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Dementia is a clinical syndrome characterised by a widespread loss of mental function, with some or all of the following features: memory loss, language impairment, disorientation, and change in personality, self neglect, and behaviour which is out of character, for example, sexual disinhibition or aggression. (Nice guidelines 26-04-04)
Dementia is usually found in older persons, 65+ years. In people with a Down’s syndrome, the average age of onset is 54 years and the average interval from diagnosis to death is less than 5 years (GOLD Programme, 1997). The average duration of Dementia in Down’s syndrome is 6 years as compared to 8 years in general population (Prasher and Krishnan, 1993). People with a learning disability also pass through early, middle, and late stages of dementia. Each stage of Dementia is shorter in people with a Down’s syndrome than in general population. Progression of the disease can be different for different people, sometime slow and sometimes rapid.
A baseline assessment for people with a Down’s syndrome should be carried out by the Social Workers, Community Nurses, and other Care Staff who have received training in the screening instruments anytime during the year following the 40th birthday.
It is recommended that for older people with a learning disability without Down’s syndrome, screening assessment are carried out anytime a decline is suspected in cognitive, behavioural and social functioning by the Community nurse or Social worker or the Care staff.

Several measures can be used for establishing a baseline. Two of the best known instruments developed to screen dementia in people with learning disability are DMR and the Dementia Scale DS.
Most commonly used other Scales are Adaptive Behaviour Scale:RC (ABS) (Nihira at al; 1974); The Adaptive Behaviour Dementia Questionnaire (ABDQ), screening questionnaire for dementia in Alzheimer’s disease in adults with Down’s syndrome( Prasher , Farooq and Holder,2004) , Mini Mental State Examination and Modified Camdex scale ( Ball et al, 2004). 

Repeat assessment can be carried out only when Dementia is suspected. While repeating the assessment it is important to note the ratings obtained earlier. It is appropriate to use the same tools that were used earlier in order to obtain a valid comparison. When dementia is suspected, dependent on the development of symptoms, repeat assessment using DMR is advised after 6 to 12 months (DMR Manual, Evenhuis et al 2004). 

The working group of IASSID and AAMR established the criteria for the diagnosis of dementias in people with intellectual disabilities (Aylward et al, 1997). They advocated application of ICD-10 criteria for dementia for two reasons. One, ICD-10 criteria placed more emphasis on non-cognitive aspects of dementia such as emotional lability, irritability and apathy which often manifest earlier than decline in cognitive functions in people with learning disability. Two, after establishing dementia, the criteria differentiates Alzheimer’s disease form other forms of dementia. This working group also recommended evaluation procedures. The ICD-10 criteria included: 

a. decline in memory as measured by Dementia scale DS or DMR or neuropsychological tests, 

b. decline in other cognitive abilities as assessed by adaptive behaviour scales or mental state examination, 

c. awareness of the environment in absence of clouding of consciousness that can be assessed using clinical or neuro-psychiatric examination,

d. decline in emotional control or motivation, or change in social behaviour as assessed by using maladaptive or problem behaviour scales, 

e. Duration of decline in memory and other cognitive functions must be present for at lease 6 months. This can be assessed by eliciting clinical history or care giver interview.

If all the five criteria are met, exclude any other possible cause of dementia such as a systemic disorder, alcohol or drug abuse, depression, sensory impairments through history, physical examination or special investigations. There must be evidence of gradual onset and continuing cognitive decline (Aylward et al, 1997).

The Psychiatric assessment must obtain a detailed History, carry out Mental State examination and exclude any co-morbid conditions.

The aim of the psychological assessment should be to detect cognitive changes, detect changes in daily living functioning, and changes in behaviour. Dementia should be diagnosed only when longitudinal data demonstrate clinically significant decline in cognitive, personality, behavioural and social functioning. Greater emphasis should be placed on changes in behaviour and personality in association with functional changes especially in the more disabled (Aylward et al 1997). In comparison to direct neuropsychological testing, observer rated scales are of greater value (Deb,1999).
To confirm diagnosis of Dementia, it is important to rule out co-morbid physical (e.g., sensory impairments, hypothyroidism etc), and psychiatric disorders (e.g. depression). Management of these will require liaison with primary care and other specialists as necessary.
Comprehensive Nursing or health assessment should includes blood pressure measurement, BM testing, urinalysis, BMI estimation and a range of health promotional and health educational material designed to positively affect health gain for people with a learning disability.

Contact a Physiotherapist, if there is any evidence of difficulties with balance and coordination of voluntary movements, such as: walking, standing, climbing stairs, steadiness and body sway, weakness in grasping movement of limbs, and falls.

Occupational therapists help people to overcome physical, psychological or social difficulties arising from illness or disability, by concentrating not on what they are unable to do, but on what they may be able to achieve. Occupational therapy plays an important part in helping people to carry out their everyday tasks as well as they can, to enable them to experience as good a quality of life as possible. 

The speech and language therapy assessment is aimed to identify and manage communication disorders and dysphagia (eating, drinking and swallowing), with the goal to reduce the impact of the communication disorder and/or dysphagia on the person and their carers by providing advice, training and support to them and the multi-disciplinary team.
Contact the Dietician if there is an unplanned weight loss, rapid weight gain, recent chest infections, inadequate food intake, and any other concerns regarding balanced diet intake.
Once the diagnosis of dementia is confirmed it maybe reasonable to consider the use of anti dementia drugs in this population. This would be guided by the Hertfordshire guidance on the use of these drugs in people with Learning Disabilities and Dementia. NICE is consulting on an appraisal of the antidementia drugs for the treatment of Alzheimer’s Disease. The drugs in consideration are the Acetyl Cholinesterase inhibitors: Donepezil, Rivastigmine and Galantamine  which are indicated in mild–moderate dementia. Additionally Memantine, an NMDA antagonist is indicated in moderately severe to severe Alzheimer’s Disease. Future practice with regard to prescription of these drugs in people with Alzheimer’s Disease and Learning Disabilities would need to be considered in light of the NICE appraisal, due to be published soon. Draft guidance was published in May, 2006. http://www.nice.org.uk/page.aspx?o=315284
Consideration should be given as to whether it would be appropriate to access services at the mainstream Mental Health Services for Older people. With Specialist LD Services support, this may be an appropriate option for some service users. It is necessary to coordinate the work of so many professionals. It is therefore recommended that each Community Learning Disability Team should have a responsibility of providing specialist assessment and treatment service for people with Dementia in partnership with the Mental Health Service for Older people using the CPA process. Ideally, this forum can be used for a) discussing all service users suspected or diagnosed to have dementia, b) consider the findings of the assessments carried out by different professionals, c) periodic review of the service user, and lastly, d) support to the carers.

It was considered a good practice to emphasise Carer’s assessment, constitute Carer’s support Group and provide them the necessary training and information support toward care and management of the service user in the community. Each Community Learning Disability Team will raise awareness towards early detection and early intervention to people suspected to have Dementia. 
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WHAT IS DEMENTIA?

Dementia is an acquired widespread impairment of intellect, memory and personality that occurs without impairment of consciousness. Dementia is a general term used to describe a group of diseases that affect the brain. Alzheimer’s disease is the most common form of dementia. The damage caused by all types of dementia leads to progressive loss of brain tissue. As brain tissue can not be replaced, symptoms become worse over time. These generally reflect a loss of skills and may include: loss of memory, an inability to concentrate, difficulty in finding the right words or understanding what other people are saying, a poor sense of time and place, difficulty in completing self- care and domestic tasks, solving minor problems, mood changes, and  behavioural changes (Alzheimer’s society information sheet, Jan. 2000).
Dementia is a clinical syndrome characterised by a widespread loss of mental function, with some or all of the following features: memory loss, language impairment, disorientation, change in personality, self neglect, and behaviour which is out of character, for example, sexual disinhibition or aggression (Nice guidelines, 26-04-04).
I.  NATIONAL PERSPECTIVE
1. National Guidelines on Dementia: The National Institute of Clinical Excellence has developed guidelines on Dementia for use in the NHS in England and Wales from time to time. The HPT Specialist Learning Disability and Forensic Service will follow these guidelines as national standards of evidence based practices for assessment, management, treatment and care of Dementia in health and social care. NICE guidelines can be accessed by visiting the website www.nice.org.uk. Other related websites are www.dh.gov.uk and www.nhs.uk. 
2. Local Guidelines for Hertfordshire: It was an outcome of the NSF for Older People Standard 7 that guidelines for Dementia needed to be agreed and in place. These are available to all GPs in Hertfordshire (NSF for Older People; June, 2004; Appendix 1). 
	a) NICE Appraisal Consultation Document: Donepezil, Rivastigmine, Galantamine, and mementine for the treatment of Alzheimer’s Disease. These preliminary recommendations summarise the latest evidence subject to feedback received from the consultation process. This document was issued on 1 March, 2005. Closing date for comments was 22 March, 2005. The Final Technology Appraisal will be due for publication in May, 2005. This will include review of NICE guidelines on donepezil, rivastigmine, and galantamine issued earlier on 19 January 2001.  

	b) The National Institute for Clinical Excellence published a document highlighting the scope of the guidelines for the treatment and care of people with Dementia in health and social care on 5 October, 2005. This appraisal will include special considerations for people with a learning disability. The final recommendations are expected in December. 2006. 

	c) Another Scope document on Dementia: management of dementia, including use of antipsychotic medication in older people was published on 26 April 2004. NICE is developing this guideline in collaboration with the Social Care Institute for Excellence.

	d) Another major activity of NICE is to develop guidelines for new pharmaceutical treatments for non-Alzheimer dementias. The scope consultation took place in December 2003 & January 2004. The Scope document was published on 6 February 2004. 


In addition to these developments, there is a need for local level guidelines for a) adaptation of assessment and management procedures for people with a learning disability, b) working procedures for the multi-disciplinary team, and c) to delineate procedures for effective coordination between specialist mental health services for Older people and Specialist LD services, and between Primary care and Specialist LD services. 
II. SCREENING
3. Screening for establishing baseline: It is difficult to identify Alzheimer’s disease amongst people with a Learning Disability at an early stage because of pre-existing impairment in intellectual functioning, paucity of tests to measure cognitive and executive functioning standardised on LD population, and dearth of literature on practice guidelines to advice workers and family carers when an adult with a learning disability also has Alzheimer’s disease (Janicki et al, 1995). It becomes important to establish a baseline of intellectual and social functioning so that subsequent assessments can be compared against this standard to establish whether any future decline is more than the age related decline. 
3.1 Age at screening for people with a Down’s Syndrome: The baseline assessment for people with a Down’s Syndrome should be carried out by the Social Workers, Community Nurses, and other Care Staff who have received training in the screening instruments anytime during the year following the 40th birthday. The evidence is drawn from the study titled ‘Growing older with learning disabilities carried out by the Foundation for people with learning disabilities’ (1997) where 9.4% of people with a Down’s syndrome in the age group 40 to 49 years had shown Dementia. The prevalence of dementia in age group 50 to 59 years was 36.1% and in the age group 60 to 69 years, it was 54.5%. 

3.2 Screening for people with a Learning Disability without Down’s Syndrome:
 Cooper (1997) carried out comprehensive psychiatric and medical assessments in 134 persons with learning disabilities aged 65 years and over living in Leicestershire. Active case finding was facilitated by the Leicestershire Learning Disabilities Register. She found Dementia in 21.6% not attributable to Down’s Syndrome against an expected prevalence rate of 5.7% in the general population. Prevalence of Dementia increased in successive age cohorts: 15.6% aged 65-74 years, 23.5% aged 65-84 years, and 70.0% aged 65-95 years. Holland and others (1998) in a population based study found age specific prevalence rates for all kinds of dementias as 30-39 years, 20.7%; 40-49 years, 20.7%, 50-59 years, 40% and all age groups, 24%. 
Zigman and others (2004) in a population based study found that the rates of Dementia in adults with a learning disability without Down’s Syndrome were “equivalent to or lower than would be expected compared to general population rates”. They found a prevalence rate of Alzheimer’s disease as .027 based upon physician diagnosis in adults 65 years and older; and .041 in 75 years and older, respectively. The prevalence rate of Alzheimer’s disease in general population without learning disability, 65 years of age and older group is .47.
It is recommended that for older people with a learning disability without Down’s Syndrome, screening assessment be carried out anytime a decline is suspected in cognitive, behavioural and social functioning by the Community nurse or Social worker or the Care staff.
4. Screening Tools:  Several measures can be used for establishing a baseline. Two of the best known instruments developed to screen dementia in people with learning disability are DMR and the Dementia Scale DS described below. Deb and Braganza (1999) used both these instruments in a group of 62 adults with Down’s syndrome in age group 35 to 72 years. Diagnosis of Dementia was established using ICD-10 criteria. Dementia Scale DS had a sensitivity rate of 0.85 and specificity rate of 0.89. DMR had both specificity and sensitivity rates at 0.92. 
4.1 Dementia Questionnaire for Mentally Retarded persons (DMR) (Evenhuis, 1992) is a 50 item informant based Scale that measures global cognitive, social and behavioural functioning. It has been standardised on LD population. Test-retest reliability was estimated at .93 for sum of cognitive scores, and .92 for sum of cognitive scores and sum of social scores combined (Zigman and others, 2004). It is sensitive to changes due to dementia over a period of time (Evenhuis, 1996; Prasher, 1997). 
4.2 Dementia Scale for Down’s syndrome, popularly called Dementia scale DS is designed to detect dementia at lower ranges of functioning. There are 60 items, 20 each for early, middle and late stages of development of dementia. The scale includes questions that differentiate dementia from depression, hearing and vision problems, pain; medication induced cognitive decline, and hyperthyroidism (Gedye, 1995).
4.3 Most commonly used other Scales are Adaptive Behaviour Scale: RC (ABS) (Nihira at al; 1974); The Adaptive Behavioiur Dementia Questionnaire (ABDQ), screening questionnaire for dementia in Alzheimer’s disease in adults with Down’s syndrome (Prasher, Farooq and Holder, 2004), Mini Mental State Examination and Modified Camdex scale (Ball et al, 2004). 
5. Repeat Screening Assessment: Repeat assessment can be carried out only when Dementia is suspected. While repeating the assessment it is important to note the ratings obtained earlier. It is appropriate to use the same tools that were used earlier in order to obtain a valid comparison. When dementia is suspected, dependent on the development of symptoms, repeat assessment using DMR is advised after 6 to 12 months (DMR Manual, Evenhuis et al 2004). 
III. ASSESSMENTS
The single assessment process (SAP) for older people was introduced in the National Service Framework for Older People. Detailed guidance was published in January 2002. A key milestone in the National Service Framework for Older People was reached from 1 April 2004, when the systems and processes needed to underpin the Single Assessment Process were put in place in the local health and social care systems. For further details see the websites www.dh.gov.uk and www.nhs.uk. 

The purpose of SAP is to ensure that older people receive appropriate, effective and timely responses to their health and social care needs, and that professional resources are used effectively. In pursuit of these aims, SAP should ensure that:
· Individuals are placed at the heart of assessment and care planning, and these processes are timely and in proportion to individuals' needs 

· Professionals are willing, able and confident to use their judgment
· Care plans or statements of service delivery are routinely produced and service users receive a copy
· Professionals contribute to assessments in the most effective way, and care co-coordinators are agreed in individual cases when necessary 

· Information is collected, stored and shared as effectively as possible and subject to consent
· Professionals and agencies do not duplicate each other's assessments

6. Diagnostic Assessment: The working group of IASSID and AAMR established the criteria for the diagnosis of dementias in people with intellectual disabilities (Aylward et al, 1997). They advocated application of ICD-10 criteria for dementia for two reasons. One, ICD-10 criteria placed more emphasis on non-cognitive aspects of dementia such as emotional lability, irritability and apathy which often manifest earlier than decline in cognitive functions in people with learning disability. Two, after establishing dementia, the criteria differentiates Alzheimer’s disease form other forms of dementia. This working group also recommended evaluation procedures. The ICD-10 criteria included: 

a) decline in memory as measured by Dementia scale DS or DMR or neuropsychological tests, 

b) decline in other cognitive abilities as assessed by adaptive behaviour scales or mental state examination, 
c) awareness of the environment in absence of clouding of consciousness that can be assessed using clinical or neuro-psychiatric examination,

d) decline in emotional control or motivation, or change in social behaviour as assessed by using maladaptive or problem behaviour scales, 
e) duration of decline in memory and other cognitive functions must be present for at lease 6 months. This can be assessed by eliciting clinical history or care giver interview.

If all the five criteria are met, exclude any other possible cause of dementia such as a systemic disorder, alcohol or drug abuse, depression, sensory impairments through history, physical examination or special investigations. There must be evidence of gradual onset and continuing cognitive decline (Aylward et al, 1997).
7. Procedure for assessment: Prior to undertaking an assessment for Dementia, consideration should be given as to whether it would be appropriate to access services at the mainstream Memory Clinics provided as part of Mental Health Services for Older people. With Specialist LD Services support, this may be an appropriate option for some service users.
7.1 Initial assessments should include detailed psychiatric assessment, psychological assessment, nursing assessment, and other assessments as appropriate e.g.  Speech, OT, Physiotherapy.
7.2 Psychiatric assessment: The assessment and diagnosis of dementia in people with a learning disability is often complicated due to communication difficulties, associated sensory impairment, co-morbid conditions, physical illness and a difficulty in establishing pre-morbid level of functioning. It is therefore necessary to obtain a detailed History, carry out Mental State examination and exclude any co-morbid conditions. There are some standardised instruments available in the literature as given in the box below, but these are used more in research studies than in practice.
MODIFIED CAMDEX: The Cambridge Examination for Mental Disorders for the Elderly general population (CAMDEX) was originally developed in 1986 as a standardised instrument for the diagnosis of mental disorders in the elderly general population with particular reference to early detection of dementia (Roth et al,1986). In a population based epidemiological study on dementia in adults with Down’s syndrome carried out by Holland and others (1998) the results of CAMDEX interview were compared against the diagnostic criteria using DSM IV and ICD-10. The reliability and validity of the Modified CAMDEX Informant Interview as an assessment tool for people with learning disabilities was established by Ball and others (2004). Modified CAMDEX informant interview enables structured collection of diagnostic information on personality, memory, general mental and intellectual functioning, everyday activities, and health. CAMCOG neuropsychological test battery which forms part of CAMDEX obtains information on orientation, language, memory, praxis, attention/calculation, abstract thinking and perception. Sensitivity of 0.88 and specificity of 0.94 was observed for informant interview based diagnosis. Inter-rater reliability exercise showed agreement between raters with 91% items falling within the near perfect range (Kappa> 0.8).

PRESENT PSYCHIATRIC STATE-LEARNING DISABILITIES (PPS-LD): PPS-LD is a 116 item semi-structured psychiatric interview designed by Sally-Ann Cooper (1997) for use with adults with Learning Disability. It includes information from person with learning disability, main carer and mental state examination. Cooper (1997) used this instrument in her epidemiological study in Leicestershire. Using the information thus obtained, Dementia was diagnosed using ICD-10 research criteria. This instrument is adapted from SCAN, a manual for rating psychiatric disorders developed by World Health Organisation.
     7.3 Physical examination.   To exclude physical problems, e.g.  CVS / BP/ Pulse / Neurological.  Exclude sensory deficits, hypothyroidism, anaemia. 
7.4 Investigations. Haematological FBC, U&E, Sugar, LFT, TFT, S.B12 & Folate (VDRL if indicated). ECG (important if intending to start treatment with anti-dementia drugs). CT/MRI Scan, if indicated.

7.5 Psychological assessment. Diagnostic assessment can be of two types. One is a direct assessment of the person with learning disability, and the second is informant based assessment. Direct approach would require a baseline assessment using a battery of psychological tests and comparing the results with the repeat assessment when dementia is suspected. When this is not possible in the absence of a baseline, it is recommended that informant based assessment should obtain information from several carers who are familiar with the service user’s past history and current functioning. The diagnosis of dementia must rely heavily on the retrospective reports given by the informants. Dementia should be diagnosed only when longitudinal data demonstrate clinically significant decline in cognitive, personality, behavioural and social functioning. Greater emphasis should be placed on changes in behaviour and personality in association with functional changes especially in the more disabled (Aylward et al 1997). In comparison to direct neuropsychological testing, observer rated scales are of greater value (Deb, 1999). Aim of the psychological assessments should be to: 

  a)   detect cognitive changes,   

b)  detect changes in daily living functioning,
c)  changes in behaviour.
The working group of IASSID and AAMR ( Burt and Aylward, 2000) for the diagnosis of dementia in individuals with intellectual disability recommended a test battery comprising  Dementia Questionnaire for Mentally Retarded Persons (DMR), Dementia Scale for Down syndrome (DSDS), Reiss Screen for Maladaptive Behaviour, Scales of Independent Behaviour-Revised (SIB-R), AAMR Adaptive Behaviour Scale-RC2, Stress Index, and Test for Severe Impairment (Albert and Cohen,1992) directly administered to the service user for memory, cognitive decline and mental status. 
Zigman and others in their epidemiological study used a wide range of instruments, such as, Dementia Questionnaire for Mentally Retarded Persons (Evenhuis,1996), AAMD Adaptive Behaviour Scale (Nihira and others,1974), Reiss Screen for Maladaptive Behaviour (Reiss,1994). Cognitive functioning was assessed using eight direct assessment instruments. These were Peabody Picture Vocabulary Test-Revised, mental status examination using modified Down Syndrome Mental Status Examination developed by Haxby (1989), Test for Severe Impairment (Albert & Cohen, 1992), IBR Evaluation of Mental Status designed as parallel to Mini Mental State Examination (Folstein, Folstein, & McHugh), Verbal Fluency Test (McCarthy,1972), Beery Visual Motor Integration Test-Long Form (Beery and Buktenica, 1989), Block Design Test of the Wechsler Intelligence Scale for Children, The Selective Reminding Test (Buscke, 1973). 
The research literature on prevalence studies has given a range of psychological measures. Depending upon the need, one can pick up the relevant ones for assessment of a given person with a learning disability. 

7.6 Nursing assessment. In accordance with the recommendations within Signpost for Success (DOH 1998), routine health checks are needed for people with learning disabilities to improve their quality of life and longevity through the identification of previously unrecognisable health problems, as there is evidence to suggest people with learning disabilities do not access GP or Primary Care (Health of the Nation 2001) to the same degree as the general public.

The HIMP Assessment format will be administered by the Specialist Disability Nurse.  The assessment format is based on Orem’s Self-Care Model of Nursing.  It provides ‘head to toe’ health checks for adults with learning disabilities living within Hertfordshire, who have difficulty accessing primary health care services and can initiate contact to GP and Primary Care.

The objectives are:

1. To facilitate access to primary care services.
2. To promote effective GP consultation with clear communication of identified health problems.

3. To provide a comprehensive health check that includes blood pressure measurement, BM testing, urinalysis, BMI estimation and a range of health promotional and health educational material designed to positively affect health gain for people with a learning disability.

4. To construct a health action plan with the service user/carer aimed at tackling identified health anomalies/deficits.

5. To provide a succinct health check report for the service user and GP.

6. To refer as necessary to Specialist Learning Disability Services and mainstream health services and social services.

7. To provide support and education to primary health care providers to promote inclusive health services for adults with a learning disability.

8. To further promote the partnership between primary and specialist health care services.

After the HIMP assessment is complete, the Community LD Nurse will write to the appropriate PCT/GP with results and recommendations from the assessment, for instance, if a referral is needed for psychiatry/memory clinic, for suspected Dementia.

7.7 Contact Physiotherapist, if there is any evidence of difficulties with
Balance and Coordination of voluntary movements, such as:

      Walking, standing, climbing stairs

Steadiness and Body sway

Weakness in grasping 

Movement of limbs

      Falls

The first indicators of dementia may be problems with walking and balance. A weak hand grip could be a later sign. 
Adults with learning disabilities may require inputs from a Physiotherapist for specific difficulties, if:-

· The service user has had an accident which causes injury and hence affects normal level of coping, independence, etc.

· The service user has been unwell that reduces functional independence.

· The service user is experiencing frequent falls or appears to be less steady and at risk of falling.

· The service user looses normal strength or perhaps fitness level.

· The service user has pain or discomfort or stiffness in joint or limb.

· The service user may have a productive cough (chesty) or be more breathless than normal.

· Removal of bandages or plaster casts may require some physiotherapy initially if the cast/bandage has reduced the normal functioning.

· Loss of confidence with mobility, stair, etc.

7.8  Occupational therapy assessment
Contact an Occupational Therapist if loss of skills and meaningful activities is resulting in frustration, anger, low self-esteem or depression.

Occupational Therapists work with people of all ages to improve and maintain levels of functioning in all aspects of daily living and to encourage participation in activities that the individual finds satisfying. 

Occupational Therapists have the skills to work with people with physical and mental health problems. Some examples of what occupational therapists can do are:
· Skill development work in personal care, domestic tasks, work and leisure. e.g. washing and dressing, cooking, shopping, road safety, travel training, social skills.

· Strategies to compensate for loss of skills including alternative techniques, recommendations around support levels, equipment and adaptations.      

· Specialist assessment to support skills development and preferred activities e.g. Cognitive and perceptual assessment, motor and process skills and sensory assessment.

· Seating and positioning advice.
7.9 Speech and Language Therapy Assessment

The speech and language therapy assessment is aimed to identify and manage communication disorders and dysphagia (eating, drinking and swallowing), with the goal to reduce the impact of the communication disorder and/or dysphagia on the person and their carers by providing advice, training and support to them and the multi-disciplinary team.
7.10 Contact the Dietician if there is
Unplanned weight loss

Rapid weight gain

Recent chest infections

Inadequate food intake

Any other concerns regarding balanced diet intake
8.0 Differential diagnosis: To confirm diagnosis of Dementia, it is important to rule out co-morbid physical (e.g., sensory impairments, hypothyroidism etc), and psychiatric disorders (e.g. depression). Management of these will require liaison with primary care and other specialists as necessary. 
Depressive disorder may exhibit many features of early stages of dementia, especially memory impairment, slowed thinking and lack of spontaneity.

Delirium is characterised by impairment of consciousness and attention, global disturbances of cognition, such as, perceptual distortions, illusions, and hallucinations, psychomotor disturbances, etc.

Thyroid hormones are essential for the normal development and functioning of the brain, being absolutely necessary, especially thyroxin (T4). Endocrine diseases have been related to a high prevalence of mood disorders in general and particularly of major depression. Hyperthyroidism is characterised by goitre, increased body temperature, tremor, weight loss, tachycardia, weakness/fatigue and emotional lability. On the other hand, hypothyroidism involves weight gain, poor appetite, cold sensitivity, bradycardia and low BP, facial oedema, and depression. 
Sensory Impairments and physical disabilities restrict functioning in activities of daily living, cause mobility problems, lack of interest in ongoing activities, inability to understand instructions, follow TV programmes, and the person gradually withdraw inwards.

Physical health problems. Organic Brain syndrome, Korsakov syndrome, Delirium not induced by alcohol or other psychoactive substances can manifest global disturbance of cognition, psychomotor disturbance, impairment of consciousness and attention, sleep and emotional disturbances.

Psychoses. Distortions of thinking and perception, blunted affect, occasional cognitive deficits, particularly preoccupation and impairment of attention and concentration can mimic symptoms of dementia.
Life Events can cause problems of attention and concentration, anxiety and irritability, lack of interest in personal care, sadness, lack of appetite, sleep disturbances.

9.0 Where should initial assessments take place? 
9.1 Specialist Dementia Service: It is recommended that each Community Learning Disability Team should have a responsibility of providing specialist assessment and treatment service for people with Dementia in partnership with the Mental Health Service for Older people using the CPA process. Consideration should be given as to whether it would be appropriate to access services at the mainstream Mental Health Services for Older people. With Specialist LD Services support, this may be an appropriate option for some service users. It is necessary to coordinate the work of so many professionals. Ideally, this forum can be used for a) discussing all service users suspected or diagnosed to have dementia, b) consider the findings of the assessments carried out by different professionals, c) periodic review of the service user, and lastly, d) support to the carers. At the end of the clinical assessment, a care plan should be formulated for each patient by all the professionals involved in the assessments. 
9.2 Disclosure of Diagnosis:  It is considered a good practice to talk to an individual with a learning disability about the difficulties experienced by him /her. Doswell and Casey (2005) advocate the following points to be considered while disclosing diagnosis of Dementia. 

· “Plan ahead--know when you are going to talk to someone and be prepared

· Ensure you talk in a quiet setting where you will not be interrupted

· Speak slowly, clearly and directly to the person

· Give one message at a time

· Make sure you have allocated enough time

· Add written information, with pictures if appropriate for the individual to keep if they want to

· Ensure there is support for the individual after giving them the diagnosis

· Consider talking to other residents and family members, with the individual’s permission

· Remember that giving a diagnosis is not one off experience but an ongoing dynamic process”

Similarly, the care plan should also be communicated appropriately to the service user. A copy of the detailed assessment should be sent to the G.P. and any other professionals working with the service user.
9.3 Carer’s Assessment: As part of the assessment process, the Carer’s needs should also always be assessed. Anybody providing a regular and substantial amount of care for someone aged 18 or over is eligible for Carer’s assessment to see if caring could be made easier. This is an opportunity to enable the social worker understand the impact caring has on the Carer and the nature of the services that can be provided.
IV. ONSET AND COURSE
10.0 Onset and Course of Dementia: Dementia is usually found in older persons, 65+ years. In people with a Down’s syndrome, the average age of onset is 54 years and the average interval from diagnosis to death is less than 5 years (GOLD Programme, 1997). The average duration of Dementia in Down’s syndrome is 6 years as compared to 8 years in general population (Prasher and Krishnan, 1993). With effective treatment and management this picture may change. People with a learning disability also pass through early, middle, and late stages of dementia. Each stage of Dementia is shorter in people with a Down’s syndrome than in general population. Progression of the disease can be different for different people, sometime slow and sometimes rapid.
PROGRESSION OF ALZHIEMER’S DISEASE:

1 to 3 years of growing forgetfulness.
2 to 3 years of increasing disorientation, loss of language skills, and inappropriate behaviour.
In the final phase of severe dementia, there is complete loss of self-care and disorientation.
V. TREATMENT
11.0 Treatment of dementia in People with Learning Disabilities: 
11.1 Pharmacological Management:
Once the diagnosis of dementia is confirmed it maybe reasonable to consider the use of anti dementia drugs in this population. This would be guided by the Hertfordshire guidance on the use of these drugs in people with Learning Disabilities and Dementia. Please also refer to Draft for consultation on Dementia: Supporting people with Dementia and their Carers, National Clinical Practice Guideline, National Collaborating Centre for Mental Health, May, 2006. http://www.nice.org.uk/page.aspx?o=315284
The drugs in consideration are the Acetyl Cholinesterase inhibitors: Donepezil, Rivastigmine and Galantamine which are indicated in mild –moderate dementia. 

Additionally Memantine, an NMDA antagonist is indicated in moderately severe to severe Alzheimer’s disease. Future practice with regard to prescription of these drugs in people with Alzheimer’s Disease and Learning Disabilities would need to be considered in light of the NICE appraisal, due to be published soon.

The management of Comorbid Psychiatric disorders for eg depression would be considered in the usual manner, for eg reference to NICE guidance, appraisal of available evidence etc all  within the framework of the clinical presentation of a  person with learning disabilities.

With regard to pharmacological management of behavioural and psychiatric symptoms of Dementia these are common in people with Learning Disabilities developing Dementia and maybe labelled “Challenging Behaviour”. There is no medication specifically licensed for these symptoms but some BPSD symptoms form licensed indications for certain medications (eg antidepressants for depression, antipsychotics for psychosis). The attached guidance from the RCPsych, Faculty of old Age Psychiatry provides a framework for such prescribing.
According to NICE Guidance(Technology appraisal 19, January, 2001), three drugs donepezil, rivastigmine and galantamine have been made available in the NHS as one component of the management of those people with mild and moderate Alzheimer’s disease (AD) whose mini mental state examination (MMSE) score is above 12 points under the following conditions:
1 Diagnosis that the form of dementia is AD must be made in a specialist clinic according to standard diagnostic criteria.

2 Assessment in a specialist clinic, including tests of cognitive, global and behavioural functioning and of activities of daily living, should be made before the drug is prescribed.

3 Clinicians should also exercise judgement about the likelihood of compliance; in general, a carer or care-worker who is in sufficient contact with the patient to ensure compliance should be a minimum requirement.

4 Only specialists (including Old Age Psychiatrists, Neurologists, and Care of the Elderly Physicians) should initiate treatment.

5. The assessment should be repeated usually 2 to 4 months after reaching the dose of the drug that is considered suitable to maintain control of the symptoms (the maintenance dose). 

In January,2004 National Institute for Clinical Excellence carried out health technology appraisal of new pharmaceutical treatments for non-Alzheimer dementias to appraise the clinical and cost-effectiveness of medications which are licensed for treatment of vascular dementia and other non-Alzheimer dementias, including memantine (Ebixa) and cholinesterase inhibitors.” for the treatment of Alzheimer’s.

On-going review of the current guidance is expected to be published in spring/summer 2005.

Management of dementia, including use of antipsychotic medication in older people (Clinical Guideline) has been commissioned and under development for publication in December 2006.

12.0 Other Drug approaches

Vitamin E: Antioxidant properties may slow down nerve cell damage. The benefit observed among individuals treated with Vitamin E or Selegiline alone were equivalent to 7 months delay in reaching the endpoints of death, institutionalisation or significant functional decline. 

Selegiline: MAO Inhibitor for treatment of Parkinson’s disease. Some studies have reported small gains.

Aspirin and other NSAIDs: Patients experienced less decline over 6 months than a matched control group.

Estrogens replacement therapy has been shown to have beneficial effects in the treatment of dementia in two case series.

Antipsychotic Medications have been extensively studied in the treatment of psychosis and agitation in people with Dementia. No data are available on the people with a LD having Dementia and Psychosis.

Anticonvulsants, particularly, Carbamazepine was associated with non-significant decrease in behavioural measures. Side effects of ataxia, sedation and confusion add to the problem.

Antidepressants are effective in reducing depressive symptoms but there is no evidence towards improvement in non cognitive behaviours.

13.0 Psycho-Social Treatment Approaches

Behaviour oriented approaches can be effective in reducing or eliminating behaviour problems.

Reminiscence therapy is aimed to stimulate memory and mood in the context of the patient’s life history. Three studies have reported modest but short lived gains.
Validation therapy aims to restore self worth and reduce stress by validating emotional ties to the past. The control trials did not report any gains more than the effects of no intervention.

Sensory Integration showed no difference from ‘no intervention’ in terms of effects on cognitive, behavioural and functional measures. 

Reality Orientation: produced modest but transient effects in verbal orientation.

Memory Training or Cognitive remediation: There is some evidence of short lived benefits. Instead there are reports of frustration in patients and depression in care givers.

Stimulation-oriented approaches: Recreational therapies such as craft, games, and pets; art therapies like music, dance, and art provide stimulation and enrichment, and thus mobilise available cognitive resources. There is some evidence that these interventions improve mood and decrease behaviour problems. 

Physical exercise: Physical exercise may reduce the risk of Alzheimer's - possibly by boosting blood flow to the brain. Researchers monitored patients every two years for signs of physical and mental decline.
Collaborative Multidisciplinary Approach: Keeping in view the needs of the Service User, sometimes it may be appropriate to offer treatment in partnership with colleagues in Mental Health Services for Older people who also have specialist knowledge and resources.
VI. CARE AND MANAGEMENT

14.0 Swallowing Problems in Dementia

People with dementia may experience problems at any stage of the swallowing process. These may be due to any of the following:

· Difficulties taking food into the mouth;
· Not wearing their own dentures

· Difficulties with preparation and control of food in the mouth;

· Delayed initiation of swallowing reflex

· Weak/inefficient swallow resulting in residues in the throat 

Common swallowing/feeding problems that may be experienced by people with dementia include: 

· being unaware of food when it arrives 

· failing to do anything with food in the mouth, just holding it there 

· difficulty chewing and/or difficulty moving food to the back of the mouth 

· spitting lumps of food out 

· eating very fast or putting too much into the mouth 

· eating insufficient amounts or refusing food and/or drink 

· talking with food or drink in the mouth and forgetting to swallow causing coughing 

· coughing/choking on food and /or liquids 

· complaints of food not going down or getting stuck in their throat 

· a 'wet' or 'gurgly' voice after swallowing 

· difficulty swallowing tablets 

· dribbling 

· chronic chestiness or recurring chest infections 

The presence or development of any of those signs often goes unnoticed in people with learning disability. Any occasionally observed change may be dismissed as being ‘part of the learning disability’.

When changes in behaviour and feeding/eating routine are observed it is recommended that the advice of a speech and language therapist with expertise in dysphagia is sought. The dysphagia specialist will complete an assessment and recommend strategies to reduce the risk for choking and improve the overall eating/drinking experience.  

Strategies used to facilitate swallowing may include:

· Changes in the texture and/or consistency of foods and drinks (using thickeners, or naturally thick drinks, blending certain foods and avoiding others, etc);

· Changes in the temperature or taste of presented food/drinks (e.g. some people with dementia who have difficulties initiating swallowing respond well to the use of sour tasting food);

· Use of equipment – modified plates, cups, utensils

· Use of postural and behavioural strategies;

· Environmental changes

The successful implementation of any such strategies requires the coordinated input of a multidisciplinary team including dieticians, occupational therapists, physiotherapists, nurses, psychologists, carers, doctors and social workers.

Additional information on swallowing disorders in dementia as well as specific advice for referring people with learning disability and suspected dementia for swallowing assessment is available from the Speech-language Therapy Service at the Specialist Learning Disability Service.
15.0 Communication practices during the different stages of Dementia.
In all stages of Dementia:

· Be aware of how the person communicated prior to the onset of Dementia.

· It is best to talk with the person one on one, in a quiet, calm, well-lit environment.

· Choose the time of day when the person is most alert for important conversations.
· If the person normally wears dentures glasses or hearing aids, encourage them to put them on. Make sure they are their own.
· Approach the person from the front.

· Establish eye contact and smile. Make sure you are at the same eye level as the person. Don’t stare.

· Use their name, and tell them yours.

· Make sure you are seen before making physical contact.

· Speak slowly and clearly.

· Keep the pitch of your voice low.

· Use simple, direct language. 

· Ask close-ended questions and ask only one question at a time.

· Give the person plenty of time. 

· Repeat what you’ve said if necessary.

· Use pictures, photos and objects to aid understanding and support expression.

· Monitor your use of body language and watch theirs – it may give vital clues about what they are trying to communicate.

· Avoid talking about things that are going to happen too far in advance.

· Talking about the past can be encouraged.
· Give constant reassurance.
· A “Life History Communication Book” may support and encourage communication and reminiscing.
· All support and intervention should be client-led/focussed. 

· The person should be supported to continue to access the same day centre, community services, and remain in the same residential setting, for as long as possible.

15.1 Communication strategies in the Early Stage

· At this stage, people with dementia should be provided with the opportunity to choose and decide about what was going to happen in their lives.

· Maintain routine. A timetable using pictures, photos or symbols would be beneficial.

· Develop pictures and signs to aid the person’s understanding of their environment (eg. Put a symbol on the toilet door).

· Emphasis is on maintaining skills not developing new ones. In relation to communication, the person should be supported to use their communication system (ie. Verbal language, Makaton sign) for as long as possible.

· Simplify and support choice-making.

· Closely monitor and document changes in the person’s communication.
15.2 Communication Strategies in the Middle Stage

· Use symbols around the house to help the person to find their way around. 
· Ensure that the person has a simple and consistent daily routine. 
· Photos of staff/significant others may reduce person’s anxiety as they have reduced ability to recognise familiar people.
· Continue to use photos, symbols and objects to support understanding.
15.3 Communication strategies in the late stage

· Use eye contact and smile.

· Continue to communicate with the person what is going on around them, even though the person will probably not be able to respond.

· Speak slowly and clearly, using a calming and soothing voice.

· Use objects to aid understanding (eg. Show the person the cup and say “drink”). 

· Be aware of the person’s body language and eye contact - it may be the only way that the person can communicate.

16.0 Problems of food intake
As dementia progresses, decline in memory and cognitive skills will require compensatory action in terms of food intake.

This includes:-

· Establishing a routine or reminders for food preparation (early stage dementia – if appropriate).

· Making mealtimes pleasurable by being adaptable to time, place and offering preferred food.

· Help with feeding, or use of adapted cutlery etc, if appropriate.

· Prompts and cues throughout the meal, if necessary.

· Monitoring food intake to ensure that adequate amounts are eaten, or  not eating more than required, or constantly forgetting just eaten

· Smaller meals with nutritious snacks, as appropriate.

· Providing more time for a meal if required, 30 – 40 minutes.

· Use of finger foods.

· Ensuring adequate fluid intake, 8 – 10 cups a day.

· To encourage more fluid intake use modified cups, smaller cups with large handles or half filled cups.

· If swallowing problems arise, please see swallowing guidelines.

· If difficulty chewing, offer softer or pureed foods, cut up meat, softer vegetables, fruit juice, etc.

· If food intake is affected by dental problems, referral needs to be made to relevant agencies.

· Offering Build Up or Complan supplement drink if meal is missed or weight loss observed.

· Enrich or fortify food if appetite is small or energy needs increase due to wandering/pacing.

· Ensuring a balanced diet with representation from all food groups.

· Weighing regularly – every 4 weeks, or fortnightly if there are concerns
· Keeping the environment calm and uncluttered, for example, limit background noise and activity and avoid cluttered table, such as patterned tablecloth.

· If “sweet tooth” develops, add fruit to dishes, use sweet sauce with meat e.g. apple sauce, sweet chutney and offer sweet nutritious dishes e.g. yoghurt, custard, milk puddings.

17.0    Managing problems of physical mobility

In many service users with learning disabilities, the ageing process seems to occur earlier as a result the motor skills of the individual decline, coordination and dexterity reduce. This will have detrimental effects on balance, strength, fluidity of movement, dexterity and general physical fitness. Individuals will become fearful of walking, fall and trip more often, struggle with stairs or getting out of a chair. Other problems may be breathlessness and poor respiratory muscle function. Arthritis and joint stiffness and pain are other features of the ageing process. 
The role of the physiotherapist is to assess the individual to establish if the symptoms and problems are simply the ageing process of natural decline, or if there may be some separate disease process accelerating physical decline. The physiotherapist will refer for further assessments if there is a medical opinion required or create a treatment plan with realistic goals. 
17.1 Treatments may include:-

· Exercises on the injured area and teaching new coping skills. Issue of mobility aid, support or advice for injury.
· Exercise programs to raise levels of fitness and graded return to previous level of activity.
· Balance exercises and issue of mobility aid if required. Teach how to use mobility aid.
· Strengthening exercise plan/ cardiovascular exercise plan.
· Hydrotherapy, heat treatment, gentle exercise and advice on activity.
· Breathing exercises, coping mechanisms with breathlessness, mechanical chest physiotherapy to aid removal of secretions. Postural drainage advice and self removal of secretion advice. Pulmonary exercise rehabilitation.

· Exercises and strengthening plan to help old injuries after removal POP/bandages/orthopaedic surgery, to regain previous function.
· Encouragement and help with regaining confidence. Issue gadgets and walking aids to keep the service user independent.
· Use of handrails in stairs, corridor, bathroom, toilet, bath-tub etc.
· Appropriate shoes and pressure bandage if there is swelling in legs.
· Introduce mobility aids like walking stick, Taylor frames or other supportive devices.
· Use wheelchair if there is severe mobility problem.
17.2 Staff training and follow-up: An individual exercise programme is developed for the specific problems. The Physiotherapist will go through the program with the individual initially, to see if it is user friendly. 

· The Physiotherapist will train the carers and relevant staff how to help the service user to carry out the relevant exercises. 
· It is necessary to carry out the program daily or to the desired prescriptive amount. 
· Any problems that may arise can always be discussed over the phone and if need be a review visit arranged.

· It is vital that a review visit is carried out within 1-2weeks. This will either be to continue teaching more staff or to check out the progress and ability of staff/service user to perform the programme. 
· All advice and exercises are kept very simple and safe. 
· Once the goals are reached and the staffs are trained and able, the service user will be discharged. 
· The service user may also be discharged if medically unwell for treatment or not appropriate for physiotherapy or was referred for an assessment and advice only. 
18.0 Coping with Loss of Skills and Activities of Daily Living

The onset of Dementia will lead to a gradual loss of skills and the service user will find him/her struggling to participate in familiar activities. This often leads to feelings of frustration, anger and low self-esteem.

· Focus on the Service User’s abilities not their disabilities.

· Encourage independence in self- care for as long as possible and allow them to contribute to the running of the household as long as it is safe for them to do so.

· Avoid taking over a task, but complete it together if possible.

· Be aware of potential risks such as running water, using gas, electricity and road safety.

· Increase levels of support as necessary, as the condition progresses.

· Make the Service User feel valued for their skills and experience.

· Give praise when appropriate but also reassurance when things go wrong.

· Simplify tasks e.g. lay clothes out for them in the order they put them on.

· Keep instructions simple but avoid being patronising or critical.

· Offer verbal cues, use gestures or demonstrate actions. If necessary try hand over hand guidance to initiate a task.

· Try visual prompts such as photos, pictures or written labels on doors, drawers and cupboards. 

· Be patient and allow plenty of time to do things.

· Encourage participation in favourite activities, hobbies and interests.

· Ask questions and encourage the service user to share tier skills and knowledge.

· In the early stages, support the Service User to make outings, with support, to familiar places, clubs etc.

· Suggest joining a day service (where available). This encourages socialisation, participation in activities and is a source of respite for carers.

· Support the Service User to maintain social ties. For as long as possible, encourage visits to and from family and friends.
Refer to Occupational Therapy at the Specialist Learning Disability Service, for advice and support.
Following the assessment, the Occupational Therapist may:

1. Identify achievable and meaningful activities for the Service User to try.

2. Recommend alternative techniques, equipment or changes to the environment, which will allow successful participation in a skill or activity.

3. Recommend changes to the type and level of support required for successful participation in a skill or activity.

4. Suggest strategies or a change of approach to lessen feelings of frustration and improve quality of life.

19.0   Problem of confusion, inability to comprehend what is going on – loss of familiarity with routine
· Keep changes in environment and daily routine to the minimum.
· Provide support to daily routine by prompting through each task.
· Maintain routine and structured activities.

· Retain the furniture layout to maintain familiarity. 

· Maintain staff rota predictable in residential homes.
· Simplify activity by implement practices to support declining abilities.
· Reduce choices.
· Reduce task complexity.
20.0 Problem of disorientation–altered time concepts, difficulty understanding directions
· Use of visual cues for negotiation of environment.
· Maintain awareness of time, day and date by keeping clock and calendar in prominent places.
· Provide need based reality orientation, however, avoid asking the person to tell you the day and date -- this can cause frustration and irritability.  
· Follow day/night pattern routines.
· Sundowning–draw curtains in the evening and open them in the morning.
· Regular meal timings and exposure to day light can help maintain body clock.
21.0 Withdrawn – loss of interest in activities and hobbies due to inability to comprehend what is going on
· Involve the person in stimulating activities.
· Maintain self-awareness.
· Reassure the person whenever necessary.
· Engage the person in activities he/she likes doing – structure the day programme with predictable visual timetable.
22.0   Problem of Anxiety – agitation – aggression
· Try undemanding activities which stimulate senses at a basic level such as aromatherapy, hand massage, multi-sensory environments.

· Use strategies to minimise agitation such as engaging in meditation, yoga, physical exercise, swimming, etc.
· PRN medication, if prescribed.
· Distraction to other activities.
· Withdrawing to a quiet area if agitation is in response to high noise level and crowding.
· Keep the environment calm, predictable, familiar, safe and suitably stimulating.
· Increase success in performance of activities that can still be accomplished.
23.0   Problem of Wandering

· Consider the use of pressure release alarms to chairs and beds.  
· Use Sitting services where appropriate 
· Monitor wandering - times, destination and evaluate risk.
· Encourage the Service User to carry I.D. 

· Consider limited locked door policy in view of the risk to the service user.
· Provide 1:1 support for limited period of time when risk of wandering and safety is high.
24.0    Deterioration in Self-Care or Personal Hygiene (See also 18.0 Coping with loss of skills)
· Observe the Service User carry out self-care task. e.g. having bath, consider transfer, awareness of water temp, etc. 
· Monitor the Service user’s awareness of personal hygiene and offer support as the need arises.
· Liaise with other services
· If management becomes difficult, refer to Occupational Therapy for support guidelines and equipment.

· The service may consider increased need based support in toileting, grooming, dressing, and brushing, bathing and related activities of daily living.
· Help the person to make a choice of clothes.
· Increase support towards making the bed and cleaning the room – restore arrangements of keeping items in the order desired by the service user.
· Use pads if necessary or introduce 2 hourly toileting programmes.

25.0   Impairment in Memory

· Use of diary, prompt cards, timers. 

· Reality Orientation – maintain need based awareness of the time, day and date.
· Reminiscence work using photographs from the past.
· Memory book illustrating the steps in completing an activity.
· Repeat verbal requests using simple language and back-up with visual support.

26.0    Disturbed sleep – up at night, nap during day
· Monitor sleep pattern.
· Introduce wake-in staff during the night shift if in residential care.
· Add night light in bedroom.
· Structured day activities reducing chances of frequent naps during the day.
· Medication may help.
· Exposure to day light can help maintain body clock.
27.0    Health and sickness
· Early identification and vigorous medical treatment.
· Preservation of bodily functions by regular low intensity physical exercise.

· Prevention of infection.
· Skin care and prevention of pressure sores.
· In advanced stage 24 hour care may be needed that may require moving, lifting and handling.
· Regular health checks.
· In the case of sensory impairment – use hearing aids, reading devices, etc.

· Treat psychiatric disorders, if detected.

28.0    Problem of Sensory Impairment
· Periodic assessment of hearing and vision functions particularly cataracts.
· Prescription of hearing aids or glasses wherever necessary.
· Introduce multi-sensory inputs while conveying a message or making a verbal request.
· If sensory impairment cannot be corrected, residual vision or hearing could be maintained by designing daily activities to use the sensory modalities.

29.0    Safety issues
· Consider regulating water supply to the room/house if taps are found to be left open at inappropriate times.
· Remove knobs on cooker if it is a hazard and consider other fire hazards if the kitchen area cannot be locked.
· Simplify clothing that are easy to put on and remove to avoid toilet accidents.
· Remove sharp edges ,such as tables, furniture

30.0 Redesigning day programmes

· Continued community presence
· Maintain existing skills rather than teaching new skills
· Support small groups rather than large groups programming

· Emphasis on leisure and stimulation rather than on learning
· Change programming to suit changing needs of the individual

· Determine the best location for offering services

· Develop  Dementia specific day programming, multi-sensory in approach, at times stimulating and at times calming activities
· Develop memory appropriate rather than age appropriate activities

· Balance needs and desires of different service users in the group
31.0 Environmental Modification
As dementia progresses, the Service User is likely to experience a gradual loss of perceptual and physical skills and will have increasing difficulty managing their home environment. They may be at risk of falls, become less mobile, lack coordination, be less aware of potential hazards and become increasingly frail. Carers can take simple steps to reduce risks and maintain independent living. 

For advice and guidance on appropriate equipment and environmental adaptations the Service User should be referred to the Occupational therapy Service at the Elderly and Physical Disability team.

31.1 Simplification of the environment
Refer to the Occupational Therapy Service at the Elderly and Physical Disability Team for advice on equipment and environmental adaptations.

· Elimination of the clutter and confusing layout of the furniture
· Remove trip hazards and barriers to free movement

· Installing double railings on the stairs

· Calling attention to steps with contrasting colours or reflective tape
· Installing hand grips at strategic places

· Replacing steps with ramp

· Replacing raised door sills with flat plates

· Masking the Doors using door posters or strategically placed large plants, the Carers do not want the individual to enter

31.2 Way finding and orientation
A three-step process was found effective in guiding these efforts (McCallion and Janicki 2002):

· Environmental scanning: examining the home for environmental barriers to aging in place, way finding and quality of life.
· Environmental labelling: giving clues and prompts to support continued independent navigation of the home.  This included painting important doors different colours and putting signs on doors, in hallways and on key appliances such as the refrigerator and TV.
· Environmental flooding:  Finding multiple ways to support continued independence, e.g. not only labelling the door to the kitchen, but leaving that door open to give as many senses as possible (hearing and smell as well as sight) clues to where it was located so that the person with dementia would find it on their own.

31.3 Furniture
Selection of furniture that is sturdy, simple and versatile is particularly recommended (Brawley 1997).  Particular recommendations include:

· Lightweight items such as lamps secured or removed
· Table tops/cloths smooth and pattern free
· Furniture such as tables with rounded edges that are not sharp
· A variety of seating choices in day rooms and dining rooms
· Large dining room tables replaced with small ones seating 3-4 people
· Seating areas provided in long corridors.

31.4 Illumination
· Shadows are a common source of visual illusions in persons with dementia (Brawley 1997).  Dispersing direct sunlight with curtains or tinted glass, avoiding glare by using indirect lighting controlled with dimmer switches and addressing sudden changes in light levels between and within rooms can be helpful. 
· In several homes, flooring can add to the problems; reflective surfaces such as shiny, waxed floor tiles can contribute to light problems and therefore need replaced.  
· A particular problem for some is that mirrors often cause confusion; the person may not recognise their own image.  Assessment can be made on individual to individual basis and if necessary, the mirror could be removed from a bedroom.

31.5 Colour
· Colours in the red to yellow range are more accurately perceived by persons with dementia than blues and greens; solid colours of simple patterns are better than complicated or highly unusual designs (Brawley 1997; Calkins 1988).  
· Colour in furnishings, floors and walls can assist in creating visual contrast.  Pale colours blend easily with other pale colours, so instead, in several cases, service providers can chose colours that offer contrasts; e.g. the presence of a handrail on a wall was better communicated by utilising a contrast colour.  
· Similarly, in homes a white light switch can be contrasted with a dark switch plate, a toilet seat of a different colour contrasted a white toilet and a dark place mat under a light dinner plate offered additional visual clues.

31.6 Flooring
· Flooring can present great concerns in some homes. Throw rugs in hallways and patterned tiles in kitchens can add to the perceptual difficulties
· Homes having highly polished floors present their own concerns.  In certain cases flooring may have to be replaced with simpler surfaces.

31.7 Bathroom management
Refer to the Occupational Therapy Service at the Elderly and Physical Disability Team for advice on equipment and environmental  adaptations.

· Where ever necessary install adaptive supports and measures for water safety/control.  
· Install grab bars and hand-held, adjustable-height shower hoses and nozzles in walk-in showers. 
· Shower chair can be a useful addition 
· Management of water is important because of fear of water damage and of individuals harming themselves with overly warm water.  
· The temperature of water can be reduced to avoid scalding by installing temperature mixers and shut-off mechanisms.
31.8 Kitchen Safety
Refer to the Occupational Therapy Service at the Elderly and Physical Disability Team for advice on equipment and environmental  adaptations.

· Critical issues are to find ways to improve access in areas that encourage independence as long as it remained safe, and to limit access when abilities and understanding had diminished to the point that supervision is necessary. 
· It is desirable to recognise that many service users wish to continue to access kitchen areas, so to completely limit access to the kitchen should be discouraged. 
· If need be, relocate Cleaning supplies or place them in a designated locked cabinet.

· Shut-off valves for water and the stove/cooker can be installed, the arc of the kitchen tap could be limited to the area over the sink and protective covers are placed on electrical outlets.  
· Access can be improved by labelling cabinets, leaving key utensils, ingredients and dishes on counter tops so they could be more easily located and making sinks and counter tops more wheelchair accessible.

31.9 Support for safe walking
· Given the weather conditions, attention can be paid to creating safe indoor and outdoor walking opportunities.  
· Gates and fenced garden areas can be created, paths more clearly marked and pleasant areas created in gardens and on porches that encouraged the individual to sit quietly, as well as to wander freely and safely outside.  
· Within the living unit, indoor walking paths can be created that are free of clutter and offer opportunities to sit in when the person became tired.  
· Silent alarms can be installed on outer doors to alert staff or families that a person was leaving the building or an area where they knew the person was safe.
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