	
	
	




Research and Evaluation Skills for Health Care Practice
 

	An exploration of the condition of Down Syndrome in a person with Learning Disabilities as a Therapy Assistant Practitioner. 





    [image: ]
                                                


                                                           
	                                                                    Angela Winter
                                 Student Number: 2315170




Contents Page 
	Contents Page:

	Contents Description

	Page 1
	Front page, title of research, student name and number  


	Page 2
	Contents Page Table 


	Page 3
	Introduction 


	Page 4
	Main body (Case study of Jane)


	Page 5
	Overview of the condition-Down Syndrome


	Page 6
	Previous approaches to Down Syndrome
 

	Page 7
	Current approaches to Down Syndrome


	Page 8
	Co-Production


	Page 9
	Clinical Governance and Supervision Framework


	Page 10
	Conclusion and Recommendations


	Page 11
Page 12
Page 13
Page 14
	Reference List
Reference List
Reference List
Reference List


	Page 15
Page 16
Page 17
Page 18
Page 19
Page 20
	Appendices Table 
Fig 1- Critique Checklist Table for Research Articles.
Fig 2- Dementia Learning disability carer Leaflet.
Fig 3- Symptoms and Manifestations in Down Syndrome.
Fig 4- Live birth prevalence of Down's Syndrome (1938-2010). 
Fig 5- Down syndrome Quotes  
        












Introduction

This assignment will be a brief exploration of the condition of Down Syndrome (DS) in a person with Learning Disability (LD) based in a community setting from the perspective of a Therapy Assistant Practitioner (TAP). The assignment will reflect on a case study of a person with DS and LD and consider the biopsychosocial elements and how these impact on the person, family, and their support networks. It will give a brief overview of the condition DS (Down Syndrome) and the prevalence of this condition, including national data within the United Kingdom (UK) and discuss the reliability of this type of data. This assignment will then look at the previous historic approaches to DS and LD and how people were at that time made to live in mental hospitals and institutions and sadly were often mistreated and discriminated against. It will also look at the current approaches and the positive effect going forward for people with LD and DS due to changes in law and policies and the introduction to the community-based care following the closures of some mental hospitals. This assignment will then focus on the role of the therapy assistant practitioner within a Community Learning Disability Team (CLDT) and the impacts of co-production, considering the benefits and barriers of working collaboratively within a multi-disciplinary team. Autonomy, responsibilities, and accountability is key within the role, and the impacts of Clinical Governance and the Supervision framework will also be discussed as the TAP adheres to a variety of frameworks to deliver high quality of person-centred care. The conclusion will consist of a few recommendations that the TAP will try and implement in practice.























Main Body - Case Study of Jane

This case study will be looking at the role of the Therapy Assistant Practitioner (TAP) working in Occupational Therapy (OT) within the Community Learning Disability team (CLDT). The TAP role is varied and utilises a wide range of skills working collaboratively with other health professionals (Samuel, M, 2011). The TAP role provides support to adults with a learning disability in a variety of settings to promote level of occupation, activities, and independence via specific interventions or programmes. The case study example is a typical referral that comes into the CLDT and was referred to OT. The referral was discussed in the health team meeting by several health professionals and was considered appropriate for OT and specifically for the TAP role.
This case study will focus on the referral, a lady with a learning disability with a pseudo name of Jane to protect her identify and maintain confidentiality. Jane is 53 years old with Down Syndrome she lives with her sister and brother-in-law in her own home and is supported daily by her close and wider family network. Jane has several health conditions, and she struggles to maintain a healthy weight. The family have introduced healthy eating program which all the family have been involved and have seen positive weight loss results. Jane has had a recent diagnosis of approximately 1 year ago of Dementia (Alzheimer's) and is reviewed by the memory care pathway (MCP) within the CLDT. Jane’s family feel that Jane’s health is deteriorating rapidly since her recent diagnosis of dementia. Jane appears to be disinterested in her normal day to day activities and occupation. Jane used to attend a local day service where she carried out a variety of activities and met with friends/ peers which she previously enjoyed. During the Covid Pandemic, day services and local peer groups were immediately stopped, and Jane spent most of her time at home. Family report that they since struggled to occupy Janes time throughout the day, unable to carry out meaningful activities and lack of structure, routine has caused a negative impact in the family home. Jane’s mood appears low, and displaying more behaviours that challenge which has had a detrimental impact on her overall health and wellbeing. Jane appears unmotivated and shows little interest in things she previously enjoyed such as activities in-house and accessing the wider community. 
[bookmark: _Int_r3kABTAL]Jane condition, Down syndrome was named after John Langdon Down who described its clinical description in 1866 (Kazemi et al, 2016). Down syndrome (DS) which is also known as Down’s syndrome (Mencap, 2024) is a lifelong condition. and individuals with DS will have some degree of a learning disability. (NHS, 2024) & (Wu. J.et al, 2013) both state that each cell in a human body usually contains 23 pairs of chromosomes, 46 in all and a person with down syndrome has an extra chromosome this is known as a Trisomy, resulting in 47 chromosomes in all or some of the cells. There are three types of Down syndrome, Translocation Down syndrome, Mosaic Down syndrome and Trisomy 21 which is the most common type of Down syndrome, with 95% of people with DS having trisomy 21. Jane has a good level of functional ability, however, the implications of her current deterioration in her health conditions, learning disability and recent diagnosis of Alzheimer's symptoms has resulted in Jane relying heavily for 24-hour support from her family and health and social care services.

Overview of Down Syndrome

It is widely reported that people with DS have a greater incidence of experiencing physical and mental health problems in comparison to people with intellectual disabilities without DS. They often have additional medical problems associated with the condition such as heart anomalies, vision problems digestive problems, epilepsy, sleep disorders and mental health and emotional problems. See appendix Fig 3 for additional information regarding symptoms and manifestations of down syndrome. People with DS are at particular risk of developing dementia, particularly Alzheimer’s disease as they produce more of a particular protein called amyloid. All people with DS in later life will develop the changes in the brain associated with Alzheimer’s disease, although not all develop the symptoms, the course of this is unknown. Individuals with down syndrome often experience changes in behaviour and personality and can become withdrawn or irritable. These can appear as an early symptom rather than memory loss or for those with a more severe learning disability. Research suggests that many people with Down’s syndrome will rely on family to recognise when they are unwell, to support them to access good healthcare and to act as intermediaries in healthcare settings (Downs Syndrome Association, 2024). 
Evidence suggests that the population prevalence of people with Down’s syndrome in England and Wales appears uncertain according to (WU and Morris, 2013). However, there is some suggestion by (Morris, J K, & Alberman, E, 2009) that the live birth prevalence of Down’s syndrome has only accurately been recorded on the National Down Syndrome Cytogenetic Register (NDSCR) database since 1989. The database holds details of 26488 antenatal and postnatal diagnosis of DS in England and Wales (See Appendices Fig 4). However, (T Huang, et al, 2007) argues the reliability and estimations of the statistic recorded for down syndrome on the NDSCR database. There is some suggestion (Cooper S. et al, 2019) that the standard mortality ratios (SMRs) state that adults with intellectual disabilities with and without DS have different SMRs and both die younger than the general population. However, (Constantine et al, 2021) contradicts this by stating that “people with Down syndrome now have a longer life span than in the past” and this could be due to better access to healthcare and services, however, (ToloueiRakhshan, S. et al, 2024) argues that the cost implications suggests that people with DS are more likely to require specialised follow-up and medical services, resulting in higher healthcare costs for families and health systems.









Previous Approaches to Down Syndrome 

Research has shown that there was a lack of understanding of the the cause of Down’s syndrome, and it was assumed that several genetic factors, older maternal age, birth injuries, and injury during pregnancy caused the illness. Historically “Many people who have Down’s syndrome lived in institutional settings such as long-stay mental hospitals” (Down Syndrome Association, 2024 & Kazemi. M, 2016). Parents were often encouraged to leave their children in such institutions and to forget about them. If they did take their children home, they could expect very little support in the community” (Down Syndrome Association, 2024). During the 1970s, there were several critical reports from the Hospital Advisory Service and the Community Health Council regarding the poor treatment of people with DS and LD in mental hospitals. One report commented that there was “no therapy, patients were expected to sit for hours on end, the lockers held no personal possessions and there was a total lack of stimulation” (Wright, F, 2011). Further survey report was completed by down syndrome association in 1999,  The discrimination against people with Down's syndrome by medical professionals called "He'll never join the Army" (Rutter, S. and Seyman, S, 1999) showed that a considerable proportion (28%) of parents/supporters of people with Down's syndrome felt that they had encountered discrimination on the grounds of disability. 
Evidence suggests (Wright, F, 2011) that in the early 1980s children with Down Syndrome did not have the same access to medical treatment and education as other children and were not fully included in their local communities. Throughout the 1980s there were many closures of mental hospitals due to financial constraints and community-based care was promised, this is suggested from various research resources that this was a way to supplement the lack of in-house care. Over the year's most adults with Down’s syndrome went on to live with their family although small but increasing number of people left home to live with support in their local communities. 
 















Current Approaches to Down Syndrome
 
Current approaches to the the treatment of DS and LD have improved vastly due to awareness of the condition, advanced healthcare and changes in laws and policies. Working collaboratively with the family and external services such as health and social care primary and secondary services to ensure and maintain the health and wellbeing of individuals in a person-centred way. One current approach is offering cognitive health wellbeing check/ screening at 30 years to ascertain a baseline assessment. (Chapman et al, 2018) suggests that good practice guidelines emphasise the need for early screening and detection and recommend that all services for people with Down’s syndrome that they have robust baseline assessments of individuals’ cognitive, adaptive, and social functioning before 30 years of age. However, (Henderson et al, 2007) contradicts this by stating that there are guidelines in place for health checks and medical management for children with downs syndrome, however “the needs of adults are relatively neglected”. (Henderson et al, 2007) also suggests that “many adults with DS do not receive medical attention or health checks” Therefore it is essential that collectively we overcome challenges and that we ensure that reasonable adjustments are made for people with DS and LD. Reasonable adjustments are intended to for people with DS and LD to accessing and receiving effective healthcare or service (Hepsom et al, 2019) alongside the duty under the Equality Act 2010 (GOV, 2024) ensures that reasonable adjustments should include easy read information, longer appointments, clearer signs, help to making decisions, changes to policies, procedures and staff training to ensure that services work equally well for everyone (down syndrome association, 2024).
The Down Syndrome Act became law in April 2022, it coincides with the policies, laws and values that the TAP adheres to. The act represents a significant opportunity to improve the life outcomes of people with Down’s syndrome, and to raise the understanding and awareness of the specific needs of people with Down’s syndrome (GOV, 2022). There are many factors that influence a TAPs (Therapy Assistant Practitioner) current approach of clinical decision making when working with a person with DS and LD. It is essential to ensure that consent is obtained, prior to any intervention and in a person-centred approach which differs from previous approaches. Adaptations may need to be considered when carrying out any intervention or programmes, this should be tailored to meet the needs of the person. Activities are offered as failure free and presented as a positive experience. Dependant on the difficulty experienced the TAP should also use a graded approach, breaking the tasks down into smaller steps and provide techniques and strategies, support, and guidance to achieve their goal and enable the person to live more independent lives.





Co-production

Co-production is a term used to describe “partnership working between people who draw on care and support carers and citizens to improve public services” (SCIE, 2024). The rationale for providers working together in this way comes down to improving efficiency, sustainability, and quality of care (The Kings fund, 2022). However, working collaboratively together with other professionals can also be problematic, blurring of the roles, and whose responsibility is it anyway? For the TAP to complete any assessment and ongoing interventions with individuals with LD and DS effectively it is essential to work collaboratively with other professionals and have wider collaboration of internal and external services to ensure that services run seamlessly and have good processes in place to provide excellent person-centred care (Batlden, P, 2018). However, (Pickles et al, 2008) contradicts this by saying that having a good process does not necessarily provide a valuable experience for the people we work with, families or support staff. 
A wide range of professionals such as the General Practitioner (GP) and district nurse play an essential role for the management of daily physical health conditions such as down syndrome and promote healthy lives. The community learning disability team (CLDT) plays a vital role in providing specialist support via community nurses, occupational therapists (OTs) and the Psychiatrist. The diagnosis and maintenance and monitoring of ongoing health conditions with a person with LD and more specifically DS can be challenging due to their intellectual impairment and resistance to mainstream assessments. As health professionals we rely heavily on information provided by carers as people with learning disabilities often live in multiple placements can result in unreliable information provided about a person's mental and physical health, previous skills, and functional abilities. Therefore, it is important for the TAP to complete their own specific occupational therapy baseline assessments and share this information with other health professionals for transparency via MDT meetings and information sharing platforms. When working with people with complex needs, there will always be barriers that the TAP could encounter with coproduction. Waiting list referral allocation process can be a barrier as referrals are not always picked up and allocated in a timely manner. Expectations is another barrier as there is often expectations of the TAP or health professional role within the referral. What does the referrer want. what does the person want, what matters to them and what are the family support staff expectations around the referral. Expectations can often be unrealistic and may need a wider MDT involvement to manage these effectively. 







Clinical Governance and Supervision Framework

The TAP works autonomously with other health professionals and has their own caseload. (Public Health Wales, 2023) suggests that the importance of clinical and managerial supervision within its framework creates a safe space for all health care professionals to reflect on their practice, develop new skills, and having shared learning experiences and to build on knowledge and confidence within the role is key. However, this is not always practical. (Rothwell C, Kehoe A, Farook SF, et al, 2021) argues, the benefits of supervision by suggesting that supervision is considered dependent on the service needs and demands and not always seen as a priority especially if there were insufficient staff on duty.
[bookmark: _Int_Jmvq9ufS]The Health Care Worker (HCSW) Framework (Public Health Wales, 2024) ensures that the TAP adheres to a standard level of training and education within their role. It is essential for the TAP to develop their skills, knowledge and experience through training and education and be able to reflect on this constructively to be more efficient, within their role. However, TAPS and HCSW are heavily used within the NHS and although proven to be cost-effective within the workforce. (Kings Fund, 2015) contradicts this by stating that there is an increasing pressure to cut staffing costs to reduce deficits within the NHS. The cost implication within the NHS can be challenging and have a detrimental impact on the needs of the service when it comes to Interventions, equipment, staffing levels and training and education needs. Therefore, TAPs providing and maintaining a high-level quality of care and improve service quality remains a challenge (WAG, 2024).
The TAP has accountability for their own caseload and must adhere to the Code of Conduct for health care support workers and Royal College of Occupational Therapy (RCOT) professional standards.TAPs must keep up to date with current legislation, best practice, and have various training in how to apply this to their work. This could include a new piece of equipment, a change to the environment, policy, procedure, or service delivery method, change in additional needs. When TAPs carry out interventions or baseline assessments it is important to aim for an outcome measure which can evaluate the service user’s level of progression. Gaining feedback is a valuable tool as it obtains a service user perspective of their experiences using NHS and social and healthcare services. It is important that service users feel valued and listened to. Feedback and experience gathered is hoped to support all quality improvement developments. Accurate sources of information and Service users are more informed and engaged service users, in turn can form better relationships between health professionals and the organisation. 







Conclusion and Recommendations 

In conclusion this assignment gave a brief exploration of the condition of DS in a person with LD from the perspective of a TAP. It reflected on the case study of a person with DS and LD and considered the biopsychosocial elements and how these impact on the person, family, and support networks. The condition of down syndrome and its prevalence were discussed briefly in this assignment, and it highlighted the importance of the national database (NDSCR) in 1989 (Morris, J K, & Alberman, E, 2009). However, (T Huang, et al, 2007) argued the reliability of this type of data. The assignment covered previous approaches to DS and LD in the 1970/80s and how the implementation of new policies, laws and closure of mental hospitals and introduction of community-based care has had an impact on the current approaches to DS and LD. It focused on the role of the therapy assistant practitioner and the impacts of co-production. The benefits and barriers of working collaboratively within a multi-disciplinary team were discussed and it appeared evident that improvements still need to be made. Clinical governance and supervision framework is important to improve the TAP Training and development needs. However, the cost implication within the NHS remains to be challenging and has a detrimental impact on the needs of the service when it comes to Interventions, equipment, staffing levels and training and education needs. Evidence has shown that TAPS and HCSW are heavily used within the NHS and proven to be cost-effective within the workforce. However (Kings Fund, 2015) contradicts this by stating that there is an increasing pressure to cut staffing costs to reduce deficits within the NHS and continues to be challenging for TAPs to provide and maintain high level quality of care and improve service quality (WAG, 2024).

Recommendations for future Therapy Assistant Practitioner Practice:
· Improve the way TAPs gather feedback to obtain good outcomes from individuals with LD and DS to improve overall service. 
· Increase TAP training and education to raise and share awareness of down syndrome and learning disability for other health professionals, support staff and families. 
· Continue to make improvements in health care professional's collaborative working with internal and external stakeholders.
· Improve the use of Standardised assessments with clear outcome measures.
· Prioritise the use of Annual Health checks to maintain and review other health conditions.
· Improvements in Reasonable Adjustments for service users with LD and DS to have better access to wider health Services.
· Continue to complete Dementia Learning Disability (DLD) Baseline assessments to screen 30 years old individuals with Down Syndrome and review early diagnosis of Dementia. Also Important to stay on the Memory care pathway to review regularly for future planning.
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	Fig 2
	Copy of Baseline assessment for people with Down’s Syndrome- 
Carer's information Leaflet. 
Information provided by Aneurin Bevan University Health Board 
(Mental Health and Learning Disability Directorate) 


	Fig 3
	Symptoms and Manifestations in Down Syndrome provided by research article. Please see references


	Fig 4
	Copy of statistics of down Syndrome in Wales and England.
Information provided by research article. Please see references
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Fig1: Critique Checklist Table for Research Articles
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Fig 2: Copy of Baseline assessment for people with Down’s Syndrome- 
                      Carer's information Leaflet.
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         Information taken from Aneurin Bevan University Health Board (ABUHB),

Fig. 3: Symptoms and manifestations in Down Syndrome.
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Information taken from Down Syndrome article (Antonarakis.S.E.et al, 2020). 












Fig.4: Live birth prevalence of Down's Syndrome from 1938 to 2010 in     England and Wales.
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Information taken from research article by (Wu, J and Morris, K, A, 2013)











Fig 5: Inspirational Quotes:  
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Information and photos taken from Mencap Website.
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works

===

= You can find out more about dementia on the Alzheimer’s Society
‘website: www.alzheimers.org.uk

Benefits of Early Diagnosis

= The earlier we know that a person has dementia the sooner we can
understand their needs and help them cor lead a fulfiling life

= Early diagnosis means quicker access to specialist advice and other
helpful services

= Medication and therapeutic support can be started quickly

= Carers can receive the support they need as s00n as possible

Baseline Assessment Project

= Abaseline assessment involves us finding out what the person can do
now 50 that we can measure if there are any changes in skills, mood or
behaviour over time.
= We are offering all people with Down’s syndrome a baseline assessment
from the age of 30 years and over.
‘The baseline assessment involves us completing a questionnaire that
Iooks at areas such as:
© Memory
o Speech
o Lifeskils
© Mood
o Behaviour
= Itdoes not give a diagnosis at this poin
= The assessment will be repeated if at any time in the future there are
changes in the person’s skills, mood or behaviour
= The assessment will help us to work out if the changes are a result of
dementia or whether they have another cause
= By completing a baseline t we are not suggesting the person
has dementia a Itis an assessment which helps us diagnose
dementia in the future should this be necessary.

How s the Assessment Completed?

= The questionnaire will be completed with the person (if they wish to be
involved) and/or a person who knows them well

= With the person’s consent a member of the Community Learning
Disability Team will contact you and arrange a time and place to visit. The
assessment will take approximately one hour

= Information from the assessment will be held securely and confidentially
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Further Information

I you require any further information, or you would like to talk to someone about
anything in this leaflet, then please contact the [insert borough] Community
Learning Disabilties Team.

Address:
[borough Community Learning Disabilities Team
[insert address]

[insert phone number]

Thank you for taking time to read

this information leaflet

78\ G\IG. Bwrdd lechyd Prifysgol
Aneurin Bevan
\}/ NHS |university Health Board

WALES

Baseline Assessment for

People with Down’s Syndrome

Carer’s Information Leaflet

Date:  November 2019 Version 2
Authors: Dementia SIG, Learning
Disability Services, ABUHB
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Here I Am: Ellen

Ellen is an actor and enjoys
writing plays as well as
going out with her friends

Here I Am: Sarah Gordy

Sarah is an actor, dancer
and model, who likes going
to the cinema and
nightclubs as well as
Brighton beach

Here I Am: Richard and
Esther

Richard and Estherfeel
that more education and
understanding'is needed
around learning disability





