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ABSTRACT 

ENVIRONMENTAL NEEDS OF PEOPLE WITH PARKINSON’S DISEASE AND THEIR 

INFORMAL CAREGIVERS: CONSIDERATIONS FOR LANDSCAPE ARCHITECTS 

 

Ashley Millar 
University of Guelph, 2019

Advisor(s): 
Professor N. H. Perkins 

The built environment lacks the infrastructure people with Parkinson’s Disease (PwPD) 

require to navigate it independently. In progressive cases, PwPD require substantial help 

from their informal caregivers and therefore an unsupportive environment affects both. 

Surprisingly, there is almost no literature on the environmental needs of PwPD and their 

caregivers. The goal of this research was to better understand the impact the built 

environment has on PwPD and how this may influence caregivers’ ability to access 

respite. Online Parkinson’s Disease support group forums were analyzed using NVivo 

revealing the ways the built environment is a support and a barrier for PwPD and the 

ways caregivers use their environment during respite. The findings were categorized into 

themes for consideration by landscape architects. A better understanding of the role the 

built environment plays in the lives of PwPD and their caregivers allows landscape 

architects to better design for the needs of this population.  
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Prologue 

My dad was diagnosed with Early-onset Parkinson’s in 2008. At the age of fourteen, I had 

no idea what kind of an impact his diagnosis would have on the rest of my life – I’m still 

not sure I do.  

I knew, pursuing my graduate studies, I wanted to incorporate this experience into my 

research but had no clue how. What does Parkinson’s Disease have anything to do with 

landscape architecture? Well, a lot, apparently.  

With the guidance of my advisor, I developed the goal of my research but hesitated to 

push forward to achieve it. Who was I, the daughter of a rather slow progressing, still very 

independent man with Parkinson’s, to talk about what people with, and caregivers of, 

extremely progressive cases of Parkinson’s experienced and demanded from their 

environments? I couldn’t do that. So, I promised myself, very early on, that I would do 

everything I could (and under the limitations of the research) to share the stories of as 

many different people affected by this disease as I could. I knew I’d have to hear from 

people about their experiences, their successes, their struggles and I knew some of it 

would be difficult to digest. What I did not expect, was an overwhelming optimism that 

oozed from the participants who shared their stories – enough to keep me reading and 

writing about something that would hopefully encourage others to investigate too.   
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Chapter One 

Introduction 

Overview 

Parkinson’s Disease is a common and progressive neurodegenerative disease 

characterized by daily physical and psychological symptoms. People with Parkinson’s 

Disease (PwPD) experience physical symptoms like freezing of gait, slowness of 

movement, fatigue, rigidity, poor posture and tremors. Psychological symptoms include 

dementia, forgetfulness, confusion, depression, apathy and anxiety. As the disease 

progresses, it can be difficult for PwPD to maintain their independence and many seek 

help from partners, family members, friends and neighbours to assist with their daily 

activities. These caregivers are commonly known as informal caregivers. As the disease 

progresses and symptoms worsen, the demand PwPD place on their informal caregivers 

increases and caregivers can find it difficult to leave the person without care. The increase 

of caregiver responsibilities often leave caregivers reporting feelings of depression, 

burden, helplessness and isolation (Roland et al, 2010; Berger et al, 2017). The symptom 

fluctuations and daily uncertainties that come with Parkinson’s Disease make it difficult 

for caregivers to commit to plans outside of their caring role and many reprioritize the 

needs of the person they are caring for over their own. Because of this sometimes-

constant demand, caregivers may find it difficult to schedule respite opportunities or 

personal activities away from the home or the spaces PwPD find most comfortable. The 

lack of respite care received can have an effect on the caregiver’s health and wellbeing 

consequently compromising the care they are able to provide and therefore the wellbeing 

of PwPD.  

While walking and other forms of exercise and physical activity are commonly prescribed 

to help PwPD manage both physical and psychological symptoms, there are several 

barriers they face when trying to take advantage (Kader, 2017; Rantakokko, 2018). 

Caregivers too, face a number of barriers when trying to access respite care in the 
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community (Strang, & Haughey, 1998; Jeon, Chenoweth, & McIntosh, 2007). There is 

little research about the role the built environment plays in the physical navigation of 

PwPD outside of their homes. Further, there appears to be no literature on how informal 

caregivers of PwPD use their built environment during respite activities. 

Problem Statement 

Based on the knowledge about symptoms of Parkinson’s Disease and the limited 

literature surrounding the navigation of home spaces, it is reasonable to infer that 

community spaces are unsupportive of PwPD’s navigation of them, especially 

independently. The lack of supportive built elements might influence the desire PwPD 

have to be outdoors and consequently stay in their homes. Because informal caregivers’ 

activities are often determined by PwPD’s abilities, or comfort level navigating an 

environment, the caregiver likely misses out on activities beyond the home that are crucial 

to their own health and wellbeing.  

Research Goal and Objectives 

Understanding that the ability caregivers have to access respite is determined by the 

severity of symptoms and degree of independence PwPD have navigating their built 

environment, the goal of this research is to: 

Better understand the impact the built environment has on the lives of PwPD and how 

this in turn may influence informal caregivers’ access to respite opportunities.  

To meet this goal, the following objectives were established: 

1. Undertake a literature review of how the built environment influences PwPD, on 

the importance of respite for informal caregivers and the role of landscape in 

health. 

2. Determine the ways the built environment is a support and a barrier for PwPD by 

conducting a content analysis of online support group forums. 
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3. Determine the ways that informal caregivers of PwPD use the built environment to 

achieve respite by conducting a content analysis of online support group forums. 

Thesis Organization 

This thesis is organized into five chapters. After Chapter One concludes, Chapter Two 

discusses the existing literature surrounding PwPD using exercise to manage their 

symptoms and disease progression, the importance of respite care for informal caregivers 

and the barriers they face when accessing respite care, and finally, how nature can 

facilitate these activities. Chapter Three describes the methods used to conduct this 

research. Chapter Four presents the results. Chapter Five discusses the results and the 

role landscape architects can play to alleviate some of the challenges presented 

throughout this research. Chapter Five also discusses the limitations of the research and 

outlines the potential for future research.  
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Chapter Two 

Literature Review 

Overview 

The aim of this research was to better understand the impact the built environment has 

on the lives of PwPD and how this in turn may influence informal caregivers’ ability to 

access respite. To this end, the literature review helped to gain knowledge on how PwPD 

manage their symptoms through exercise. Barriers to accessing physical activity and 

navigating the built environment are explored and the gap in knowledge that exists about 

using environments successfully in the context of Parkinson’s Disease is highlighted. 

Literature supporting the importance of respite care is presented as well as barriers 

caregivers face when pursuing respite opportunities. The literature review also highlights 

a gap in knowledge about how caregivers of PwPD use their respite time. Finally, the 

importance of landscape and nature in facilitating physical activity and effective respite 

environments is presented. 

PwPD 

Physical Activity 

There is a growing body of research examining the importance of physical activity in 

slowing the progression, and managing the symptoms, of Parkinson’s Disease. Though 

Parkinson’s Disease symptoms can be debilitating, they can be managed through 

physical activity. Physical functioning, improved mobility, balance and improved health 

related quality of life are all reported outcomes of physical activity for PwPD (Goodwin, 

2008; Oguh, 2014). Aerobic exercise and strength training specifically, have been shown 

to reduce symptoms and improve physical functioning of PwPD (Rodrigues de Paula et 

al., 2006; Shulman et al., 2013). In another study, participants experienced decreased 

fear of falling after an eight week exercise program (Cakit et al, 2007). Silveira (2018) has 
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also reported on the effectiveness of aerobic exercise in treating cognitive issues 

associated with Parkinson’s Disease.  

Barriers to Exercise 

Though exercise is known to help manage symptoms of Parkinson’s disease, ironically, 

there are several symptom-induced barriers PwPD face when attempting to participate in 

physical activities. Walking is a common exercise for PwPD but can be significantly 

challenging due to symptoms like freezing of gait, fear of falling, fatigue, and low self-

efficacy (Ellis, 2013; Kader, 2017; Amara, 2018). Severity of the disease, poor posture 

and walking and turning with gait hypokinesia, the reduction or loss of muscle movement 

common with Parkinson’s Disease, are also associated with decreased activity (van 

Nimwegen, 2011; Tan, et al., 2012) and are determinates of inability to navigate spaces 

in the home and the community (Kadastik-Eerme et al., 2015). Interestingly, Ellis (2011) 

and Amara (2018) argue low self-efficacy has more of an influence on participation than 

does physical symptom severity. Belief by PwPD that physical activity does not lead to 

reduced symptoms and slowing of progression of the disease, also plays a role in PwPD’s 

decision to participate in exercise (Ellis, 2013).  

Built Environment 

Only recently has literature existed about the barriers PwPD face when navigating their 

environments. Crowded and enclosed spaces, uneven terrain, inclement weather, poor 

lighting, unfamiliarity of spaces and societal perceptions have all been identified as factors 

that can discourage PwPD from pursuing activities outside of their home (Jones et al., 

2008; Lamont, et al., 2012; Parry et al., 2018). In a study by Parry et al. (2018), open 

spaces were associated with good walking and conversely tight and crowded spaces 

were associated with small stride length, freezing of gait and feelings of discontent. 

Unfamiliarity or negative previous experiences of spaces cause hesitance when 

navigating environments (Parry et al., 2018). Unfortunately, modifying outdoor 

environments is less viable for PwPD than is in their home environment and many 

respond by changing their behaviors when navigating the built environment (Jones et al., 
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2008; Lamont et al, 2012). Jones et al. (2008) found PwPD’s ability to walk properly 

played a role in self-esteem, and social acceptance noted by Ellis (2011) and Amara 

(2018) as an important factor in attempting exercise. 

There are few studies that report the ways that the environment plays a supportive role 

in the lives of PwPD. Some literature can be found on the use of rhythmic cues used to 

maintain size of steps, avoid freezing and maintain regular gait (Jones et al., 2008; 

Lamont et al., 2012). More research is needed in to understand how the built environment 

can support PwPD. 

Informal Caregivers Access to Respite Care 

Informal caregivers experience a number of different stressors when caring for PwPD. As 

the disease progresses, PwPD require more attention from their caregiver to help cope 

with both physical and psychological symptoms of the disease. Loss of the caregiver’s 

personal time can create tension and resentment and caregivers of PwPD are forced to 

renegotiate their identities with themselves, the person they are caring for and the rest of 

society. Caregivers of PwPD report feelings of depression, burden, exhaustion, 

helplessness, uncertainty about the future and isolation (Hounsgaard, Pedersen, & 

Wagner, 2011). PwPD’s motor symptoms have an effect on the burden reported by the 

caregiver (Grün et al., 2016). Most correlated though, is PwPD’s sleep problems and 

autonomic dysfunction (Grün et al., 2016). 

Despite some of the barriers and feelings identified above, Zarit et al. (1998) has 

demonstrated the use of caregiver respite can lower caregiver overload, strain and 

depression. Another study reported that after a reduction in the time spent caring for 

someone with dementia, caregivers reported decreased worry, strain and role overload 

(Gaugler et al., 2003). A study by Gitlin et al. (2006) reported caregivers who made use 

of adult day services reported both short term and long term effects like reduced 

depression, better quality of life and higher confidence handling difficult patient 

behaviours. 



 

 

8 

 

Though respite is reported to improve the wellbeing of caregivers, the ability to access 

respite care is dependent on a number of factors. Guilt leaving the person being cared 

for behind, assumptions by the person being cared for that the caregiver is not able to 

cope and financial limitations are all barriers caregivers face (Ashworth & Baker, 2000). 

It is assumed that in the case of Parkinson’s Disease, PwPD’s abilities to carry out tasks 

independently can also be a barrier to caregivers accessing respite. In cases when 

caregivers did access respite, they often reported feelings of guilt and could not fully make 

use of their break time without receiving updates about the person they cared for 

(Berglund & Johansson, 2013). This highlights quality of care provided to PwPD is 

important to caregivers’ ability to fully benefit from their respite time (Berglund & 

Johansson, 2013).  

While the literature suggests respite care is important to caregiver wellbeing, little is 

known about how caregivers, and specifically those of PwPD, use their time during 

respite. Lund et al., (2009) reports most caregivers in their study spent their respite time 

with family, completing housework, and resting and relaxing. Understanding which 

activities bring the most restorative value to caregivers of PwPD is an important first step 

to providing useful and efficient respite to caregivers. Understanding how to effectively 

use the little time they might have is important for caregiver restoration and improving the 

quality of care they can provide. 

Landscape and Health 

There is an extensive body of knowledge that exists supporting the notion that access to 

nature is important to human health. This section highlights the role nature plays in respite 

and in physical activity. 

Promoting Physical Activity  

Akipinar (2016) found that desirable green spaces can motivate physical activity and 

those who took part in activities in these settings reported to be less stressed and in better 

mental health. It is hypothesized that individuals living in close proximity to green spaces 
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would be more likely to be motivated to pursue activities in the spaces (Akipinar, 2016). 

Further supporting this is Van den Berg et al. (2010) who found green space around one’s 

home can lessen the impact and effect of stressful life situations on their health. Increased 

level of physical activity, perception of social cohesion, decreased depression and nature 

orientation were reported as health benefits with expanding frequency and duration to 

natural environments (Cox et al., 2017). More specifically, physical activity among older 

populations without walking issues increased with more habitat diversity in natural areas 

and water in natural areas encouraged higher levels of physical activity for people with 

walking difficulties (Keskinen et al., 2018).  

As a Respite Setting 

Kaplan (1992) suggests natural environments are often sought out when people desire 

restoration. Attention Restoration Theory, popularized by Kaplan and Kaplan (1989), 

states that nature contains the elements necessary for attention restoration after mental 

exhaustion. The subject of Attention Restoration Theory pertains directly to this research 

as the disease can restrict both PwPD and informal caregivers to spending more time 

indoors. Restorative environments could be particularly important to the quality of life of 

PwPD and their caregivers especially as the disease progresses and cognitive, physical 

impairment and caregiver burden increases. The four components that characterize 

restorative environments are; being away, referring to the separation of oneself from 

regular thoughts; extent, having richness and depth different enough from one’s everyday 

environments; fascination, referring to the restorative environment being able to retain 

your attention without one’s effort; and compatibility, referring to the environment 

matching one’s purpose in the environment (Kaplan and Kaplan, 1989).  

Residents at healthcare facilities reporting feelings of lack of control in their lives sought 

out gardens, giving them the opportunity to be briefly distracted from the realities of their 

conditions (Cooper-Marcus & Barnes, 1995). Residents of aging housing complexes 

showed lower stress levels after engaging in horticultural gardening (Rodiek, 2002) and 
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nurses with break rooms with views of nature and exposure to sunlight reported feelings 

of restoration and stress relief (Nejatia, Rodiek, & Shepley, 2016).  

This supporting literature, and many others, suggests the effectiveness and importance 

of Attention Restoration Theory in wellbeing. It is unknown, however, whether Attention 

Restoration Theory, especially regarding respite care, has been examined in the context 

of Parkinson’s Disease. 

Summary 

The literature review reveals the importance of exercise and activity for symptom 

management of PwPD and highlights some of the barriers PwPD face when navigating 

the built environment. The literature also highlights the importance of respite care for 

informal caregivers and explains that little is known about how informal caregivers of 

PwPD use their respite time. Finally, the literature review touched on the important role 

nature can play in the promotion of physical activity and during caregivers’ respite 

pursuits. The findings from the literature review inform the keyword selection in the 

methods section following this chapter. 

Figure 1 that follows, graphically depicts preliminary findings from the literature review, 

conclusions and inferences made and the relationships between these components. This 

mind-mapping strategy helped to reveal the relationship between the built environment, 

PwPD and their informal caregivers.
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    Figure 1: Preliminary, graphic literature review. 
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Chapter Three 

Methods 

Overview 

This chapter outlines the research methods used to collect and analyze text 

conversations from Parkinson’s Disease online support group forums. The process and 

criteria for selecting forums and conversational threads for analysis is explained. The 

analysis stage, where thematic groupings of the findings were generated, is also 

explained. The themes are then discussed further to highlight the ways landscape 

architects can intervene to improve the built environment thus supporting both PwPD and 

their informal caregivers. The suggested considerations have the aim of improving quality 

of life for PwPD and their informal caregivers. 

Online Support Group Forums 

Online support groups, particularly health and medical groups, are generally positive 

spaces with participants sharing encouraging and supportive messages and often 

tangible advice and personal coping strategies (Coulson, Buchanan, & Aubeeluck, 2007; 

Attard, & Coulson, 2012). Established online support groups communities have had the 

opportunity to build trust and rapport resulting in candid and honest conversation making 

them ideal places to collect information about personal experiences.  

Forum Selection 

Parkinson’s Disease online support group forums were identified through a GoogleTM 

(2019) search using a combination of the keywords; Parkinson’s Disease, online, support 

groups and forums. The selection criteria for the online support group forums were that 

they: 

• be open to the public 



 

 

13 

 

• not require a login 

• be currently active 

• have frequent participation (at least 500 threads generated between 

January 1, 2017 and February 28, 2019) 

• have participants who are both PwPD and caregivers of PwPD 

No additional constraints were imposed on the forum selection. 

Two support groups were chosen to analyze for this research; Parkinson’s UK Forum and 

Parkinson’s Foundation Open Forum. Open forums were selected to capture comments 

from both caregivers and PwPD. The Parkinson’s UK Forum had over 177,000 posts and 

over 12,000 users. The Parkinson’s Foundation Open Forum had over 43,000 posts. 

Information on the number of users was not available online. Both forums appeared to 

have a strong sense of community and trust evidenced by the frequency of replies and 

personal content shared in comments from both PwPD and caregivers of PwPD.  

Thread Selection 

Themes identified through the literature review were used to generate keywords that were 

then used to search the online support group forums’ databases. The literature review 

revealed very little is known about how PwPD use spaces beyond their home prompting 

keywords like outside, outdoor, garden, path and neighbourhood. Exercise (most notably 

walking) is identified as an important part of symptom management which prompted 

keywords like walking and activity. Keywords like leisure and social were selected hoping 

that generated threads would identify the ways that informal caregivers spend their time 

away from caring responsibilities and with people other than the person they are caring 

for. It was also inferred that the keyword social would generate threads identifying the 

ways that PwPD spend their time outside of the home at social gatherings and in public 

spaces. Understanding that respite care is an important part of providing quality care, 

keywords like respite, lone and isolate were selected. The initial keywords chosen were: 
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• Outside 

• Outdoor 

• Neighbourhood 

• Garden 

• Path 

• Walking 

• Activity 

• Leisure 

• Social 

• Respite 

• Lone 

• Isolate 

A familiarity of the vernacular used in the forums was gained during the initial round of 

searches and additional keywords were added to the list to capture comments that might 

have been missed through the initial search. These keywords were: 

• Community 

• Obstacle 

• Navigate 

• Club 

• Gather 

• Home care 

A time limitation of January 1, 2017 to February 28, 2019 was imposed on the searches 

to highlight more current personal stories of participants in the forums. The time limitation 

was also used to reduce the number of comments generated to allow for a more thorough 

analysis of the threads. A total of 2,773 threads were generated by the keyword searches 

for the data collection period. One particular thread was generated by many of the 

keyword searches but was not extracted from the forum due to its more than 8900 
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associated comments. Only threads written in English were extracted. All remaining 

messages, and their respective threads, generated by the keyword searches were 

extracted for later review. Table 1 shows the criteria used to determine which threads 

were coded.  

Table 1: Coding Criteria  

Keyword Coding Criteria 

Outside Threads with comments about the use of outdoor spaces were included. 
Threads about being outside of a city or specific area were excluded. 

Outdoor Threads with comments about the use of outdoor spaces were included. 
Includes: Outdoors. 

Neighbourhood Threads with comments about living in, or belonging to, a certain neighbourhood 
were included. Includes: Neighbourhoods, Neighborhood, Neighborhoods 
(captures both British and American spelling). 

Garden Threads with comments pertaining to gardening or being in a garden were 
included. Careful observation was made when threads generated included a 
participant with the username Gardener being addressed by name. Threads 
about a garden variety of Parkinson’s Disease were excluded. Includes: 
Gardens, Gardening. 

Path Threads with comments about travelling by foot/bicycle on any kind of terrain 
were included. Threads about muscle pathways and life/disease/career paths 
were excluded. Includes: Paths, Pathway, Pathways. 

Walking Threads with comments about walking were included. Includes: Walk, Walks, 
Walked, Walker. 

Activity Threads with comments about the physical activity of PwPD and social and 
respite activities caregivers and PwPD take part in were included. Threads about 
brain/neuron activity, dopamine activity and/or active ingredients were 
excluded. Includes: Activities, Active. 

Leisure Threads with comments about activities, particularly relaxing ones, caregivers 
and PwPD take part in were included. Includes: Leisurely. 
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Keyword Coding Criteria 

Social Threads with comments about social activities were included. Threads about 
social media were excluded. Includes: Socialize, Socializing. 

Respite Threads with comments about respite care in or out of the home with the help of 
either a professional or informal caregiver were included. 

Lone Threads with comments about being alone physically and feeling alone 
emotionally were included. Includes: Alone, Lonely, Loneliness. 

Isolate Threads with comments about being isolated physically and feeling isolated 
emotionally were included. Includes: Isolated, Isolation. 

Community Threads with comments about belonging to a physical or online community were 
included. Threads about Parkinson’s communities and medical communities 
were excluded. Includes: Communities. 

Obstacle Threads with comments about either navigating or being defeated by physical 
obstacles were included. Includes: Obstacles. 

Navigate Threads with comments about navigating the built environment were included. 
Threads with comments about navigating Parkinson’s Disease and the forums 
were not selected for analysis. Includes: Navigated, Navigating. 

Club Threads with comments about belonging to a sport, social or any other type of 
club were included. Includes: Clubs. 

Gather Threads with comments about gathering for social and other events were 
included. Threads with comments about gathering information were excluded. 
Includes: Gathers, Gathering, Gatherings. 

Home care Threads with comments about assisted living homes were excluded because the 
research was only interested in assistance that would allow informal caregivers 
time away from home or caring for PwPD. 
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193 threads were considered relevant based on these criteria. A further break down of 

the generated and coded threads is displayed in Table 2. 

Table 2: Coded Threads  

Keyword Number of Threads Generated by 
Keyword Search 

Number of Threads Coded based on 
the Coding Criteria 

Outside 132 24 

Outdoor 34 13 

Neighbourhood 18 5 

Garden 137 8 

Path 176 2 

Walking 610 36 

Activity 404 33 

Leisure 8 4 

Social 253 16 

Respite 28 12 

Lone 131 6 

Isolate 68 6 
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Keyword Number of Threads Generated by 
Keyword Search 

Number of Threads Coded based on 
the Coding Criteria 

Community 241 6 

Obstacle 19 1 

Navigate 43 3 

Club 143 1 

Gather 87 0 

Home care 241 17 

Total 2773 193 

 

Some threads were produced by more than one of the keywords. These threads were 

coded each time they appeared but after reviewing the final set of coded passages, were 

only included once in the analysis.  

Content Analysis 

Using NVivo, a content analysis of the threads was conducted. A preliminary read through 

allowed for a familiarity of content where an initial round of coding was completed. This 

round of coding picked up on higher level themes like PwPD’s strategies navigating their 

built environment, experiences PwPD face that worsen symptoms, caregiver’s 

experiences coping, barriers caregivers face getting out of the house or making time for 

themselves, etc. Threads were coded anytime participants spoke about interacting with 

their built environment, coping strategies, spending time relaxing, enjoying activities and 
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respite time, and in social settings. A theme of support (not related to the built 

environment) emerged and these threads were also coded. A second round of coding 

occurred where more detailed differentiations were made between events that were 

identified in each of the higher level codes.  

Summary 

This methods chapter revealed the criteria for which Parkinson’s Disease online support 

group forums were selected for analysis for the purpose of this research. Keyword 

development and coding criteria were presented. The analysis stage was described 

revealing two rounds of coding took place; a more general, higher level round and a more 

detailed round following. The themes that emerged from the analysis are presented in the 

next chapter.  
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Chapter Four 

Results 

Overview 

This chapter presents the results of the data collected through the online support group 

forums. Text was copied verbatim from the forums and presented without correcting 

misspellings and punctuation errors. The keyword searches often generated results that 

pertained to the research as a whole but not directly to the initial keyword search. For this 

reason, findings are grouped and presented thematically rather than by keyword search 

topic. 

PwPD 

 “Optimism can help us; so can activity.” 

Physical activities that PwPD reported taking part in (and sometimes alongside their 

informal caregivers) were: yoga, water aerobics, Zumba, kickboxing, Rock Steady 

Boxing, swimming, martial arts, dancing, going to the gym, stretching, pickle ball, ping 

pong, skiing, walking (the dog), Nordic walking, hiking and running, canoeing, Tai Chi, 

tennis, cycling, Parkinson’s Disease warrior exercises and Pilates. Less physical activities 

reported were: joining a choir, taking language classes, taking a degree, bird watching, 

painting, sketching, volunteering at the local animal shelter, games like snooker and 

dominos, quiz nights, meditation and tending to a garden. Despite the variety of activities 

participants identified, the consensus was that what ever the activity chosen, it should be 

enjoyable and beneficial to participants’ mental and/or physical health. Participants 

agreed that exercise was crucial for slowing progression of the disease and symptom 

management: 

i plan to go back to jujitsu ( martial arts ) I find that the symptoms tend to go 
away 
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When I do something, like working in the garden, I usually don't have a 
tremor.  

I was diagnosed a year ago and I get fizzing in both arms and legs a lot of 
the time. […] Yes, only when I’m sitting. At this moment, sitting at the 
computer, it’s pretty bad but I’m about to go and dig the garden which will 
sort it out until I sit down again for lunch! 

Physical exercise has been very important in shifting my mood and helping 
to eliminate/reduce brain fog. The earlier in the day I exercise the better. 

if I slack off for a couple days, stiffness sets in. 

Interestingly, there were a handful of participants who shared at-home exercise worked 

well for them:  

[Tai Chi] is less demanding than going to the gym and it is done ‘in the 
comfort of your own home’.  

Does playing tennis on the Wii count ?. It certainly helps with my stiffness 
and depression. Parkinson`s UK promotes the use of the Wii for PWP - 
there are several posts on this forum on the subject. I play tennis on Wii 
SPORTS and table tennis on Wii SPORTS RESORT. I can`t recommend 
them enough. Don`t forget to exercise the little grey cells too - I spend a few 
hours every week with Wii BIG BRAIN ACADEMY and Wii MENSA 
ACADEMY. 

i find [Parkinson’s Disease] warrior exercises very helpful. They can be 
found on YouTube 

I still use the Wii fit to do my exercises. There are balance games, aerobic 
games, and yoga too. I like the fact that I can do exercises in the privacy of 
my own home, anytime of day, for the briefest of workouts or a bit more of 
a session without getting in anyones way. 

Some participants shared that they consider their errands and daily responsibilities a form 

of exercise: 

I’ve always believed an active daily lifestyle is more important than gym 
activities once or twice a week. Do your own housework, gardening, fetch 
your shopping (walking not car). If there is someone in your life always 
saying ‘Let me do that for you’ have a polite word with them that some things 
you can, should, must still do for yourself. We all know those things will 
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decrease over time (for the non-parkies as well) but let me do them while I 
can. 

I make it a point to force myself to get up and move around after my morning 
[medication]. Refill the birdfeeder, water the plants, check and empty the 
squirrel traps. etc. Exercise is key with [Parkinson’s Disease]. 

When I go to the store, I park as far from the store as possible. I will usually 
walk a lap or two around the big box store before I begin shopping (each 
lap around Walmart is almost 1,000 steps. I own a business and have a 
massive number of bills to pay each month. When I pay bills, I pay one bill 
at a time and then take each receipt to the basement to be filed. I make a 
trip around the basement and do one exercise with each trip. I often have 
over 100 flights of steps a day. I'm not saying don't do organized exercise. 
Quite the contrary, I think participating in organized [Parkinson’s Disease] 
exercise is very valuable. What I'm saying is that in addition to whatever 
[Parkinson’s Disease] exercise program(s) you do, you also need to move 
all day long! Move it or lose it! 

Another disagreed after receiving a suggestion from their physical therapist: 

the visit with the Physical Therapist also was an eyeopener. I have learned 
that all the endless activity here at home is not really exercise. Taking 5 or 
6 trips to the basement carrying full laundry baskets is not exercise...grocery 
shopping....weekly house cleaning etc. 

Some participants shared they used something to motivate them to partake in activities: 

Service dogs, like all dogs, need exercise. Having a service dog encourages 
owners to get some exercise each day. 

Fibit is one of the best thing to keep me motivated 

Many participants shared that they take part in activities to achieve more than one desired 

outcome at a time: 

I play tennis pretty much everyday. Even if it's just bashing some balls 
against a practise board. For me, it seems to tick all the boxes; initiating 
movement, physical flexibility, balance, cognitive speed, outdoor fresh air, 
even speech (shouting the score out). As a general note it provides relief 
for me from thinking about moving to just moving without thinking. Its 
sociable too (especially doubles).  
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I choose rock steady boxing because that type of exercise makes the 
participant use speed,balance , flexibilty, strength, eye and hand 
cordination, and foot work. At classes we get to know each other. How long 
we have been diagnosed, sometime what meds we take and amount, males 
and females attend and so on. 

Specifically, exercise and socializing: 

We have a wonderful [Rock Steady Boxing] program here […] I didn't know 
I would love it as much as I do. And I agree that the social interaction is a 
big plus. I've made some pretty neat friends there. And the energy and 
strength I'm getting from it is pretty amazing. 

If your mum isnt afraid of other people around her how about a night of 
bingo. It will help keep her mind active and can win a few quid. Plus mixing 
with others will boost her confidence  

The Hospital pool has water classes close to my home and i make it a point 
to be social. i call everyone by name and in the water know one really can 
tell or cares much about a little physical short comings one has. I fit in my 
budget to go out to breakfast once in a while with them.  

And often as a way to spend time with their partners/informal caregivers: 

Finding an exercise you like to do is the most important. It’s even better if 
you are in a group. I am a rock Steady coach but I also take ballroom dance 
lessons with my husband. 

Tai Chi seems like something good I can also do with my wife so we will 
have something to do together. 

My husband and I have been taking ballroom dance lessons for over two 
years now. I honestly forget I have [Parkinson’s Disease] when we are 
busting a move. Dance like noone is watching folks! 

“Is it just me? or is everybody else bumping into doorframes” 

Participants highlighted their frustrations with doorways and narrow/tight and crowded 

spaces and shared their gait often froze in these particular spaces: 

this walking is getting beyond a joke for me now odd times I can move along 
but most times now freezing at doors crowds ect I could type here all night 
about it 



 

 

24 

 

Freezing often happens worse in a narrow area, or sometimes dark. Crazy, 
for example, I can go up and down stairs with no problem, get to the bottom 
of the stairs in a doorway and the legs freez 

you're so right about bloody doorways and also small gaps.  

I have the same problem, especially in confined spaces such as doorways. 
It seems worse when I am turning around, my feet seem stuck to the floor 
and end up stuttering trying to move off. 

Balance seems to be the main problem especially when turning round on 
the spot. 

My experience of [Deep Brain Stimulation] so far in the context of balance 
is mixed there are times when I can put my socks on standing up 
unsupported and other times I seemingly get drawn into random 
spontaneous pockets of excessive gravity! Especially if the floor is not clear 
of obstacles even small ones. Oddly enough any balance issues manifest 
most often from when I'm simply standing seldom from when walking. 

i bump into door frames regularly and struggle to judge distance from 
objects 

Terrain 

Both indoor and outdoor terrain were found to play a role in navigation for participants: 

Indoor 

I had all the carpets take out of the bedrooms and put in hardwood floors 
that were suppose to be textured to avoid slipping but she's still sliding when 
she walks. 

Hardwood floors are recommended for [Parkinson’s Disease] patients 
because they tend to shuffle and not pick up their feet when walking. We, 
however, decided to put low pile carpeting in most of house (except kitchen 
and baths). 

Deciding floor coverings is a big decision too (we currently have carpet). My 
neighbors and my sister (she has Parkinson's) have gone with hard wood 
floors throughout (easy for a walker or wheel chair).  

My mom can barely lift her feet to step over a flat bathroom rug now. 
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Outdoor 

my difficulties walking up inclines or un even surfaces outdoors. 

My problem is doorways with ramps. Even slight ramps cause me to 
hesitate. […] Going up ramps is OK, just not down. 

We have a small backyard and I had all the grass taken out and put in paver 
stones so she could walk on it easier and the wheelchair can move better 
too. 

“Stairs are evil.” 

Stairs were often described as undesirable for PwPD: 

have as few steps going into the house as possible 

No stairs. God, I hate stairs. 

I’m glad you planned ahead for you and your mom. This is our forever house 
too. No stairs, when hubby used a walker no issues getting around the 
house.  

One participant shared the direction they were travelling seemed to make a difference: 

At times i still have trouble with speech and mobility i tend to fall more going 
up stairs than down 

Overstimulating Environments 

Public spaces were described as overstimulating and a cause for anxiety: 

Crowded room, always noisy, and always light. Just a horrible environment 
for someone with Parkinson's. 

I am finding that my tremors worsen, or become more noticeable, when I 
venture out of my home. Of course, they are always present, but I notice 
they spike when I leave. Consequently, I am the first one to leave a party 
and come home early or, more often than not, I just choose not to attend 
social gatherings. 

Now not sure what caused it but i have noticed that i do start shaking when 
feeling vulnerable or in crowds, something i never suffered or had before. 
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I'm having some anxiety issues. It started out as very mild but dramatically 
increasing recently. It's a vicious cycle of worrying about my symptoms 
before I do some socially or doing things in public, which then in turn makes 
my symptoms worse, and on it goes. In the last month or so I feel like I'm 
having an anxiety attack before I go out. It's also now including just getting 
excited about things both positive or negative seems to trigger an increase 
in tremor and anxiety. 

Natural Spaces 

Crowded public and indoor spaces were highlighted as difficult to navigate in comparison 

to more open, natural spaces: 

I walk my dog every morning through the woods and have no problems, 
however when I am walking in town or built up areas I experience a feeling 
that i am not fully in control of my actions as if I am in a kind of a dream and 
out of balance.  

I experience the same thing in that I walk quite well in the countryside but 
am significantly worse in town/shopping. I put this down to there being much 
more stimulus in built up areas for my brain to deal with. 

Funnily, im worse in the house, in that i drag my leg and shuffle a bit in small 
spaces. When I’m out and i can get a good rhythm going, Im much better. 

I agree,I am much better at walking in the countryside,I feel out of control in 
crowded streets. 

I think that when walking in the countryside, we are free to wander at our 
own pace, in the open air and with no need to concentrate on bumping into 
people or thoughts about crossing roads, etc. Whereas, in built up areas, 
our brains have to work much harder and consider others around us and 
how we are going to get from A to B. Because our minds are working more, 
it could cause the feelings you describe, as we are more tense. I have 
exactly the same trouble and I'm sure many others will agree. 

I find i get so frustrated when i cant walk around the shops yet i can walk 
perfectly down to the shops, do you find you are worse when you are at 
home im terrible but when i get outside im a lot better. I have tried to lift my 
feet like i was going to go upstairs that sort of helps. 

Conversely, one participant shared: 
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At home and in familiar rooms I do not walk well, and on the street at work 
in unfamiliar places it's good. 

Addressing Anxiety 

Participants shared spending time outdoors helped with alleviating their stress and 

anxiety:  

I find moving around - walking makes [my anxiety] go away faster. It seems 
to be the shot of adrenalin for me and as soon as I get the adrenalin out of 
my system I'm fine. It's worse when I'm sitting or confined. 

I try to walk at least 2 miles a day and I believe that has worked wonders. 
Otherwise I don't feel well from strenuous exercise - my walks are very slow 
and casual where I just focus on relaxing and looking at nature. 

She doesn’t expect fame, but it has given her the satisfaction of 
achievement and so does a walk in nature. How do others keep their spirits 
up, or is it very hard? 

Stress can flare my symptoms (movement, cognitive, physiological, or 
whatever else Parkinson's is jacking with at the moment) way out of 
proportion to the stressor. […] Yoga has given me some tools to help cope 
with stress and so has eliminating news (no news radio, television, papers, 
magazines, discussions). Also getting outside for a walk really helps me. 
Sun or rain, just getting outside and moving is such a relief. 

Getting out of the house is one of my ways to help release stress, even 
though it can be the last thing I feel like doing at times. I find that by going 
amongst people, eg a supermarket , makes me have to act normally and 
speak to others. I dont need to buy anything, but being in s normal situation 
just grounds me and can help me put things into pròportion. 

Built Environment as a Support 

Although crowded spaces were commonly highlighted as difficult to navigate, physical 

obstacles were also reported by some to work as a support: 

there is a lot of advantages [to living in an RV]. I have personally avoided 
some falls because the space is so small there is always something to grab 
a hold of. 
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i too. Have falling over problems in the house , it as been made easier for 
me since I rearranged my furniture , my problem is when I turn round quickly 
, so I now have items placed so that I can have one hand on my stick and 
the other on an item of furniture 

I now get up in the night and on waking and taking my first meds I am usually 
unsteady and my partner always watches me to make sure I am safe as I 
"furniture walk" there and back. 

During the past couple of weeks I have nearly fallen several times. I seem 
to be tripping over my own feet and getting in a tangle. On the whole I have 
managed to save myself by grabbing onto something - a door handle, or a 
piece of furniture.  

Participants shared their solutions for overcoming freezing of gait through use of their 

environment: 

Often I hold onto side of doorway, practice swinging legs alternately to get 
the idea of walking, then estimate number of steps and hopefully get going! 

She begins to walk again with a walker and can ambulate up to 350 on a 
straight path. Turns seems to make her freeze but with cueing, she seems 
to be able to "march" out of them. 

I too have issues with walking. Its very frustrating but i use different 
techniques. Counting steps /repeating heel toe-heel toe, as i walk/swing my 
(weak) right arm. Not always successful but concentrates the mind.  

Marching on the spot, stepping while counting, walking to a beat are all good 
for more advanced difficulties. 

if I watch [my daughter’s or friend’s] feet as they walk it helps me 
concentrate and get going most times. 

My mother used to count 1,2,3…Go […] Other times she would look ahead 
to where she wanted to go and would begin the counting before she started 
moving and talk herself through it (sometimes aloud, sometimes just to 
herself)  

Visual Cueing  

Visual cueing was commonly reported to help with freezing of gait: 
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The best thing to do would be to speak to an occupational therapist or 
physiotherapist about applying strips of tape or plastic footsteps on your 
mum’s carpet. These can guide her in places she may be more likely to fall, 
such as in doorways. 

visualize the area beyond the door 

I have heard of some people who look to the lines on the floor/or pattern in 
the carpet and think about walking over them. 

I have just thought of something that sometimes helps me get going. [My 
service dog] walks on my left when on lead. When I am out with [my service 
dog] and have got stuck, if he is on lead, I tell him to go round. That is, he 
moves from my left side, across front, on round my right side to the back, 
and as I swap lead hands, he returns to my left side and I can start to walk. 
Sometimes it takes 2 or 3 rounds to get me started. 

Free like tiled floors and slabs on pavements all have lines to follow but 
there is no lines on tar that's the downside 

A few participants shared their frustrations when trying to incorporate visual cues: 

i find that initially physical or visual aids help, but then in a few days they 
seem to stop working. Really only mental imaging, eg. counting or 
estimating number of paces, etc works, but this js exhausting as it requires 
so much concentration, all day, every time i need to move. 

I tried a laser stick from my physio but found that just having to carry 
something makes me freeze even more. 

Visual prompts such as lines of tape work for some people but this won’t 
help when they’re not in their own environment. 

Audio Cueing 

Participants shared listening to music was a strategy they used to help with their gait: 

There has been some research, I believe by physical therapists, about the 
use of music to improve gait. I was very interested because my gait is awful. 
Some [Parkinson’s Disease] patients were able to improve their gait by 
listening to music and/or music + metronome emphasizing beat. Apparently 
the patients increased stride length and improved stride. When I can I listen 
to music when I walk, since this often encourages me to walk faster(if I 
select the right music); I have a separate Pandora channel on my cell phone 
with tempo that forces me to walk a bit faster. 
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Im going to put my music on which keeps me going. 

My husband (I’m his carer) has VP and walking is extremely difficult. The 
strategy which seems to work best for him is to listen to music with a regular 
beat, either through headphones (iPod or similar) or through the music 
system in the house . A personalised playlist is an option but from 
experience he’s found “Ballads and Other Cautionary Tales” by Warren 
Vache - 12 tunes in total of which 11 are 60 beats a minute and the other 
one 80 beats a minute, is the most helpful. Thanks to my son (a professional 
musician) for this timing information! 

Assistive Devices and Adaptable Environments 

(Service) Dogs 

Some participants shared they used their dogs as a way to regulate their gait: 

Fellow I know from fishing has a dog to help him with walking. He suffers a 
lot from shuffling and freezing, but with the dog he moves a lot better. 

The one thing I do try and do is take out my 2 dogs for a walk after lunch 
every day, they help to keep me walking. 

Mobility Devices 

Canes and walkers were highlighted as common aids with canes working well for 

people with less severe symptoms and walkers used in more progressive cases:  

My mom used to use grocery shopping carts. They seem to be more posture 
friendly where you hold the bar in front of you instead of the handle bars on 
the side.  

I walk indoors without a cane. 

I use a cane in public and for walking to maintain stride I use Treck walking 
sticks. The two poles make me more stable which increase my speed a 
foot.  

My rollator is a four wheeled seat with a basket and I use it to ferry things 
across the patio and to help me balance when I go for a walk. If my legs feel 
as if they are going to fail me then I just stop and have a sit down till I’m 
ready to go again! 
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 [Zimmers] are not very practical out of doors in our experience but well 
worth a trial indoors. I can’t see they’d be any more of a trip hazard than 
any other aids. 

Participants identified outdoor terrain was a consideration when purchasing an assistive 

walking device: 

I’ve been looking at these Trionic things. I don't need one yet, but I like the 
larger wheels so you can go on grass and offsidewalk. 

These walkers...several models...are designed for outdoor use...beaches, 
trails, etc. Made in Sweden. when and if...its on my wish list! 

You will need something different for home and outside use, I suspect, 
because most walking frames would be difficult to manoeuvre round the 
average bedroom in the middle of the night. I just use a stick to act as a 
third leg - it seems to encourage the other two, as well as adding stability 
round the house. 

Bicycles and Tricycles 

Bicycles were commonly referred to in past situations with most participants stating 

they had moved on to more stable devices due to balance issues: 

I fell off my motorbike for the last time a few months ago. I had to quit before 
I killed myself. Balance is the issue […] A bicycle is out for the same reason. 
So I bought a tricycle. It’s a Godsend and it has changed my life. 

I bought a second haND recumbent [bicycle]. 

Three wheels, stays upright. External pacing your on to something. I can 
pedal stationary bike. This coming spring I am going to see if the local shop 
has one I can try. 

I have an electric bike, 2 wheel type. I find it gives me a bit more confidence 
than then non ebike. The extra power means you don’t need to move about 
as much and makes balance a little easier. 

I used to ride a normal city bike but had not used it for a few years due to 
balance issues with my drooping shoulder. I bought an electric bike, normal 
2 wheel but pedal assist. It’s fantastic and does make cycling a lot easier. 
[…] You can also get an e-trike with 3 wheels. Give cycling a try! 
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When I started to lose my balance I gave away my two-wheeler & got a big 
Pashley Tricycle with a shopping basket on the back.  

Walking Poles 

Walking poles in particular seemed to be a popular choice of device: 

I have recently purchased some Nordic Walking poles, recommended for 
Parkinsons people, and hoping that they will enable me to walk further. 

I just recently took a hiking trip and used trekking poles for the first time. 
They really helped with arm swing, balance, and gait. They also saved my 
butt in what could have been a very nasty fall down a mountain side. 

I have used trekking poles on uneven terrain (when we're camping) where 
they are much better at keeping me stable than my cane. Discovered rubber 
tips, which are good on blacktop, are slippery on gravel - the metal spike 
tips are much better on gravel. 

i find the trekking poles give me the confidence to set out on a long walk. so 
much better than a cane which skews my posture. 

Home Adaptations 

When participants spoke of planning for the future, they often considered adaptive 

elements in their homes: 

Our future plans for the house will be porches, ramps, and landacaping. We 
plan on container gardening to access without bending on our knees. 

Long term goals include developing a space for an RV or small trailer. We 
have hook ups and water access. Our thought when we may need 
assistance, caregivers can stay in RV.. 

“the weather isn't cooperating much” 

The weather and temperature, particularly that comes with the winter season, were 

highlighted as barriers to accessing spaces and activities outside of the home because 

of symptom flair ups: 

Wow I hate winters like this one. Forced Indoors is frustrating. 
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Although, even out here in [my region], as you point out, the weather isn't 
cooperating much for outdoor exercise. When it's not raining, I try to do 
some bicycling in the afternoons. 

I am an outside person. My favorite hobby is gardening. Now that winter 
has come I Dont know what I am going to do with myself. I am limited with 
what I can do.I dont drive any more my balance is getting bad and I have 
been falling alot. I try to read lot. Does anyone have any suggestions about 
what I can do to keep from going crazy this winter !!! 

Sounds crazy but riding bike is strengthening my back and great exercise. 
Can't wait until warm weather again. 

I have noticed for myself on days where I have a positive attitude and keep 
my mind occupied on other tasks I barely feel my symptoms . On the other 
side of the coin there are days when I feel whoa is me kind of attitude every 
symptom I have rises to the surface . So for me keeping active and keeping 
myself occupied is my key to happiness and symptom control . Easier said 
than done in winter . Spring ,summer and fall much easier . 

One participant highlighted the heat and humidity as a factor: 

But on days it is cold, snowing or raining and even so hot and humid that I 

am forced in doors. 

One participant shared, on two separate occasions, using indoor facilities in the winter 

months was a good way to achieve exercise goals: 

[Rock Steady Boxing] twice a week for me and to walk on cold days our 
mall. 

But for myself I try to walk outside. (winter ?) But the mall is a good place if 
you have one close. 

Participants frequently highlighted colder weather to be the reason for their exacerbated 

symptoms:  

Yep.... I tremor when I am upset or cold. 

Shake violently in damp cold when I shiver 
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Glad ad to see I'm not the only one who gets affected by the cold. I had not 
heard much about that from anyone. I also tremor uncontrollably if I get 
extremely anxious or nervous. 

I shake a ton on my left side, which is the side with symptoms, when really 
cold. Uncomfortable for sure! 

We added a small heater to keep the temperature of the bathroom warm. If 
he gets the slightest cold he tremors so bad. 

it is a miserable wet and cold day and I have noticed before that the weather 
seems to have some effect on the severity of my symptoms. 

My symptoms were definitely weather related and I improved as the outside 
temperature got warmer. It is a bit puzzling, since my symptoms seem 
worse even when I avoid going outside, but maybe we need to keep our 
central heating thermostat turned up. 

Tonight he came home and said he had been outside today and it was so 
cold he couldnt seem to get warm. As the day went on he said his whole 
right side was shaking and he couldnt stop his hand going into overdrive. 
[…] Is this a normal response to being overly cold? 

the cold puts me into overdrive I find I cannot warm up after being outside.  

Participants pointed out the summer months are easier to enjoy outdoor activities: 

in the summer you can’t beat an early morning cuppa in the garden or sitting 
by an open window. 

Proximity to Activities, Services and Outdoor Spaces 

Activities 

Participants shared their frustrations when pursuing activities due to their location or 

access to transportation: 

I’ve had to put Rock Steady Boxing on hold until I find a caregiver with a 
car. 

Unfortunately, there are no RockSteady classes anywhere near me. So I 
will have to do some gardening and a bit of walking instead. 
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Yes I hope she will get back into Tai Chi once she is driving again, we are 
a bit rural here so not driving has caused all sorts of extra hassle.  

Can you tell me where you attend the warrior based exercise classes 
please. I cant find any here, but I’m willing to travel 

just started doing a bit of [Parkinson’s Disease] warrior on YouTube love to 
attend a class but none near me  

I am very envious, I have always wanted to do boxing but just never lived 
near a suitable club. 

Health Services 

And with accessing medical support: 

We live in a small rural community and have to travel 50 miles to the neuro. 

Outdoor Spaces 

Participants identified easy access to their private outdoor spaces as a benefit: 

My mom can exit through the master bedroom's sliding glass door that leads 
to the backyard because it's leveled. 

Big windows keep an invalid from getting cabin fever. If budget allows, a 
screened porch or easy accessible deck will allow the patient to get some 
outdoor time. 

Really good suggestions. We put an outside entrance to master bedroom. 
Reasons: quick exit/entrance in case of an emergency ( already use it for 
paramedics); Its handy if we are confined to bed & still want visitors; and if 
one of us needs exrended care at home we added a very strong patio 
framework to the door entrance in case we want to add a 
separate/expanded care unit.  

So for now I live for today. I’m here and I can sit in the living room looking 
outside to the garden. and all the shoots starting to come through. 

Driving 

Some participants shared navigating their environment in a vehicle was a confusing and 

disorienting experience: 
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Losing where I am on strange roads sounds familiar. […]  Im always 
reminding my self of just paying attention of driving and no other thoughts 
allowed,lolIt seems to work well and I hardly get lost.I keep my radio volume 
down also. 

I said I have difficulties planning and following journeys, the actual questions 
says do you need help from someone to get to a location unfamiliar......I 
said sometimes and added to the extra information that I only drive locally 
and to and from work if we were going any where more than 30 mins drive 
or some where I do not know then I do not drive because I do not consider 
myself as aware and this makes me stressful which exacerbates my 
symptoms and that I found driving requires a lot more concentration. At 
assessment I was asked if on my way to work there was a detour would I 
be able to follow that detour I said yes I would because I know my local area 
like the back of my hand so any detour would not really take me off a familiar 
route.....big mistake I think. 

I can drive but If we go somewhere unfamiliar I’m not good at finding my 
way”. […]  Then later she asked if I could plan and follow an unfamiliar 
journey, my reply was " no I would not be able to do that, I’m not at all 
confident about finding my way, I would stress out about getting lost, I would 
not attempt to even get in the car and take on the task"  

Informal Caregivers 

Respite Environments 

Investigating how caregivers use their environment during respite returned few results: 

My hubby loves his fishing and gardening so gets his respite from doing 
that. 

I can't leave him alone ever. I have a lady (paid) who comes once a week 
for two hours while I shop and run errands. My daughter comes on Saturday 
afternoons so I can get some things done. Without some help, I wouldn't be 
able to care for him. 

My husband (21 years in August) follows my lead, in that if im good hes 
good. As long as he sees me active he relaxes. He sets off to the golf course 
to unwind. Id rather he got out and about while he can.  

It’s my life outside the house that keeps me going - I’m planning to walk a 
pilgrimage and do a long distance cycle ride. Sounds a bit hyperactive but 
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my level of anxiety after everything that has gone on means that I can’t 
physically stand still anymore. 

it’s difficult at times and needs some respite so he goes fishing to help him 
relax, and I have my bit of me time when he goes 

Participants that spoke about achieving respite seemed to be caring for PwPD early in 

their diagnosis, with mild symptoms or who were relatively independent.  

Importance of Respite 

Consensus was that respite was essential for caregiver health and maintaining quality 

care:  

if you don't take care of yourself you'll be no good to anyone else and 
remember, your [dear husband] isn't helpless.  

I agree with those who have said you need to have something to go to 
outside the house and without your husband. He needs the same, but 
somewhere else. A good relationship is supposed to be based on shared 
interests, don’t they say? Rubbish!! Find something that gives you a break 
and then come back relaxed. 

have you thought of having carers in to sit with your husband for a few hours 
so you can have a break don,t know if you have help now or not but definatly 
worth looking into as you need some time to yourself 

Having support to me is a no brainer. The [caregiver] or [person with 
Parkinson’s Disease] cannot do it alone sooner or later. 

One thing I'm learning is that I HAVE to take care of myself in order to be 
healthy for him. That's a new concept for me so it's taking some 
effort/change on my part to do so. 

People that are vulnerable but are too proud to ask for help may need a 
caregiver to be a second pair of eyes or an extra pair of hands. Everyone 
needs help sooner or later and the more support you can get the better the 
outcome. 

Available Resources 

Along the same lines as understanding the importance of respite care, participants 

seemed to be aware of government and organization resources available to them:  
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The YMCA offers free [Parkinson’s Disease] exercise classes 2x a week. 
Membership is free on most Medicare Advantage plans. Saves me money. 

please call the Helpline and ask for the Aware in Care Kit. It is free. It 
contains valuable information for physicians, anesthesiologists, and nursing 
staff about which meds can and cannot be used when a patient has 
[Parkinson’s Disease]. […] You will have the weight of the entire Parkinson 
Foundation standing with you next time you have to deal with professionals 
who know nothing about [Parkinson’s Disease].  

are you getting the help you’re due? Attendance Allowance - paid to those 
with illnesses who can’t get out of the house to help cover help coming in. 
My parents both get the higher level of £83 a week. AgeUk came out to help 
fill in the forms correctly to stand the optimum chance. This might help pay 
for daysitters to give you a break. Local befriending groups - there are often 
local voluntary groups who can offer a sitting service. Again to free you up 
so you can claim some personal space. Free local authority sitting service 
- our local council in [region] offers 4hrs free sitters per week via a care 
company.  

Maybe it is time for a wheelchair?? You know Medicare pays and that was 
another turning point in my gaining control of the falling.  

He did mention that remodeling your home to accommodate a disability 
could be a medical deduction that might (along with other deductions, like 
ones to charity) exceed the standard deduction 

When I was discharged from hospital after a string of tests and 
investigations, the local OT called round and decided that I needed a stairlift 
and a converted bathroom to create a wet room with grab rails and folding 
shower seat - for when I got worse. She then contacted Argyll Care and 
Repair. This is a council funded organisation who arrange contractors and 
grants. Anyone can apply for a grant covering 80% of the cost. This is not 
means tested. On low income, 100% grants are available. Thus, a £5000 
stairlift cost £1250, a £6000 bathroom £1500. The council pays this because 
it is cheaper to keep folk in their own homes than in care homes. Any further 
adaptations will be funded similarly. Furthermore, if you convert a room to 
make a special bathroom, you get a reduction in council tax by one grade. 
So although [Parkinson’s Disease] has considerably worsened my mobility, 
everything is already in place to allow me to carry on at home.  

I got support from a local wellbeing service who sent a lady round to give 
practical and financial advice ie benefits. This give me a grant each year to 
get respite I think it was a budget grant of £250 from the local county council 
which I could use for a break or get home help. 
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Despite participants and moderators sharing what they know about available resources, 

there were still participants calling organizations to action: 

Why are Parkinson’s UK not opening and supporting these centres? Many 
of those who pay an annual subscription (and have for years) are now 
finding it hard to cope. Their carers need a break as well as those who have 
[Parkinson’s Disease]. Surely to ‘change attitudes’ you, as an organisation 
should start to put money into those who will never benefit from a cure? 

My wife […] would be much safer in a place where experienced staff can 
cope with the injuries she suffers most times she falls. The last few weeks 
have seen broken bones, dislocations, severe cuts and shock. This evening 
she fell and ripped a large patch of skin from her shin. Blood everywhere. I 
am not able to cope with these. I am calling for the [Parkinson’s Disease] 
Society to provide from its huge resources a network of Nursing Homes for 
those unable to live safely at home. This is well within their means. 

There is a Very Real Need need for CareHomes specific to Late Stage 
Parkinsons. My wife has had Parkinsons for 15 years, is now falling on a 
regular basis. Several times a day. We have no help at all. […] The 
Parkinsons Disease Society sits on considerable sums of money, sufficient 
to provide at least one care home in each region. This would make a real 
contribution to sufferers, would leave the Society still holding considerable 
sums. I would like to float this idea, anyone interested please join in, post 
your comments, and lets see if this could be made a reality. 

You may be interested in my first posting which I got into a bit of a muddle 
with, but can be found under 'Carers' 'Respite Care Homes'. […] Briefly, I'm 
proposing that the PDS provide Parkinsons Specific Care Homes in each 
region. I believe it to be well within their financial capacity to do this. I agree 
with what you say: there is a very real need for such homes. I do not believe 
it impossible to achieve. 

I agree that most PWP's are far better if they are at home, and that applies 
to my wife(14 yrs with [Parkinson’s Disease]), but the chance for me to get 
to see family who live overseas, would be invaluable. For me to be happy 
for this to happen I would have to be convinced that my wife was in a home 
which specialised and understood how to care for [Parkinson’s Disease] 
sufferers. As has already been said - what about it Parkinson's 
Organisation? 
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Barriers to Accessing Respite Care 

The scarce number of comments about respite activities and environments, and the 

requests for more/better resources prompted an investigation of the barriers informal 

caregivers face when accessing respite care: 

Uncertainty about how to Proceed 

Participants shared they were aware of available resources but were unsure which was 

most appropriate for their situation or how they should begin the process of accessing 

these resources: 

[Dear Husband] and I recognize our plan of having one help the other has 
changed since now we both have [Parkinson’s Disease]. Having a care 
giver will be sooner than later. Can anyone give their opinion on our 
options? I expect us to have full time CG's in 3 years. Up to then, we can 
get people to do household and outside work. Since I dont know what to 
expect I would like unput from experienced CG's. Having your experience, 
would you have changed your decison? My thought is whenever one of us 
is no longer maintaining normal functions...its time to have medical 
assistance. These are the options I think we have. Any comments would be 
appreciated. 1. Go to assisted living. . 2. Hire CG agency. 3. Hire local 
people ...like retired nurse. 4. Hire a couple to live on site in RV or trailer. 
DH is progressing rapidly. He is a big man. i cannot assist him. 

I do not have long term care insurance. But my husband has a nice size 
pension I just dont know how i would get the process started Has anyone 
else thought about this 

We’re also not sure if home care or a nursing home should be the next 
steps. Is this the moment for palliative care only? Thank you in advance for 
your responses and help. 

Hi, my mum has Parkinson’s and it’s having quite an impact on daily life and 
taking its toll on my dad. I would like him to receive some sort of support 
and care for my mum to give him a rest but just have no idea where to start, 
what is out there, cost etc. can anyone give me any help or point me in the 
right direction? Thanks in advance 

Hi just wondering if anyone has applied for Continuing Healthcare and 
whether they were accepted or rejected. My mum is gradually deteriorating 
and my father is struggling to cope. She really wants to stay at home and I 
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can help occasionally but limited with work and child care. I think they need 
some healthcare help at home to take stress away from my dad. She needs 
a hospital bed and help getting to the loo or camode as her movement is 
very limited now and she needs holding up when trying to walk with a 
Zimmer frame, she will need help getting dressed, washing, etc. Just 
wondering how hard it is to apply for and actually get [continuing 
healthcare]? 

Care is Better at Home 

Participants often mentioned they believed they could provide better care themselves for 

PwPD at home: 

I try to remember how he used to be, but in the day to day trenches, it is 
often hard for me. I care for him out of love, but I also care for him out of 
necessity. The cost of memory care is almost prohibitive for me. My mother 
is 101 years old, lives alone in her own home and is in relatively good health, 
mentally sharp as a tack. I can't deplete my resources so that I don't have 
resources to sustain me into an old age. Also, I believe he gets better care 
at home. If I had unlimited resources, I would buy another home with space 
to hire live in help 24/7. My social life is nonexistent. I can't leave him alone. 
It is even hard for me to take a bath or shower. I must find someone to sit 
with him while I shop, go to the doctor, etc. Heaven forbid that I get sick. I 
am doing damage to my knees and hips lifting him and worry that I will need 
surgery in the near future. Sometimes I wonder if the wear and tear of his 
care, along with the social isolation, will take me before he goes. It is a 
difficult situation with no easy answers. I know I am not alone. Many others 
are dealing with caring for a loved one with Parkinson's/dementia, 
Alzheimer's, stroke, etc. Help us all. 

Feelings of being Unwanted  

Caregivers expressed they felt what they could offer was unnecessary when formal help 

was around to assist:  

So hard seeing young girls doing all the personal care for him everything I 
used to do is being done by someone else. Also i feel redundant not needed. 
And on a selfish note my house is not my home any more 

Concerns about Quality of Care 

Participants expressed concerns regarding the quality of services and care 

provided: 
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I will do my best to keep her out of a [Skilled Nursing Facility]. [Skilled 
Nursing Facilities] provide a higher level of medical care but do very little for 
entertainment and socialization. 

My mom was in a daycare for 8 years and it was not a good experience. 
[…] I saw one of the workers yell at my mom when she wouldn't eat when 
that woman fed her. She didn't know I was behind them. As I got closer and 
she saw me she then changed her tone and became very loving. I was sick 
to my stomach. I hope you will have better luck with your place. 

Proximity to Extra Help 

Some participants noted living near family members or friends and neighbours who 

are willing to assist with caring duties was valuable to them: 

Decisions are hard. For what it is worth, I vote for living near your son. I say 
this not just for the care of your husband, but for you. As [your husband’s] 
care becomes more difficult, not only does it give you peace of mind to leave 
him with someone that you trust while you do necessary shopping and 
errands, or a little R and R, you have someone close to talk over decisions 
you need to make or just unload about the difficulties of caregiving. I would 
check with my son and see how he feels about it. 

PwPD’s Caring Expectations  

A few participants shared it was difficult to meet the expectations the person they 

were caring for had of them: 

[My mom] is social but only wants to be social with my sister and I. […] it 
puts quite a burden on my sister and I as her only entertainment. 

Waiting Lists and Criteria 

Many participants expressed their frustrations with the lack of recourses they were able 

to take advantage of due to waiting lists: 

We have tried to get an appointment wth our local [occupational therapist]. 
[…] I think we are at the bottom of their list, and I know they are short of 
staff. 

We have tried through our [Parkinson’s Disease] Nurse and Social 
Services, but have not been able to have an Occupational Therapist visit. 
This seems to be because we are not at "crisis" point yet with my mobility. 
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Our local social services are saying it will take 6 months for an 
[Occupational Therapist] to visit to assess it and only then would we be able 
to apply to our local council.  

They can’t afford any respite care and although not well off, do not meet the 
criteria for financial assistance. 

Gender of Caregivers 

One participant mentioned the difficulties that could come with hiring assistance that is 

male: 

A big man requires an even bigger man to assist. Good luck with that. My 
fear is having a stranger live at my house and in your case since you would 
need a man to do the job it would be even more frightening. I hope you find 
a good honest one. I'm sure they are out there. 

Living Rurally  

Like the frustration expressed by PwPD in the forums regarding accessing resources in 

the community, caregivers shared the same dissatisfaction:  

seems like you must live in an area with not a lot of local medical care 

Occupational Therapy 

These barriers and the lack of comments about how caregivers use their environments 

during respite time confirm that caregivers are not receiving the respite care that is so 

crucial to their health. Creating environments that allow PwPD to be more independent 

could permit more respite care for informal caregivers. Participants share occupational 

therapists could be a jumping off point for creating these supporting environments:  

Finally, using a [physical therapist] and also an [occupational therapist] and 
getting assisstive devices and strategies can prevent fractures and falls.... 

Call your mother's health care company and ask if they offer training or ask 
for a physical therapist referral for your mom. The physical therapist should 
be addressing your mom's disabilities and can show you how to correctly 
help your mom off the ground. They can also give you training on how to 
transfer your mother. It would also help your mom to participate in physical 
therapy exercises so she has the coordination and strength to stand up from 
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a prone position. My dad is struggling with his frailty and getting him up from 
a chair to his walker is a huge struggle for his caregivers. If he can't get up 
from his chair he will end up being bed bound! 

I would enlist the advice of an [Occupational Therapist] regarding the width 
of a frame and they will also set it to the correct height for you. You need to 
be able to navigate easily around your home, so the width of the frame is 
important, as they do vary. 

Even if you do not qualify for any financial assistance, the advice of the 
social worker will be invaluable and put you in touch with agencies which 
can help you.  

moving to a facility, assisted living or nursing home, may be inevitable for 
many of us as we age or have health issues and lose mobility. If our home 
is designed to accommodate disability, that decision might not be forced 
prematurely or avoided altogether. Because I have been able to make a few 
accommodations to our home, I have been able to care for [dear husband] 
at home— making it much more comfortable for him and saving us many 
thousands of dollars. Miracle seeker is right. Hiring an Occupational 
Therapist to go through your home and make renovation suggestions is a 
good plan. Some of these suggestions may not cost too much, but make a 
big difference. 

One participant shared their concerns about effectiveness outside of the spaces the 

occupational therapist has assessed and modified: 

Visual prompts such as lines of tape work for some people but this won’t 
help when they’re not in their own environment. 

Parkinson’s Community 

“Parkies Pals” 

Threads frequently contained comments from both PwPD and informal caregivers looking 

for support and to be understood highlighting the notion of community: 

This forum is the place we can go and talk about our concerns, successes, 
our good days , and our well as not so good. 

I am glad that I have place where I can talk to people like me. 
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your post could have been written by me. I have many of the same 
problems. 

don't know why but it makes me feel better that other people are struggling 
with the same thing. 

I am so sorry for your lack of support [from your wife]. Know that others care 
and we are here for your journey. 

you'll always be counted as family here, and we stand behind you and 
support you. 

You are not alone. 

Thanks guys for sharing ..nice to know I am not the only one.. 

You've come to a great place. Lots of advice, support, and care offered. 

It’s good to talk to people who understand 

I’m so glad that I found this forum. 

What you write is true for my husband and me too! 

thank you for your encouragement… that makes such a difference knowing 
that someone else understands… 

There is no better place to get help, advice and some one who understands 
than from sufferers themselves. Don't isolate yourself from support. 

I can relate to that feeling also, and feel more at ease being in the company 
of others who have parkinsons 

One participant shared their experience establishing a social club: 

thank you for those kind words of encouragement, the first time we opened 
(Parkinson’s Cafe PC for short) I was very nervous and wondered if anyone 
would turn up. But to my amazement I had quite a few and there Carers and 
we had two hours of chat and teas and Coffee, Near the end I asked for a 
show of hands for having PC monthly and had a unanimous feed back. 
Maybe you could give me a few hint on how I can keep them coming and 
keep them there I would be grateful Keep smiling. 

I have now opened 2 Parkinson’s Cafe’s in [the city] now and it’s going really 
well […] We(pc) went to have Afternoon Tea at the [local club] on 
Wednesday and everyone enjoyed it they would like it to be on a regular 
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basis. I have had various speakers come one on Tai-chi and another on 
reflexology they were both excellent.  

Summary 

The analysis revealed the barriers PwPD face when navigating outside their homes to be: 

doorframes and crowded or enclosed spaces, terrain, overstimulating environments, 

inclement weather, proximity to activities, services and outdoor spaces and driving. 

Coping strategies identified by PwPD were spending time in natural spaces to reduce 

stress and anxiety, using elements in the built environment as supports to prevent falling, 

visual and audio cueing to assist with gait and assistive devises. The analysis revealed 

few comments about the ways informal caregivers spend their respite time and the role 

the environment plays in it. It can be inferred by the lack of threads about caregivers 

accessing respite activities that there are still a number of barriers they face. The barriers 

identified in the analysis are: uncertainty about how to proceed with available resources, 

perception that care is better when they are providing it, feeling unwanted, concerns about 

quality of care, proximity to extra help, PwPD’s caring expectations, meeting criteria to 

receive financial need and assistance from occupational therapists and social services, 

concerns about gender of hired in home care and living rurally. Occupational therapy was 

commonly mentioned as a tool used to ease burden and provide PwPD with increased 

independence. Finally, the analysis revealed a desire participants had for community 

support.
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Figure 2: Summary of findings. 
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Chapter Five 

Discussion & Conclusion 

Overview 

This chapter discusses the results and draws some conclusions regarding the 

significance of the study in general. The information offers considerations for landscape 

architects when designing spaces for PwPD and their informal caregivers.  

Program Elements 

While there were a number of interesting findings generated from the research, landscape 

architects are equipped to address a few in particular. Suggestions include: 

1. Design spaces that are open and eliminate overhead/enclosing elements like 

archways and dense tree overhangs. This barrier was presented in the online 

forums’ conversational threads confirming the findings of Jones et al. (2008) and 

Parry et al. (2018). Eliminating enclosing elements could relieve some PwPD of 

freezing of gait symptoms. 

2. Ground surfaces should be relatively free of inclines and sharp bends that force 

pedestrians into tight turns. Participants expressed similar difficulties to those in 

Lamont, et al. (2012) and Parry et al. (2018). Intersections of pathways should 

provide enough space for pedestrians to turn without having to renegotiate their 

foot space or readjust their assistive devices should they be using one.  

3. Much like participants shared falling on carpet is desired in comparison to 

hardwood floors, turf or softer vegetation could be used to line paths and provide 

a soft place to land should a fall occur.  

4. Participants expressed cueing strategies consistent with findings of Jones et al. 

(2008) to assist with their gait. Visual cueing to assist with freezing of gait and 

stride length could be achieved in a variety of ways. Simple patterned paving, saw 
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cuts in sidewalk cracks, lighting, vegetation and allées could all be incorporated to 

assist with gait problems.  

5. Thermally comfortable spaces could encourage more PwPD to spend time 

outside. Perhaps shade structures that are not visually enclosing would provide 

relief from the heat. Shelter from the elements in the winter months is crucial to 

providing year round spaces for PwPD. Participants expressed similar sentiments 

of those in Lamont, et al. (2012) in that inclement weather often deterred 

movement outdoors. 

6. Many participants shared they preferred tricycles over bicycles after their balance 

declined which demand more space. Cycle lanes and parking infrastructure 

should accommodate this.  

These suggestions are a starting point. More research is needed to determine more 

specific spatial needs, comfortable turning radii, preferred ground material, ideal cue 

distances and preferred microclimates.  

Community Spaces 

As evidenced by the comments shared in the “Parkies Pals” section of the results, both 

PwPD and informal caregivers find comfort in others who share in their experiences. 

While not explicitly referring to the built environment with these comments, the desire for 

a shared community space seemed to be of great importance to the groups. Perhaps the 

most important component in designing spaces for these populations is achieving a 

similarly safe, trusting and communal physical space where, like the forums, stories of 

struggle and triumph can be exchanged.  

Separate Spaces for Caregivers and PwPD 

Interestingly, while not coded for the purposes of the research, one participant noted that 

to find stories about more progressive cases of the disease, they had to search the 

caregiver’s forum on the Parkinson’s Foundation’s website. It is likely that PwPD in more 

progressive stages of the disease are unable to participate in the online forums due to 
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severity of symptoms like tremors. It is therefore possible that caregivers use the separate 

forum to speak more openly and candidly about their situations with other caregivers 

without fear of PwPD seeing their comments. It could perhaps even be a form of respite. 

This could suggest a parallel desire by caregivers to have a private physical space away 

from the person they are caring for. 

This presumed desire for separate caregiver spaces, further emphasizes the importance 

of designed environments that support and create opportunities for PwPD to act 

independently thus freeing up time and space for caregivers to connect with others away 

from PwPD.  

Access to Respite  

The lack of comments about how informal caregivers of PwPD use their environments 

during respite activities paired with the overwhelming comments about barriers faced 

when accessing respite care suggests that more work is needed to provide effective 

resources for informal caregivers to grant them time away from their homes. The literature 

highlights that respite is crucial to maintaining caregiver health (Zarit et al., 1998; Gaugler 

et al., 2003; Gitlin et al., 2006) and further, nature is an effective environment to facilitate 

this (Kaplan and Kaplan, 1989; Cooper-Marcus & Barnes, 1995; Rodiek, 2002; Nejatia, 

Rodiek, & Shepley, 2016). The participants who identified the ways they spend their 

respite time are partly consistent with the Lund et al. (2009) study in that they spend their 

time running errands and relaxing through activities like golfing, fishing and gardening. 

While these activities take place in natural settings, it was not explicitly said by participants 

that they seek out natural environments during their respite time and the lack of responses 

is not enough to draw any more conclusions. Knowing the importance of nature in 

restoration and the barriers that caregivers are still facing when accessing respite, natural 

elements incorporated in, or in close proximity to, the home could be a feasible solution 

for caregivers who have limited resources or time to step away from their caregiving role. 

Providing easily accessible respite spaces is crucial to caregivers’ health and 

subsequently PwPD’s health.  
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Occupational Therapy 

Finally, the research in the field of occupational therapy could be invaluable to landscape 

architects. Understanding and adopting indoor adaptations and strategies and emulating 

them in outdoor spaces could be a successful strategy.
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Figure 3: The relationship between landscape program elements, inferred independence of PwPD, and informal caregivers’ ability to 
access respite.
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Limitations  

Methods and Results 

Research using online forums in which people are sharing their thoughts has inherent 

limitations, first of which is that there is no opportunity for clarification. The interpretation 

of the comments on the forums can differ from what the participant intended. 

The participants who take part in online support group forums are not a true 

representation of the entire Parkinson’s community. Parkinson’s disease affects an aging 

population and navigating technology can be a barrier to some. Further, the symptoms of 

the disease, particularly tremors, can create difficulties typing and could deter individuals 

from using the forums. Those with tremors who use the forums could be subject to more 

spelling mistakes which could have caused their threads to be missed during collection 

through keyword searches. Some caregivers are required to provide constant care to 

PwPD with severe symptoms and may not have time to participate in online forums.  

Both online support group forums had the opportunity to narrow the search results by 

topic or participant identity. Searching in the Parkinson’s UK Forum generated all 

comments from all forums. Searching in the Parkinson’s Foundation Open Forum only 

generated comments from the open forum. It was indicated in the Parkinson’s Foundation 

Open Forum threads that caregivers could find more information in the caregiver section 

of the website. Caregivers looking to avoid evoking feelings of guilt in PwPD could post 

more sensitive comments in the Open Forum.  

While many sentiments were shared across the forums, the proposed landscape 

interventions need additional considerations due to the very different geographical, 

cultural and available health resources and policies in the UK and the US.  

Efforts were made to capture comments about respite care environments through more 

than one keyword search evidenced by the home care keyword added in the second 

round of keyword searches. It was assumed that the lack of comments about respite was 
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due to a number of different barriers but it is possible that the keyword searches did not 

capture a certain word or phrase used to describe respite. This limitation is true for each 

of the keywords. 

Generalizability  

While many of the comments made on the forums were echoed by multiple participants, 

there are a few factors that make the findings of the research ungeneralizable. First, is 

the access to the forums. As stated above, the forums may be more easily accessed by 

certain populations and the small sample size is not representative of the entire 

Parkinson’s population. Even if a larger sample was available, the range of abilities, 

symptoms and progression among PwPD would be too diverse to assume the 

experiences of the sample of participants to be true for all. 

Future Research 

Based on the results and analysis of this study, a number of suggestions for future 

research can be suggested. As the limitations of this study have shown, there are a 

number of constraints imposed by the study design. In order to address these 

shortcomings a few suggestions can be made. First, further developing keywords and 

better understanding the vernacular used by both PwPD and informal caregivers could 

yield more focused results. Second, is that there were no opportunities for interviews or 

questions that could be directed at PwPD or their caregivers. Conducting open ended 

interviews would allow participants who are not able to take part in online forums to share 

their stories. Interviews would also allow for pointed questions pertaining to the built 

environment to be asked and further probing and clarification beyond the surface level 

comments made in the forums. Even further, the interviews could be conducted with 

individuals (rather than in PwPD and caregiver partnerships) to ensure honest reflections 

of experiences and to avoid more sensitive comments being made. Such an 

understanding would help better equip landscape architects with the information they 

need to create spaces for this population. If spaces with these considerations do get 

designed and constructed, perhaps a tool much like that of Rodiek’s Senior’s Outdoor 
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Survey (Rodiek et al., 2014) could be developed and presented to PwPD and their 

caregivers to evaluate those outdoor spaces. Third, the specific socio-demographic 

characteristics of the forum participants could not be ascertained through the online 

support group forums. Further studies could consider access to medical/occupational 

therapy/support resources, gender, age and location of residence (urban/rural) perhaps 

revealing more barriers, different strategies used or highlighting more specific needs. 

Conclusion 

The goal of this research was to better understand the impact the built environment has 

on the lives of PwPD and how this in turn may influence informal caregivers’ access to 

respite opportunities. To meet this goal, a literature review exploring how the built 

environment influences PwPD, on the importance of respite for caregivers and the role of 

landscape in health was conducted. Online support group forum threads were analyzed 

and passages were organized thematically to highlight the ways the built environment is 

a support and a barrier for PwPD. Although the analysis did not explicitly shed any 

additional light on the ways informal caregivers of PwPD use the built environment to 

achieve respite, a better understanding of the barriers they face when accessing respite 

helps to identify future action to provide more accessible and valuable respite care. 

The analysis revealed doorframes and crowded or enclosed spaces, terrain, 

overstimulating environments, inclement weather, proximity to activities, services and 

outdoor spaces and driving to be barriers PwPD face when navigating outside their 

homes. Coping strategies identified by PwPD were spending time in natural spaces to 

reduce stress and anxiety, using elements in the built environment as supports to prevent 

falling and visual and audio cueing to assist with gait and assistive devises. There were 

a lack of comments from informal caregivers about the way they spend their respite time 

and the role the environment plays in that process. It can be inferred from the amount of 

threads about caregivers accessing respite activities that there are still a number of 

barriers they face. These barriers include uncertainty about how to proceed with available 

resources, perception that care is better when they are providing it, feeling unwanted, 
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concerns about quality of care, proximity to extra help, PwPD’s caring expectations, 

meeting criteria to receive financial need and assistance from occupational therapists and 

social services, concerns about gender of hired in home caregivers and living rurally. 

Landscape architects have the ability to provide safe and supportive community spaces 

for both PwPD and their informal caregivers consequently improving quality of life for both 

parties. Further, landscape architects are able to respond to a number of the themes 

presented in the analysis by incorporating program elements into spaces that would better 

support PwPD when independently navigating the built environment. These supportive 

environments could consequently give more time back to the informal caregiver allowing 

the pursuit of respite activities and therefore restored health leading to better quality of 

care provided. Effective environmental design would support PwPD and have a 

secondary benefit on that of informal caregivers. 

As stated in Perkins (2013), knowledge of lived experience is one of the greatest tools 

landscape architects can use to create informed and effective design solutions for specific 

populations. Understanding how PwPD effectively, and ineffectively, interact with their 

environment is a crucial first step to providing environmental tools needed to reclaim 

some independence and consequently benefit their caregivers. Without the shared stories 

of PwPD and their informal caregivers, proposed landscape designs would likely fall short 

of user needs. 

  



 

 

57 

 

Epilogue 
Despite my advisor telling me from the beginning of this process that my research does 

matter and that it is important, it was only after I finished analyzing and writing about what 

I found in the forums that I fully comprehended this.  

I’d like to be clear that I don’t claim to have all the answers about how landscapes, 

community spaces or neighbourhoods should be designed. What I do present here is a 

piece that shares the experiences of others like (and unlike) mine, and my dad’s and 

family’s, in a way that I hope has been evocative. This research should prompt designers, 

policy makers, planners, educators, health care professionals, landscape architects, to 

first listen, and then do something about it. Every time we make a choice, we determine 

who is included – we determine who is, and is not, permitted equal access to the best 

quality of life. 

 
Figure 4: Me and Dad circa 1996. 
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I like to think my dad’s diagnosis, and the opportunity to read about the experiences of 

the people in these forums, has given me some of the tools and perspective I need to 

start to be a more thoughtful designer. I hope others seek out stories to better understand 

people and better design for their needs.  

To the Parkinson’s community, those diagnosed, the spouses, the children, the 

neighbours who knock on the door when they haven’t shown up in a while - I urge you, 

please keep talking, typing, reaching out, meeting up and sharing your stories. I’m 

listening and others are too. 
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