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Different countries  

different cultures 
• I am not here to tell you how to do it. 

• Different systems, culture, history and 
economy mean things will be different. 

• But peoples needs are the same. 

• I will share with you some aspects of 
the  journey we have been on. 
Positives and negatives. We can learn 
from both. 

 

 

 

 

 



James 

• Early Nineties 

• James’ experience 

• James and the Doctor 

• Beginning of a long journey 



Seen as new but small issue 

• Organisations began to realise that 

more and more people were developing 

dementia as population aged. 

• Not small problem for providers of care 

and support for people with dementia. 

But hard to get it onto the agenda. 

 



 

 

The Good News 

People with a learning disability,  

like the rest of us,  

experience increased longevity. 



Soon most people with a learning  

disability will be aged over forty. 

 



The Bad News 

Despite demographic changes  

within the population of people  

with an intellectual disability  

our services are not ready. 





We must SEE the ageing population if 

 we are going to respond.  

 





Ageing brings with it the illnesses and  

conditions of older age. 

 

One of these is dementia. 



Older age 

• Important to see dementia within the 

context of older age and not just on its 

own 

• Development  of other conditions, 

arthritis, osteoporosis, hearing, other 

painful conditions etc 



A worrying state of affairs 

In the late nineties it seemed that all the 

gains we had made for people with a 

learning disability, giving meaningful lives, 

closing large institutions and giving 

people a voice might be lost when they 

grew old and in particular when they 

developed dementia. 



Home for Good? 



The study was designed to examine 

the following three questions: 

1. What were the current models of practice for 
supporting people with a learning disability 
and dementia? 

2. What were the key issues relating to people 
with a learning disability with dementia living 
in care home settings? 

3. Describe some examples of best practice in 
care home provision for people with a 
learning disability and dementia? 



What did we find? 



 

• There was a constant need to reapply 
for funding to meet changing needs. 
Often by the time the funding came 
through the needs had changed. 

 

Some findings 



• This led to ad hoc arrangements that 
often failed to meet the needs of people 
with dementia, co-residents and staff. 

• Lack of coherent strategies and 
resources led to people being moved 
inappropriately to nursing homes for 
older people. Generally life expectancy 
and quality of life was dramatically 
reduced as a consequence. 

Some findings 



Some findings 

• People with a learning disability and 

dementia not being diagnosed early 

enough.  

• Staff not prepared. Staff knew about 

conditions of children and younger 

adults but not older age (Also in other 

research on pain) 

 

 



Some findings 

• Staff struggling. Often their wisdom not 

being captured and used 

• Nightie story 



Some findings 

• Professionals insufficiently aware 

especially GPs 

• Very few dementia friendly 

environments 

 



What has been done? 



How to develop awareness 

• TV programmes 

• Radio programmes 

• Development of materials for different 

groups 



Research into practice 

• There is a bit of a bubble in which the 

research stays amongst the 

researchers. Need the research but it 

needs to be made accessible. 

• Need information and training that is 

directed at practitioners 

 



Acknowledge the real situation 

• Doctor who had not read the books on 

his shelf 

• Academics have time to read books, 

practitioners need easy access to 

information.  



Poster for GPs 





Examples of materials and 

information  
• A guide for parents and carers: Down’s 

Syndrome Association Publication 

• Guidance on the assessment, diagnosis, 

treatment and support of people with 

learning disabilities who develop 

dementia. Co-published by The British 

Psychological Society and the Royal College 

of Psychiatrists 

 



Examples of materials and 

information  

 

Down’s Syndrome and Dementia 

Workbook for Staff. Publ. Down’s 

Syndrome Association 





What did we want it to do? 

• Set a philosophy of care 

• Be person centred 

• Help understand the principles of dementia 

care 

• Educate and inform 

• Assist in planning ahead 

• Ensure management support 

• Central place for documentation 

• Signpost for places of support 

 



Out of print !!!! 

• Needs Updating 

• Needs to be made system specific 



 

Information for people with a 

learning disability about 

dementia. 

 





Training 

• Development of courses in colleges 

and universities.  

(Problems with time and cost) 

• Development of online material  

(Open Future learning) 

• Development of DVD material 

(Supporting Derek: Joseph Rowntree    

Foundation: Pavilion Publishing) 

 



So what achieved? 

• Greater general awareness means 

people referred earlier for assessment 

and diagnosis. Siblings notice changes 

• Development of baseline assessments 

• From age 30 for people with Down’s 

syndrome. Later for people with other 

learning disabilities 



So what achieved? 

• Development of trained staff, leads to 

improved care and improved life 

chances. 

• But… Staff turn over means that training 

and information giving needs to be 

maintained. It needs to be regular and 

routine. 



So what achieved? 

• Families more aware and so seek help more 

often (not always the case as there is a fear 

the person will lose services and be moved to 

old peoples services) 

• Dementia friendly environments developed 

• Development of life story work 

• People being kept within the learning 

disability service 

 



Dementia Friendly 

Environments 

 

A few examples  



Simple and cheap 

  

 

Red toilet seats  

(Story about Douglas) 

 





Flooring 

 

Problems with 3D  

and  

misunderstanding flooring 





Cheap and simple 

• Mirrors (Dancing on the end of the bed) 

• Noise levels…especially at night 

• Activity levels….problem with day 

services 

• Signage (red again) 

• Ground level accommodation 



Development of Life Story 

Work 

• If you do not know the past of the 

person with dementia then you do not 

know them. 

• Raises staff expectations if there is a 

move. 

• Enables the understanding of 

‘challenging behaviour’. 

• Story of George 

 



Models of care 

• Need to be clear what is informing 

decisions about practice and philosophy 

of care. 



Models of care 

• ‘Ageing in place’/Dying in Place, where people 

remain in their own accommodation with appropriate 

supports adapted and provided 

• ‘In place progression’ where staff and the 

environment are continually developed and adapted 

to become increasingly specialised within the 

learning disability service (but not necessarily in their 

own accommodation) 

• ‘Referral out’ where people are moved to a long-

term nursing facility or other type of provision 



Models of care 

Ageing in Place 

This often is the best 
option. But not always 
possible. 

Referral out 

Can be significantly 

detrimental, unless 

particularly geared to 

learning disability. 

 

In Place Progression 

This can be the best 

option if someone has 

to move. Can be more 

expensive. 



Areas of difficulty 

• With cuts to public spending, staff 

reductions and organisational changes 

some good practice has been lost. 

• Staff turnover means expertise lost 

unless training kept up to date. 



Areas of difficulty 

• People being routinely referred out to 

older peoples services because it is 

cheaper. This is against all the research 

and practice experience. 

• Concentration on early stage 

interventions meant issues around 

palliative care often not addressed early 

enough 



Areas of difficulty 

• ‘In place progression’ places being 

used by people with greater needs but 

without dementia.  

• Can be noisy and cause agitation to 

people with dementia.  

• Take attention from people with 

dementia. 

 



Finally 

There is a danger that all the advances 

that people with a learning disability have 

experienced over the last 30 years can be 

lost when they develop dementia. 

Need to fight for recognition and not let 

the issue be ignored.  
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