploads/l_1464969112_MaVhvTfm_jennysdiary.jpg&imgrefurl=https://www.hansel.org.uk/news/story.php?newssectionID%3D1%26newsID%3D505&docid=cuEGNuYLiBobxM&tbnid=mPCZJctn-OQzVM:&vet=1&w=600&h=849&safe=active&bih=471&biw=1093&ved=0ahUKEwimldGj0c3ZAhVBBiwKHZi5CXIQMwhAKAMwAw&iact=c&ictx=1
https://www.google.co.uk/imgres?imgurl=https://www.hansel.org.uk/Uploads/l_1464969112_MaVhvTfm_jennysdiary.jpg&imgrefurl=https://www.hansel.org.uk/news/story.php?newssectionID%3D1%26newsID%3D505&docid=cuEGNuYLiBobxM&tbnid=mPCZJctn-OQzVM:&vet=1&w=600&h=849&safe=active&bih=471&biw=1093&ved=0ahUKEwimldGj0c3ZAhVBBiwKHZi5CXIQMwhAKAMwAw&iact=c&ictx=1


If it is dementia? 

Dementia is a progressive disease 

Wherever possible people with LD and Dementia should 

remain in familiar in environments  

Every effort should be made to maintain home life as 

dementia progresses 

May necessitate environmental changes and 

adaptations to support the person  

 e.g. an increase in staffing levels  

Careful planning about the appropriate level of support is 

required 

Further training for staff/ carers on meeting people’s 

changing needs 

 

 

 



Questions and Discussion? 

 



Contact details 

Dr. Karen Dodd 

Surrey & Borders Partnership NHS Foundation Trust, 

Ramsay House, 

West Park, 

Epsom, 

Surrey KT19 8PB 

 

 DrKaren.dodd@sabp.nhs.uk 

 01372 205767 

 



Thank you 
 We hope you enjoyed today’s webinar.  

  

 These are open to everyone, so please forward on the details for 

future webinars. 

  

*Questions, please email ndaa@alzheimers.org.uk 

*From Seldom Heard to Seen and Heard 

www.dementiaaction.org.uk/joint_work/dementia_and_seldom_heard_groups 

*Slides / past webinars visit ww.dementiaaction.org.uk 

*For further webinars please check www.dementiaaction.org.uk/events 

 

 

 

 

 

 

#dementiaseenandheard 
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