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Rotherham Learning Disability Service Clinical Guidelines for the Identification and Referral of Dementia for 
People with Learning Disability aged under 65 years 

 
 

 
 
 
 
 

 
 
 
 
 
 
 
 

          

   
   
   

   
 

 
 
 
 

 

 
 
 
 

 
 
 
 

 
 
 

 
 

 
 
 

 
 
 
 
 

SUSPECT DEMENTIA 
G.P., nurse, social worker, other 

professional, carer or family identifies 
cognitive decline, memory or personality 

changes. 
 

Trigger Symptoms1, 2, 3, 4 
 Reduced ability to carry out 

routine activities of daily 
living 

 Language impairment – 
having difficulty finding 
words especially names and 
nouns 

 Self neglect 

Trigger Symptoms 1, 2, 3, 4
 

 Change in personality – 
irritable, anxious, withdrawn 

 Changes in social habits – 
decline in social/occupational 
ability 

 Disorientation – not knowing 
time, place and person. 

COMMUNITY TEAM LEARNING DISABILITY 
RULE OUT PHYSICAL ILLNESS 

 DELIRIUM (Toxic Confusional State) 
Consider if sudden onset, visual hallucinations, fluctuating confusion/alertness, irritable, 
aggressive, fearful. 

 Exclude other conditions which may mimic dementia. 
Request GP blood screen including FBC, U&E, LFT’s, TSH, B12, glucose, folate, PV, Lipids and 

Urinalysis. 
ASSESS AND TREAT ANY IDENTIFIED PHYSICAL CAUSE 

CTLD 

 Health Action Plan 

 Dementia Checklist 

 Review with service user, family / carer. 
 
 

 

COGNITIVE DECLINE 
INDICATED 

 

IF DEMENTIA SUSPECTED 
 

Refer for psychiatric assessment with LD 
Consultant Psychiatrist 

Rule out psychological 
illness 
 
E.G. Depression. 
 
Consider if: 

o Mood lowered 
o Increased 

somatic 
complaints 

o Decreased 
energy 

o Decreased 
pleasure in 
activities/ 

Treat as appropriate 
 

 

NO 

YES 

Consider reassessment in 6 – 12 
months advise referrer of 

outcome 
 

FULL ASSESSMENT OF NEED 

 Activities of Daily Living 

 Occupational Assessment 

 Carer Giver Strain Index 

 Behaviour assessment tool. 

 Pain Assessment 

 Learning Disability specific 
Dementia Scale  

DIAGNOSIS OF DEMENTIA 
CONFIRMED 

CTLD coordinate MDT Formulate care 
plan with others, liaise with patient and 
carers. Advice and information from MH 

service as required 
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What is Dementia?1,2,3,4,5 
 Dementia is a global term used for a group of organic brain diseases affecting normal working functions/processes of the 

brain leading to a progressive destruction of brain cells 
 It is characterised by the development of multiple cognitive deficits, these include memory, orientation, comprehension, 

learning, thinking, language and judgement to variable extents 
 There may be impairment of emotional control and social behaviour and motivation 
 There is no clouding of consciousness 

 

Prevalence and Incidence 

o People with learning Disability (not Down Syndrome) 
seem to be at a small increased risk of developing 
dementia compared to those without Learning 
Disabilities. 

o People with Down Syndrome are at a significant 
increased risk of developing dementia, particularly 
Alzheimers Disease at an early age. 

What is Down’s Syndrome (DS) 
 DS is a developmental disorder recognisable at birth and is acknowledged as the most common syndrome associated with 

learning disabilities. 
 The life expectancy of people with DS has increased dramatically over the last 50 years and this has highlighted the 

susceptibility of these patients to dementia of the Alzheimer’s type. 

 

Down’s Syndrome and Dementia Prevalence 
Age 
         30 – 39  2% 
    40 – 49  9% 
  50 – 59  36% 
  60 – 69  66% 

Average age of onset is 54 years 

 
 
 

Alzheimer’s Disease1 Vascular Dementia1 Dementia with Lewy Bodies1 

 Memory loss with a slow insidious 
onset 

 Language impairment 
 Failure to recognise relations and 

carers 

 Often stepwise progression 
 Memory loss 
 Recent stroke, transient ischaemic 

attack or myocardial infarction 
 Focal neurological signs 

 Fluctuating memory impairment 
 Prominent visual hallucinations 
 Repeated falls 

Health care professionals should 
be aware of the importance of 
differentially diagnosing Dementia 
with Lewy Bodies because of the 
high risk of increased morbidity 
and mortality with neuroleptic  
agents in these patients

1
 

Diagnosis 

 Mild dementia may be mistaken for normal ageing therefore is difficult to make.  
Consider early referral for specialist assessment. 

 Differential diagnosis is a particular issue for people with Down’s syndrome who 
may be at greater risk of developing hypothyroidism, sensory impairment or 
experiencing changes in their environment. 

 There may be diminution of insight as dementia progresses therefore a history 
of problems should be sought from a carer as well as the patient. 

 

Good practice principles 
 Need to consider baseline assessments of cognitive and daily living skills of people with Down’s Syndrome in early 

adulthood with ongoing reassessments over time.  This would allow concerns to be identified and diagnosis to be 
considered. 

 Complaints of subjective memory impairment is not a good indicator of dementia but does indicate a problem that merits 
assessment.  Patients who persistently complain of memory problems in the absence of depression, but have normal 
range cognitive scores should be referred for specialist assessment. 

 In many cases, dementia is associated with other psychiatric symptoms such as depression, anxiety and alcohol related 
problems.  These may be the presenting problems. 

 Sudden onset of confusion or worsening of cognitive functioning should raise a high suspicion of delirium.  Delirium and 
dementia can co exist. 

 Carer giver support can reduce psychological morbidity, delay institutionalisation of the person with dementia and in the 
longer term be more cost effective in terms of service provision. 

 People with dementia experience common physical symptoms to the same degree as the general population but tend to 
under report their symptoms. 

 

Aims and Objectives of Guideline
 

o To develop equitable and consistent services for individuals with Down syndrome and Alzheimer’s by providing clear 
guidelines and procedures. 

o To promote the individual’s quality of life and deliver appropriate, proactive needs led services by facilitating early 
intervention and diagnosis. 
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