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Abstract:  

Background: Parkinson’s disease (PD) is a neurodegenerative condition with a diverse and complex 

pattern of motor and non-motor symptoms which change over time with disease duration.  

Objective: The aims of the present study were to discover what symptoms matter most to people with the 

condition and to examine how these priorities change with disease duration. 

Methods: A simple free-text online survey (using SmartSurvey) was developed by Parkinson's UK, which 

asked participants to identify up to three aspects of the condition they would most like to see improvement 

in. 

Results: 790 people participated reporting 2295 distinct symptoms or complications of PD. Of these, 

1358 (59.1%) were categorised as motor symptoms, 859 (37.4%) as non-motor issues and 78 (3.4%) as 

medication problems. This study reveals how certain features of PD become more or less important to 

patients as the condition progresses. Non-motor symptoms were highly cited from the very earliest stages 

of PD. Problems with walking, balance and falls, speech problems, freezing and dyskinesia become 
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increasingly important as the condition progresses whereas tremor, stiffness and psychological health 

become decreasingly important as the condition progresses. 

 

Conclusion: The data suggest that the priorities of people affected by PD for improving life are personal 

and change with duration of the condition. These findings have implications for developing person-centred 

management and care, as well as for directing future research to improve quality of life.  
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INTRODUCTION 

Parkinson's disease (PD) is an extremely complex, progressive neurodegenerative condition that, in the 

UK, affects about 145,000 people with a male to female ratio of about 3:2 [1]. PD is characterised by a 

broad range of motor and non-motor symptoms [2-4]. Clinical observations suggest that two major 

subtypes of PD can be defined, namely tremor-dominant PD with a relative absence of other motor 

symptoms and non-tremor dominant PD. A subgroup of PD patients has an intermediate phenotype with 

several motor symptoms [3]. As the condition progresses, the number and severity of symptoms 

increases. The amount of medication required to manage symptoms also increases leading to a risk of 

side effects and fluctuations contributing to increased disability [4-7]. 

 

While PD has some common features – namely the cardinal motor symptoms of tremor, rigidity and 

bradykinesia – it is clinically highly heterogeneous, with each individual experiencing their own unique 

blend of symptoms and side effects [8]. Large-scale cohort studies are underway that aim to track and 

record the evolution of PD over time to try and understand this heterogeneity, and identify subtypes of the 

condition based upon the symptoms experienced and how these symptoms evolve over time [9]. 

However, alongside these studies, it is essential to understand the symptoms and complications of the 

condition that are most troublesome and distressing to patients and those close to them, rather than 

simply focusing on those that are most common. 

 

Previous research undertaken in this area has sought to identify research priorities for PD – including the 

James Lind Alliance priority setting partnership carried out by Parkinson's UK in 2014 [10]. This study 

revealed that the top ten research priorities for PD management included the need to address motor 

symptoms (balance and falls, and fine motor control), non-motor symptoms (sleep and urinary 

dysfunction), mental health issues (stress and anxiety, dementia and mild cognitive impairments), side 

effects of medications (dyskinesia) and the need to develop interventions specific to the phenotypes of 

PD and better monitoring methods. 
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Such studies have identified key areas of unmet need for the PD population but do not give us a picture of 

how patient priorities evolve as the condition progresses. Our present study was undertaken to examine 

this particular problem in more depth. 

 

 

MATERIALS AND METHODS 

Study design  

Participants were people with PD, partners, carers or family members answering about a person with PD. 

The data were collected from 11/04/2018 to 02/05/2018 using an online survey.  

 

The study was advertised using the Parkinson’s UK Research Support Network, with an email list of 

around 4,800 members with a connection to PD at the time of survey advertisement. The network is 

primarily UK based but no exclusion was placed on location. The only inclusion criteria were that the 

individual should be able to read and write in English.  

 

Ethics 

No ethical consent was required to carry out this study as the data were submitted anonymously and all 

survey respondents agreed to a disclosure statement. Members of the Parkinson’s UK Research Support 

Network had given prior consent to receive correspondence from the charity. 

 

Content of the survey  

The aim was to produce a survey that could be quickly and easily completed to achieve the largest 

possible response. The final survey was designed to be completed in under 5 minutes. Respondents 

were required to read and agree to a survey purpose and disclosure statement. Those who chose to 

proceed were presented with a series of three demographic questions answered using predefined 

categories - their association with PD, the age of the individual with the disease and their duration of 

disease.  
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One central question was asked. This was: What particular aspects of your Parkinson’s would, if 

improved, make the biggest difference to your life? This single question aimed to capture 

respondents' views on the aspects of PD that have primary, secondary and tertiary importance to quality 

of life. These aspects could be movement or non-movement symptoms, or side effects related to their PD 

treatment. Respondents were asked to list up to three aspects in the boxes provided with the most 

important first. No additional prompts were presented in the three text fields for this question. An 

additional box was presented at the end of the survey for any other comments.  

 

Steering group 

The project’s steering group consisted of 3 staff representatives from Parkinson’s UK and 6 Patient and 

Public Involvement (PPI) contributors from the charity's Research Support Network. PPI contributors all 

had direct experience of PD and included 5 people with the condition and 1 partner. To recruit the PPI 

contributors, an email and role description were sent to all members of the Parkinson’s UK network of PPI 

contributors. The role description outlined key responsibilities, time commitment, timelines for the project 

and what support was available. PPI contributors expressed their interest in the role by outlining their 

experience of Parkinson’s, their interest in the role and any relevant experience of using Excel or 

analysing data. 10 PPI contributors came forward for the role; and 6 were selected based on their 

experience and to ensure as much diversity in terms of gender, age and ethnicity as possible. The role of 

the group was to assist in the interpretation and categorisation of the free-text survey responses, and to 

provide input on the analysis and presentation of the findings. The steering group met once a month from 

November 2018 - February 2019 over video-conference.  

 

Data analysis  

Duplicate responses were removed and the issues reported were recorded as one of 41 specific 

symptoms or issues related to PD, with some deemed out of scope or uncategorizable (see 

Supplementary Table 1). This interpretation and sorting exercise was reviewed and finalised by the PPI 

contributors.  
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Directed by the PPI contributors, the 41 symptoms or issues were then combined where possible into 24 

symptom categories. For instance, responses that mentioned fatigue, tiredness, lack of energy or fitness 

were grouped together in a broader symptom group called ‘Fatigue and energy’. These groups were then 

organised under 3 main areas: Motor Symptoms, Non-Motor Symptoms and Medication Problems (see 

Table 2). All aspects of the condition mentioned by respondents were recorded and given equal weight in 

this analysis irrespective of whether they exceeded the three items requested or were reported in the 

primary, secondary or tertiary response fields.  

 

In addition, in this analysis responses from people with PD, partners, family members, friends, and 

bereaved partners, family members and friends are presented together. Responses from the 8 

respondents who identified themselves as bereaved partners, family members and friends are excluded 

from the duration analysis since we did not have disease duration data for these responses. 

 

The responses were subsequently analysed by the duration the individual concerned had been diagnosed 

with PD. Due to the lower number of respondents in these groups, responses from those that identified as 

having been diagnosed 11-20 years ago (n=98) or more than 20 years ago (n=28) were combined. 

 

Statistical analysis 

To determine whether statistically significant associations existed between each reported symptom and 

disease duration, Kruskal-Wallis one-way Analysis of Variance (ANOVA) was applied to each symptom 

dataset. Post-hoc Dunn’s multiple comparisons tests were also applied to determine significance between 

disease duration groups. Differences with p<0.05 were considered statistically significant. Symptoms 

which demonstrated a significant negative or positive association with disease duration are included in 

Figures 3 and 4, respectively. ANOVA p values are described in the text and the results of Dunn’s 

multiple comparisons tests are included in figure legends. Statistical analysis was performed using 

GraphPad Prism (version 8.4.3 for Windows). 

 

RESULTS 
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Survey responses 

A total of 790 responses were included in this study after removal of duplicate submissions. Sample 

characteristics are presented in Table 1. Some respondents provided more than one distinct symptom or 

side effect within each of the three boxes provided, while others only reported one or two. Hence the 790 

participants responses generated 2443 items when categorised and organised by the steering group.  

 

Of the 2443 items, 2295 related to specific symptoms or medication problems. Of these, 1358 items were 

categorised as motor symptoms of the condition, 859 items as non-motor symptoms and 78 items as 

issues with medication (Table 2). The most frequently mentioned motor symptoms were tremor, balance 

and falls, movement problems, walking and stiffness. The most frequently mentioned non-motor 

symptoms were fatigue and energy, psychological health, sleep problems, pain and unpleasant 

sensations and cognitive function (Table 2). 

 

Of the remaining 148 items, 113 fell outside the intended scope of the survey. These included the need 

for improved treatments (46) and a cure (24), better care and management (29), and the desire to 

maintain independence (14). Although these responses did not directly address the primary question, the 

project steering group felt that it was important that these responses be reported to highlight the urgency 

of research to address these issues. The remaining 35 items were uncategorizable. 

 

The importance and complexity of non-motor issues 

Overall, 859 (37.4%) of in-scope items reported in the survey mentioned aspects of the condition that 

were categorised as non-motor symptoms (Table 2). The most frequently reported non-motor symptoms 

were fatigue and energy (n=180), psychological health (n=154), sleep problems (n=133), pain and 

unpleasant sensations (n=110) and cognitive function (n=110) (Table 2). The complexity and 

multi-faceted nature of these aspects of the condition is demonstrated by the broad range of terms used 

to describe them by survey respondents (Supplementary Table 1). This builds upon recent research 

which found that patient descriptors were more extensive generally for non-motor than motor symptoms 

[10]. Interestingly, respondents were more likely to report recognisable motor symptoms as their primary 
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priority - in particular tremor, movement or walking problems. In contrast, non-motor symptoms were more 

often reported as secondary or tertiary issues (Figure 1).  

 

How priorities change with disease duration 

This study reveals how certain symptoms and medication problems related to PD become more or less 

important to patients as the condition progresses. The most striking of these is tremor, which is the most 

frequently reported symptom of PD that respondents wish to improve in this survey. The frequency of 

mentions of tremor is highest in those living with the condition for 2 years or less (14.4%) and is reported 

progressively less frequently, with 4.1% of those who have lived with Parkinson’s for 11 years or more 

mentioning this symptom (p<0.0001) (Figure 2 and Figure 3). Other symptoms that also become less 

frequently reported by disease duration include stiffness (p=0.0026) and psychological health (p=0.0344) 

(Figure 3). 

 

Issues that appear to become increasingly important as the condition progresses include; problems with 

walking (p=0.048); balance and falls (p=0.0035); speech problems (p=0.0009); freezing (p=0.0002); 

dyskinesia (p<0.0001); medication wearing-off (p<0.0001) (Figure 4). Indeed, balance and falls rises to 

become the most important issue for people who have lived with the condition for 11 years or more 

(Figure 2).  

 

Non-motor symptoms were highly cited from the very earliest stages of PD. Problems with psychological 

health, fatigue and energy, cognitive function, and pain and unpleasant sensations all appearing in the 10 

most frequently reported issues by respondents who had lived with Parkinson’s for 2 years or less (Figure 

2). Non-motor symptoms continue to be important throughout the course of PD. Interestingly, only one 

non-motor symptom, psychological health, showed any association with duration, and difficulties in this 

domain were reported less frequently with disease duration (Figure 3).  

 

DISCUSSION 
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The results of this survey provide further evidence that the priorities of people affected by PD for 

improving life are diverse, personal and change substantially with duration of the condition. They reinforce 

previous research identifying the importance of non-motor issues to quality of life in PD [12-14], and 

underscore that PD is much more than a movement disorder. However, unlike some previous studies 

which have suggested that non-motor symptoms become increasingly important to patients over time 

[15], our findings indicate that non-motor symptoms are important to people affected by PD right from the 

earliest stages of the condition.  

 

Interestingly, respondents to this survey were likely to mention a motor aspect of the condition as their 

primary priority, and non-motor symptoms were more frequently reported as secondary or tertiary issues. 

Our data show that motor symptoms remain important priorities for improving life for people with the 

condition. Tremor was the most frequently reported aspect of the condition that respondents wished to 

see an improvement in, in this survey, and is of particular concern to those at an early stage of the 

disease. This echoes another recently published US study in which tremor was found to be the most 

bothersome symptom for people with PD [16] alongside research demonstrating that for people living with 

early stage PD, tremor may cause embarrassment, limit social interactions, and interfere with the ability to 

perform activities of daily living and simple tasks at home and work [17]. This was also reflected in the 

free-text comments from respondents in the present survey with many identifying tremor as one of the 

most noticeable symptoms of the condition and therefore a source of embarrassment and stigma. 

 

This survey indicates that motor symptoms continue to be important for people with PD throughout the 

course of the condition. Tremor is mentioned progressively less frequently with disease duration (Figures 

2 and 3) while other motor symptoms become more frequently reported with disease duration including 

balance and falls, walking, freezing, speech and dyskinesia (Figure 4). Previous research has suggested 

that tremor progresses more slowly than other motor features [6] and may therefore be overtaken in 

importance as other issues become more impactful with disease duration.  
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Where our data adds to existing knowledge is in highlighting the urgent need for better recognition, 

treatment and management of non-motor symptoms for people living with the condition particularly in the 

very early stages. Previous research has demonstrated that non-motor symptoms have a significant 

impact on quality of life [12, 18, 19] and that non-motor symptoms may be present from the very earliest 

stages, indeed even prodromally [4, 20]. However, the full impact of these issues for patients and their 

families during these early stages is perhaps less well understood. In this survey, aspects including 

psychological health, fatigue and energy, cognitive problems, and pain and unpleasant sensations all 

appear within the top 10 most frequently reported aspects for respondents diagnosed for 2 years or less.  

 

After tremor, issues related to psychological health were the second most frequently reported aspect of 

the condition that respondents who had been diagnosed with PD for 2 years or less wish to see an 

improvement in (Figure 2a). The presence of issues related to psychological health - particularly anxiety 

and depression - from the very earliest stages of PD is well established [21]. Our data highlight the impact 

these issues have on individuals and their families and identifies improved treatment, management and 

support for this aspect of the condition as an urgent priority at diagnosis. 

  

Issues related to cognitive function were the eighth most reported issue in those diagnosed for two years 

or less in this survey. Once again, previous research has demonstrated that changes in cognitive function 

are relatively common in the early stages of Parkinson’s [4]. The Parkinson's Progression Markers 

Initiative’s published data suggests that 10% of people with early, untreated Parkinson’s may already 

have cognitive problems [21]. The responses to the present survey reinforce the presence of cognitive 

changes in the very early stages of the condition and demonstrate the impact and worry these cause 

people with PD and their families. Interestingly, the results from our survey suggest that cognitive function 

is more of a concern in those very recently diagnosed than in those who have lived with PD for more than 

a decade. Respondents diagnosed for two years or less described difficulties with brain fog, mental 

fuzziness, memory, clarity of thought, and the ability to concentrate and multi-task. These early subtle 

cognitive changes may impact on many aspects of life as well as causing people to worry about the 

potential for further deterioration in their cognitive abilities. 
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Non-motor aspects categorised as ‘fatigue and energy’ and ‘pain and unpleasant sensations’ were 

frequently reported by those recently diagnosed, as well as by those who had lived with PD for longer. A 

recent review concluded that fatigue is a frequent symptom in PD which appears early and persists as the 

condition advances, and called for better recognition including standardised diagnostic criteria for fatigue 

in PD [22]. Similarly, sleep issues are known to be prevalent in PD and to have a significant impact on 

quality of life [23]. Our study adds weight to previous calls for greater research efforts to develop better 

treatments to help manage these debilitating symptoms. 

 

Finally, our data suggest that for people living for 11 years or more with PD, motor aspects of the 

condition are often the most pressing priorities for improving life. The most frequently reported aspect in 

this group was balance and falls, followed by walking and speech difficulties. These findings corroborate 

previous studies which have highlighted the increasing burden and complexity of motor symptoms as the 

condition progresses [4, 6, 7] and emphasise their importance to patients. It is vital that research focuses 

on developing improved treatments and management strategies that are so important to maintaining 

independence and quality of life.  

 

The main limitation of this study was the simplicity of the survey. To encourage the maximum possible 

number of responses the survey was kept deliberately very short. As a result, very limited demographic 

information was collected regarding age and years since diagnosis.  

 

The sample population surveyed, the Parkinson’s UK Research Support Network, is a community of 

individuals who have an active interest in Parkinson’s research. Separate surveys conducted with this 

network suggest that they represent a younger, highly educated and predominantly white population 

whose responses may not be representative of the experiences of the broader Parkinson’s population in 

the UK. 
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A significant challenge in this study was interpreting and appropriately categorizing the free text survey 

responses, which were wide-ranging. Many responses were ambiguous and required extensive 

discussion to agree how best to categorise them. This was why it was so important to involve people with 

PD in this interpretation exercise and is one of the strengths of this study. 

 

One potential confounder of the results of this study is that comorbidities and polypharmacy may account 

for some of the issues reported in this survey. One recent study using a Scottish primary care database 

found that only 7.4% of people with PD had no other recorded conditions [24]. In the present survey, data 

on comorbidities was not collected but some respondents mentioned that they had difficulties assigning 

problems to PD rather than to their other conditions. 

 

Overall, this study emphasises the importance of the thorough and ongoing assessment of symptoms 

throughout the development of the condition as called for by Shin et al [25]. Each person with PD 

experiences the condition differently and their own personal priorities for improving life must be at the 

centre of their care. This also further demonstrates the urgent need for objective measurement tools to 

accurately capture the most bothersome symptoms for patients to ensure these are properly recognised 

both in the clinic and in future research [26]. 

 

Our data suggest that there should be a greater emphasis upon non-motor issues from the point of 

diagnosis - especially psychological health, fatigue and energy, pain and unpleasant sensations and 

cognitive function. Tremor remains an intractable motor symptom that requires improved treatment 

approaches. This survey identifies problems with balance, walking and falls as the most pressing 

concerns for patients and their families in the later stages of the condition. 

 

We hope these data will stimulate further research to improve treatments, care and support for people 

with PD that addresses these important aspects of the condition. We also hope that these research efforts 

will involve people affected by the condition, their partners and families in developing, designing and 

conducting these studies to ensure they are truly focused on what matters most to those living with PD. 
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Table 1. Sample characteristics of survey respondents 

AGE  

30-49 32 

50-59 117 

60-69 300 

70-79 281 

Over 80 52 

  

DURATION  

Less than 2 years ago 134 

2-5 years ago 313 

6-10 years ago 209 

11-20 years ago 98 

More than 20 years ago 28 

  

CONNECTION  

I have Parkinson's 678 

I am a carer/partner/family member 

or friend 104 

I am a bereaved carer/partner/family 

member or friend 8 
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Table 2. Responses organised by symptoms reported (n=2295). Symptom categories are given in 

bold with specific symptoms included listed underneath where relevant. The numbers in brackets 

represent the total number of respondents that mentioned a symptom within this category.  This table 

includes responses from bereaved partners, family members and friends. 

MOTOR SYMPTOMS (1358) NON-MOTOR SYMPTOMS 

(859) 

MEDICATION PROBLEMS (78) 

Tremor (238) Fatigue and energy (180) 

Fatigue, Tiredness, Lack of 

energy, Fitness 

Medication wearing-off (42) 

Balance and Falls (154) 

Balance, Falls 

Psychological health (154) 

Anxiety, Depression, Apathy, 

Mood, Psychological impact, 

Confidence, Hallucinations & 

Psychosis, Impulsive and 

compulsive behaviour 

Side effects (36) 

Movement problems (148) 

Movement, Moving in bed 

Sleep problems (133) 

Sleep, Daytime sleepiness 

 

Walking (142) Pain and unpleasant 

sensations (110)  

Pain, Unpleasant sensations, 

Restless legs 

 

Stiffness (129) Cognitive function (110) 

Cognitive impairment, 

Memory, Dementia 
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Dexterity and Coordination 

(118)  

Dexterity, Coordination 

Bladder and bowel problems 

(83) 

Bladder, Bowel, Incontinence 

 

Speech (107)  Physiological changes (64) 

Sense of smell, Sexual, Skin, 

Nose, Breathing, Eyes & Vision, 

Heart and blood pressure, 

Thermoregulation, Saliva 

problems 

 

Slowness (93) Eating and swallowing (25)  

Freezing (64)   

Dyskinesia (47)   

Weakness (43)   

Dystonia (42)   

Posture (19)   

Facial expression (14)   
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Figure 1. Symptoms or side effects reported in response to the question "what aspect of 

Parkinson's do you most wish to see improvement in?" presented by priority. Percentages show 

the relative frequency of symptoms or side effects reported within primary responses (n=848), secondary 

responses (n=779), and tertiary responses (n=668). 
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Figure 2. Top 10 most frequently reported symptoms or side effects respondents wished to see an 

improvement in by disease duration. The area of the boxes show the relative frequency of the 10 most 

reported symptoms or side effects respondents diagnosed for [a] <2 years (n=409), [b] 2-5 years (n=648), 

[c] 5-10 years (n=327) and [d] 11+ years (n=86), wished to see an improvement in, where n is the total 

number of categorizable, symptoms or side effects reported. Responses from bereaved partners, family 

members or friends have been excluded as no duration data is available. 
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Figure 3. Symptoms of Parkinson’s that were reported as a priority for improvement less 

frequently with disease duration. Percentages show the respondents with a duration of <2 years 

(n=134), 2-5 years (n=313), 6-10 years (n=209) and 11+ years (n=126) reporting [a] tremor [b] stiffness 

[c] psychological health within their 3 priority areas. Statistical significant between duration groups 

(Dunn’s multiple comparisons tests) are presented as asterisks: *=p<0.05; **=p<0.01; ***=p<0.001; 

****=p<0.0001. Responses from bereaved partners, family members or friends have been excluded as no 

duration data is available. 
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Figure 4. Symptoms or side effects of Parkinson’s that were reported as a priority for 

improvement more frequently with disease duration. Percentages show the respondents with a 

duration of <2 years (n=134), 2-5 years (n=313), 6-10 years (n=209) and 11+ years (n=126) reporting [a] 

balance and falls, [b] walking, [c] speech, [d] freezing, [e] dyskinesia, [f] medication wearing-off  within 

their 3 priority areas. Statistical significant between duration groups (Dunn’s multiple comparisons tests) 

are presented as asterisks: *=p<0.05; **=p<0.01; ***=p<0.001; ****=p<0.0001. Responses from bereaved 

partners, family members or friends have been excluded as no duration data is available. 
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Supplementary Table 1: Scheme for interpreting survey responses. Table shows in the right hand 

column the free text terms used by respondents to describe symptoms or issues and how these were 

interpreted and recorded in the left hand column. 

Symptom  Terms used by survey respondents 

Movement  movement, mobility, fluid movements, move freely, move normally, getting 

out of chair, motor function, moving in confined spaces, flexibility, upper limb 

movements, control of my legs, hanging arm, right leg, restricted movement, 

lack of foot dorsiflexion, overgripping, body control 

Moving in bed turning/moving in bed 

Walking  walking, scuffing feet, shuffle, gait, dragging foot, step, stumble, arm swing, 

limping, trip, natural arm swing while walking/running 

Slowness  slowness of movement, bradykinesia, speed, faster, faster pace, quicker 

Stiffness  stiffness, rigidity, seizing up 

Posture  posture, leaning, neck position, pisa syndrome, head drop 

Fitness  

 

 

stamina, body fitness, ability to exercise, ability to walk a (reasonable) 

distance / further, swimming, tennis, hike, athletic ability, riding a bike,  

*specific mention of ability to do other exercise-based activities*, 

dog-walking 

Weakness  weakness, loss of power, loss of strength, muscular problems  

Freezing  freezing, freezing of gait, festination, hesitation, feet sticking, able to move 

feet  
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Balance  balance, stability, unsteady, wobbly, ability to descend stairs in safety, 

coping with uneven surfaces 

Falls  falls, falling, fear of falling  

Dexterity  dexterity, fine movement, hand movement, typing, handwriting, motor 

function in hand, (loss of) hand control, handle clothing / cutlery, clumsiness, 

motor skills 

Facial expression  facial expression, smiling, masking, lop-sided expression, facial spasm, 

facial stiffness, facial movement 

Coordination  coordination, controlled movement 

Tremor  tremor, shaking, trembling, internal shaking, nodding head/chin, quivering 

lips  

Fatigue  Fatigue, fatigue of muscles, muscle fatigue, dullness and heaviness of limbs 

Tiredness  tiredness, tired, drowsiness, weariness, tiredness after exercise, tired legs, 

tired and weary legs  

Lack of energy  lack of energy, exhaustion, lethargy 

Sleep  sleep disorders, insomnia, deprivation, quality, vivid dreams, disturbed 

nights, thrashing around in bed, sleeplessness, disturbed sleep, night 

disturbance, stop dreams, lack of sleep at night 

Daytime sleepiness falling asleep unexpectedly / when you don’t want to, sleepiness as a side 

effect of medication, fall asleep within minutes of sitting down, ability to stay 

awake during the day, doziness, sleepiness 
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Cognitive impairment  cognitive ability, (loss of) concentration, clarity of thought, mental fog, 

slowness of thought, confusion, alertness, speed of thought, executive 

function, recall, coordination (mentally), not being able to think of the right 

words  

Memory  memory, forgetfulness, remembering things 

Dementia dementia 

Speech  speech, articulation, voice, communication, voice, when talking to others, 

confusion of speech, difficulty holding a conversation 

Eating and 

Swallowing  

swallowing, choking, (difficulty) eating, food, feeding 

Saliva problems  drooling, dribbling, dry mouth, discoloured (yellow) saliva 

Incontinence  incontinence, continence 

Bladder  nocturia, bladder control, urinary problems, hold to get to the toilet, urinary 

symptoms, urinary urgency, overactive bladder, urinary tract infection, poor 

and messy passing  

Bowel  constipation, bowel normality, bowel movements, digestive problems, 

crashing because of constipation meds not working 

Pain  pain, ache, pain relief, discomfort, muscular pain, ear-ache 

Dystonia  dystonia, cramps, spasm, twisting, foot turning over, night cramps 

Unpleasant sensation  numbness, pins and needles, burning sensation, creepy crawlies, 

restlessness 

Restless legs  Restless leg, able to sit still 
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Depression  depression, emotionally down,  

Mood  (change in) mood, low mood, positive outlook, grumpiness, mood swings, 

anger, frustrated, feel normal, feeling that life’s passing me by, 

Apathy  apathy, lack of motivation, disinterest, failure to carry out tasks, loss of 

enthusiasm 

Psychological impact  psychological impact, personality changes, accepting diagnosis, 

embarrassment, people to stop thinking you are incapable because you 

have Parkinson’s, self-conscious, worrying / fear about the future, being less 

focused on small details, worry about my ability to care for myself in the 

future, fear of deterioration 

Anxiety  anxiety, stress, nervousness, panic attack, stress levels, cope with stress, 

nervousness, rumination, 

Confidence  loss of confidence, confidence, self-worth 

Hallucinations and 

Psychosis  

hallucinations, paranoia, delusions 

Side effects of 

medication  

side effects, nausea, rash / itchiness, sleepiness as a side effect of 

medication (also captured in daytime sleepiness), apraxia of the eyelid 

opening from sinemet 

 

Dyskinesia  dyskinesia, jerky movements, uncontrolled movements, involuntary 

movements, be able to sit still 

Impulsive and 

compulsive 

impulsive and compulsive behaviour 
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Medication wearing 

off 

medication wearing off, off periods, improved ‘on’ time, coming down, 

variability, unpredictability, fluctuations 

Eyes and Vision blepharospasm, eye sight, vision, double vision, focussing *in relation to 

vision*, opening eyes, 

Sense of smell  smell, sense of smell 

Thermoregulation  Body-burning up, feeling cold, temperature control, sensitivity to cold, 

overheating, sweating 

Sexual  ED (erectile dysfunction) 

Skin  eczema  

Breathing  breathing, improving my breath control 

Nose  runny-nose 

Heart and blood 

pressure  

Blood pressure, heart-rate, dizziness, lightheadedness  

 

Other, out-of-scope, responses 

Uncategorised Unclear/vague responses 

Cure Cure, stop/halt/reverse progression, not have Parkinson’s anymore 

Better treatments Better, longer lasting treatments, fewer side effects, more effective 

Better care Improved diagnosis / management, access to nurses/therapists, dietary 

advice/management 
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Maintaining 

independence 

Independence, ability to work, ability to drive, ability to take care of myself, 

reliant on others, loss of independence 
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