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1. Introduction


[bookmark: _Int_ss6wwtiS][bookmark: _Int_9dzFQa7z]This report focuses on the support that patients with Parkinson’s disease require on a day-to-day basis. It aims to understand how the people suffering from Parkinson’s dealing with the symptoms, and to establish what the best way is to help them further. To support the findings of this report, systematic literature review methods were applied in conducting secondary research. The studies selected for review are primary studies published in the past decade in the UK context. Parkinson's disease is a progressive neurological condition that damages parts of the brain and worsens over time (NHS. UK). This leads to movement problems (slow movement, tremors, stiffness, and imbalance) as well as a variety of non-motor complications such as cognitive impairment, sleep disorders, pain, and other sensory disturbances (WHO, 2022). Parkinson's disease has profound consequences not only for those diagnosed, but also for their families and caregivers. This report explores the issues surrounding Parkinson's disease in order to understand the daily struggles that patients and families face, while outlining optimal strategies for providing holistic support. Using systematic literature review methods, this study draws on research conducted in the UK over the past decade. By delving into the experiences of patients, carers and healthcare professionals, this report seeks to reveal the different methods used to manage Parkinson's disease in healthcare practices.
Rationale
A diagnosis of Parkinson's disease is life changing, and it affects spouse, partner, family, friends, and acquaintances.
[bookmark: _Int_oXv8eOci][bookmark: _Int_zyaIryFv]Approximately 1 in 500 people in the United Kingdom is currently affected by Parkinson's disease (NHS inform, 2023). Of people over the age of 20 in the UK, 145,519 are affected by Parkinson's disease. For England it is 121,927, for Scotland 12,184, for Wales 7,692 and for Northern Ireland 3,716 (Parkinson's UK, 2015). The prevalence of Parkinson's disease increases with age. The disease is more common in men than in women. In men aged 50-89, the prevalence is 1.5 times higher than in women in the same age group (Parkinson's UK, 2015). Disease progression leads to high levels of disability and care requirements. 
Aim 
Most patients are cared for by someone close to them or a family member due to a lack of employees in the health and social sector in the UK (NHS, 2022). These family members must adapt to the changes that occur in patients and this can lead to a strain on caregivers' mental health. This report aimed to explore what the needs of people with Parkinson's disease and their families are and how they can be supported.
Objectives 
The objective of this study is to establish how health and social care professionals collaborate with relatives of patients with Parkinson's disease. The criteria on which this report is based are:
The Critical Appraisal Skills Program (CASP) checklist was used to screen the search results. 
Inclusion criteria  
When conducting the secondary research, systematic literature review methods were applied. The research used is academic journals and primary research published in the last decade in a UK context. Only sources in English were used. Databases used for this research - UWTSD library and online resources.
Exclusion criteria  
No sources in other languages were used, no studies related to other countries were included, no books were used as sources of information.
Key words in the search 
Parkinson's disease, patient support, caregiver challenges, family impact, quality of life with Parkinson's disease.




2. Background


[bookmark: _Int_krnxRAYV]Parkinson's disease is a progressive neurological condition that severely affects both patients and their families. Characterized by movement difficulties, tremors, stiffness and imbalance, the disease leads to a number of complications that extend beyond the physical realm. Patients with Parkinson's disease often experience cognitive impairment, sleep disturbances, pain, and sensory disturbances that significantly affect their quality of life. The most common psychiatric diagnosis among both Parkinson's patients and their caregivers (27.4% and 17.8%) was depressive disorder, and sleep disorder (respectively 10.6% and 14, 9%) is the second most common psychiatric diagnosis given to patients with Parkinson's disease and their caregivers. (Lee et al. 2022). The ripple effect of this condition extends to caregivers and families, resulting in a complex web of challenges that require comprehensive understanding and targeted support. Parkinson's disease extends beyond physical limitations, but permeates the emotional and social realms of patients, caregivers, and their families. The impact of illness spans cognitive functioning, sleep patterns, emotional well-being, and social engagement (Lee et al. 2022). Individuals with Parkinson's disease not only experience motor difficulties, but also experience a range of non-motor problems, which highlighting the multidimensional nature of the disease (Parkinsons UK, 2017). The emotional impact of this condition manifests as anxiety, depression, and social isolation, highlighting the need for an approach that goes beyond the traditional biomedical model. 

3. Methods


The research procedure began with a thorough search of respected electronic databases, including journals.plos.org, the Royal College of Physicians and PsycINFO. Keywords such as "Parkinson's disease," "patient support," "caregiver challenges," and "family impact" guided the search for primary research studies that aligned with the inclusion criteria. The systematic review process adhered to the Critical Appraisal Skills Programme (CASP) checklist, ensuring the selection of studies. 
Thematic synthesis, grounded in qualitative research methodology, facilitated the analysis of selected studies. This process unveiled patterns and recurring themes within the collected data, ranging from patients' lived experiences to the roles of healthcare professionals in providing comprehensive care.
3.1 Data Collection / Search Strategy
[bookmark: _Int_M4mOjMg4]The data collection process began with a thorough search of various electronic databases known for their academic rigor and relevance. These databases included platforms such as journals.plos.org, the Royal College of Physicians and PsycINFO, each chosen for its rich repository of primary research. Keyword selection played a central role in the search. Terms such as "Parkinson's disease," "patient support," "caregiver challenges," and "family impact" served as a compass to guide this search.
3.2 Data Analysis
The analytical phase of this study involved subjecting the selected studies to a systematic and in-depth thematic synthesis. This approach, necessary in qualitative research methodology, enabled the identification and interpretation of patterns and themes that consistently emerged from the data collected. A rigorous examination of the literature revealed recurring motifs ranging from the physical and psychological trials faced by patients to the complex dynamics of support systems and their far-reaching implications for healthcare practice.
3.3 Ethical Considerations
Given the secondary nature of this research, which used publicly available studies, the requirement for explicit ethical approval was bypassed. Nevertheless, the ethical foundation of this study remains sound, guiding the principled use of participants' experiences and data. Responsible handling of sensitive information and adherence to ethical principles remain paramount throughout the research process. (Armstrong et al., 2021).







4. Results

This study identified several key themes:
The first theme is related to phases of transition for the patient (PLoS One, 2019). It shows the three main phases of transition from a place of health to greater dependence on others.
· When the patient is diagnosed with Parkinson's. Participants with Parkinson's disease described their psychosocial adaptation to the diagnosis as an internal and external process. Internal - to accept the diagnosis, which is shocking for them, and external - if and how to inform their relatives, friends, employer about the illness.
· Living with Parkinson's - this is the phase when symptoms increasingly and to varying degrees affect mobility, memory, mood, and speech, making it a challenge to maintain social connections.
· Increasing dependence of the patient on others as Parkinson's disease progresses and affects all areas of daily life.
The second theme shows the importance of self-control and factors contributed to the degree of successful live their lives in patients with Parkinson’s disease: positive mindset, determination, acceptance of new challenges and family support. (Kang, M. and Ellis-Hill, C., 2015). Although all participants experienced some level of physical difficulties such as tremors, balance problems, falls and stiffness, they rated their level of success in living with Parkinson's disease as 65 to 75 percent.
The third theme shows four points as an implication of the data (Armstrong et al., 2021).
· Empowering patients through holistic and person-centred care.
· Increasing motivation and empowerment for patients, e.g., using asset-based approaches and increasing empowerment.
· Importance of empowering caregivers to support self-control.
· Barriers to self-management, such as the social context.
[bookmark: _Int_FksFUX4P]The pooling of selected studies subject to the CASP criteria revealed the overall picture of Parkinson's disease and its implications for patients, carers, and healthcare professionals. These studies investigated different aspects, consistently emphasizing the main motor symptoms such as tremor, stiffness and slowed movement as factors contributing to functional limitations (Kobylecki, 2020). Studies have also highlighted non-motor complications such as cognitive decline, sleep disturbances, pain, and sensory disturbances, adding to the complex burden borne by people with Parkinson's disease. Anxiety, depression, and social isolation emerged as recurring themes in the studies, reflecting the psychological challenges that patients struggle with (Read et al. 2022). Caregivers, an integral part of support provision, face their own set of challenges, often burdened by feelings of stress, fatigue and limited resources (Read et al. 2022). Health professionals, adopting person-centred approaches and motivational interviewing techniques, play a key role in empowering patients and carers (Armstrong, 2021).
[bookmark: _Int_xC1wpKNl][bookmark: _Int_09nopj5R]The basis of this research is based on the careful selection of studies that cover a diverse range of methodological approaches, providing a comprehensive examination of the challenges faced by people with Parkinson's disease and their dedicated carers. The studies explored different aspects, looking at the diversity of patient experiences, the perspectives of carers and the central role that health professionals play in facilitating holistic care. Different methodologies sharing common goals reveal a comprehensive picture of challenges faced by people with Parkinson's disease and their dedicated caregivers. 


5. Discussion

The selected studies showed remarkable heterogeneity in their methodologies, manifested in surveys, interviews and observations. This methodological diversity demonstrated the breadth and depth of disease effects, as each approach revealed unique aspects of the multifaceted impact of Parkinson's disease. The use of surveys provided qualitative information on the various symptoms and challenges faced by patients and their loved ones, offering a structured understanding of the impact of the disease. Interviews, on the other hand, delve into the experiences of patients and caregivers, revealing the complex emotional and social nuances that quantitative methods can overlook. Observational studies embedded in real-world contexts show the daily struggles of patients, presenting the diversity of their challenges. The geographical distribution of the selected studies covered regions across the UK, painting a panoramic picture of Parkinson's disease and its consequences. This diverse coverage included urban and rural settings, highlighting the regional differences and sociocultural nuances that influence patient experiences. Bringing together perspectives from different geographic locales gave the findings depth and illustrated how the impact of Parkinson's disease resonates across different social landscapes. Despite myriad methodological approaches and geographic dispersion, one unifying goal resonated among the selected studies—deciphering Parkinson's disease and its implications for both patients and caregivers (PLoS One, 2019). 
[bookmark: _Int_xu42ulz1]The final result of Topic 1 is based on 21 people with Parkinson's, aged 45 to 89 years, most of whom - twelve - were male, married and had been diagnosed with Parkinson's for 5 months to 20 years. The family members included 13 spouses and 4 close relatives aged between 26 and 79 years. Participants came from areas of London and Hertfordshire as well as rural areas. Participants with Parkinson's disease spoke about the continuous changes and adaptations they have experienced since their diagnosis. From a state of health to a state of greater dependence, in three successive but overlapping "phases" (PLoS One, 2019):
Phase 1) Making the diagnosis - This is where the patient needs to start managing the presenting symptoms. This is where the future implications must be considered, and the process of adjustment must begin (PLoS One, 2019).
Phase 2) living with Parkinson's - This phase requires changing social interactions and maintaining a sense of self. In this phase, patients describe that despite strategies to manage the reactions of others and to overcome increasing social isolation, social activities and relationships gradually decline, which they believe is due to the impact of the symptoms of the disease on the way people feel in social environment (PLoS One, 2019).
[bookmark: _Int_Mx0Ag0BI]Reduced mobility, the risk of falling, moments when the movement of a part of the body is impossible for a short time, make leaving the house more difficult. The same goes for changes in memory, mood, and speech, which also affect interactions with others. For example, excessive drooling, problems with dexterity or swallowing make people worry about their social worth, which makes both people with Parkinson's disease and those who care for them feel more self-conscious (PLoS One, 2019).
Phase 3) increasing dependence - as symptoms increased, participants experienced a significant decline in functional ability and becoming increasingly dependent, increasing reliance on others, with spouses and cohabiting family members invariably assuming more responsibility. According to the study, family members who were observed went through their own identity changes while caring for a loved one with Parkinson's. They have also undergone significant changes in their lifestyle and social environment. Parkinson's disease affects all areas of the daily life of both the patient and his family members (PLoS One, 2019).
Participants who rated their life with Parkinson's disease as successful (range 60–80/100) described the meaning of a successful life as maintaining or correcting their usual health status. They also identified having the capacity to perform daily activities as a major component associated with success in living with late-stage disease. Under usual health, the patients indicated a life close to the life they led before the disease. By adjustments, they meant their state of health after disease and the need for constant changes and attitudes both to stabilize their condition and to stabilize changes in the environment (Kang, M. and Ellis-Hill, C., 2015). 
Study participants who were diagnosed with Parkinson's less than five years ago rated their lifestyle as more successful than those diagnosed more than five years ago. This is because their symptoms were not yet as severe and their physical appearance and social role remained much the same as their life before the disease (Kang, M. and Ellis-Hill, C., 2015). 
Among the participants diagnosed more than ten years ago, the feeling of a successful life is different. They described that in the earlier stage of the disease they tended to focus on the physical ability to take care of their daily activities, defining this as a desire to be independent and able to do more. This suggests that their measurement of success is based on the level of independence capacity versus the worst-case scenario, such as physical immobility. If they compare their level of success in life with Parkinson's to their life before the disease, it may not be as high as their current score of over 80. That said, disease duration and severity do not seem to have much of an effect on the level of a successful life, but they change the perception of a successful life (Kang, M. and Ellis-Hill, C., 2015).
Theme three is the first study to explore healthcare professionals' perspectives on self-management in people with Parkinson's disease and the implications of this for practice. It identifies four main themes covering empowerment, increasing motivation, abilities and capabilities, the role of carers in self-monitoring and contextual factors (Armstrong, 2021).
The four points that were identified in theme three focused on empowering people with Parkinson's disease, increasing motivation and capacity for self-management, the role of family carers in self-management and contextual barriers to self-management (Armstrong, 2021).
[bookmark: _Int_O5vEdiDJ]Medical professionals who participated in the study discussed methods to support people with Parkinson's disease. These methods, some of which are already in use, focus on how patients can manage their condition themselves. Key elements of what professionals have described as the 'empowerment' of individuals are holistic and person-centred care. Holistic care encompasses physical, psychological, and emotional symptoms and therefore the treatment of the whole person, so the development of holistic self-management plans is considered extremely important by most participants. One participant, a clinical psychologist, described the holistic approach as receiving the most useful feedback he had. It describes how a patient felt when he was seen as a person rather than a diagnosis or a pathology of what he was going through. According to him, specialists should not look at the symptoms separately, but should cover everything. Patients need to be seen as the human being they really are, despite their illness (Armstrong, 2021).
Other medical professionals emphasized how important it is for patients themselves to take a holistic view as well, because it is still about self-management. They also emphasized that patients should learn to take care of their emotional, psychological, and physical condition themselves. Nutrition and fluid intake were emphasized, stressing that this is important to avoid other health problems unrelated to Parkinson's disease (Armstrong, 2021).
[bookmark: _Int_bRoq1lzB]Another theme was supporting people to manage their Parkinson's disease on their own. A large number of medical professionals emphasized the importance of person-centred patient care. They emphasized that being person-centred means focusing on what is important to the patient and distinguishing between the medical and social models (Armstrong, 2021).
The importance of encouraging patients to seek their inner motivation was emphasized.
[bookmark: _Int_xP9S8yQV][bookmark: _Int_V7McproT]Unlike people with Parkinson's disease, who discussed the main components of self-management, such as providing information and developing skills, health professionals were more focused on contextual barriers and how to empower patients to self-manage. The importance of a holistic and person-centred approach was highlighted. Being person-centred is defined by healthcare professionals as working in partnership with or led by the person with Parkinson's disease. What is important to patients and along with that creating realistic and manageable goals. To be person-centred, medical professionals pointed out that they need time to explore what it means to "live well" for each individual. In practice, this can be a challenge for medical professionals who spend very little time with the patient. Some medical professionals recognize that motivation in people with Parkinson's disease can be low and adds an additional challenge to self-management. Low motivation may be due to a lack of capacity or opportunity. Motivational interviewing to increase motivation was described as identifying intrinsic goals for patients (doing something because it is enjoyable or important). It also includes other aspects such as empowerment and empathic listening; however, it was not possible to ascertain from the data whether HCPs use these elements in their practice. Motivational interviewing has been shown to be an effective method of promoting self-control and helping patients with Parkinson's disease stick to their exercise and medication regimens (Armstrong, 2021).
Most health professionals reported that they focused on tasks or goals that patients could accomplish, but others focused on things that patients could not do. These approaches are known as asset-based and deficit-based. Asset-based approaches to health promotion have been shown to be beneficial for patients, but more research is needed to explore their place in self-management for people with Parkinson's (Armstrong, 2021).
According to medical professionals, it is important, in addition to motivation, to emphasize increasing patients' knowledge, which will increase their abilities and capabilities and ensure their own efficacy. It is critical to strike a balance between allowing caregivers to participate in self-monitoring and minimizing their burden. Practitioners advised caregivers to feel more in control by increasing their knowledge and focusing on their strengths. However, the study suggests that the ability and willingness to self-manage depends more on the individual than on the profession, although no firm conclusions can be drawn even based on the variety of healthcare workers interviewed. For healthcare professionals to actively support patients to manage themselves, more training is needed on how to apply motivational, person-centred techniques (Armstrong, 2021).
The limitations of this study are related to the impossibility of conducting a separate study. The results of other studies are also not sufficient because they have their own limitations, for example, a small number of study participants. More research is needed. 


6. Conclusion


[bookmark: _Int_4ucvNRw1][bookmark: _Int_hDFmbKp3]The conclusions of this study are that people with Parkinson's disease and those closest to them struggle to adapt their lives along the path of the disease from diagnosis to the phase of increasing dependence. Health professionals need to understand the need for these changes to be aware of the changing needs of the individual in order to support adaptation at key transitions. The survey also showed how much people are concerned about maintaining a normal life and the ability to carry out personal activities while being able to contribute to others despite aging and illness. This study showed us the world of Parkinson's patients and the challenges they and their loved one's face. One of the most important themes this study raised is that patients need to be reminded of their own values, emotional and physical strength in order to have a meaningful life. Findings related to empowerment, motivation, caregivers, and contextual barriers may help to understand how to provide effective self-management techniques to people with Parkinson's disease. All future research should build on these findings so that acceptable and effective self-monitoring tools can be developed to be used in practice in people affected by Parkinson's disease.
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