Managing a rich life living with Parkinsons Disease in 2025
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Introduction
Parkinsons Disease (PD) is a progressive movement disorder by the nervous system, that occurs in men and woman when the brain cells called Substania Nigra, die off and reduce the production of Dopamine.  Dopamine is responsible for regulating the bodies functions such as memory, mood, sleep, learning, concentration and movement.  

This report will hopefully teach the reader a little more about PD, whilst explaining the sorts of difficulties patients experience prior, during and post physiotherapy support, and what they require to reduce/maintain the progression of PD.

The report will include a case study which will be used as an example of the type of difficulties that a typical patient may come across and what they may feel they can achieve by taking part in a Physiotherapy program.
The description of services available within the Community Physiotherapy team will be discussed, along with the changes made to methods of rehabilitation used within the Physiotherapy services over the past few years.  

The report will discuss the pros and cons to the changes made and the effects this has had on the patient and the Therapy Assistant Practitioner (TAP) delivering the rehabilitation/support.

The access to services will also be discussed as part of this report, including financial strains to the Physiotherapy services and the Health Board and any changes that may improve services in the future.

The report will highlight the responsibilities of the TAP, the Registered Physiotherapist and the patient’s responsibilities when taking part by discussing the clinical governance and physiotherapy guidelines.

The report will conclude by summarising all the outcomes found and any recommendations that have been highlighted to enable the TAP to improve the quality of future rehabilitation of a patient with PD with their physiotherapy and life goals.


Case study
This case study will be studying the role of a TAP providing support to a patient suffering with PD in the Community to achieve their goals set on their initial assessment, to live a safe and independent life where possible with the support to improve any difficulties within their daily living, promoting a full enriched experience through being supported by the Community Physiotherapy team and micro enterprises such as, referral to PD supporting groups, exercises classes and access to things like swimming.  The chosen case example used, who has been named Pearl for privacy reasons, she is a typical patient we would support as a TAP within the physiotherapy team.

Pearl is a 73-year-old lady living alone since being widowed, in a large rural house.  She has 2 children who are very supportive of her, but they live a 2-hour drive away. She is currently being supported by the enablement team three times daily with her personal care, meal preparation and a new medication routine for her PD, since her discharge from A&E to home after having a fall in the garden.  Pearl has only just been diagnosed with PD since her admission into hospital and reporting symptoms of loss of balance, reduced mobility and recurrent falls.  Pearl is a retired teacher and has been completely independent up until the last six months, she previously enjoyed going to a local yoga class and was a member of a swimming club.  Since Pearl has started falling, she has lost her confidence in accessing the community and has also given up driving.  Pearl is also concerned that since being discharged her posture has changed and is now leaning forwards, due to using a Zimmer frame to try and reduce the falls when loosing balance, when she had previously been mobilising with no walking aid.  She also finds that using the walking frame is quite restrictive when mobilising around the house as she has a lot of large furniture.

As stated above PD is a progressive disease.  Parkinsons UK (2025) suggests PD is thought not to be a hereditary disease, and it would be very rare to find two people in the same family to be affected.  People often find they have more than one of its symptoms by the time they receive a diagnosis.  Symptoms can vary between cases, but they can include motor symptoms which affect your movement and balance, including tremor, stiffness and slowness of movement, loss of balance and falls and by non-motor symptoms quite often not recognised by others include poor memory, sleep issues, mental health issues and quite often pain.  There is no cure for PD, but  the Parkinsons Foundation (2025) state it is thought that through good diet, exercise and use of PD medication, the disease can be managed to allow patients to live life with controlled symptoms.

After discussions with Pearl and her family it was felt that due to her recent diagnosis, she has now been able to understand why she had been suffering with her symptoms of decreased mobility, loss of confidence and lack of motivation to take part in her normal active daily living (ADL’s) tasks.  Her family report episodes of low mood and have shown concern when patient does not answer the phone due to feeling she cannot express her feelings and feel by accessing the community that would improve her mental health.  By having the support of the TAP, Pearl can be supported to join a PD support group that will provide counselling if required and guidance to help Pearl come to terms with her new diagnosis, NHS UK (2025) report that support with diet changes and increased activity with exercises all have been proven to reduce anxiety and boost confidence. 

Overview of Condition

NICE (2018), report that there were 137,000 people living with PD in 2018 in the UK, with the prevalence rate being 286.5 per 100,000 person-years and with an incidence rate of 33.4 per 100,000 person-years, with each year with about a huge 17,300 new diagnoses of Parkinson's disease in people aged 45 years and above each year.  Parkinsons UK (2025) also report that the likelihood is that 1 in 37 people will be diagnosed with PD at some point in their life, with older men generally having a higher prevalence rate.

A PD diagnosis have huge impacts on the patient and their families.  By the time they have received a diagnosis they will likely to already be having significant symptoms such as motor and non-motor symptoms, as PD it is not usually diagnosed until dopamine production has dropped enough to cause the characteristic physical symptoms of slow movement (known as bradykinesia), rigidity and tremor, also significant waiting lists to see movement specialists for diagnosis create a longer process of diagnosis.  Patients like pearl and their families are likely to feel denial, disbelief and shock, which will all need supporting by the TAP along the way.  It may impact the patients work, relationships, social lives and have financial complications of affording to live their normal life.  

The prevalence of PD puts health services under pressure as quite often diagnosis comes later in the progression of the disease, meaning someone like Pearl will have several health issues and will need support from several different services at that time. Schag (2018) reports findings that the average cost to the NHS is approximately £5,022 annually per patient, with the patient being out of pocket by approximately £20,000 due to loss of work, cost of extra services and attending appointments.  This meaning the cost to the NHS will increase yearly at a rate of approximately £86,880,600 if the report findings are accurate with the prediction of 17,300 new diagnosis’s a year in the UK.

Previous Approaches to the Condition     

Prognosis of a patient with PD is to have a reduced life expectancy.  Previously the diagnoses of PD would have been a slower process due to lack of knowledge, funding into research of the disease and minimal qualified movement specialist experts employed by the health service.  Meaning that life expectancy would be significantly reduced for someone like Pearl being a lot older when receiving their diagnosis as already appearing generally frail.  

The GP would have made the initial diagnosis by asking a host of questions to Pearl about her mobility and body characteristics, previous medical history and family history.  They may have referred for MRI imaging.  Pearl would then be referred to a movement specialist and once officially diagnosed referred to the Parkinson’s nurse who would be responsible for monitoring any medication such as the use of Levodopa and changes in the Pearl’s condition.  MacMahan (1998) believed that an appropriate and timely access to the right medication therapies, individuals experiencing a complex state and requiring a high level of care and support can revert to a level where they have more independence, greater quality of life, and fewer care requirements.  Pearl would also be referred to other multidisciplinary teams such as physiotherapy, occupational therapy, speech and language and dietician if required.

NICE (2006) suggested that all newly diagnosed PD patients were referred for Physiotherapy irrespective of whether symptoms are present or if patient is experiencing balance or motor system issues.  They would be sent a questionnaire for information gathering, prior to their initial assessment.  On Pearl’s initial assessment with a registered physiotherapist, they would use the Hoehn and Yahr scale to measure the progression of PD on the information given by the Pearl and care giver. 

During the earlier stages of PD, Ramaswang and Jones (2016) suggested physiotherapists emphasised education and self-management, encouraging use of leisure programmes that promoted general fitness and inclusion in community activity.  With Physiotherapy-specific exercise potentially minimising deterioration in strength, endurance, flexibility and balance.

As TAP’s once Pearl had received her initial assessment from the registered physiotherapist, we would be given a detailed plan which would include any goals set by Pearl to achieve her previous independence, improving her mobility by following a prescribed strength and balance program, ordering equipment for her home, support Pearl to practice ADL’s such as meal prep, showering and accessing outdoors, refer Pearl to supporting agencies if required, provide support to access the community and to teach her family/care provider new techniques or maintenance programs.  The TAP would support 2-3 sessions a week when required in her own home or if accessing the community we would shadow/support Pearl to the facility in our own cars if needed, we would continue this support for 6 weeks, reviewing in 3, 6 and 12 month intervals and if required a registered physiotherapy would re-assess at any point. The TAP would support with an increased regime of activity through walking, chair-based exercises and supported balance exercises.  

By the TAP providing this level of support Looms, Hagler and Forward (1997) all believe it maximizes the number of patients seen for therapy and provides registered therapists with more time to perform activities such as assessment, consultation, and discharge planning.  This practice also allowed the Pearl to have a continuation of care, allowing the TAP to build a strong bond of trust with Pearl, enabling the TAP to recognise changes in behaviour or ability and giving Pearl someone to trust as an advocate to support with any challenges during her rehabilitation period.


Current Approaches to the Condition

Even 10 years later there is still no proven disease-modifying or neuroprotective therapy for PD.  Although Kobylecki (2020) reports that the most effective symptomatic treatment remains levodopa, which has superior benefits for quality of life in early PD compared to other therapies.  Levodopa is now quite often prescribed on a trial basis, by the GP after his initial assessment/examination of someone like Pearl, prior to the referral to the movement specialist.  This is due to the shortage of specialists available in the NHS.  NICE (2017) reports it is no longer beneficial to complete an MRI at point of diagnosis, but early referral to multidisciplinary teams is still deemed as very beneficial to the patient.

Once referred Pearl would be triaged over the telephone by a Physiotherapist with a tool called “what matter to you?”.  This is an information gathering tool to highlight the issues that Pearl may be experiencing, highlighting goals to achieve, giving a much clearer picture of Pearls situation to the therapist of what is required to support, allowing a holistic assessment of Pearl and her abilities.  Pearl would be designated a Specialist Neurology Physiotherapist, which is a significant change to the physiotherapy service previously provided, providing a much higher understanding knowledge of PD, to complete a higher quality initial assessment.  Pearls assessment would typically consist of several tools including Modified Parkinson’s Activity Scale, Snijders & Bloem Freezing of Gait Test, Berg balance testing, a Timed up and go (TUG) and Tragus tool prior to providing any intervention, which provides baseline data.  NHS England (2021) suggests that the initial results of the outcome measure may help determine the course of treatment intervention, using the TAPs time more efficiently gaining increased rates of results in the outcome measure at the point of discharge due to the program being designed holistically to suit the patient.  

The TAP would then continue with Pearls rehabilitation, repeating the outcome measures at mid-way and end points of her program, allowing adjustments to her program if required.  With increased caseload throughout the team, Pearl would only be supported once weekly or even fortnightly by the TAP, which is a significant reduction in comparison in previous years. Pearl would be expected to take ownership of her own program and in some cases Pearls family/care giver would be trained by the TAPs to support Pearl.  Upon discharge Pearl would be added to the Long-Term Care (LTC) list to allow easy access back into the service for a physiotherapy review, previously Pearl would have been expected to have a new referral back into the team. 

Pearl again would be encouraged to join community groups for extra support but the team now have extra supporting agencies such as community connectors, volunteer transport with wheelchair access if needed and specialist exercises groups provided by the National Exercise Referral Scheme (NERS), which NHS WALES (2024) describes as a chronic condition prevention and management programme which aims to improve the health and wellbeing of patients at risk of developing or who have an existing chronic condition.  It provides a 16-week programme of physical activity to individuals referred by us NHS health professionals, using behaviour change techniques to embed positive physical activity habits, which has proved beneficial to most patient with mobility, mental health issues and social-isolation issues.

Although many factors of the service have improved over the years, the reduction of quality time with someone like Pearl has its disadvantages.  It has become more difficult to build a bond with Pearl and as a TAP we will potentially miss changes in health and wellbeing.  The introduction of outcome measures completed halfway through treatment does allow increased monitoring of progression but is also time consuming, decreasing quality time spent completing the tasks that are import to the patient.  Previous abilities to attend leisure/social activities with patients is now delegated to other agencies, which as a TAP previously brought job satisfaction seeing patients enjoy their newly found freedom and achieving their goals.


Co-Production

The TAPs are provided with set written instructions and a goal list holistically designed to suit the individual by a registered physiotherapist.   Prior to every session the TAP would ensure that Pearl was fit enough to take part and that there had been no changes to her condition since the last session.   As part of our Code of Practice (2022) the TAP have a legal responsibility to complete personal risk assessments and report any changes to senior management prior to commencing a session and seek advice when needed.  Weekly caseload meetings are held to discuss goal setting and achievements these are beneficial to the physiotherapists, TAP’s and patients to progress them through their journey, this allows delegation of work to other members of staff to covers annual leave/sickness ensuring a continuation of care.

During the rehabilitation program we may seek advice from other multidisciplinary teams such as occupational therapists for support with proving larger pieces of equipment, the Parkinson’s nurse for review of medication or PD progression- The Parkinsons Foundation (2024) state it is extremely important for regular medication reviews to maintain the absorption of Levodopa to reduce symptoms, as even something like iron tablets could decrease the absorption creating/increasing PD symptoms, Pearls GP for pain management, all of which the TAP would act as an advocate in MDT/clinic situations.  Since the epidemic, working closely with others has been made easier by using communication platforms, Sheasby (2024) reports that the use of communication platforms like TEAMS, have empowerment through collaboration, communication and education which has been effective in delivering a service as MDTs.  Although older patients like pearl may struggle to with IT systems but with support from the TAP may be able to access services quicker.  

Pearl with support from the TAP may need to access support from external agencies, such as home improvement agencies.  The health board previously held a list of trusted companies to provide the work but in recent years the patient is expected to find their own builders to complete private work.  We would advise that they receive quotes and references of a minimum of 3 separate trade companies.  Grants are all now means tested at there is approximately a 2 year wait for any works to commence.  TAPs are still able to refer to council services for small items such as a grab rails.

Typical barriers for a TAP working in conjunction with others in the community would be rurality of the patient’s home.  Patients like Pearl would be generally house bound and with increased caseloads, organising joint visits is very difficult due to time management and working hours of many teams differing.  Rimmer (2019) reports that it is important to make protected times for appointments with patients with LTC to allow them to receive quality care and achieve goals. 


Clinical Governance and supervision framework
TAPs are classed as health Care Professionals, but they are not led by any governing body, so it is highly recommended that they join a representative team such as the chartered society for physiotherapist association for support.  This means that the TAP’s team leaders have a responsibility to ensure the TAPs are working safely within their own competencies.  Part of the TAP’s role, we must follow the Code of Conduct (2017) which states that we must ensure service users, and the public receive a consistent, high-quality, safe and effective service from Healthcare Support Workers.  This provides a set of standards which enables the TAP to work in a safe and timely manner, respecting the patient’s dignity, always wishes and beliefs, allowing them to receive a service which is always personal to them.

The TAP within their role is to maintain their Mandatory training which is monitored via an electronic learning system with a minimum score of 80% required to be able to treat/support patients safely which is required by the HDUHB’s Health and Safety at Work Act (1974) and the Management of Health and Safety at Work Regulations (1999).  NICE (2017) suggest regular supervisions at a minimum every 12 weeks but within the physiotherapy service they are held between 4-6 weeks ideally are held between the TAP and their supervisor to discuss training, concerns with patients, wellbeing and seek support if required.  This is followed up within the physiotherapy team with monthly progression/digression, goal setting and discharges.  Weekly caseloads meetings are also held, again to discuss difficulty with patients, time management and new referrals.

Regular Continuous Professional Development (CPD) is also required to be completed by the TAP, which can be in the form of reading case studies, attending additional training days and reflection working.  HDUHB (2022) require a yearly Performance Appraisal Development Plan (PADR) completed by ever TAP.  This is an opportunity to express what the TAP feels has gone well or not so well.  It is an opportunity to highlight areas of training or progression of skills required to maintain/improve the TAPs knowledge and understanding, meaning that the TAP will become specialist in their own field and with specialist targeted training such as the potential to take part in the grow your own scheme gaining a potentially registered physiotherapy role.




Conclusion and Recommendations

Evidence has shown that although the Community Physiotherapy team has become more specialist over the years, giving a much more holistic rehabilitation plan, patients like Pearl do not get access to such intense therapy from either the TAP or other therapies.  But both MacMahan (1998) and Pirtosek (2024) agree that MDT approach is crucial for effective management.  Pritoseck (2024) continues to describe MDTs philosophy supports and empowers patients to take charge of their health, which has been found to have positive effects on health outcomes and that Ideally, patients like Pearl and her caregivers should be fully integrated within the MDT.

The TAPs role has also become more specialist, attending MDTs and managing more medical issues as the patients are now being referred generally in a higher stage of PD.  Storey (2018) believes this is the cause of the increase in older population after a baby boom in the 1960’s and people are now working later in life due to improved medical services, meaning they stay active for longer, avoiding a sedentary life bringing on stage 2 symptoms at a later point in their older age. (Please see table of prediction in the appendix).  The increased amount of older more complex cases, mean that caseloads have become very busy and now the working society is recognising pressure on staff and the potential to burn out mean that the waiting lists have become longer.  According to Welsh Government (2025) the average wait for a physiotherapy assessment is approximately 26 weeks in some areas for a routine referral, the waiting list doubling since 2015.

NICE (2018) created a new set of outcomes for physiotherapy treating PD improving health-related quality of life, carer quality of life, self-management, patient experience, falls, hospital admissions and readmissions, length of hospital stay, patient safety, incidents in hospital and mortality.  To maintain the high service of care in the community physiotherapy team it needs number of to be significantly increased to accommodate the rise of patients diagnosed with PD, with registered staff but most important of all a much greater number of TAPs so patients like pearl can have a higher intensity of therapy as they did prior to Covid 19 to maintain a richer life.
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