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This research report looks at the progressive neurological disease of Multiple Sclerosis and the impact it had on the nutrition of a care home resident.  The report involves the role of a therapy assistant practitioner working in the Nutrition & Dietetics Department as part of the care home team and the roles and responsibilities they had in terms of the patient’s dietetic care.  

This report looks at how therapy assistant practitioners undertake their practice through clinical supervision and the likely challenges when completing assessments. It also looks at recommendations for future practice to help therapy assistant practitioners identify ways in which they are able to undertake their work more efficiently and effectively for themselves, other health care professionals and most importantly, the patient.

The report also contains a brief overview of the diagnosis and prognosis together with its prevalence nationally and globally, identifying common risk factors of the disease.   The focus of this report, however, is the dietetic practice and how it aligns with the needs of the patient as the disease progresses and the advice required in maintaining health throughout this process.  It highlights the principles behind clinical governance and the importance of measuring patient and professional outcomes to ensure quality in the service provided.

The majority of the research discussed in this report derives from journal articles; mainly literature reviews of worldwide scholars who are all trying to understand the impact of the disease and find the evidence to help with symptom management.
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The Case Study

This case study involves a Therapy Assistant Practitioner working as part of the Care Home Team in the Nutrition and Dietetics Department of the Swansea Bay University Health Board (called a Dietetic Assistant Practitioner).  They are non-registered practitioners working under the supervision of registered dietitians, following their own code of conduct and delivering a high level of person-centred care.  

The care home team, which comprises of one service lead, one registered dietitian, two dietetic assistant practitioners and one dietetic assistant, provide the dietetic service in the nursing homes across the Swansea Bay locality.

A Dietetic Assistant Practitioner (DAP) can undertake initial assessments and patient reviews delegated to them by dietitians, provided they fall under their remit (British Dietetic Association Dietetic Support Worker and Assistant Practitioner Competency Framework, 2014). The DAP will look at the waiting list and arrange to visit the home to review the patients at the top of the list.  By adopting a person-centred care approach, the DAP will agree a care plan with the patient and the nurse and, in accordance with clinical supervision, discuss the plan with the supervising dietitian. (Welsh Government Code of Conduct for Healthcare Support Workers in Wales, 2024)   

The subject in this case study is Elizabeth (pseudo name), a 59-year-old female living with Multiple Sclerosis (MS) who had experienced weight loss. Following triage by the service lead and under the All Wales Principles of Delegation (2020), the DAP was able to undertake the initial assessment as part of their scope of practice (Nutrition & Dietetics Standard Operating Procedure 29).

Elizabeth transferred to a care home in 2020 due to worsening progression of MS. Unfortunately, Elizabeth’s husband absconded as her condition deteriorated and her sister had become her main carer with a Lasting Power of Attorney.

MS is a progressive neurological disease of the central nervous system caused by damage to the myelin sheath that protects the nerve cells around the brain and spinal cord.  The breakdown of the myelin sheath and resulting damage to the nerve axons results in a communication failure between the brain and the body causing a range of incurable neurological disabilities.  Such disabilities include, but not exhaustive, fatigue, bowel and bladder disabilities, dysphagia, dysphasia, poor mobility, optic neuritis and spasticity (Manual of Dietetic Practice, 2019).  

Elizabeth had a past medical history of dysphagia, hypertension and optic neuritis. Symptoms from which, according to Payne (2001) are likely to compromise Elizabeth’s nutritional status such as the blurred vision, diplopia and impaired swallow.

Bell & Brammer (2017) stated that worsening fatigue, reduced mobility, pain and cognitive impairment were also likely to have a significant impact on nutritional status, contributing to an elevated risk of malnutrition.  This was evident in Elizabeth’s case as in 2022, she was independent, used a wheelchair and enjoyed sitting in the lounge chatting to residents.  She was eating and drinking independently, and her weight had remained stable.  By the end of 2023, she required full assistance with personal needs including eating and drinking.  She had also become bed bound with limited communication.  Her dietary intake deteriorated rapidly due to a deterioration in swallow, resulting in her losing 21% of her body weight, over a year.

Barzegar et al (2021) agreed with Payne (2001) but state that dysphagia is one of the most common complications caused by MS, increasing the risk of aspiration pneumonia, dehydration and malnutrition.  Elizabeth had a review of her swallow by the Speech and Language Therapist and advised to have a minced and moist diet, but she was still unable to swallow.  She had a Nasogastric Tube placed but she pulled this out.  Alternative artificial feeding was not appropriate due to the advanced stage of the MS.  Unfortunately, Elizabeth died in January 2024.    
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[bookmark: _Toc166581456]Risk Factors
MS is most prevalent in white females aged between 20 and 40 with a family history of the disease (British Medical Journal, 2023).  Sand (2018) and Stoiloudis et al (2022) agree that apart from genetics, environmental factors can increase risk of MS such as viral infections, smoking, low vitamin D, sun exposure and smoking.  Sand (2018) adds that adolescent obesity is also a risk factor.

[bookmark: _Toc166581457]Prevalence
The number of people diagnosed with MS worldwide is increasing.  The MS Society (2022) estimate that there are over 130,000 people living with MS in the UK with 7000 newly diagnosed every year. The societal cost to the UK being approximately £1.4 billion per annum (Nicholas et al, 2020).  

Globally, in 2016 there were 2.3 million people affected by MS (Soleri et al, 2020), by 2020 this had increased to 2.8 million (Walton et al, 2020).  

In the UK, Scotland has the highest prevalence (MS Society, 2022).  This correlates with the findings of Schwarz and Leweling (2005) and Stoiloudis et al (2022) that prevalence increased with distance from the equator, with Europe and North America with the highest prevalence.   
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Approaches to Multiple Sclerosis

[bookmark: _Toc166581459]Diagnosis
To diagnose MS, clinicians undertake an MRI of the brain and spinal cord to identify two episodes of scarring on the central nervous system.  The first MRI for MS dates back to 1984 and is currently still in use.  Clinicians will also undertake a wide range of neurological examinations and will look at blood results to rule out other forms of disease (British Medical Journal, 2023).                                                                                                                                                                                                                                                                                                                                                
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There is currently no cure for MS.  With progressive MS, the progression to disability is rapid and can take 8 years from diagnosis.  (National Institute for Health and Care Excellence, (NICE) 2024)

[bookmark: _Toc166581461]Treatments
There are 30 disease-modifying therapies available to slow down disease progression.  Lubin and Krieger (2023) argue that there needs to be further research to make the disease treatable.  An ongoing study has found evidence that the use of the diabetes drug, Metformin, reduces the risk of symptom progression, the results of which study are due in 2027 (Stavart, 2024). 
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A diagnosis of MS is life changing for the patient and their family causing uncertainty, shock and upset.  With disease progression and worsening symptoms, individual needs also change with them requiring additional support and adaptations to environments.  

Patients will require an ongoing multi-disciplinary team of a variety of health care professionals to support with maintaining health and well-being (Chiu et al, 2016). Unfortunately, staff shortages and long waiting times may affect access to these services (The Health Foundation, 2017) which can lead to depression and a deterioration in health (Chiu et al, 2016).

In time, patients may require assistance with their nutrition due to tremors or weakness (Qu et al, 2022) or fatigue, poor sight or cognitive difficulties (Habek et al, 2010).  Dysphagia may require a texture modified diet and fluids, which families may not understand, putting the patient at risk of aspiration.  If artificial feeding is necessary, 24-hour care is required and family members will need training and an understanding of using the equipment, which could lead to added stress and worry.
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In 2001, Payne found that dietary advice must meet the needs of the individual, depending on the stage of the disease. Some patients may require healthy eating advice if overweight or nutrition support advice if malnourished, especially as the disease progresses. This advice remains current (Manual of Dietetic Practice, 2019).

In Elizabeth’s case, due to the progressive status of the disease, evidence based advice was tailored around preventing malnutrition and she was advised to follow food first principles, such as food fortification, snacks and nourishing milky drinks (NICE Guideline CG32, 2017).

The Swansea Bay care home team was established in 2016.  Prior to this, one dietitian would be responsible for undertaking the initial assessments.  There were dietetic assistants (DA) who would be able to assist with reviews, depending on their complexity.  The dietitian would delegate to the DA tasks such as checking anthropometric measurements or compliance to the care plan set by the dietitian.  It would not fall under the remit of the DA to make any dietetic decision with the patient.  

The development of the care home team meant that DAs were upskilled to become DAPs, a new role in dietetics with more scope.  The BDA developed a competency framework for both DAs and DAPs so employers were able to differentiate between the tasks and competencies of the two roles.  . 

Currently, in line with the Nutrition & Dietetics Standard Operating Procedures, DAPs once competent are able to undertake initial assessments for nutrition support.  With DAPs doing initial assessments and, being able to delegate the reviews to a competent DA, this can help with a reduction in the NHS waiting times and relieve pressure on an ever-increasing dietetic caseload.  One drawback, however, is that even though more dietetic staff are able to review patients, staff shortages remain causing long waiting times (Welsh Government Stats Wales, 2024). 

Dietetic practice, pre and post 2016, require both DA and DAP to follow a person-centred care approach, requiring good communication skills to establish therapeutic relationships with the patients (NICE Shared Decision Making, 2021).  A DA, under their remit, was only able to discuss the care plan and obtain information.  A DAP, however, is able to discuss and agree a plan with the patient and make recommendations as to nutrition supplements, if required (Swansea Bay University Health Board, Nutrition & Dietetics Standard Operating Procedure 29, 2020).  Both DA and DAP, however, must abide by the BDA Code of Professional Conduct (2017) ensuring accurate record keeping and undergoing clinical supervision.

Habek et al (2010) found that using the Malnutrition Universal Screening Tool (MUST) and anthropometric measurements are important in identifying malnutrition risk in MS. Current practice coincides with Habek et al as the care homes use MUST across Swansea Bay.  Anthropometric measurements and MUST fall under dietetic assessments to determine malnutrition risk.  Care home staff undertake training by DAPs on MUST to ensure accuracy as if weights are not correctly measured, this could result in an inaccurate MUST score missing patients that are at high risk of malnutrition. 

The number of referrals received into the department has reduced with the introduction of MUST training by DAPs. The care homes, once trained, are able to directly refer patients to the department without going to the GP provided the MUST score is two or above.    Department audits have shown that direct referrals are successful as they cut out waiting times thereby improving quality in line with the Swansea Bay Health Board 5 Year Quality Strategy (2023).  Referrals received undergo triage by the service lead to determine level of priority.  All urgent referrals must have an assessment within 4 weeks.  However, this is not always the case due to the increase in the dietetic caseload.  All patients must have their assessments within the 14-week target set by the Welsh Government (Performance Indicators for Health in Wales, 2019).
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Patients living with MS will require a Multi-Disciplinary Team of Healthcare Professionals to help combat progressive worsening symptoms (Chiu et al, 2016).  Bell & Brammer (2017) agree with Chiu et al (2016) and recommend a rehabilitation and enablement team of professionals to support the nutritional needs of patients with MS, such as Physiotherapists, Occupational Therapists, Speech and Language Therapists, Dietitians and Nurses. 

With worsening swallow, patients will require input from the Speech and Language Therapist (SALT) who will make recommendations as to a suitable texture-modified diet and fluids.  Following SALT input, the DAP is then able to tailor advice and nutrition supplements to coincide with the advice.  In a care home, such as Elizabeth, the nurse will inform the kitchen of the recommended diet and if the patient is unable to eat and drink independently, carers are available to assist.  The kitchen staff must have had the correct training in order to prepare texture-modified meals and be able to make the meals look presentable using moulds. Poor presentation of the meals, lack of variety and flavour can all lead to poor appetite adding to risk of further weight loss (Qu et al, 2022).

Advice from Occupational Therapists is also important to ensure that sitting positions are correct or if adaptive cutlery is necessary. Physiotherapy advice is also important as they can offer exercises to maintain muscle mass (Bell and Brammer, 2017).   Family members may also be involved in the patient’s care, such as Elizabeth’s sister who had Lasting Power of Attorney where decisions made around the likes and dislikes of suitable foods.  

The Welsh Government Neurological Conditions Delivery Plan (2017) aimed to improve care for patients with neurological conditions across Wales ensuring that they have access to high quality care.    Limitations to this, however, are the reduced staffing levels and high demand on waiting lists across the NHS (Welsh Government, Stats Wales 2024).

Staff shortages also affect the role of the DAP as in order for a DAP to successfully undertake an assessment, they need to have the support of a registered dietitian to ensure that clinical supervision and discussions are taken place to support the patient.  The DAP must be able to escalate the patient’s care to a dietitian if the needs become complex or to the Home Enteral Feeding Team if artificial feeding is required.  









[bookmark: _Toc166581465]Clinical Governance and the Supervision Framework

All NHS staff must abide by the Clinical Governance Framework and aim to improve the quality of the service that they provide (Macfarlane, 2019). 

The Public Health Wales Clinical Governance Framework 2023 sets out seven pillars of clinical governance. Under the pillar of quality and clinical audit, the care home team measure outcomes and team performance to improve the quality of their service.

The British Dietetic Association (BDA) implement Model and Process for dietetics to ensure that person-centred care is paramount in assessments, supporting high quality evidence based practice, including measuring outcomes. The aim is to compare and contrast services across the UK dietetic workforce (BDA Outcomes Guidance Document, 2019).   

Measuring outcomes is a new process in Swansea Bay Health Board and audit has shown errors due to a high number of outcomes being used resulting in differences of professional opinion.  Daniels et al (2023) looked at developing international patient centred outcomes for MS and found that outcomes need to be limited and easily administered to be successful.   

Another important pillar of clinical governance is training and education and the importance of clinical supervision. Both the BDA Code of Professional Conduct and the Code of Conduct for Healthcare Support Workers in Wales both encourage best practices through ongoing training and personal and professional development.   The BDA promotes practice supervision where staff can reflect on their practices with support and professional development from colleagues (BDA Practice Supervision, 2011). 

In Wales, the Welsh Government Allied Health Professions Framework for Wales (2020) aims to improve health outcomes by using the skills of Allied Health Professionals to deliver value-based, quality healthcare.   This aligns with the Strategic Programme for Primary Care (2021), where the plan is to involve a wide range of therapy assistant practitioners.   One barrier to this, however, is the decline in the NHS workforce.  The Health Foundation (2017) state that even though there was a growth in support staff and a growth in service demand, overall staffing levels were in decline.   Reduced staffing levels and an increase in workload, could result in a lack of training opportunities due to time restraints and less clinical supervision and personal development opportunities. Despite this, in Swansea Bay University Health Board, it is mandatory for all staff to undertake a yearly Personal Appraisal Development Review setting out personalised aims and ambitions for the year ahead.   It is mandatory for all staff to demonstrate compliance to the Health Board values of caring for each other, working together and always improving.
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The progressive status of MS will require ongoing support from a multi-disciplinary team of health care professionals, including the dietetic team where advice is individualised depending on the stage of the disease. 

The emergence of the DAP role in 2016 has seen them provide a pivotal role in the dietetic team in them being able to undertake their assessments using their skills in person-centred care through the support and frameworks set by the dietetic service, the BDA and the Welsh Government. 

Despite the extensive research into MS over the years, the diagnosis rate is increasing globally with no current evidence to suggest a cure.  Treatment is currently only based on symptom management and prognosis depends on the severity of these symptoms and their management. Dietetically, malnutrition screening is important to identify MS patients at risk of malnutrition with an important multi-disciplinary team approach to minimise its consequences.

Finally, regular audits of team performance are important in ensuring excellence in the quality of the service provided for the patients and healthcare professionals in a society with advancing NHS pressures due to poor staff retention and an ever-increasing demand on services. 
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· To continue to provide training regularly for care home staff on MUST to improve accuracy, including anthropometric measurements (Habek et al, 2010).

· Develop and provide training for care home staff on texture-modified diets and the importance of meal presentation to improve compliance, linking in with the Speech and Language Therapist.

· Working in collaboration with other DAPs working in care homes across Wales to share good practices, which aligns with the Public Health Wales Working Together for a Healthier Wales Campaign (2023).

· Develop a nutrition champion role in care homes across Swansea Bay to establish a point of contact to support the sustainability of good nutrition practices (Laur et al, 2022). 

· Provide support in the development of the Band 3 Dietetic Assistant role as per the BDA 10 year Strategic Plan (2024).


· Provide training on MUST and Food First for other healthcare professionals involved in care homes such as Nurse Assessors, Speech and Language Therapists and Social Workers to prevent conflicting nutrition messages. This coincides with the Allied Health Professions Framework for Wales (2020) to help improve population health outcomes. 

· Continue to undertake any training opportunities set by the BDA to promote continuing professional development to ensure knowledge is up to date and evidence-based practice is current (BDA Strategic Plan, 2024).
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