How the Therapy Assistant Practitioner, as part of the Community Learning Disability Team, can support people with Down Syndrome and Dementia.
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Introduction
The purpose of this research project is to explore and analyse the support given to people who have Down Syndrome and Dementia by the Therapy Assistant Practitioner (TAP) as part of the Community Learning Disability Team (CDLT). 
A case study of a gentleman who has Down Syndrome and has also been diagnosed with Dementia will be provided.  Focusing on how the TAP has supported the individual, carers and family in the light of this dual diagnosis, the challenges in doing this and how previous communication support has helped maintain skills since diagnosis.
An overview of the condition will be given using published research articles to critique previous and current approaches to the condition.  This will be used to discover how therapeutic interventions have progressed and areas that can be further improved.
Co-production will be examined with an emphasis on the working relationship needed between the Therapy Assistant Practitioner (TAP) and other relevant professional/agencies/people to provide effective communication support.  Potential barriers the TAP can encounter during this process will also be explored.
Clinical Governance and supervision framework will also be considered, focusing on relevance to the role of the TAP. 









Case Study
Marcelo Bielsa is a 61-year-old gentleman who has Down Syndrome and dementia.  He has lived in supported accommodation for approximately 40 years and is known to the CTLD.  Marcelo’s move to supported accommodation from his family home was at a time when the Welsh Office (1983), developed the All-Wales Strategy for the Development of Services for Mentally Handicapped People.  One of the key points of the All-Wales Strategy was to focus on developing normal patterns of life for people with a learning disability in their community.  Marcelo’s move to supported accommodation rather than a long stay hospital was in line with this policy.
Prior to being diagnosed with Dementia he had a good level of understanding and was able to understand 4 to 5 key words in a sentence.  Marcelo had an active life within his local community, he attended a local day centre, worked in a local café and was a part of various community groups.  He was diagnosed with Diabetes which had a significant impact on his life.  A district nurse needed to visit twice daily to administer medication meaning that his social activities became severely restricted and he was not able to go on holiday.  As a result, his mental health declined significantly, and Speech and Language Therapy became involved.  The Speech and Language Therapist and TAP filmed the nurse giving Marcelo an insulin injection, this was used to teach Marcelo to self-administer his medication.  Alongside this the TAP produced an easy read symbol resource that Marcelo could use when taking his medication. Once Marcelo was able to self-administer his medication successfully the District Nurse no longer needed to visit  and he was able to return to his normal activities and go on regular holidays abroad.  His mental health returned to normal, and his family and carers felt supported.  This approach is advocated by The Royal College of Speech and Language Therapists in their Five Good Communication Standards (2013) and ensured that Marcelo’s voice was heard in regard to his health care.
Along with the Speech and Language Therapist and TAP, Marcelo was part of a team that facilitated Learning Disability Training for Speech and Language Therapy Students at Cardiff University.  Using easy read information Marcelo was able to tell the students about his life experiences and also teach them some Signalong Signs. Health Education England (2022) acknowledge that involving people with lived experience when delivering training can ensure that participants see the person rather than their diagnosis. 
Marcelo was referred to Psychology within the CTLD in 2024 as his carers had noticed he was getting confused and appeared to have cognitive decline.  He was then referred to the CLDT Memory Clinic for monthly review.  A cognitive assessment was completed by Psychology, and he was diagnosed with dementia.  Although cognitive decline was evident he was still able to communicate his wants, needs and choices verbally, by signing and by using AAC strategies. He was also still able to self-administer his diabetes medication, using the communication strategies previously provided.  This evidences that these strategies can also aid people with dementia.
He was admitted to hospital in December 2025 where he has remained since. Although he is medically fit for discharge, the supported accommodation he was living in can no longer support his placement and no suitable replacement has been found as yet.  His mental health has deteriorated while in hospital, possibly due to the unfamiliar environment, routine and staff.  He is being supported by the Learning Disability Liaison Team based at the hospital and the hospital nursing and therapy staff.  CTLD staff are having little input at this stage as he is under the care of hospital clinicians, which has been frustrating.  However, the CTLD are available for advice and support if requested.  In preparation for discharge the TAP can liaise with family and previous staff and compile an All About Me book for Marcelo to function as a memory book and to help his new staff team get to know him quickly.
Overview of Condition
Down Syndrome is a genetic condition that occurs naturally as a result of an extra chromosome.  Meaning that people with Down Syndrome have 47 chromosomes instead of 46.  A person with Down Syndrome will also have some level of Learning Disability, varying from person to person.  
Down Syndrome Research Foundation UK (2026) report that 92% of Down Syndrome births are called Trisomy 21, this is where all cells carry 3 copies of chromosome 21.  4% of births have an element of chromosome 21 in cell and are called Translocation, the final 2% of births are called Mosaic and means only some cells carry an extra chromosome.  This report will focus on Trisomy 21.
In their consultation document for the Down Syndrome Act 2022 draft statutory guidance, The Department for Health (2025) estimate that there are currently 47,000 people in the United Kingdom (UK) who have Down Syndrome which equates to 1 in every 873 babies that are born.
People who have Down Syndrome are also likely to have other underlying health conditions such as heart defects, sleep apnoea, hearing problems, thyroid conditions and gastrointestinal problems as highlighted by Down Syndrome UK (2025).
The risk of developing dementia, in particular Alzheimer's, is higher for people with Down Syndrome. The National Down Syndrome Society (2026) recognise that chromosome 21 is a key component in Down Syndrome and Dementia because key proteins that cause changes in the brain linked with Alzheimer’s are contained within one of its genes.  There are also other genes within chromosome 21 that contribute to the aging process and increase the risk of developing Alzheimer’s.  
The Alzheimer’s society (2026) describes Alzheimer’s as a physical illness which damages the brain and eventually causes dementia, affecting memory and thinking.  Alzheimer's is the most common form of dementia.
The Alzheimer Biomarker Consortium (ABC-DS) (2026) state that 70% of people with Down Syndrome will develop Alzheimer’s and nearly all people with Down Syndrome will have changes in the brain consistent with Alzheimer’s by the age of forty.
People who have Down Syndrome can have difficulty communicating effectively.  Down Syndrome UK (2025) report that many experience delayed and disordered phonological development, which decreases clarity of speech.  This can be exacerbated by other factors such as hearing loss, short term memory and processing problems and ora-motor difficulties.  The Down Syndrome Medical Interest Group (2025) make the point that these difficulties will limit the person’s ability to communicate the thoughts, feelings and symptoms.  This can lead to added pressure on family and carers to interpret and recognise deteriorating health and symptoms.  From a healthcare perspective, it is important that diagnostic overshadowing does not take place and that other reasons for loss of skills are fully explored.
Previous Approaches to the Condition 
John Langdon Down was the Medical Superintendent of the Royal Earlswood Asylum for Idiots.  In 1866 he authored a paper titled Observations on an Ethnic Classification of Idiots. In an attempt to classify the ‘feeble minded’ Down (1866) noted that a large number of the people he had observed presented with similar physical characteristics and likened them to the Mongolian family, whilst asserting they come from a variety of ethnic backgrounds. Down reported that the Mongolian type of idiocy accounted for more than ten percent of the cases presented to him.  He recognised that training could greatly improve level of functioning, and clarity of speech, however, he also reported that the life expectancy of these individuals was low.  This was the first scientific recording of what is now commonly known as Down Syndrome, as documented by T21 Research Society (2019).
Ward (1999) documents that Langdon Down devised training systems for the residents of Earlswood Asylum that included exercise, sensory stimulation and role playing of social activities such as shopping.  Staff were trained and encouraged to use these techniques, although no distinct professions had emerged at the time, the roles could be equated to the modern day play therapy, occupational therapy and speech and language therapy.
Historically people with Down syndrome lived in long stay hospitals.  The Parliament of the United Kingdom (1913) in The Mental Deficiency Act 1913 legislated to make further and better provision for people with a learning disability which included providing long term institutional care.  Maure-Blesa et al (2025) point out that people with Down Syndrome were institutionalised during most of the 20th century and were isolated from wider society and education because they were seen to be uneducable.  This thought pattern and treatment of people with Down Syndrome conflicts with the observations of Down (1886) and his methods of working.
Maure-Blesa et al (2025) report that although cognitive decline in older adults with Down Syndrome had been described as early as 1948, few cases had been reported by the end of the 1970’s.  This could be due to the fact that life expectancy of people with Down Syndrome was low. The Down Syndrome Medical Interest Group (2026) estimate that the average life expectancy of a person with Down Syndrome in the 1940’s was 9 years old.  
Given that the majority of people with a learning disability lived in long stay hospitals, historically there was little need for community input.  However, after a number of scandals highlighted the gross mistreatment of patients, focus shifted to resettling people back into community settings instead. 
Slevin et al (2007) point out that Community Learning Disability Teams (CLDT’s) were developed to support people with a learning disability in the community, designed to provide direct services to people with a learning disability and their caregivers.  Working in a multi-disciplinary way and involving people with a learning disability and their caregivers in the process. CLDT’s consist of Learning Disability Nursing, Speech and Language Therapy, Occupational Therapy, Physiotherapy, Psychology and Psychiatry.
Current Approaches to Condition
CLDT’s are now firmly established in the care of people with a learning disability.  The National Learning Disability Professional Senate (2023) point out that CLDT’s are vital in terms of supporting people with a learning disability, their families, support staff and other services the person uses.  
Watchman (2015) acknowledges that due to advancements in health care the quality of life for people with a learning disability has improved greatly and as a result life expectancy has increased significantly.  One of the implications of this is that a higher number of people with a learning disability are now being diagnosed with dementia. 
Within Speech and Language Therapy the Royal College of Speech and Language Therapists (RCSLT) (2024), point out that the role of Speech and Language Therapy when working with people who have dementia is varied and will continue to develop. RCSLT (2024) acknowledge that interventions for a person with a learning disability and dementia are similar to a person with dementia without a learning disability but also distinguish that diagnosing dementia in a person with a learning disability can be difficult due to pre-existing communication difficulties. This supports the view of The Down Syndrome Medical Interest Group (2025) and Down Syndrome UK (2025) as discussed in Overview of Condition.
RCSLT (2024) recommend that Alternative and Augmentative Communication (AAC) strategies be used such as communication books, communication passports and Talking Mats tailored to individual need. A main component of the TAP role within Speech and Language Therapy is to provide the resources and support needed to implement these strategies, liaising with the wider CLDT as needed.
The Royal College of Psychiatrists (RC Psych) (2025) indicate that the early detection of dementia in people with a learning disability is key and that multi-disciplinary approaches are needed to support people effectively.  Alongside this RC Psych advocate for early baseline screenings to assess cognitive function when people are younger so the results can be compared when screening for suspected dementia.  The Alzheimer’s society (2023) share a similar view, recommending that every person who has down syndrome should have a baseline assessment by the time they are thirty.  Likewise, the National Down Syndrome Society (2026) recognise the importance of having a good baseline assessment before signs of dementia begin. RCSLT (2024) guidance also champions this view and Hobson et al (2019) agree that  establishing a functional baseline is important, pointing out the need for services to work together to provide the right support.  
While there have been massive strides made in healthcare, the Covid pandemic highlighted health inequalities for people with a learning disability are still prevalent.  Mencap (2020) in their report My Health My Life estimated that the death rate for people with a learning disability during the pandemic was up to six times higher than the general population.  The report also brings to attention that 54% of learning disability nurses surveyed state that do not attempt cardiopulmonary resuscitation orders (DNACPR) are often being put in place for people with a learning disability inappropriately.  This goes against NHS (2023) recommendations which clearly state that neither learning disabilities or dementia are valid reasons for putting a DNACPR on a person’s medical record.




Co-Production
The role of the Speech and Language Therapy Assistant Practitioner (TAP) is to provide support for people with communication needs. RCSLT (2013) set out the reasonable adjustments that people with a learning disability can expect when accessing services in their document Five Good Communication Standards.
RCSLT (2026) Dementia Guidelines reflect the fact that Speech and Language Therapists have an integral role in supporting a person with learning disabilities and dementia with their communication needs.  The guidelines also advocate for joint working with other professionals within learning disability services.  
In their Position Paper for Learning Disabilities RCSLT (2023) make the point that that communication difficulties people with a learning disability face can contribute to health inequality, including developing mental health conditions and limited involvement in decision making.  The joint work between the district nurse and speech and language therapy in the earlier case study is an excellent example of how working together can effectively improve physical and mental health.  Not all experiences are as successful, as liaising with other professionals could prove problematic, particularly if the professional involved has little understanding of or experience of working with people with a learning disability.
In order for the TAP to successfully implement speech and language therapy programmes co-production with care staff is essential.  When staff are on board, communication resources tend to be effective as they are used accurately and consistently, however, resources are far less likely to be effective when staff do not use them consistently.  Whilst there can be many valid reasons for this, such as staff turnover, time and staffing levels, the impact on the individual with a learning disability is detrimental.  Palumbo and Manna (2017) highlight this issue stating that differing perspectives of the people involved could lead to co-destruction rather than co-production.
Memory Clinics have been established within all Hywel Dda University Health board CTLD’s (see appendix B for Process Map).  The TAP is an integral part of the clinic, providing information regarding communication and also providing practical support when needed.
Clinical Governance and Supervision Framework
The purpose of clinical governance in the NHS is to improve standards and quality of healthcare.  Public Health Wales (2026) set out the seven pillars of clinical governance under the following headings, Audit, Clinical Effectiveness and Research, Risk Management, Information Management, Education and Training, Staff Management and Service User Involvement.
Education and training of staff within Learning Disability Services is a legal requirement as stated by the Care Quality Commission (2025).  Learning Disability Speech and Language Therapy Services within Hywel Dda University Health Board (2008) advocate training of staff in their Position Statement on Easy Read.  Training of professionals and care staff in the ability to understand the communication needs of people with a learning disability is essential, as is learning to tailor their own communication accordingly.  The TAP plays a pivotal role in this as they facilitate Total Communication training, Easy Read training and Signalong training.
Whilst training can be an effective tool in supporting the communication needs of people with a learning disability it relies on staff attending the training and implementing what they have learned.  Due to staffing pressures, it is often difficult for agencies to release staff to attend training, this can have a detrimental effect on the communication environment in their establishment with a lack of trained staff to implement communication strategies effectively.
Supervision is an important process in the role of the TAP and offers invaluable support. RCSLT (2023) state that all TAP’s should receive clinical supervision.  Supervision is vital to ensure the TAP gets an opportunity to talk through their caseload  with a qualified Speech and Language Therapist.  Discussing what is working or not working and finding ways to problem solve any issues greatly enhances the TAP’s clinical effectiveness.  Although the need for clinical supervision is a requirement, it can sometimes be difficult to arrange due to service demands and staff availability.




Conclusion and Recommendations
In conclusion, research clearly shows that the care for people with Down syndrome and Dementia has greatly improved.  The move from long stay hospitals to community living was pivotal and the benefits have been huge. The terminology used to describe people with a learning disability has been updated and improved with more respectful terms are now used.
The introduction of CTLD’s has been instrumental in providing good support for people with a learning disability. Dementia screening and dementia pathways are now rooted in working practice, as noted by Chapman et al (2017).  This has led to greater understanding and improved care for people with a learning disability, particularly for those with Down syndrome and dementia.  It is clear the CTLD is a good working model that can effectively support the needs of people with Down Syndrome and Dementia.  The role of the TAP is central within this when considering communication support.
Finally, it is disappointing to observe that although great strides have been made, people with Down syndrome are still at a health disadvantage.  Noting in particular the worrying trend of DNACPR being added to medical records inappropriately, as reported by The I Paper (2024) and ITV News (2025), which contravenes NHS guidance. 
Recommendations
· TAP to liaise with family and staff to compile an All About Me book.
· CLDT and TAP to explore how working with secondary care services can be improved as suggested by The National Institute for Health and Care Excellence (NICE) (2016). 
· TAP to explore providing Total Communication training for hospital staff to raise awareness and increase understanding of people with a learning disability.
· TAP to continue providing communication support for people with Down syndrome and dementia by working with the individual, their family, support staff, CTLD and other professionals.
· TAP to continue attending CTLD Memory Clinic.
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Process map of HDHB Dementia Pathway for people with Learning Disabilities 

Treatment/Therapies

· Communication

· Dysphagia

· ADL

· Medication

· Facilitating Health Care

· Behaviour management

· Mobility

· Posture management

· Community Inclusion

· Staff training

· Reminiscence

· Intensive Interaction

END OF LIFE CARE

· Liaison with palliative care

· Support for individuals, families, and carers

Assessment for diagnosis & monitoring change

· Skills

· Cognitive/Memory

· Communication

· ADL

· Mental Health

· Dysphagia

· Mobility

· Health & Wellbeing

· Posture

Concern of change in memory, skills, or behaviour, raised through referral to Health Team

MEMORY CLINIC

· MDT Meeting

· CTP used to plan/coordinate

· Person-centered care

PRE-ASSESSMENT using NTG-EDSD conducted by professional known to client

Health need identified

Significant change identified

No significant change identified

No action required

RESOLVED

NOT RESOLVED

MEMORY PROBLEMS NOT EXPLAINED BY DIFFFERENTIAL DIAGNOSIS

DIFFERENTIAL DIAGNOSIS,
(Usually by Community Nurse)

· Physical Health

· Mental Health

· Medication

· Life events



                                                                                                                                                                                                                    





                                                                                                                                                                                                    







Primary care referral for treatment







No action required
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Hywel Dda Health Board Learning Disability Services



Memory Clinic Pathway



1. Introduction and Aims of the Memory Clinic pathway



1.1 What is Dementia?



Dementia is an umbrella term used to describe a set of symptoms, caused when the brain becomes damaged due to disease, damage (e.g. repeated stroke) or illness. This decline may occur over a period of months or years.  The symptoms typically include decline in;

· Memory

· Thinking and reasoning skills

· Orientation

· Problem solving

· Praxis

· Mobility

· Mood

· Communication (both expressive language and comprehension)

· Visual-Spatial skills/reasoning



The deterioration will affect individuals’ abilities to undertake activities of daily living, including personal care and to communicate even basic needs (Please see Appendix One for ICD 10 and DSM-5 criteria).  There is no cure for dementia, and it is a life limiting condition, however with the right support people can continue to live full and meaningful lives.  Early detection can improve quality of life and outcomes for those diagnosed with the disease.



The DSM-5 (2013) has renamed ‘Dementia’ to Major Neurocognitive Disorder, though the term dementia continues to be used widely and is still referenced within DSM-5.  The term ‘dementia’ will be used throughout this document, as it is more familiar.  



In the Wales, there are currently 40,000 - 50,000 people in Wales living with dementia, including more than 2,200 living with earlier onset dementia (Together for a Dementia friendly Wales, 2018).  It is estimated that dementia costs our society £1.4bn per year in Wales (Together for a Dementia friendly Wales, 2018) Early identification can help to ensure individuals’ needs are recognised and met, reducing the need for crisis intervention and hospital admissions.  It can also help to map and plan services to ensure future needs can be met.



The number of people growing older with a learning disability (i.e. those over the age of 55) in 2020 is 23 492, this is predicted to increase to 26 251 by 2035. See Figure1. 







		Figure 1. Wales - Baseline Estimates



		Age Range

		2017

		2020

		2025

		2030

		2035



		People aged 18-54 predicted to have a learning disability

		36,536

		36,038

		35,516

		35,964

		36,864



		People aged 55-64 predicted to have a learning disability

		8,882

		9,347

		9,708

		9,097

		8,255



		People aged 65-74 predicted to have a learning disability

		7,663

		7,768

		7,606

		8,258

		8,653



		People aged 75-84 predicted to have a learning disability

		4,143

		4,539

		5,451

		5,711

		5,772



		People aged 85 and over predicted to have a learning disability

		1,662

		1,838

		2,228

		2,783

		3,571



		Total population aged 55 and over predicted to have a learning disability

		22,350

		23,492

		24,993

		25,849

		26,251



		Total population aged 18 and over predicted to have a learning disability

		58,886

		59,530

		60,509

		61,813

		63,115









Within the Hywel Dda footprint in 2020 there are estimated 3268 individuals growing older (i.e. over 55 growing older with learning disabilities, estimated to increase to 3541 by 2035.  See figure 2.

		Figure 2. Hywel Dda - Baseline Estimates



		Age Range

		2017

		2020

		2025

		2030

		2035



		People aged 18-54 predicted to have a learning disability

		4,224

		4,149

		4,081

		4,132

		4,240



		People aged 55-64 predicted to have a learning disability

		1,188

		1,236

		1,259

		1,158

		1,043



		People aged 65-74 predicted to have a learning disability

		1,097

		1,104

		1,061

		1,127

		1,158



		People aged 75-84 predicted to have a learning disability

		598

		661

		794

		823

		815



		People aged 85 and over predicted to have a learning disability

		239

		267

		325

		410

		525



		Total population aged 55 and over predicted to have a learning disability

		3,122

		3,268

		3,439

		3,518

		3,541



		Total population aged 18 and over predicted to have a learning disability

		7,346

		7,417

		7,520

		7,650

		7,781









In 2020 the estimated number of individuals living within Wales over 18 with a mild learning disability 47 327, this is predicted to increase to 50417 by 2035.  The number of people growing older (i.e. those over 55 years) with a mild learning disability across wales in 2020 is estimated to be 19 570, predicted to increase to 22177 by 2035.  The number of people with moderate- severe learning disabilities living in wales over the age of 18 in 2020 is estimated to be 12 203, predicted to increase to 12 698.  The number of people growing older (i.e. those over 55 years) with a moderate-severe learning disability across wales in 2020 is estimated to be 3922, predicted to increase to 4074 by 2035. (Information taken from Daffodil.Cymru.org.uk, June, 2020).





1.2 Prevalence of Dementia in Individuals with a learning disability.

People with Learning Disabilities, in particular Down Syndrome, are at a greater risk for developing dementia, and at an earlier age compared to the general population.  

For people with a Learning Disability (other than Down syndrome) the prevalence rates are: 

· 60 years and over 13%

· 65 years              18.3%

(BPS 2015 Strydom et al., 2007)

The most common dementias in this group include;

· Alzheimer’s disease

· Lewy Body dementia

· Vascular dementia

· Fronto Temporal dementia



1.3 Downs Syndrome and Dementia

For people with a diagnosis of Down Syndrome the prevalence rates are both increased and from an earlier age; 

· 30 – 39 years   2%

· 40 – 49 years 9.4%

· 50 – 59 years 36.1%

· 60 – 69 years 54.5%

(BPS 2015 Prasher,1998)

The most common dementia within this population is Alzheimer’s disease.



It is widely acknowledged that individuals with a learning disability who have dementia and their carers face many problems living with the condition.



Due to the nature of Learning Disabilities, individuals’ skills and abilities are already significantly below the general population. Correctly identifying and diagnosing dementia within the Learning Disability population is challenging as standardised tests are not appropriate, and it is not possible to establish a pre-morbid level of functioning through these which is often key in correctly identifying dementia.  The early symptoms reported in people with learning disabilities, in particular Down Syndrome, may be different from the general population (for example, exhibiting changes in behaviour or personality before changes to memory are noted).  People with learning disabilities are at a greater risk of certain physical and mental health difficulties whose symptoms may appear similar to early stages of dementia (such as hypothyroidism or depression) which can result in diagnostic over-shadowing.  People with learning disabilities are at a greater risk compared to the general population for having underlying health conditions undiagnosed.  These challenges often mean that dementia in the early stages is missed or misinterpreted.  





This Memory clinic Pathway intends to operationalise the recommendations made by the All Wales National Dementia Strategy (2018), NICE Diagnosis and Pathway guidelines (2017) and the 1000 lives programme (2014).  The dementia pathway intends to provide a clear and consistent approach ensuring that individuals with learning disabilities across the HDHB area receive an equitable service. The aims of the care pathway are:



· To ensure appropriate and early diagnosis



· To provide appropriate information for the service user and their carers



· To co-ordinate a multi-agency response and enable effective multi-agency involvement around service users.



· To develop a co-ordinated intervention plan that will support the service user with dementia and carers



· To signpost individuals and their carers to additional services/support 



· To provide a process for monitoring an individual’s needs over time and ensure that the intervention plan is changed to meet the individual’s needs. 



· To ensure that individuals’ needs are met within a person centred approach



1.4 An integrated care pathway



The Memory Clinic pathway has been based on Best Practice guidance and research regarding the most appropriate ways to assess and support individuals with a learning disability who have dementia.



As all people with dementia are different it is important to ensure that each service user is viewed as an individual and clinical staff still need to use their professional judgement when making decisions about an individual’s care.  Some service users may require a deviation or an addition to what is advised in the dementia pathway. It is essential to ensure that the individual, their immediate carers and all the professionals involved are included in the dementia pathway to ensure collaboration of any decisions made and that the agreed intervention plan is supported by all.



The Memory Clinic pathway is a guide for the multi-disciplinary team through the sequence of events from referral, through screening and diagnosis, to treatment and end of life care.   It helps to ensure a co-ordinated approach and effective multi-disciplinary working. Best Practice guidelines recommend multi-disciplinary assessments including psychiatry, psychology, occupational therapy (OT), community learning disability nursing (CLDN), speech and language therapy (SLT), physiotherapy and any other relevant professionals, for example the GP, dietetics, and neurology. Typically, a Community Nurse conducts the health screen as the first step, in partnership with the GP and/or learning disabilities psychiatrist for necessary physical health checks. The assessments of memory, mood and behaviour are often conducted by psychologists but also by other multi-disciplinary team members. For example, OTs may conduct assessments relating to activities of daily living, SLT may assess and support changes to communication and physical presentations associated with eating and swallowing (Dysphagia). Dieticians have a crucial role in assessing nutrition and dietary needs. The role of the psychologist and psychiatrist are key to supporting the differential diagnosis following MDT assessment.  



The current care pathway adopts the principle that to co-ordinate the process one individual is required to oversee the pathway and be the main point of contact i.e. the lead contact for the Memory Clinic care pathway.



2. Identifying Dementia in individuals with a Learning          Disability 

2.0 Challenges identifying dementia in people with a learning disability

The presentation and course of dementia among people with mild learning disabilities is likely to be similar to the general population.  The presentation and course of dementia in people with more severe learning disabilities may initially be atypical and present with changes in behaviour and for this reason dementia may not be suspected. As the illness progresses, careful questioning of staff and carers may identify evidence of developing memory and functional impairments or neurological symptoms such as incontinence and dysphagia.  The age of onset of dementia in this group of people may be a few years earlier than is commonly found in the general population, particularly in people with Down’s syndrome (Strydom et al., 2007).



2.1 Identifying dementia in people with a learning disability

As with those in the general population, it is important to investigate the likely cause of dementia as the full range of causes for dementia are likely to be found in people with learning disabilities. This may have important therapeutic and management

implications.  There is evidence that the onset of epilepsy in later life for the first time may be a marker for developing dementia in people with Down’s syndrome. Whether this is the case for other people with intellectual disabilities is uncertain but onset of epilepsy in later life for the first time should always be investigated and increasing difficulty controlling pre-existing epilepsy may be an indication for considering the

possibility of developing dementia.



Early signs of dementia can be hard to detect in people with learning disabilities, if carers and professionals are unclear about what they are looking for.  Signs and symptoms of dementia may appear in people with learning disabilities aged 40 to 50 years.  People with Down's syndrome are more likely to show signs of dementia than other groups and at an earlier age.



Behavioural disturbance can often be a sign of early dementia, which may be missed in learning disability clients, particularly those with a history of challenging behaviour.



Below is listed some of the signs and symptoms known to be displayed by individuals with a learning disability at different stages of the course of dementia.



Early Signs and Symptoms



· Mild memory loss

· Word finding difficulties

· Task performance changes

· Behavioural changes

· Loss of interest in preferred activities

· Decreased alertness

· Slowness of movement

· Changes to visuo-spatial abilities



Mid Stage Symptoms 



· More pronounced behavioural changes

· Distinct loss of language

· Difficulty with object naming or conversational skills

· Difficulty following directions or instructions

· Disorientation

· Loss of self-care skills

· Personality changes

· Paranoia and delusions

· Seizures, including myoclonus



Late Stage Symptoms



· Basic skills loss e.g. feeding oneself

· Loss of body weight 

· Decreased mobility and balance

· Significant long and short term memory loss

· Repetitive speech

· Decreased ability to recognise familiar faces

· Increase in ‘un-purposeful’ mobility (i.e. wandering) 

· Incontinence



2.2 The importance of differential diagnosis

Changes in a person’s functioning may not necessarily be due to dementia. It is vital that professionals rule out all other possible reasons for changes. 



1. Physical problems: This may include conditions such as hypothyroidism, anaemia, uncontrolled epilepsy, chronic infections, and nutritional deficiencies, particularly vitamin B12 deficiency. A thorough physical examination and relevant clinical tests are required to identify or rule out any possible physical cause. These would need to be repeated from time to time as necessary. Reduced muscle strength, or increased frailty may also impact on physical ability.



2. Sensory impairment: People with learning disability in general and those with Down’s syndrome in their middle / old age are likely to develop hearing and visual impairments. Cataract is the most likely cause of visual impairment and earwax the most likely cause of a hearing impairment. 



3. Mental health problems: The most common differential diagnosis is depressive illness (McBrien, 2003) but other conditions like the exacerbation of an existing psychotic disorder can mimic the presentation of dementia. 



4. Iatrogenic causes: Medications with anticholinergic side effects can cause cognitive impairments in those using these medications. Use of high dose psychotropic / anti-epileptic medications and multiple medications can also contribute to cognitive impairment. 



5. Impact of life events: People with learning disabilities in their middle age can face a number of life events such as loss of a parent or long-term carer, moving away from home, loss of day activities. In some individuals, the impact of life events may lead to a changes in their behaviour and mood with apparent loss of skills.  



6. Acute Organic Brain syndrome: This may co-exist with dementia or be part of the differential diagnosis. 



7. Abuse: Current or recent physical, emotional or sexual abuse in people with learning disabilities may result in loss of skills and the development or exacerbation of behaviour problems that might superficially mimic dementia.



8. Impact of poor environment: Unsuitable environment associated with lack of stimulation, isolation and lack of opportunities for positive interaction can lead to loss of skills.



9. Dementia: the typical presentation of dementia is one of gradual loss of skills along with change in personality and cognitive decline.



It is important to remember that more than one of these conditions can co-exist.  The symptoms of these conditions can mimic the early signs of dementia but can be resolved if identified.



Diagnosis of dementia cannot be made from a single assessment. It can only be made after careful consideration of a number of factors including a detailed history, baseline information, performance on assessments over a period of time and exclusion of all other possible reasons for change. 



3.  Baseline Assessments 

Best practice guidelines suggest that all people with Learning Disabilities aged 50 (without Down Syndrome), and 30 years for people with Down Syndrome are screened using cognitive, health and functional assessments to provide a baseline by which future assessments can be compared (BPS, 2015).



The following core assessment tools are recommended for baseline assessments in accordance with current literature and recommendations:

· A clinical interview including history and skills which may include assessments undertaken by the following;

· Community Learning Disability Nursing – Health Equalities Framework and National Task Group on Intellectual Disabilities and Dementia Practices (NTG EDSD)

· SLT – General communication or Down Syndrome communication assessment.

· OT - activities of daily living (e.g. the Manchester)

· Psychology - CAMDEX DS/CAMCOG 

· Physiotherapy- Tinetti Balance Assessment tool and Falls Assessment



Individuals requiring a baseline assessment could be identified in a number of ways;

· New Referrals coming into the team.  As new referrals come to the team, they should be screened (for individuals with Down syndrome aged 30 + or over 50), this should be checked on the team data base to ascertain whether a baseline assessment has been completed or not.  

· If they have not had a previous baseline a referral for a baseline assessment should be made, through the CTLD referral meeting. 



Alternately, individuals already known to the team may meet criteria for baseline assessments due to reaching milestone birthdays,

· Any individual known to the team with Down Syndrome aged 30 + or aged 50 should be checked on the team data base to ascertain whether a baseline assessment has been completed or not.  

· If they have not had a previous baseline a referral for a baseline assessment should be made, through the CTLD referral meeting. 



It is each discipline’s responsibility to complete a summary/outcome of these assessments and store these on Care Partners. Where appropriate, a copy of the baseline assessment should be offered to the person and their carers to keep in the person’s health action plan for future reference. Information about the individual, their risk factors (e.g. Down Syndrome, severe head banging behaviour), date of assessments and details of the assessments undertaken should be recorded on the dementia database.



Consent must be obtained from the individual (or where they are unable to consent a Best interest decision) in order to store such information.  





4.	Ways the Memory Clinic Pathway may be triggered



4.0 Triggering the Memory Clinic pathway

There are a number of possible ways that the Memory Clinic pathway may be triggered:

· Self-referral to the CTLD following concerns raised by the individual or carers.

· New referral to the team where concerns have been raised by carers i.e. via social worker, day service staff, GP etc.

· New referral to the team where concerns are raised following an initial assessment around other presenting issues (as opposed to a query of dementia being the reason for referral).

· Internal referral of individual already known to the health team where concerns arise e.g. during community nursing, occupational therapy, speech and language therapy physiotherapy, psychology or psychiatry review.



4.1 Recording Referrals



All referrals are discussed during the weekly referral meeting as a Multi-Disciplinary Team.  At this meeting the referrals should be agreed as; Accepted, More Information required or Inappropriate. All referrals must have the individual’s consent, if not this must be sought before accepting it. If the individual is unable to consent it must be considered whether the referral and possible assessment is in an individual’s Best Interest.  



Accepted referrals: During the meeting it should be agreed who is the most suitable person to undertake the Initial Assessments. The agreed action must be signed and dated by the Chair of the referral meeting.  An acknowledgement letter should be sent to the individual, including leaflets about Confidentiality and Memory Assessment.  A copy of the acknowledgment letter should be sent to the referrer.  Administration should record the referral on PAS/Care partners.



More Information required: A named person should be identified to follow up referrals where more information is required.  This should be done with the additional information brought back to the following referral meeting for discussion.  



Inappropriate referrals: If it is decided that the referral is inappropriate a standard letter should be sent to the referrer clearly stating why the referral is inappropriate and what the appropriate service may be for the individual. 



All referrals and letters must be put on care partners as a part of good record keeping.





5 Memory Clinic Pathway 



5.1 Pre-Assessment



Following the acceptance of a referral, the allocated practitioner should check:

· Who the individual is known to within the team and current involvement

· Previous assessments completed by the MDT

· Records to ascertain if the individual has recently had any blood tests, which may indicate a physical cause for the decline.



The practitioner should:

· Contact the individual with an appointment within 4 weeks.  This may be in a clinic setting or at the individual’s home (if it is not possible for them to attend a clinic).  



In the appointment the practitioner should:



5.1.1 Provide Information and Gain Consent 



· Check the person’s knowledge and understanding of the reason for the referral (provide and clarify reason if necessary).

· Provide information regarding the process including: 

· What the assessment process might consist of.

· Possible outcomes of the assessment, which may include a diagnosis or diagnostic uncertainty. 

· The possible implications of carrying out the assessment (i.e. access to services/ exclusion from services).

· Who the information will be shared with.

· Ensure time and space are provided for the individual and their carers (particularly family members) to consider the information and ask questions or address any concerns they may have.

· If consent is not gained, respect the individual’s wishes; be clear here they can receive the support they want, and that they can re-refer themselves back to the service at any time. Write back to the referrer (and upload onto care partners).

· If the individual is unable to consent due to cognitive impairment consider whether undertaking the assessment at this time is in their Best Interests, and record the decision.

· Record outcome of discussion on care partners.

5.1.2 Screening Process

· When consent has been gained, proceed with the screening process. The practitioner should complete the NTG EDSD.  

· Having completed the NTG EDSD and gathered information, findings should be discussed with the MDT/team psychologist to determine the next steps.  This may include:

· No further action where no concerns have been identified.  In this instance the assessment should be stored on file for future records to act as a baseline for future assessments.

· If the only concerns identified are in relation to physical health, the individual should be signposted back to their GP.

· If the only concerns identified are in relation to their mental health, this may either warrant further assessment in relation to their mental health or signposting back to their GP for support.

· If the only concerns identified are in relation to life events they should be signposted to appropriate services e.g. GP, Social Care, Advocacy, bereavement counselling.

· Concerns across several domains which may indicate the presence of a cognitive decline, further assessment will be necessary and the individual will proceed through the dementia pathway.

· The findings from the NTG EDSD and agreed next steps should be written into a summary report by the practitioner and provided to the individual and / or their carer, GP, other relevant professionals involved. This summary should be placed on care partners for future reference.  



5.2 Differential diagnosis



Where concerns across several domains have been identified which may be indicative of cognitive decline, further assessment is required to ensure other possible causes for the decline. The MDT should decide who will undertake these assessments, this would usually (but not always) be completed by the community nurse. These might include physical health, medication, mental health, life events and environmental factors.  

5.2.1 Physical health: A thorough assessment to ensure no underlying physical cause should be undertaken.  If the individual has not been recently seen by their GP for a full health check including full blood screening (See Appendix Two & Three for details) to rule out possible physical causes, this should be requested. The individual should have their eye sight and hearing assessed if there is evidence this may be a factor, and they have not recently had these assessed. Standard letter available in Appendix Two.

5.2.2 Medication review: As a part of the physical health checks, individuals’ medication should be reviewed to ascertain whether these may be causing the symptoms experienced. Standard letter available in Appendix Four.

5.2.3 Mental State: The individual should be observed for their level of alertness, orientation to time, place and person, any evidence of alterations in consciousness, psychomotor activity, mood, thoughts, evidence of any abnormal mental beliefs or experiences and perceptual abnormalities. 

5.2.4 Mental Health: The individual should be assessed for presence of a mental health difficulty, as symptoms of anxiety or depression may present as forgetfulness, confusion, slowness in thinking or account for changes in behaviour.  Depending on the individuals level of ability the following assessments could be used;

· Health of the Nation Outcome Scales for people with Learning Disabilities (e.g. Honos-LD (Roy, Matthews, Clifford, Fowler, & Martin (2002), Mini Pas-ad) Moss, 2002)

· The Glasgow Depression Scale (client version) – GDS-LD (Cuthill et al., 2003). A 20-item questionnaire designed for use with people with intellectual disabilities, with a suggested cut-off score for suspected depressive illness. 

· Glasgow Depression Scale (Carer Supplement) – GDS-CS (Cuthill et al., 2003). This is a 16-item questionnaire about depressive symptoms, completed by a carer.

· Glasgow Anxiety Scale (Mindham & Espie 2003) is a 27-item tool to help discriminate anxious from non-anxious clients with mild intellectual disabilities. 

5.2.5 Life Events: During this process, the practitioner should gain further information about any life events which may have caused the symptoms such as bereavement, loss of role, changes in living arrangements or support. During this assessment, a time-line of significant events from their life should be collated and shared. It is important that this is given careful consideration as events which may seem negligible in the first instance may have had a more significant impact on the individual than initially recognised, or within the wider history of their life e.g. impact of a poor environment with limited activities or opportunities.  

5.2.6 Environmental assessment: An assessment should be undertaken of the quality of the person’s physical environment, the staffing levels (day and night), the mix of people with intellectual disabilities in the residential and day care

settings. Information should be gathered regarding the quality and quantity of day activities, staff characteristics: attitudes and competence, including consistency of approach, and the scrutiny/review of both the historic and current support package.





5.3 Reporting the findings

Following this stage of assessment findings should be discussed with the MDT.  

If the MDT agrees these assessments suggest an underlying physical or mental health need, the individual should be signposted back to their GP for treatment. The individual should be monitored for the outcome of the treatment. This may include:

· Improvement in skills and abilities returning to previous level of functioning.  At this stage the individual should be discharged from the dementia pathway, with a summary report detailing the differential diagnosis. The summary report should and provided to the individual and / or their carer, GP and other relevant professionals involved. This summary should be placed on care partners for future reference.  

· Ongoing concerns about the individual’s skills and abilities. The individual should proceed on the Memory Clinic pathway.  



5.4 Memory Clinic

When it has been identified that an individual will require further specialist assessment, an MDT discussion should take place in order to identify:

· Previous assessments/ information that may detail previous level of functioning.

· What assessments are required and by which discipline.  

· The assessments should be co-ordinated in order to make the most effective use of time, to prevent individuals and their carers having to repeat very similar assessments, and to ensure individuals are not over-whelmed with many appointments within a short period, for example multi-disciplinary assessments.  This plan should be written and agreed (LD Health Care Plan) with a lead contact identified for the individual (typically the practitioner who has the closest relationship with the individual).  

· The professional undertaking the first assessment should contact the individual to invite them for assessment.



5.4.1 SALT

The SALT would repeat the general communication assessment or Down Syndrome communication assessment that individuals have previously received in order to identify any changes in communication skills and abilities.  



5.4.2 OT

The OT assessment would include an assessment of an individual’s activities of daily living (such as the Manchester Activity of Daily Living assessment), this includes both direct observation of the individual and information gathered from a family member or informant who has known the person well (for a period of 6 months). Additional assessments may be used to complement or supplement this assessment depending on the individuals’ level of ability, need and concerns.  



5.4.3 Physiotherapy

The physiotherapy assessments would include direct assessments of an individual’s mobility, balance and posture, these may include assessments such as the Tinetti Balance Assessment tool and Falls Assessment. Additional assessments may be used to complement or supplement this assessment depending on the individual’s level of ability, need and concerns.  



5.4.4 Nursing

At this stage in the memory clinic, the nursing team may have completed a number of their assessments already (in the differential diagnosis stage of the process). However, if not already completed they may wish to complete the Health Equality Framework or Moulster & Griffiths Learning Disability Nursing Model, to ensure person centred outcomes are identified.  





5.4.5 Psychology Assessment 

The psychology assessment would include both an informant interview preferably with a family member when relevant and appropriate or an informant who has known the person well (for a period of six months at least) and direct assessment with the individual where possible. A formal assessment such as the CAMDEX-DS is likely to be used or other assessments as appropriate. 

6.0 Diagnosis

6.1 Memory Assessment Service Formulation meeting

The aim is to arrive at an MDT decision regarding a diagnosis and/or need for further testing. The formulation meeting can only take place and a diagnosis can only be agreed in the presence of a medical practitioner and a multidisciplinary team consisting of at least two other registered professionals (OT, CLDN, SLT, Practitioner Psychologist, Physiotherapist).



It is suggested teams could meet monthly to discuss new referrals, screening assessments, baseline/ initial/ full assessments and their outcomes.  It is the team leads’ responsibility to arrange a suitable time, which is convenient for all practitioners, to meet on a monthly basis. It is the practitioner’s responsibility to present relevant information at the meeting.



Teams should allow sufficient time to discuss each case, with more complex/atypical presentations taking longer. During this meeting relevant information collated thus far should be shared, which will allow the team to agree on:

· Diagnosis: Formulation regarding how the diagnosis was reached, and what diagnosis is being made.

· Plan on who will deliver the diagnosis - appropriately trained staff (with an established relationship with the individual) should be encouraged to share diagnosis of typical dementia following formulation meeting, thus avoiding need for further assessments.

· Plan regarding psychosocial intervention and medication and how this will be reviewed.



OR



· Rationale for further testing

For individuals where the outcome is for further assessment (as a clear diagnosis cannot be reached), arrangements should be made so that they are discussed at the next appropriate MDT formulation meeting. These may include requests for additional assessments including:



· Neuro-imaging: this is not required as a routine investigation for the assessment of dementia but may be of value when vascular dementia or other brain lesions are suspected.

· Neurological assessment: particularly in cases where there is suspected Parkinson’s or complex epilepsy.

· Where individuals have experienced their first seizures they should be referred to neurology for further assessment and recommendation.

· Genetic testing: where there may be some link to a genetic disorder



OR



· ‘Watch and wait’ brief

Where there are some concerns about possible decline, but not enough to fulfil the criteria for a diagnosis. When the MDT have come to this conclusion, there needs to be a decision about how and when this will be reviewed and this decision should be shared with all those involved.  



Further assessment should not be offered once a diagnosis has been agreed.  Patients (and referrer) should be informed of any plans for further testing. 



Once discussed, the outcomes agreed should be recorded on care partner, including the following information:

· Who was present at the meeting

· Information shared and discussed (including formulation)

· Outcome

· Plan

· Read codes (ICD 10 code relating to the diagnosis of dementia) 

· Update findings on the team dementia database

7.0 Post-Diagnostic Support

7.1 Sharing a diagnosis and plan

An appointment letter should be sent out offering to meet the person either at home or in a clinical setting that is accessible.  Every effort should be made to share the diagnosis with the person in a timely and appropriate way, taking into consideration what was discussed and agreed regarding diagnosis in the pre-diagnostic visit.

The aim of this appointment is to: 

· Share the diagnosis or diagnostic uncertainty and to give the individual and carer the time and opportunity to ask any questions or talk about the diagnosis.

· To provide information that the MDT feel may be helpful for the person with dementia and their carer.  This may include information sheets relevant to them (e.g. Alzheimer’s Society book/ factsheets, accessible leaflets) or re-directing them to local information sources (inc. libraries & voluntary organisations).

· Time to discuss any psychosocial interventions being offered (based on MDT recommendations and their active needs). 

· Time to discuss medication as appropriate.

· Discuss support systems and groups that are available:

· Alzheimer’s support worker or Carer Information and Support Programme (CRISP) via Alzheimer’s Society, including information regarding the service they offer. 

· Local Authority Assessment (Social Care and Wellbeing Act).

· Dementia Helpline.

· Where additional need is identified (i.e. complex presentation) arrange another follow-up appointment (e.g. to offer further support). 

· Provide written information / report, addressed to the individual (GP copied in), regarding any advice and information given. This letter should also be uploaded onto care partner.

· Identify unmet social care needs e.g. carer’s assessment, respite etc – if so refer in to Social Services.

7.2 Information for referrer (c.c. GP in all letters) 

· Time, date and venue patient was seen.

· Brief description of assessments carried out.

· Evidence for diagnosis (inc likely stage of disease), and likely type of dementia or non-diagnosis, and date of diagnosis (including Read code).

· Information shared with the individual and their carers.

· Information regarding prescribed intervention.

· Required assessments prior to commencing any medication (e.g. Electro Cardiograph).

· Medication started and review date (including how this will be reviewed). 

· Psychosocial intervention & Information.

· Third Sector involvement (e.g. Alzheimer’s Society). 

· Carer support.

· Information regarding any onward referral (e.g. social care, dietetics etc).

· Provide any information on identified risks (inc. falls, dysphagia).

Consider sharing this with Social Services where they are involved or need to become involved and with Health Liaison Nurses and Primary Care Liaison nurses in case of admission to hospital and / or contact with Primary Care services.  

This information should be uploaded onto care partner and added to the dementia database.

7.3 Follow-up, reviews and ongoing monitoring



Following a diagnosis, an MDT meeting should be arranged, where possible including a Social Care practitioner to develop a clear plan to meet the individual’s needs (LD Health Care Plan).



7.3.1 Psychosocial Interventions 



These may include;

Person-Centred Approaches to Support;

· Person Centered plan.

· Health Care Plan.

· Communication Passport.

· Life Story Book.

· Advanced Directives & end of life planning.



Physical Health; 

· Health checks leading to a Health Action Plan and any treatment. Tools available e.g. Health Action Plans (Department of Health 2002), End of Life support - Gold Standard Framework (Thomas & DH, 2005).

· Ensure a comprehensive and current Health passport is available 

· Management of weight.

· Management of pain.

· Management of sleep.

· Management of epilepsy.

· Management of medication.



Mobility; 

· Strategies to maintain mobility, promote exercise, address posture especially regarding respiratory function, correct gait and reduce the risk of falls. Consider equipment needed and promote safe manual handling.

· Control of pain and discomfort.

· Pressure area care.

· Treatment of any difficulties of motor function, adaptation and teaching of skills to include compensatory techniques.

· Equipment (eg. hoists, profiling beds, etc.).



Eating/Drinking 

· Eating and drinking, strategies for maintenance of adequate oral intake in a safe manner. Swallowing assessments, eating programme with dietetic advice and advice regarding posture.

· Diet to reduce risk of constipation.

· Dysphagia management.



Continence 

· Aids/adaptations.

· Help to maintain continence.



Communication 

· Strategies to improve communication.

· Use of a ‘communication passport’ i.e. information on how best the person receives information and expresses themselves.

· Use of objects of reference, pictures.

· Environmental signposting/signs and symbols.

· Intensive interaction.



Environment 

· The person lives and spends time in environments that are familiar to

· them.

· Depth perception problems are minimized for example flooring colour

· is consistent.

· Necessary aids/adaptations to help find their way around and meet their needs e.g. red toilets doors, toilets seats, good signage, handrails, chairs at a good height.



Self Help Skills 

· Modelling / guiding / prompting / pacing.

· Adding supports to maintain self-care and domestic skills.

· Adaptation of the environment to aid daily living.

· Assistive technology.



Occupation/Activity 

· Sensory stimulation (including Snoezelen).

· Aromatherapy.

· Music and art therapy.

· Support for people to engage in activities.

· Other failure free activities e.g. looking at magazines, carers sitting with the person describing what is happening.

· Music activities.



Orientation/Confusion 

· Assisting the person to understand their daily routine through the use of appropriate cues and aid for example, daily picture timetable, picture menus and staff rotas.

· Reminiscence.

· Life story work.



Mental Health and Behaviour

· Anxiety Management.

· Intervention for Depression.

· Relaxation techniques.

· Promotion of positive behaviour and feelings of self esteem.

· Intensive Interaction.

· Observations to gain an understanding of behaviours.

· Functional analysis and setting up of programmes for challenging behaviours utilising a Positive Behaviour Support Approach.

· Setting up of crisis intervention plans.



Work with families and carers

· Education about dementia and how to care in a psychological way.

· Training for staff team.

· Support offered to family and carers, through systemic consultation.

· Opportunities for formulation and problem solving.



7.3.2 Medication

Individuals can be referred to a learning disability psychiatrist regarding the possible use of Cholinesterase inhibitor medication. It is important for families and those involved to be aware of the full limits of the use of medication.  Any use of medication would be initiated and reviewed by a learning disability psychiatrist. 



These plans should be shared with the individual and their carers, GP and uploaded onto care partners.

7.4 Monitoring 

In formulation meetings agree when the person needs to be reviewed.  This may vary depending on their need, stage of dementia, complexity and context within which they are living. These meetings should be used to review the current Health Action plan in place, identify any further assessments required, supports or adaptation, or involvement from other professionals.  

8.0 Service Evaluation and Audit 

· 12-month review:

· Pathway to have been completed and shared within the learning disability service.

· A working group to have been developed with a special interest in this area to drive forward best practice.

· To look at the use of the NTG-EDSD as a pre-assessment tool.

· To look at consistency of use of differential diagnosis. 

9.0 Management and Governance Structure

9.1 Training and Development

· All staff to receive training:

· Regarding the dementia, the different types of dementia, the main signs and symptoms, the progression and prognosis and the consequence for the person with dementia and his or her carer and family. 

· The administration and interpretation of relevant assessments (e.g. NTG EDSD). Psychology to offer teaching/supervision/support to use this tool. Refresher training could be made available on an annual basis or as required. 

· Communication skills relevant to the role (e.g. delivering diagnosis and basic counselling skills) to be completed bi-annually. 

· All new staff to be given 1:1 training and observation time (by an individual identified as appropriate to offer such training and observation).  

· All staff are responsible for keeping a record of what training they have attended.  

6.2 Staff Supervision and support mechanisms

· Line management and supervision will apply. 

· Staff to receive regular appraisal and supervision and know how to gain additional advice and support when they need it. 

· Staff to receive adequate professional and clinical supervision and consider additional supervision to be carried out be a person with appropriate experience and qualification. 

· All practitioners are expected to work within their own areas of competence and governance structures.  

· Robustness of governance will continue to be under review.











































Appendix One

Criteria for dementia



Within the general population, diagnostic criteria have been developed in order to

improve the accuracy of the clinical diagnosis of dementia. These include the ICD-10 and DSM–5 criteria. These are summarised below.



ICD-10 (WHO, 1992) criteria (summary)

1. Evidence of decline in memory, most evident in the learning of new information. The impairment applies to both verbal and non-verbal material and is sufficient to

interfere with everyday function.

2. A decline in other cognitive abilities and daily living skills, characterised by

deterioration in judgment and thinking such as planning and organising, and in the

general processing of information, to a degree leading to impaired functioning in

daily living. These include:

• language comprehension and expression;

• perception;

• praxis;

• executive function;

• usual daytime activities; and

• use of household utensils and equipment.

3. Absence of clouding of consciousness/delirium.

4. Decline in emotional control, motivation or social behaviour in at least one of the

following:

• emotional lability;

• irritability;

• apathy; and

• coarsening of social behaviour.

5. The duration in changes in memory must be longer than six months.



DSM–5 criteria (American Psychiatric Association, 2013)

The DSM–5 has renamed dementia as ‘neurocognitive disorders’ and recognises both minor and major neurocognitive disorder.

Major neurocognitive disorder (dementia) is defined as:

1. Evidence of a significant decline from a previous level of performance in one or

more cognitive domain (such as attention, executive function, learning and memory,

perceptual motor or social cognition) which is based on:

a.) report of significant decline in cognitive function by the individual themselves, a knowledgeable informant, or a clinician;

b.) a substantial impairment in cognitive performance is documented by clinical assessment, preferably standardised neuropsychological testing.

2. The cognitive deficits interfere with independence in everyday activities (which is

defined as at a minimum requiring assistance with complex instrumental activities of

daily living such as paying bills).

3. The deficits do not occur exclusively in the context of a delirium.

4. The deficits are not better explained by another mental disorder (e.g. major depressive disorder or schizophrenia).

Appendix Two

Letter to GP request for blood tests 



		Ein cyf/Our ref:
Gofynnwch am/Please ask for:
Rhif Ffôn /Telephone:
Ffacs/Facsimile:
E-bost/E-mail:

Date:

		                

		Address



		

		

		



		

		

		

		



		

		

		







(Ref Address)





Dear Dr GP,



Re:  XXX  (D.O.B ),



Request for full blood screen



XXX was recently referred to the team due to concerns about a deterioration with regards to memory, cognitive skills and daily living skills. I recently met with them to undertake a preliminary assessment and understand the family’s needs at this time.



Due to their age and diagnosis they are at a significantly higher risk of developing a dementia type illness.  As a part of a thorough memory assessment we would be grateful for full blood screen to be carried out. 

 



With Many Thanks for your help in this matter,







XXX

(Practitioner Role)

CTLD (Area)















Appendix Three 

Physical examination



Where possible a complete physical examination should be undertaken. This should occur in the context of primary care, although support may be provided by specialist services.

· The key issues are:

· Cardiovascular system – focal deficits, evidence of cardiovascular accident etc.

· Detailed neurological examination (focal deficits, gait abnormalities, speech abnormalities, etc.).

· Endocrine system: signs of hypothyroidism.

· Careful recording of historic/newly added/current medications (with particular attention to those that are psychoactive, antiepileptic, sedating or anticholinergic).

· The physical health issues could be addressed in these individuals by a combination of:

· brief physical checks, e.g. blood pressure, pulse;

· observations for any evidence of physical health issues;

· observational tools (e.g. pain questionnaires); and

· information from carers, e.g. Health Action Plans (DH, 2002) or bespoke nursing assessments developed to meet the needs of local intellectual disability services can be used to structure this process.



· Physical investigations

· Recommended routine investigations are:

· full blood count; urea & electrolytes; blood sugar; thyroid function tests;

liver function tests; B12 and Folate level;

· lipid profile; 

· sensory screening – vision and hearing.



· Optional tests include:

· Electro encephalograph (EEG) – if there is evidence of the occurrence of seizures.

· Neuro-imaging: this may not be practical (or necessary) as a routine investigation for the assessment of dementia but may be of value when vascular dementia or other brain lesions are suspected

· Electro Cardiograph (ECG) – particularly if anti-dementia medication is to be used or there is evidence of cardiovascular problems.















Appendix Four

Letter to GP to request medication review







		Ein cyf/Our ref:
Gofynnwch am/Please ask for:
Rhif Ffôn /Telephone:
Ffacs/Facsimile:
E-bost/E-mail:

Date:

		                

		Address



		

		

		



		

		

		

		



		

		

		





(Ref Address)





Dear Dr GP,



Re:  XXX  (D.O.B ),



Request for medication Review 



XXX was recently referred to the team due to concerns about a deterioration with regards to memory, cognitive skills and daily living skills. I recently met with them undertake a preliminary assessment and understand the family’s needs at this time.



Due to their age and diagnosis they are at a significantly higher risk of developing a dementia type illness.  As a part of a thorough memory assessment we would be grateful if you could review their current medication to determine if this could be affecting their level of functioning.  

 



With Many Thanks for your help in this matter,







XXX

(Practitioner Role)

CTLD (Area)



















Appendix Five



READ Codes



The following READ codes are to be captured by memory assessments and GP/primary care services and recorded on all information shared between services to the person living with dementia and their carer within the Memory Clinic:



Eu00. Alzheimers dementia*

Eu01. Vascular dementia*

Eu025 Lewy Body Dementia

Eu002 mixed Dementia

Eu057 Mild Cognitive Impairment (MCI)

Eu02z Other Dementia (e.g. Fronto temporal Dementia, Parkinson’s Disease dementia, Alcohol Related dementia etc



Please be aware that READ codes always have 5 digits so in (*) the full stop is integral to the code























































Appendix Six

[image: ]

Glossary of Assessments



· NTG EDSD - National Task Group on Intellectual Disabilities and Dementia Practices- Early Detection Screen for Dementia- A brief screening questionnaire, for people with learning disabilities, which highlights areas of change over the past 12 months.  This tool can be used to highlight if individuals warrant further assessment.

 

· Manchester Activities of Daily Living Baseline Assessment



· CAMDEX - The Cambridge Examination for Mental Disorders of Older People with Down's Syndrome and Others with Intellectual Disabilities – A formal assessment used by psychologists for people with learning disabilities.  It has two parts an informant part used to gather information about the individuals from someone who knows them well, and the 2nd part the CAMCOG that is used to directly assess the skills of the individual. 



· Honos-LD - Health of the nation outcome scales for people with learning disabilities.  An 18 item questionnaire used to assess an individuals mental health. You must be trained to use this tool.





· Mini Pas-ad.  This is a questionnaire used to assess an individuals mental health including anxiety, depression, bipolar disorder, obsessive-compulsive disorder, and psychosis, as well as a screen for autism spectrum disorder. You must be trained to use this tool.  



· The Glasgow Depression Scale (client version).  A 20-item questionnaire designed for use with people with intellectual disabilities, with a suggested cut-off score for suspected depressive illness. 



· Glasgow Depression Scale (Carer Supplement).  This is a 16-item questionnaire about depressive symptoms, completed by a carer.



· Glasgow Anxiety Scale.  This is a 27-item questionnaire designed for use with people with intellectual disabilities, with a suggested cut-off score for suspected anxiety disorder.



· Tinetti Balance Assessment tool and Falls Assessment.  In this assessment the physiotherapist will ask the individual to perform a number of tasks, in order to assess their gait and balance.  They will assess the individuals risks of falls.  



· Health Equality Framework.  An outcomes tool which helps identify the health inequalities an individual may be experiencing.



· Moulster & Griffiths Learning Disability Nursing Model, a specific learning disability nursing model which allows nurses to provide effective nursing care focusing on the needs of people with a learning disability
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