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Parkinson’s Power: Helping people with Parkinson’s become and stay physically 

active 

Active Aging Development Project Learning & Delivery Report: Parkinson’s Power 

This is a modified version of our submission document to Sport England and is designed to 

provide background information for the letting of an evaluation contract. 

Parkinson’s Power is a behavioural change project funded in part by the Sport England Active 

Aging Fund to help inactive people with Parkinson’s aged 55 and over become and stay 

physically active. The pilot area is the north-east of England and the project will run from 2018 

to January 2021. The Development Year of 2018 informed and shaped our delivery intent for 

2019 and 2020, where we will pilot innovative ways to engage and support people with 

Parkinson’s to make and sustain positive changes in behaviour. 

 

Executive Summary 

Our Development Award (2018): what we set out to learn 
 
We wanted to learn about the barriers to becoming physically active faced by our target 
audience – people with Parkinson’s aged 55+ and inactive (not achieving thirty minutes of 
Moderate Intensity Exercise (MIE) a week). We wanted to learn more about our selected 
pilot region (the North East of England) and the best localities – that gave us good 
demographic and geographic mixes for replication and evaluation – for us to deliver pilot 
activities. And we wanted to learn what approaches would work best to enable and sustain 
behavioural change with our target audience. 
 
How we did this  
 
We conducted insight gathering into attitudes to physical activity and exercise, barriers and 
motivators via a UK-wide online survey; regional focus groups; large- and small-scale co-
production events; an online co-production consultation group; stakeholder consultations 
and engagements with individuals, groups and partners. Our consultees were: people with 
Parkinson’s and their families, friends and carers; healthcare professionals; physical activity 
and sports providers, Parkinson’s UK staff; and potential delivery partners. We engaged with 
more than one thousand people to ensure that our future delivery would be needs based, 
appropriate and informed. Our appointed consultants carried out data gathering to select 
localities for pilot work that would provide a mix of rural, urban, high, medium and low 
income to allow for future replication of successful pilot work across the country.  
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What we learnt 
 
We learnt that people with Parkinson’s want a tailored, personalised approach to help them 
become more physically active, and that there is no one size fits all course of action. We 
learnt that the region through its geographic and demographic make-up is well suited for our 
pilot work; that the traditional audience of Parkinson’s UK is not demographically 
representative of everyone with Parkinson’s and that we need to focus efforts on engaging 
with diverse and underserved individuals and groups. We learnt that our audience do not like 
the word ‘exercise’; and that opportunities to become physically active should be appealing 
and attainable, be fun and ideally have a social element involved. We also learnt that people 
who considered themselves ‘active’ often did not regularly reach the 30 minutes of MIE 
threshold. Our consultees identified support via volunteers or buddies as a strong 
compliment to a personalised and engaged approach. 
 
 
What we will do now 
 
Our Delivery Plans 2019 – 2020 
Informed by our Development Award insight gathering we will use a personalised and 
supported approach to help people with Parkinson’s become and stay active. We will work 
across our pilot region and evaluate in set locations, and build partnerships to deliver 
effective interventions, support and activities. We will employ delivery staff to identify and 
engage with our audiences and their carers; develop person centred approaches; work with 
underserved communities and pilot innovative support. We will work with partners to pool 
resources, reach new audiences and deliver support to people who are homebound. We will 
promote the project and its opportunities and develop a version of the Exercise Framework 
designed for people with Parkinson’s. 
 
Our Outputs 
We will help 315 inactive people with Parkinson’s participate in physical activities that will 
move them to sustain at least thirty minutes of MIE a week and support them to continue this 
activity to six months and beyond. Two thirds of our audience will not previously have been 
directly engaged with Parkinson’s UK and be from underserved groups. We will recruit, train 
and support volunteers to help our audiences become physically active, and we will develop 
effective relationships with stakeholders in our pilot locations. We will work in concert with 
Parkinson’s UK locally and nationally and build sustainability into our work. 
 
Our Outcomes 
Evaluation will show how our recruited participants become and stay physically active and 
respond to tailored and supported approaches. We expect improved physical and mental 
wellbeing amongst our target audience, and that there is an improved ability of healthcare 
and physical activity providers to support people with Parkinson’s to become and stay 
physically active. We will show that our audience demographic has widened and deepened, 
and our volunteering offer recruits and attracts people beyond those with links to 
Parkinson’s. Our local groups, partners, stakeholders and communities will have a greater 
knowledge and focus about the benefits of achieving thirty minutes of MIE a week. We will 
have a clear understanding of how we can effect positive behaviour changes generally with 
people with Parkinson’s, and we will replicate this across our networks and work areas as 
well as via Sport England partners. 
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Context for the Development Phase 

Parkinson’s UK applied for an Active Aging Development Award to fill gaps in knowledge 

about the target audience: people with Parkinson’s aged 55 and above who are inactive (not 

achieving/sustaining at least thirty minutes of Moderate Intensity Exercise a week). 

Parkinson’s is a long-term degenerative condition which affects each person differently. 

People with Parkinson’s are a third less active than people without Parkinson’s of the same 

age, due in part to the motor movement limitations of the condition (European Physiotherapy 

Guidelines 2014). In addition to the varied physical symptoms of the condition, people with 

Parkinson’s can also experience depression, apathy, dementia, fatigue and anxiety, all of 

which influence behaviour and can contribute to increased isolation. Symptoms often change 

daily, and reactions and responses to medication can vary dramatically from person to 

person. As a result, every person with Parkinson’s has an individual approach to living with 

and managing their symptoms. 

 

There is a growing evidence base about the benefits of physical activity for people with 

Parkinson’s.  Recent research suggests that optimally prescribed exercise programmes 

following diagnosis may alter neurophysiological processes, possibly slowing symptom 

progression (J. Eric Ahlskog, 2011 https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3136051/). 

Professionals are increasingly aware that exercise can prolong independent mobility for 

people with Parkinson’s, and can improve sleep, mood, memory, self-confidence and quality 

of life. People with Parkinson’s who are physically active report that it helps them to manage 

their symptoms in a wide variety of ways, including keeping medication levels low, 

preventing falls, aiding sleep and fine motor skills, and combating depression and isolation. 

 

“I have been exercising regularly for six years and am convinced my symptoms are 

not as obvious and that progression of my Parkinson’s is slower as a result”  

Person with Parkinson’s, feedback to project 

 

Despite the known benefits of being physically active people with Parkinson’s often receive 

contradictory advice from healthcare professionals, physical activity and sports providers 

and others, often commenting that because of their health condition they are not seen as 

individuals. They are instead often directed towards physical activity which is inappropriate, 

unappealing and unattainable.  

 

“I was lumped in with a load of other people at a GP referral gym, and no-one had a 

clue about my condition or what I could or should be doing – I just went off and 

sorted myself out!”  
Person with Parkinson’s (Parkinson’s Power Focus Group) 

 

“Often [their activities are…] for people at an intermediate level.  It’s not suitable 
necessarily those who are newly diagnosed and for those whose condition is more 
advanced.”  

Kirsty McDowell (Area Development Manager, Parkinson’s UK) 

 

 

https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3136051/
https://www.ncbi.nlm.nih.gov/pmc/articles/PMC3136051/
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To be successful in tackling inactivity in our audience, we needed a much greater 

understanding of the barriers faced by people with Parkinson’s to being more physically 

active, as well as an understanding of what support is required to achieve this.  The 

development phase enabled us to gather this insight and evidence, and co-produce 

interventions that we could pilot during the full award phase. The time devoted to 

researching and planning pilot interventions provides us with a much greater chance of 

future success. 

 

Objectives for the Development Phase 

Our objectives were to increase our understanding of: 

• The barriers faced by people with Parkinson’s aged 55 and above to becoming 

physically active 

• What support is required to help people with Parkinson’s to achieve (and maintain) at 

least thirty minutes of physical activity a week 

• Any geographical and demographic factors which affect people’s ability to become 

and stay physically active 

 

The data gathering and co-production activities that we have carried out during the 

development phase with people with Parkinson’s, their partners/carers, healthcare and 

physical activity providers, and other stakeholders have allowed us to: 

• identify the principal barriers faced to becoming and staying physically active 

• learn about the support needed to effect sustained behavioural change  

• increase our understanding of the geography and demography of our pilot region 

(the North East of England) 

• gain insight into the demographics of our (Parkinson’s UK) engaged audience, as 

well as of the groups and individuals who are currently underserved, seen as hard to 

engage or not visible to us 

 

 

Methodology and Implementation 

The Development Phase of the Parkinson’s Power Project consisted of two main areas of 
work: 

1. Insight research & data gathering 

2. Co-production 

These two areas have combined to shape our plans for the full delivery phase of the project. 
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1. Insight research & data gathering 

Parkinson’s UK used an open tender process to appoint an agency to fulfil this element of 

the work 

The knowledge and expertise of Parkinson’s UK teams was utilised to inform the 

geographical variance element of the insight. 

The following research questions were identified:   

1. What are the behaviours, motivations and attitudes of our target audience – people 

with Parkinson’s aged 55 and above – to becoming and staying physically active?   

2. What is working well about Parkinson’s UK local networks and volunteer groups’ 

approaches to helping people with Parkinson’s to become and stay active?   

3. What wraparound support, encouragement, inspiration, approaches and delivery 

locations will target the audience need to take up and maintain exercise?  

4. What difference will the environment in which people with Parkinson’s live make to 

their ability to get and stay active?   

5. What difference will tailoring exercise opportunities to people with Parkinson’s at 

different stages of the condition make in people with Parkinson’s ability to become 

and stay active?  

6. What strengths, assets, connections and resources can local people with 

Parkinson’s, partners/carers and professional stakeholders themselves bring to help 

achieve the project aim?   

7. What are the key insights for the project team to use to inform co-production of plans 

and resources for local exercise pilots?   

  

 

 

The following methods were used: 

 

Desktop Research  

The brief to consultants was to recommend 14 locations within the North East of England for 

pilot projects, including a mixture of rural and urban areas, and varying income levels. The 

North East was selected as it is a region that is geographically and demographically diverse, 

with large pockets of deprivation both in terms of income and services (for all, not just 

people with Parkinson’s) and allowed a selection of locations that are representative of 

England/the UK. 

  

Online Survey 

The consultants developed a self-reporting questionnaire to identify and engage with people 

with Parkinson’s and partners/carers.  The survey was tested with an Inclusion Panel of 

people with Parkinson’s which, following their feedback, ran from 19th February to 10th April 

2018.  Parkinson’s UK promoted the survey through our website and various internal 

communications channels (to staff and local groups). The survey was UK-wide and open to 

anyone with Parkinson’s or their partners/carers to complete. Due to time and resource 

constraints only an online option to take part in the survey was offered. 
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Within the survey there was an aspiration to recruit a small number of people with 

Parkinson’s and partners/carers to be involved in focus groups and co-production work. 

Eighteen people from the North East said that they would be willing to participate in further 

research, although this number subsequently fell due to the ill-health of several responders. 

 

Focus Groups 

The consultants and the Parkinson’s Power Project Manager conducted five focus groups 

between 25th – 27th April in the North East of England in Hexham, Newcastle West, Blyth, 

Alnwick and Darlington. The focus groups were attended by 27 people in total, of whom 15 

had Parkinson’s and were aged 55 and above. These focus groups were designed to 

expand on insight gathered from the survey as well as examine assumptions and attitudes 

about exercise, physical activity, barriers, geography and demography. 

  

 

Stakeholder Interviews 

The consultants aimed to conduct semi-structured interviews with up to nine professionals, 

of which they were able to reach five. The professional engagement aspect was challenging 

to achieve, which could have been due to several reasons, such as the professionals’ 

limited time and broad remits. This is something that will be considered when engaging with 

this audience in the future.  

 

 

2. Co-Production 

People with Parkinson’s shape everything that Parkinson’s UK does, and co-production has 

always been integral to the Parkinson’s Power Project, along with an awareness of the need 

to gather insight from those who do not currently engage with charity. 

The project has ensured that our wider Parkinson’s UK stakeholder base has been involved 

in project development from the early stages, and to date has also engaged with healthcare 

professionals, physical activity and sport providers, academics and potential delivery 

partners to help shape development and delivery. This has been achieved through the 

online survey, the five regional focus groups, the workshop detailed below, as well as 

contact with regional and national stakeholders who heard about the project via word of 

mouth, internal and external promotion, and engagement via the project manager. 

This direct engagement approach has been extremely useful in gauging local provision and 

priorities for service providers, and for observing and listening to the ‘real world’ stories of 

people with Parkinson’s and their partners/carers, and their relationships with and attitudes 

to, physical activity and exercise. 
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Behaviour Change Workshop 

In addition to the focus groups, a workshop was organised to bring together people with 

Parkinson’s and their partners/carers, healthcare and exercise providers and other 

stakeholders.  

The transtheoretical (stages of change) model of behaviour change was selected as the 

mechanism to shape the workshop as it would allow groups of delegates to examine each 

stage of the change journey and relate it to people with Parkinson’s aged 55 and above who 

are inactive. The five stages of change would allow for five mixed groups of delegates to 

identify barriers, solutions and delivery. The intended output was to produce several options 

for engagement that could potentially be taken forward for development as pilots. 

Results were captured and used to shape proposals to take forward for further co-production 

and development. 

 

Findings 

People Engaged in Consultation Work 

Our aspiration was to engage as many people as possible in the information gathering and 

co-production phase of the project, and to ensure that we included partners and carers, 

healthcare and exercise providers and other stakeholders in addition to people with 

Parkinson’s. 

Overall nearly 1,000 people have engaged with and contributed to project development, 

insight research and data gathering. Of these people approximately 70% have Parkinson’s, 

with the rest being a mix of family, friends, carers, healthcare and physical activity providers 

and others. 

 

 

 

Although we reached a large number of people, it proved challenging to identify and engage 

people with Parkinson’s and their partners/carers who: 

• Are not already connected in some way to Parkinson’s UK (via local groups, our 

website or local networks) 

• Are anything other than white, British, with access to some disposable income and 

own transport 

• Come from diverse backgrounds and communities 

• Are recently diagnosed 

• Are inactive 

 

However, this is useful information and has significantly helped to shape our future project 

delivery. 

Direct consultation, either face-to-face, or by email/telephone has proved to be very valuable 

when gathering findings – from all our target audiences – and has reinforced the findings 

from the other routes we used to gather insight and data. 
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Survey 

We promoted the online survey widely via our networks, extending the original survey time to 

attract as many responses as possible. In total we received 653 usable responses.  

Of the responses; 

• 550 people had Parkinson’s (91%) 

• 475 of those said that they were both aged 55 or above and had Parkinson’s  

• 37 people had a spouse or partner with Parkinson’s  

• 14 people who had a person with Parkinson’s in their family 

• We engaged a broadly even gender mix (44% female, 55% male) across those aged 

55 and above    

24 out of 603 respondents (4%) who answered the question about their location said that 

they lived in the North East of England, which is representative of the local population with 

Parkinson’s (Parkinson’s UK’s prevalence data estimates that there are 5,866 people with 

Parkinson’s in the North East, 4% of the estimated 145,519 people with Parkinson’s in the 

UK). The survey engaged nine respondents who stated their ethnicity as something other 

than ‘white’.  

 

The UK wide survey provided valuable researched background data and good insight – 

albeit into an audience who could generally be considered active, engaged and 

knowledgeable. The survey generated 107 responses from people aged 55 and above who 

are inactive, and only one of these people said that they did not want to increase their levels 

of activity over the next twelve months. 

 

Specifically, the survey told us that: 

• Walking was the most cited activity – although half of respondents said their pace 

was ‘gentle’ 

• Respondents wanted physical activities to be fun, appealing and have a social 

element 

• Health complications (mobility/balance, fatigue and exercise being too painful) were 

cited as significant barriers 

• The diversity and unpredictability of the symptoms of Parkinson’s were also a factor 

• Nearly a quarter of people reported that “life keeps them active enough” 

• Practical barriers to becoming more active included lack of transport, high cost, 

competing priorities of daily life and the time involved to be active with Parkinson’s 

(length of time to change, travel, get ready etc.) 

 

These responses enabled us to focus research on: how we could engage people who 

believed that they were already active enough (but not actually achieving thirty minutes of 

MIE a week); how we could differentiate between exercise and physical activity (and develop 

appropriate resources, language, images and approaches); and how we could develop 

tailored interventions to support people with varying circumstances and symptoms. 

 

Approximately 75% of survey respondents indicated that they were doing at least 30 minutes 

of MIE, although some of these may have overreported. However, stakeholder interviews 

with healthcare professionals also provided valuable insights on the group of people who are 

inactive.  
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Focus Groups 

Recruitment for the focus groups proved challenging, despite a spread of locations designed 

to appeal to a broad demographic and offering easy transport links and timings. 27 people 

across the five locations attended, with 90% linked to the charity via local Parkinson’s UK 

groups and approximately three-quarters of them reporting at the focus groups that they 

were achieving at least thirty minutes of MIE a week. Whilst attendee numbers were lower 

than anticipated, input was very useful and informative, and several individuals who attended 

the focus groups are still making significant contributions to the project’s co-production. 

However, the lower than expected uptake reflects the difficulty of getting inactive people to 

even talk about being more active. 

It was a recurring theme that Parkinson’s is a very individual condition and that physical 

activities should be tailored accordingly to meet the needs of the individual to be effective. 

Attendees also wanted more recognition by healthcare professionals, physical activity and 

sports providers and the public about the condition, symptoms, reactions to medication and 

personal needs when living with Parkinson’s and trying to be physically active. Many 

attendees could recount personal stories of being treated poorly at gyms and leisure facilities 

due to their particular needs not being met. 

All attendees reported participating in some form of regular activity/mild physical activity. 

When asked about the type of activity they did they reported: 

• Tai Chi and walking were the most popular activities 

• Most people did not like attending (large ‘chain’) gyms 

• Most people did not like attending general activity sessions i.e. exercise classes that 

were not Parkinson’s specific 

• There was little interest in any sort of online exercise content or DVDs 

• There was interest in the concept of mobile gyms or small set ups away from the 

main gym area 

• Exercise/physical activity needs to be attractive and appealing, supported (where 

needed) by people who understand Parkinson’s, and users must not be set up to fail 

• People with Parkinson’s are generally happy to form groups with other people with 

neurological conditions providing their individuality is not lost or ignored 

 

When asked about the support they would need: 

• There was little interest in incentives i.e. rewards for exercising 

• There was general approval for a volunteer buddy programme – it was repeatedly 

said that it is far harder to ignore a ‘person’ – some groups proposed this solution 

unprompted and some groups endorsed and elaborated on the concept when it was 

presented 

• There is a strong social element to exercising/being active which is as important as 

the activity – and provides a good route for support and information about health and 

wellbeing 

• There was recognition that there is a need for more information at point of diagnosis, 

clinic sessions with Parkinson’s nurses, GP’s surgeries etc; advice/signposting by 

trusted professionals. 
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Barriers: 

• Access to facilities and services – the act of travelling can be exhausting and can 

negate the immediate benefits of the activity 

• Changing rooms – often they are too small, and respondents reported being stuck in 

them or suffering freezing episodes where they were unable to move, with no support 

available 

• Staff – there is often a lack of understanding amongst physical activity providers 

about Parkinson’s and the nuances of the condition 

 

Marketing/messaging/language: 

• The word ‘exercise’ was very off-putting to most people 

• Parkinson’s Nurses are excellent and are a great way to reach people 

 

Stakeholder Interviews 

The consultants found engaging with healthcare professionals challenging. Despite support 

from Parkinson’s UK staff and access to the local contacts that staff had made it proved very 

difficult to obtain responses or book time for telephone interviews. 5 interviews were 

conducted: 

• Parkinson’s Disease Nurse Consultant (Northumbria) and Clinical Lead for Nursing, 

Parkinson’s Excellence Network  

• Specialist Neurological Physiotherapist within Newcastle upon Tyne Hospitals NHS 

Trust  

• Physiotherapy Clinical Team Lead Neurology, City Hospitals Sunderland  

• Inclusive Sport Development Officer, Smile Through Sport  

• Engagement Advisor (North West and North East), Activity Alliance.  

 

These interviews provided valuable insights on the group of people who are inactive, 

including information around current provision and the geographic barriers to access, the 

need for better signposting and more effective moving of people from one service to another, 

as well as confirmation about what in their experience makes for appealing activities for our 

audience. Many of these finding reinforced our learning from the focus groups.  

 

Co-Production Workshop 

100 people were invited to the workshop in Leeds, 40 people attended the two-day 

workshop, with another 10 unable to attend but contributing insight via email and telephone 

calls. The attendees were a strong mix of stakeholders and people with Parkinson’s, which 

greatly contributed to the success of the event. People with Parkinson’s who attended 

represented a good cross section of those who worked or didn’t, were of varying ages and at 

different periods from time of diagnoses, had a variety of symptoms, and were connected via 

activities, classes, online forums and meetings to a wide range of other people with 

Parkinson’s. Attendees travelled from across the UK to attend, and many were suggested by 

Parkinson’s UK colleagues or by people with Parkinson’s. However, most people with 

Parkinson’s who attended already achieved at least thirty minutes of MIE a week and did not 

come from ethnically diverse backgrounds, meaning they weren’t as representative of our 

target audience as we’d have liked. Comments from participants included: 
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“A consensus certainly among our group was how great it was to have a room full of 

people wanting to making positive change.  The mix of the group was great, we got 

lots of different perspectives which was really interesting and generated a lot of 

discussion.” Healthcare Professional 

 

“I feel very strongly that the mixture of people in the room was a key part to the 

richness of the conversations and the group discussions.  The different perspectives 

in terms of professionals, patients, carers, and Parkinson’s UK representation was 

great.” Exercise Provider 

 

“Great to have people living with the diagnosis - not experts 'sorting us out'!”  

Person with Parkinson’s 

 

“Great to have people from so many areas of excellence - as a person living with the 

diagnosis, it had the effect of contributing to me feeling supported, taken seriously 

and being valued.” Person with Parkinson’s 

 

Key learning from the behaviour change workshop reinforced other insight already gathered 

and mostly focused around the need for a personalised approach and to make activities 

appealing, supported and with minimum anxiety and maximum demonstration of impact. 

Summary of Workshop Learning (from the group discussions): 

• Personalised and tailored support is crucial to encourage and sustain behaviour 

change in our target audience – i.e. it is necessary to understand what people want, 

like and can do 

• An ‘engagement role’ would be universally welcomed – with the right person in post 

to facilitate change and build relationships  

• Efforts must be made to engage with people outside of our (Parkinson’s UK) network 

– currently local activities appeal to a specific demographic and are much less likely 

to attract people from ethnic minority backgrounds and areas of (multiple) deprivation 

• People with Parkinson’s need clear guidance on what counts as physical activity, and 

how much they should be aiming towards, and that this does not have to involve 

traditional gym-based activities 

• Interventions are needed at different points to suit individual needs – everyone is 

different 

• The focus should be on inactive people 

• Volunteer support could be a strong factor in helping people to start being physically 

active and to surmount the barriers of starting something new that often take place in 

new surroundings or with strangers 

• Physical activity should be fun, enjoyable and appealing – not a chore or something 

to dread 
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Parkinson’s UK Local Groups and learning from other discussions 

All the North East Parkinson’s UK local groups have been offered the chance to meet the 

project manager, talk about the project, and have an open opportunity to contribute to project 

work and co-production work. To date approximately 150 people have been involved in this 

process (which is ongoing). 

Conversations with people with Parkinson’s have generally reinforced our learning and often 

return to common themes. While some people are very inspiring in the amount and variety of 

exercise they do, many others will do very gentle activities or believe that they are either 

active enough in their daily lives, or not capable (due to their condition) of being physically 

active enough. Some people will cite ‘perceived’ barriers about cost of travel or activities, or 

that ‘there is nothing near me’. 

Common themes emerged from each of the consultation and co-production activities, which 

can be summarised as the following: 

• ‘Exercise’ is often perceived as gym-based and not enjoyable 

• The social aspect of being active in groups is very valuable 

• Any activities should be enjoyable, appealing and flexible to the variances of the 

condition 

• Laughter is very important 

• The way to succeed is to understand individuals and adopt a personalised approach 

– don’t try and make them do something they don’t want to do 

• Everyone is different 

 

“I always said I’d never go to a gym, but the exercise provider understands me and 

my Parkinson’s and took the time to take care of me, and now I go three times a week 

and I can really feel the difference” Person with Parkinson’s  

 

 

Synopsis of Barriers 

Health complications were cited as significant barriers to becoming active in the survey, 

including reduced mobility or balance problems (31%); feeling too fatigued (22%); and 

exercise being too painful (11%).  For people with Parkinson’s, there is a further overarching 

barrier which is caused by the diversity of symptoms and the unpredictability of the condition.    

 

“On good days, at good times, I can do a lot… and different things… but on bad days I 

can hardly get out of the chair…” Focus Groups, composite 
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People with Parkinson’s also face psychological barriers such as apathy and depression.  

Research has shown that the rate of severe depression in people with Parkinson’s is twice 

that seen in other equivalently disabled patients, and this impacts on people’s willingness to 

engage in physical activity (Mental Health Matters Too All-Party Parliamentary Group on 

Parkinson’s Report 2018).  The reasons cited by survey respondents for not being physically 

active ranged from “bad weather” to a lack of confidence, fear of falling, or having had a bad 

experience in the past.  People who had been physically active before their diagnoses 

reported the frustration of having “to accept the compromises to physical mobility and 

wellbeing that PD brings.”  Those who had never had a physical activity habit reported 

about the frustrations of having to “take up and maintain activities that I dislike so 

much.”  Participants in the focus groups talked about inappropriateness of some 

approaches to physical activity, of the “terrific lack of awareness” (including among 

physical activity and sports providers) of Parkinson’s and its impacts on daily living.  

Inappropriate physical activity programmes can be “strongly demotivating.”    

  

Perceived barriers also contribute to people with Parkinson’s being unwilling to participate in 

physical activity programmes.  22% of survey respondents reported that “life keeps them 

active enough”; some believe that their active days are in the past (5.7%) or that they feel 

too unfit to be physically active (7.5%).  Some survey respondents (5.5%) said that they 

would be embarrassed about people staring at them.  This is an issue when people with 

Parkinson’s discuss their experiences of mainstream provision such as gyms and leisure 

centres, which were described (in a composite of comments from all five Focus Groups) as 

being “…daunting… and full of young… lithe… beautiful people…in Lycra!” Even the 

most confident and active Focus Group participants did not think that mainstream gyms offer 

comfortable places in which to develop a physical activity habit.  

  

People with Parkinson’s also face some specific practical barriers, including the competing 

priorities of work and family life:  9% of survey respondents said that they do not have the 

time to do exercise or classes because they have to factor in not only the activity time but 

also “getting there, getting changed, doing the class, getting changed again, and 

getting home...”  Further, people with Parkinson’s need more time to use facilities, to 

prepare and to change for activities, and this is not always accommodated by mainstream 

providers.   

 
“It leaves you feeling very vulnerable… and makes it very hard to go back again… I’d 
be more attracted to something where I wasn’t in the way.”  
(Focus Group, composite)  
 
Many people with Parkinson’s also rely on others to drive them to and from activities.  High 

cost of activities is another factor, especially for those on low incomes or benefits.  

  

 

Focus group participants described the need for more information about suitable activities 

that are available. An element of our delivery work will be to signpost our audiences to 

available tools (such as the Parkinson’s UK website and search facilities), and to support 

people to use them. This information could be distributed via GP surgeries, hospital clinics 

and Parkinson’s Clinics.  Parkinson’s Nurses were described as “a mine of information”, 

and very much a trusted voice.   
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The Pilot Region 

Overview of North East: 

Deprivation is a significant problem in the North East - 31% of people living in the region live 

in the 20% most deprived areas (IMD, 2015).  Research from the University of Glasgow 

(Sutherland, et al., 2010) points to two long-term causes of deprivation within the region – 

major changes in the employment base and the ‘residential sorting’ effects of the private and 

public housing markets (which has led to some localities having a high concentration of low 

value housing stock).  Despite improving economic circumstances within the region and 

employment growth in recent years, and attempts to regenerate these areas, geographic 

concentrations of deprivation persist.    

 

The region is also large, with a predominance of rural areas with sparse and dispersed 

populations, and a lack of public transport and infrastructure.  In these areas older people 

with Parkinson’s can face difficulties accessing groups and services.  Several professionals 

said that in some areas within the region people are reluctant to travel.  These challenges 

are likely to be seen in other remote counties in England such as Yorkshire, Lincolnshire, 

Cumbria, Devon and Cornwall, as well as in the wider UK.    

 

The geographically and demographically diverse nature of this region, with large pockets of 

deprivation both in terms of income and services, makes it a suitable area to test the efficacy 

of our interventions given our ambition to roll-out successful pilots across England in the 

future. 

 

Recommended pilot areas: 

In addition to seeking to engage people with Parkinson’s who are aged 55 and above and 

are physically inactive, our project goal is to test a variety of approaches with people living in 

rural and urban areas, as well as localities with high, medium and low levels of deprivation.    

 

For the pilot area to be reasonably representative of England, consultants recommended 

that the mix of rural/urban areas should be roughly representative of England’s population 

aged 55 and above.  ONS population data (2011) shows that 22% of people aged 55 and 

above in England live in a rural area, whilst 78% live in an urban area.   

 

The project will work across the north-east but will focus on specific areas for evaluation 

purposes. It is anticipated that 7 pilot areas will be targeted in year 1 (2019), 7 new areas in 

year 2 (2020), along with continuing work in the 7 original areas to give 21 samples. 

Research provided us with pilot area locations which would be suitable for our delivery 

phase, and these locations were finalised as: 
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 Location  Local Authority  Description / why  

1  Alnwick/Berwick Northumberland  Rural - surrounding areas include mix of high and low 
deprivation Berwick isolated but good starting point 
already in place with Active Northumberland  

2  Barnard Castle  Co Durham  Rural - low deprivation  

3  Consett    Co Durham  Rural - low deprivation, geographically quite isolated 

4  Ponteland  Northumberland  Urban & rural mix - low deprivation, large older 
population  

5  Durham  Co Durham  Urban - low deprivation. Belmont & Newton Hall have an 
older population  

6  Hexham  Northumberland  Urban - low deprivation. Market town. PD Consultant is 
keen to participate  

7  Gateshead  Gateshead  Urban – low/medium deprivation, active but older 
population of people with Parkinson’s  

8  Stanley  Co Durham  Urban - medium deprivation, deprived surrounding area.  
Parkinson’s UK have held an exercise taster day here  

9  Darlington (North 
East)  

Darlington  Urban - medium deprivation (mixed area). Older people 
in North East of borough  

10  Newcastle (West & 
North)  

Newcastle  Urban – medium & high deprivation (mixed). Older 
people clustered in north of borough but BME 
population is in west 

11  Stockton-on-Tees   Stockton-on-Tees  Urban – medium and high deprivation, high levels of 
inactivity, older people with Parkinson’s  

12  South Shields  South Tyneside  Urban - high deprivation. Very high levels of inactivity 
Growing areas of ethnic communities  

13  Sunderland  Sunderland  Urban - high deprivation. High levels of inactivity (but 
younger population of people with Parkinson’s)  

14  Ashington  Northumberland  Urban – high/medium deprivation (former collieries, but 
with increase of new housing)  

 

 

It is anticipated that the 7 pilot areas in year 1 (2019) will be: Barnard Castle, Hexham, 

Newcastle upon Tyne, South Shields, Berwick upon Tweed, Stockton and Sunderland. 

 

Assessment of existing local resources:  

There are around 448 Parkinson’s UK local groups throughout the UK (367 in England) with 

an additional 40 Parkinson’s Cafés (of which 21 are in England).  A Parkinson’s UK Café is 

an informal group for people with Parkinson’s, their family and friends. They are a new way 

of supporting people affected by Parkinson's in a relaxed and informal setting, offering 

regular access to friendship, shared experiences and information.  They are run by an 

estimated 3,000 volunteers who usually have personal experience of Parkinson’s and are 

supported by Parkinson’s UK staff.    
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Most of the focus group members were active in their local groups.  Most described their 

groups as “small but beautiful” and were aware that they reached only a small number of 

people with Parkinson’s in their areas, although some groups are much larger and more 

active.  Some, although not all, offer a range of activities and had set up activity classes, e.g. 

Pilates in Hexham and curling in Blyth.    

 

Focus Group participants described how their local groups provided forums for sharing 

information specific to the illness, and solutions to the challenges it presents in daily living.  

This mutual support is a function which members find invaluable.  

 

Beyond the local groups network, Parkinson’s UK is building relationships and expanding the 

activities available through partnership working, volunteer led activity outside of the local 

groups and signposting to other providers who offer Parkinson’s ‘compatible’ opportunities.   

Due in part to the economic and social challenges faced by the region in general, there are 

many agencies and initiatives that are in place to enable engagement with diverse 

communities to aid healthcare, improve environments and increase learning and education.  

 

The project has already developed potential partnerships with the Inactivity & Inclusion Team 

at Tyne Wear Sport (County Sport Partnership), the Active Outdoors Team at the National 

Trust, Active Northumberland and the Faculty of Health & Life Sciences at Northumbria 

University. Further partnership work will be explored with charities in the region who work 

with people with long term and/or age-related conditions. 

 

Parkinson’s UK has a strong team of staff regionally and nationally, many with ten or more 

years’ experience in working with and supporting people affected by Parkinson’s.  

 

Our research, consultation and co-production have all reinforced and built on the insight that 

we already had in relation to people with Parkinson’s and participation in physical activity, 

common themes, concerns and ideas being identified through each element.  

 

 

 

Discussion 

The learning from the development phase has been fundamental in shaping our full delivery 

plans. Involving many people with Parkinson’s; their carers, partners, friends and families; 

healthcare professionals, physical activity and sports providers, potential delivery partners; 

and Parkinson’s UK staff and volunteers has meant that we have captured compelling and 

first-hand evidence from a broad and informed base.  
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The detailed and in-depth engagement has: 

• Filled the gaps in our knowledge 

• Shown us where our strengths and weaknesses lie when we engage with our current 

and potential audiences 

• Identified the barriers people face to becoming and staying physically active 

• Proved the value of co-production 

• Clearly shown us where our full delivery plan for Sport England should focus 

• Identified what support is needed to move people from inactivity to at least thirty 

minutes of MIE a week 

• Confirmed the suitability of our chosen pilot region, and identified specific 

geographical locations 

 

This phase has highlighted the complexity of Parkinson’s, the diversity of its symptoms for 

each person and their reaction to medication, as well as their ability to stay active as their 

condition progresses. It has also confirmed the feelings of individuality that many people with 

Parkinson’s have in relation to physical activity.  Further, the North East is a diverse region, 

with a blend of cities and towns, urban areas of high deprivation, former industrial towns, and 

vast rural landscapes peppered with isolated villages and dwellings which makes it ideal for 

our pilot work. 

 

This project has an aspiration to reach beyond our typical audience. Whilst local Parkinson’s 

UK groups are a good way of engaging with groups of people who perceive themselves to 

be active enough, they do not (often) provide an attraction to people who are newly 

diagnosed; are socially, geographically or demographically isolated; come from 

diverse/under-served communities or backgrounds; or choose not to engage with available 

support. 

 

Parkinson’s Cafés may prove to be a good area to engage with people who are not local 

group members, and good places to spread information and build relationships. We know 

that similar social support activities are run by other charities (such as Age UK, Mind, 

Alzheimer’s Society), so we shall explore engaging with people through those avenues. 

 

An overarching conclusion therefore is that there is no single approach, nor single 

programme of activities that will enable people with Parkinson’s to develop and maintain a 

more physically active lifestyle.  The Parkinson’s Power project will need to develop and pilot 

a suite of interventions which fit people’s interests, abilities, location and budget.  Telling 

people to be physically active just because it’s good for them does not and will not work; and 

that personalised support in the form of trained and knowledgeable professionals and 

volunteers will be crucial in achieving sustained behavioural changes. The ‘trusted voice’ at 

the right time and the right place will be a crucial part to the success of this project. The 

project will aspire to engage these audiences and tailor our offers accordingly.  
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Our aspirations for delivery remain the same and there will be no substantive changes to our 

aims. However, the development phase has allowed us to sharpen the focus of our work, 

understand the resources we will need to deliver quality interventions and learn more about 

what our audience need, want and are capable of. Research has also shown us that there is 

less need for this project to concentrate on digital applications (which are being developed 

centrally by Parkinson’s UK) and more need for development of the exercise framework in 

an accessible style for people with Parkinson’s as a handy reference guide. 

 

The research has confirmed much of the information we previously believed to be true and 

has given us a strong base on which to shape the pilots for the full award phase of this 

project. 

 

 

 

Recommendations for Full Delivery (2019 & 2020) 

 

Recommendations 

  

The development phase has allowed us to identify the barriers and motivations for people 

with Parkinson’s aged 55 and above to become and stay active, and to scope solutions to 

address the findings. 

It is now clear that: 

• Understanding personal (individual) circumstances, barriers and motivations will be 

the most effective way to change behaviours 

• Support, resources, opportunities, activities and interventions must be delivered on a 

tailored, individual level 

• Additional engagement with hard-to-reach people and communities is required 

• Barriers, solutions and motivators are (generally) uniquely personal 

• A sound geographical and demographic understanding of regions and locations is 

important 

• Support will be effective when it is ‘people’ based i.e. volunteers/buddies 

• Interventions and wider strategic delivery will succeed when delivered in partnership 

with a range of healthcare and exercise providers and other charities, as well as 

other non-sector specific organisations and the UK Parkinson’s Excellence Network 

 

Delivery solutions must therefore be based around: 

• A person-centred approach – use a personalised approach with the target audience 

and healthcare and physical activity and sports providers, engage with people and 

communities from diverse backgrounds, and facilitate appealing and attractive 

opportunities for people to become physically active and make sustained changes to 

behaviour. 

• A range of multi-layered volunteering opportunities – both for people with Parkinson’s 

and to support them. 

• Increasing awareness of the benefits of being physically active via several routes, 

including a version of the Exercise Framework for people with Parkinson’s (rather 

than professionals). 
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“Each person is motivated by something different…it’s then about working with each 
person’s own spark”  
Specialist physical activity provider 

Behavioural change techniques: 

The target audience will primarily be in the pre-contemplation and contemplation groups. 

Interventions with this group will need to employ a range of behaviour change techniques to 

deliver sustained and flexible changes. A well trained, supported and enthused volunteer 

programme would play a large part in delivering these actions. 

• Goals & Planning – goal setting and action planning 

• Feedback & Monitoring - feedback on change and impact 

• Social Support – practical and emotional support 

• Shaping Knowledge – instruction and skills training 

• Comparison of Behaviour – Observable demonstrations and social comparison 

• Self Belief – verbal persuasion about ability 

• Covert Learning – awareness of consequences of positive and negative behaviours 

 

Principles of working for Parkinson’s Power during full award phase 

Based on our learning, our delivery going forward to the full award phase will be organised 

into two areas. Within these areas there will be a suite of interventions that have developed 

following the behaviour change principles we have adopted. 

We aspire to meet the needs of all inactive people with Parkinson’s aged 55 and above, 

although we will weight our targets to ensure that we are engaging people from beyond our 

usual audiences. 

The tailored, personalised approach we will be taking will naturally result in a suite of 

interventions best suited to the individual. These may include linking people to ‘standard’ 

physical activity classes, volunteer support, a graded activity programme with short, medium 

and long-term goals, building on existing activities or arranging new activities depending on 

need.  

Volunteer support will follow this approach and offer a range of interventions and options via 

matching designed to enable sustained changes. We have been consistently informed by all 

groups (people with Parkinson’s and their carers, healthcare and physical activity providers 

and other contributors) that support via volunteer and/or buddies will be effective and should 

be trialled.  

“Work with volunteers is a great way to keep a project sustainable and also to support 

inactive people to take part in sessions, even to step through the door is a barrier for 

people who don’t see physical activity as part of their routine.  We use and have used 

this model in a number of projects…”  

County Sports Partnership  

This approach will allow ’nudges’ via positive reinforcement and gentle support and 

encouragement to help people change behaviours and recognise the impact of those 

changes to their mental and physical wellbeing. 

“If things go wrong when you are on your own, if you have a fall or a setback, you can 
lose your confidence, and then stop taking exercise altogether.” 
Focus Group 
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We know from our insight work that it is difficult to engage with people with Parkinson’s who 

are homebound – in their own homes or a care home. They may be isolated across the 

region in care homes; unable to travel to classes or meetings and may believe that their 

limited mobility precludes doing any form of physical activity. They form a group as 

potentially underserved as any other who we aspire to engage with. We will use our project 

staff and the relationships we develop with healthcare professionals to bring information and 

support to this audience and make them aware of the resources we can provide especially 

regarding effective seated exercise. 

“Having an outside person coming in brings new interest and energy”  
Specialist Exercise Provider 

 
Overview of how we will achieve this: 

 

To deliver successful outcomes we will change perceptions about what ‘exercise’ and 

‘physical activity’ mean to people with Parkinson’s and help people to access appealing and 

attainable physical activities that they can do in their own homes, their own locales and with 

or without other people. We will introduce new volunteering mechanisms to facilitate 

effective and incremental change and give more knowledge to the trusted voices that people 

with Parkinson’s rely on. 

 

We will: 

 

• Employ a Project Engagement Officer who will work in the selected pilot areas to 

facilitate links between people with Parkinson’s and opportunities to become active; 

engage with ‘hard to reach’, diverse and under-served people and communities; and 

use a personalised approach with people with Parkinson’s and the trusted voices 

around them. 

• Develop volunteering opportunities to be trialled and tested as mechanisms to 

support people with Parkinson’s to become physically active; and to pilot 

opportunities for people with Parkinson’s to actively volunteer in physically active 

ways, potentially leading to increased physical and mental wellbeing. This work will 

be delivered by a Project Support Officer. 

• Provide information about the benefits of being physically active (and where and how 

that can be achieved) in a variety of formats through our two core projects. This will 

include a version of the Parkinson’s Exercise Framework for people with Parkinson’s. 
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Parkinson’s Power Engagement Pathway 
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Our Audience(s) 

The primary audience for this project are people with Parkinson’s aged 55 and above who 

are currently inactive i.e. not achieving a minimum of thirty minutes of moderate intensity 

exercise (MIE) a week. This project will initially be piloted within the North East of England. 

 

Some of our audience will be classed as completely inactive and some as active, but not 

achieving the intensity levels of physical activity that will provide significant benefits to 

health. 

 

For engagement purposes, our target audience can be classified into two segments: 

1. People with Parkinson’s who have no (direct) contact with Parkinson’s UK (people 

we do not know about). 

2. People with Parkinson’s who are engaged with or known to Parkinson’s UK – usually 

through our local groups, staff or activities (people we know about). 

The project target is to help at least 315 people (105 in year 1 from 7 pilots, 210 in year 2 

from 14 pilots) move to achieving at least thirty minutes of MIE a week and sustain that level 

for at least 6 months. We estimate that we will need to recruit at least 400 people with 

Parkinson’s to achieve this figure (to allow for drop outs for mainly reasons related to the 

condition) and engage with at least 600 people to allow for lack of interest etc. 

 

The project will have three ‘audiences’: 

A.) Inactive people with Parkinson’s who fall into the above two categories 
B.) Stakeholders, including community provision of physical activity 
C.) Volunteers/peers/carers etc. 

 

Engaging with Group 1 (not known to us) 

This audience presents complex challenges to engagement: 

• They are not part of our local networks (although some may use Parkinson’s UK 

services like the website, helpline or forum)  

• They may be socially or geographically isolated  

• They may be in denial about their condition (which has been reported via co-

production insight gathering) and/or dealing with other illnesses or personal issues 

• They may be part of communities that self-support rather than actively seeking 

outside help.  

This group will also contain members from backgrounds not typically associated with 

Parkinson’s UK. It is a strategic aim of Parkinson’s UK to increase our local engagement 

with diverse and under-served audiences, and Parkinson’s Power will be at the forefront of 

this aspiration. 
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1. Finding Them 

The main way of finding this audience will be via healthcare professionals – 

principally Parkinson’s Nurses, physiotherapists and GP’s, as well as Parkinson’s 

Local Advisors (who give day-to-day support for people with Parkinson’s including 

claiming benefits and accessing services). It is likely that many members of this 

audience will only become visible when they attend clinics or medical appointments. 

There is also an alternative route of this audience coming forward via media 

channels, advertising, word of mouth or potentially through our Parkinson’s cafés. 

 

2. Communicating 

Communicating our messages and offer will be a key part of the role of Project 

Engagement Officer. This Officer will work with healthcare providers to identify 

inactive people with Parkinson’s, engage with them (supported by the trusted voice of 

the healthcare provider) and build a personalised and person-centred approach, 

understanding of their needs, motivations and capabilities. Moving Medicine (an 

initiative by the Faculty of Sport & Exercise Medicine in partnership with Public 

Health England and Sport England. They work with clinicians, hospitals and patients 

to spread the word about the remarkably positive effects that just a little bit of 

movement can have on the symptoms of many common diseases) may provide 

valuable resources to enable us to deliver this element of the project. The Project 

Engagement Officer will also build relationships in our target areas with healthcare 

professionals and physical activity providers so that opportunities to become 

physically active can be promoted, shared and matched appropriately. 

 

Evidence from the physical activity group in Berwick upon Tweed has shown that 

articles in local print and online media can be very effective at spreading messages 

about support and opportunities. Every one of the attendees of the group attended 

because of seeing a newspaper article, so this route will be exploited in our target 

areas. There is also a valid experiment to trial posters placed in GP surgeries, 

pharmacies and other appropriate areas to drive people towards contacting the 

project. Messaging and language used will be chosen carefully and tested with our 

target audience to ensure that appealing opportunities to become physically active 

are clear, and that our work is not seen as ‘exercise’ based. 

 

Engaging with individuals and groups who traditionally do not have much contact with 

us will be key targets for the project delivery staff. The Project Engagement Officer 

will identify and engage with local community groups, leaders and organisations to 

build networks to spread information and identify people with Parkinson’s. The 

Project Support Officer will actively attempt to recruit volunteers from within local and 

diverse communities, who will bring clear benefits in trust and local knowledge. 

 

3. Influencing 

The principle of building personalised action plans will be at the heart of influencing 

this group. By understanding individuals, we will be able to offer appealing and 

attainable opportunities to become physically active, rather than a ‘catch-all’ exercise 

class or something that people have no interest in. By utilising the relationships we 

build with trusted healthcare and community voices we will have a route to engage 

with ‘hard to reach’ and underserved audiences. 

Influencing may well be most effective with some people through family members 

and local support networks (i.e. not first-hand), so we will explore the most effective 

ways of presenting information to and engaging with our audiences. 
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We will use the established technique of showing the impact of changing behaviour 

has had – in this case the effect of being physically active has made on living well 

with Parkinson’s, and we will focus on presenting options to people to become active 

that are attractive and attainable and ensure that people understand that the route to 

achieving thirty minutes of MIE a week can be varied, personal and fun. 

 

The Journey 

There is a clear journey for this group to move to become active for thirty minutes or more a 

week, but the engagement effort will need to be focused on identifying and communicating 

with the audience.  

 

Healthcare professionals will play a key part in recommending physical activity and using the 

opportunities presented by Parkinson’s Power. Equally important will be local community 

voices and groups who can spread information and act as trusted intermediaries, as well as 

local volunteers, mentors, family and friends. Once the individual has been identified and 

has heard our messages, we will start to build a tailored approach and offer personally 

attractive opportunities. Project staff (principally the Project Engagement Officer) will use 

Moving Medicine principles of directed conversations to learn more about the individual and 

record information that can be used to offer support and opportunities. This process will 

move people from pre-contemplation, to contemplation and then on to preparation and 

action. They will be made aware of the benefits of being physically active and given the 

support to begin their change from inactivity. 

 

Engaging with Group 2 (known to us) 

Engagement as part of the development award process with local Parkinson’s UK groups 

has shown that, broadly speaking, members are usually over the age of 60, are not newly 

diagnosed, are not regularly physically active (more than thirty minutes of MIE a week) and 

generally are not comfortable with using the internet. 

 

As part of our co-production, all the local groups in the North East have been invited to listen 

to a talk about Parkinson’s Power and contribute to the project development, and this 

process is ongoing (March 2019) as most groups only meet monthly. 

 

1. Finding them 

We have contact details for our local Parkinson’s UK groups, including when, where 

and how often they meet. 

 

2. Communicating 

There will be four main ways of effectively communicating with this group 

• through group lead volunteers 

• through visits and talks by project and local staff, volunteers, and trusted 

voices 

• through the newsletters produced by the local groups 

• through information that goes directly from Parkinson’s UK, healthcare and 

exercise providers to local groups and individuals – we will also aspire to 

promote the learnings and work of the project on the Parkinson’s UK website 
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3. Influencing 

Clarity of offer delivered by trusted voices will be effective with this group. Emphasis 

will be placed on the benefits of physical activity without having to take up ‘sport’ or 

‘exercise’ to an uncomfortable level.  

 

People with Parkinson’s who can talk about the benefits of physical activity on living 

well with Parkinson’s can be recruited to talk at group meetings and with individuals. 

Parkinson’s Nurses and other healthcare professionals who visit local groups will be 

recruited to endorse the benefits of physical activity, as well as promoting local 

opportunities to become active. Even though we know that engaging with healthcare 

professionals is challenging due to constraints on their time, we have their contact 

details, we have introductions via local Parkinson’s UK staff and we can book 

appointments months in advance due to the project timeline. 

 

Groups will be encouraged to have an emphasis on promoting physical activity (using 

the forums of group meetings and newsletters etc.) and signposting to local 

opportunities (which some groups already do), supported by a trained volunteer or 

group member (an advocate) as per the volunteering pilots. 

 

Project staff can use mobile devices to show the range of activities nearby (via the 

Local Services postcode look up), or to match people with activities they will find 

appealing. 

 

The Journey 

The journey for this group is relatively straightforward. They meet regularly, are known to 

and support one another, and can be contacted easily. They will respond to other group 

members and people they trust when informed of benefits or opportunities. They are 

connected to the Parkinson’s UK network and have access to information. There is the 

potential to build on existing friendships and support networks within the groups to help 

reduce anxiety about beginning new activities. 

 

Engaging with people with Parkinson’s who are homebound 

 

People with Parkinson’s who are homebound (which may either be in their own homes 

because of health or mobility issues, or in a care home) are a group with a specific set of 

needs, and relatively limited but potentially effective solutions. 

 

We know from our learning both for this project and the wider charity that this group is ‘hard 

to reach’, that access to them can be difficult and that people with advanced symptoms will 

struggle to become more physically active. 

 

As an organisation, we have developed guidance to help people be more physically active at 

home and the project will have the resources (delivery staff) to identify the audience and 

share information. 
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1. Finding Them 

As with other target audiences, the principal way of finding this group of people 

will be via healthcare professionals and Parkinson’s Local Advisers. Our insight 

gathering revealed that in Northumberland alone it is estimated that there are 

people with Parkinson’s in 91 care homes, many who do no or little physical 

activity in a day or week. We will engage with healthcare providers to identify 

people with Parkinson’s who want to become physically active and partner where 

appropriate with other charities and agencies to ensure effective engagement. 

We will use our professional education work to support our engagement with 

people who are homebound and utilise the resources that we have already 

developed to support and engage key staff, especially to ensure that activity 

providers have Parkinson’s specific training. 

 

 

Building an expert workforce is key to raising standards of Parkinson’s services – 

with the right knowledge and skills, every professional can deliver high quality 

care to people affected by Parkinson’s. Professionals who are knowledgeable 

about the condition, are understanding and compassionate about how each 

person with Parkinson’s is affected and aware of the range of information and 

support available make all the difference. The Education programme team 

ensure that professionals can access a range of education and training 

opportunities that suit their various learning needs and preferences, and which 

lead to practical change that improves the care received by people affected by 

Parkinson’s. 

 

Our work in local communities, and potentially with other charities will help us 

locate people who are homebound, as well as local Parkinson’s UK groups, who 

will know which members are unable to attend meetings (this ‘local knowledge’ is 

apparent at every group meeting). 

 

2. Communicating 

We will use partners, colleagues, supporters and carers to communicate our 

messages alongside healthcare professionals. We know that the homebound 

group generally receive regular support from healthcare providers, so we will 

engage with this group to ensure that they are promoting and using our 

resources.  

We will use our Project Engagement Officer to work with care homes, care home 

staff and physical activity providers to stress the importance of activity and 

provide and signpost to available resources. 

 

3. Influencing 

Influencing the audience in care homes could be relatively straightforward if we 

develop effective relationships with carers, healthcare professionals and physical 

activity providers, although we will need to establish clear and positive dialogue 

with care home staff to facilitate progress. The (limited) response from 

homebound people with Parkinson’s to our survey indicated a desire to become 

more physically active. 
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Influencing the partners/carers of people who are homebound in their own homes 

will present more challenges, as they will naturally have more concerns and 

worries. However, our messaging will clearly show the benefits to the person with 

Parkinson’s (and their carer) to becoming more physically active, especially when 

seated exercises can have significant benefits and are (relatively, depending on 

symptoms) easy to do. We will have a focus on allaying worries about falls etc. 

and provide clear guidance and support, as well as making sure that activities are 

fun and engaging. Parkinson’s UK have resources and expertise available to 

support this group, see attached document Appendix 13 for a sample.  

 

The Journey 

Building a rapport with care home staff will be important to allow us to work with our 

audience, and not be seen as a ‘free’ resource for every resident, as well as utilising the 

support we can gather from healthcare professionals and any physical activity providers 

already engaged by care homes. 

 

For people who are homebound in their own homes we will ensure that our messaging is 

clear to highlight the benefits and ease of being active at home and encourage them or their 

supporters to engage with us for training or access to information. 

 

Engaging with other audiences 

 

We will develop relationships in our pilot locations with healthcare professionals, exercise 

providers, community groups, local influencers, other charities and agencies.  

We will use existing communication networks to disseminate our messages and ensure that 

our ‘trusted voices’ are engaged with us and promote our offer as they are clear about the 

benefits and delivery options. 

 

We will work with partners such as Tyne Wear Sport, National Trust, Northumbria University, 

and Live Well Teesside and others to use their communication resources to spread our 

messages, influence our audiences and ensure that we are known to local communities and 

community groups to utilise their reach.  
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Engagement 

 

The Project Engagement Officer will provide personalised assistance to support inactive 

people living with Parkinson’s to become and stay physically active. The role will involve a 

one-to-one approach, allowing the PEO to understand the individual’s motivations, interests 

and perceived barriers to participation, and enabling Parkinson’s Power to provide the 

relevant support required to encourage each participant through the behaviour change 

process. The focus will be to find an activity that is both attractive to the individual, and also 

of a suitable and beneficial intensity, with the aspiration that the participant remains active 

and engaged in the long term. 

To find and engage with our target audience, the PEO will focus on relationship development 

with a wide network of partners, ranging from health professionals to outreach community 

groups that come into contact with people with Parkinson’s on a regular basis. In 

disseminating the Parkinson’s Power message via “trusted voices”, we hope that we may 

have a greater chance of positive engagement with the programme. 

 

Support 

 

The Project Support Officer will lead on ways of volunteering to support people with 

Parkinson’s in becoming and staying physically active. This will be achieved by engaging 

with diverse communities and a number of partners to pilot a number of innovative 

volunteering activities. Success will be measured by number of volunteers recruited and 

retained, how many people with Parkinson’s engage in the pilots and the sustainability of the 

pilots.    

 

Volunteers 

Volunteering will be an important part of the project, and their remit will focus on supporting 

people to become and stay physically active. Project volunteers will be supported by the 

Project Support Officer, with assistance from the Parkinson’s UK Volunteering Team – 

although project volunteers will in the main sit apart from Parkinson’s UK volunteers. 

 

There will be four pilot work areas of volunteering, and role profiles and aims will be broadly 

similar: 

 

1. Parkinson’s Power Volunteers/Buddies – recruited to be an encouraging ‘buddy’ and 

matched with a person with Parkinson’s. This role was identified via focus group and 

co-production feedback as an effective way of supporting inactive people, and a way 

of reaching beyond our traditional audience(s). Volunteers will be recruited through 

established routes such as Volunteer Bureau etc. as well as via media, community 

engagement and word of mouth. This will be a significant focus for the Project 

Support Officer. Volunteers will receive training from staff, people with Parkinson’s 

and specialist trainers to ensure that they understand what it is like to live with 

Parkinson’s; how to be an effective volunteer; behavioural change; the aims of the 

project; how to help people move from inactivity to sustained physical activity and 

how to record impact and change. 
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2. National Trust Parkinson’s Power Volunteers – National Trust volunteers who will be 

trained to help people with Parkinson’s become and stay physically active. This 

relationship was identified as a positive potential pilot as NT have properties across 

the country, significant resources and properties have level paths, signposts, staff, 

parking, maps and facilities such as toilets etc. Many people with Parkinson’s are NT 

members but do not take full advantage of the opportunities to become physically 

active on offer (evidenced from Project Manager engagement with people with 

Parkinson’s across the pilot region). NT also have a strategic aim to work with people 

from underserved areas and use their resources to improve health and wellbeing. 

Volunteers will be recruited by NT (with support from Parkinson’s UK), and training 

will follow the same principles as the Parkinson’s Power Volunteers. 

 

3. Young Persons Volunteering – pilot work with students or young people linked with 

charities, foundations or sports clubs (aged 18+) to enable them to support people 

with Parkinson’s. Initial pilot with Northumbria University. This role was identified by 

people with Parkinson’s and Northumbria University (who have been working with 

people with Parkinson’s) as a pilot that could potentially exploit generational gap 

volunteering; help young people learn about Parkinson’s; be a valuable addition to 

student course work and support our project aims. Students will be recruited and 

supported by tutors and receive additional training (as above) from Parkinson’s UK.  

 

4. Parkinson’s UK volunteers who want to receive training to become physical activity 

champions or advocates for local groups – or who want to support family or friends. 

Engagement by the Project Manager with local Parkinson’s UK groups has shown 

that the benefits of being physically active are not regularly promoted at group 

meetings. All groups distribute hardcopy newsletters to members, and generally have 

time to listen to speakers and take part in discussions. This role would be quite 

‘gentle’ in that the volunteer would be trained and given support and access to 

information about being physically active with Parkinson’s, as well as signposted to 

the opportunities presented by the project and wider charity. 

 

 

 

 

 


