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Table 1. Glossary 

 

≥7 High Importance (greater or equal to 7 in rating). 

BAME Black, Asian and Minority Ethnicity 

CUREC Central University Research Ethics Committee 

EKUT Eberhard Karls University of Tübingen 

HCP Healthcare Professionals/Researchers in Health 

IQR Interquartile Range 

JLA James Lind Alliance 

K Kappa 

KW Kruskal-Wallis 

MCI Mild Cognitive Impairment 

MWW Mann-Whitney Wilcoxon 

NGT Nominal Group Technique 

NICE National Institute of Clinical Excellence 

OPDC Oxford Parkinson’s Disease Centre 

PPI Patient Public Involvement 

PSP Patient Setting Priority 

PwP People with Parkinson’s 

REC Research Ethics Committee 

SBC Supported by carers/in care home 

SD Standard Deviation 

UL University of Luxembourg 

UOXF University of Oxford 

WHO World Health Organisation 
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Figure 1. Top 10 from 2014 Final Prioritisation. 

 
Table 3 Final prioritised and ranked uncertainties for the management of Parkinson’s disease 

Overarching research aspiration: an effective cure for Parkinson’s disease 

1 What treatments are helpful for reducing balance problems and falls in people with Parkinson’s? 

2 What approaches are helpful for reducing stress and anxiety in people with Parkinson’s? 

3 What treatments are helpful for reducing dyskinesias (involuntary movements, which are a side effect of some medications) in 
 

people with Parkinson’s? 

4 Is it possible to identify different types of Parkinson’s, eg, tremor dominant? And can we develop treatments to address these 
 

different types? 

5 What best treats dementia in people with Parkinson’s? 

6 What best treats mild cognitive problems such as memory loss, lack of concentration, indecision and slowed thinking in people 
 

with Parkinson’s? 

7 What is the best method of monitoring a person with Parkinson’s response to treatments? 

8 What is helpful for improving the quality of sleep in people with Parkinson’s? 

9 What helps improve the dexterity (fine motor skills or coordination of small muscle movements) of people with Parkinson’s so 
 

they can do up buttons, use computers, phones, remote controls etc? 

10 What treatments are helpful in reducing urinary problems (urgency, irritable bladder, incontinence) in people with Parkinson’s? 
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Figure 2. Top 26 from 2014 Interim Prioritisation 

 

 

 
Uncertainty PwP 

Score 

Carer 

Score 

F&F 

Score 

HSCP 

Score 

Total Interim 

rank 

What treatments are helpful in reducing tremor in people with Parkinson’s? 93 83 92 91 359 1 

What treatments are helpful for reducing balance problems and falls in 

people with Parkinson’s? 

92 93 80 94 359 1 

Is it possible to identify different types of Parkinson’s, eg, tremor dominant? 

And can we tailor treatments best according to these different types? 

88 88 89 88 353 3 

What treatments would ensure the medications were equally effective each 

day (prevented/managed wearing off, variability, on/off states) in people 

with Parkinson’s? 

89 94 88 81 352 4 

Would the monitoring of dopamine levels in the body (eg, with blood tests) 

be helpful in determining medication timing and amount (dose)? 

91 89 86 86 352 4 

What is helpful for improving the quality of sleep in people with 

Parkinson’s? 

94 79.5 93 84 350.5 6 

What best treats mild cognitive problems such as memory loss, lack of 

concentration, indecision and slowed thinking in people with Parkinson’s? 

87 91 77 89.5 344.5 7 

What treatments are helpful in reducing urinary problems (urgency, irritable 

bladder, incontinence) in people with Parkinson’s? 

90 77 94 79 340 8 

What drug treatments are best for the different stages of Parkinson’s? 83 87 87 77.5 334.5 9 

What approaches are helpful for reducing stress and anxiety in people with 

Parkinson’s? 

75 77 82 92 326 10 

What treatments are helpful for reducing dyskinesias (involuntary 

movements, which are a side effect of some medications) in people with 

Parkinson’s? 

80 90 73.5 77.5 321 11 

What best treats dementia in people with Parkinson’s? 56 92 75 93 316 12 

What interventions are effective for reducing or managing unexplained 

fatigue in people with Parkinson’s? 

78 65 85 85 313 13 

What best helps prevent or reduce freezing (of gait and in general) in 

people with Parkinson’s? 

79 71.5 76 82 308.5 14 

What treatments are helpful for swallowing problems (dysphagia) in people 

with Parkinson’s? 

66 74.5 81 80 301.5 15 

What is the best method of monitoring a person with Parkinson’s response 

to treatments? 

81 52.5 83.5 83 300 16 

What training, techniques or aids are needed for hospital staff, to make 

sure patients with Parkinson’s get their medications correctly and on time? 

53 86 64.5 89.5 293 17 

What treatments are helpful in reducing bowel problems (constipation, 

incontinence) in people with Parkinson’s? 

77 85 90 40 292 18 

What is the best type and doe of exercise (physiotherapy) for improving 

muscle strength, flexibility, fitness, balance and function in people with 

Parkinson’s? 

84 68 64.5 67.5 284 19 

Can medications be developed to allow fewer doses per day for people 

with Parkinson’s? (For example combinations of medications in one pill, 

slow release pills) 

73 84 56 69 282 20 

What helps improve dexterity (fine motor skills or coordination of small 

muscle movements) of people with Parkinson’s so they can do up buttons, 
use computers, phones, remote controls etc? 

85 59.5 73.5 54.5 272.5 21 

What treatments are effective in reducing hallucinations (including vivid 

dreams) in people with Parkinson’s? 

52 79.5 71.5 61 264 22 

What is the best treatment for stiffness (rigidity) in people with 

Parkinson’s? 

86 67 63 46 262 23 

At which stage of Parkinson’s is deep brian stimulation (a surgical 
treatment that involves implanting a ‘brain pacemaker’ that sends signals 

to specific parts of the brain) most helpful? 

69 59.5 91 42 261.5 24 

What training to improve knowledge and skills do informal carers (family 

and friends) need in order to best care for people with Parkinson’s? 

42 82 70 63.5 257.5 25 

What is the best treatment for pain in people with Parkinson’s? 82 54 60.5 57.5 254 26 

F&F, family and friends; HSCP, health and social care professionals; PwP, people with Parkinson’s.    
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Table 2. PSP Group Sizes 

 
PSP Group Year Interim N= Workshop N= Note 

Acne 2014 1573 43  

Eczema  493   

Vitiligo  461   

Alcohol-related Liver Disease 2017 230   

Anaesthesia and Perioperative Care 2015 1718 23 Mostly clinicians 

Autism 2015 1266   

Bipolar 2016 2200 26  

Blood transfusion 2015 568 13  

Broken bones in old people 2018 209   

Carcinoma 2015 141 29  

Cellulitis 2017 353 28  

Childhood disability 2015 75 21  

Common conditions effecting hand and wrist 2017 261 21  

Contraception 2017 407 10  

Cystic Fibrosis 2017 677   

Dementia 2013 36 18 36 organisations 

Depression 2016 1700 16  

Diabetes Mellitus Type 1 2011 47 23  

Diabetes Mellitus Type 2 2017 1500 26  

Hip and knee osteoarthritis 2013 266 25  

Digital Technology for Mental Health 2018 137 27  

Eczema 2012 514 40  

Emergency Medicine 2017 513 34  

Endometriosis 2017 1418 26  

Fibromyalgia 2017  18  

Head and Neck Cancer 2017 49 20  

Hidradenitis Suppurativa 2014 371 22  

Hypertension 2017 63 15  

Irritable Bowel Syndrome 2017  16  

Intensive Care Unit 2014 513   

kidney transplant 2016 256 20  

Idiopathic Intracranial Hypertension 2018 401 25  

Learning Difficulties 2017 361 25  

Lichen Sclerosis  954 29  

Life after stroke 2011 97 28  

Lyme Disease 2011 103 9  

Mesothelioma 2014 202 30  

Mild to Moderate Hearing Loss 2015 486 7  

Miscarriage 2017 2122 21  

Multiple Conditions in Later Life 2018  24  

Multiple Sclerosis 2013 669 35  

Neurodevelopmental Disorders 2017 177 31  

Neuro-oncology 2015 227 18  

Palliative and end of life care 2015 1331 24  

Parkinson's 2014 475 27  

Patient Safety in Primary Care 2017 447 22  

Pessary use for Prolapse 2017 278 23  

Physiotherapy 2018 635 27  

Pressure Ulcers 2013 141 27  

Preterm Birth 2014 537 34  

Prostate Cancer 2010  26 40 "groups" in first survey no interim data 

Rare Inherited Anaemias 2018 120 31  

Scoliosis 2017 750 22  

Sight Loss and Vision 2015 664 12.9 Mean from 12 types of workshops, total 155 people 

spinal cord injury 2016 293 20  

Stillbirth 2015 1118 18 Counted in photo from focus group 

Stroke 2012 97 28  

Teenage and Young Adult Cancer 2018 174 25  

Tinnitus 2012 630 18 P 

Urinary Incontinence 2008 11 13 11 "organisations" 

Vitiligo 2010 230 47 6 observers 

Womb Cancer 2016 253 23  

Average (mean)  552 24  

Median  386 24  

Data from 96 PSP groups which had published data on 24/OCT/2018 
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Table 3. Survey Responses by Participant Type and Local Institute 

 

 

Local Institute 

UL Count EKUT Count UOXF Count Total 

 

 
Participant 

Type 

PwP 116 158 237 511 

Carer/Former Carer 1 1 36 38 

Friend/Family Member 113 10 73 196 

HCP 73 7 32 112 

Person with RBD 0 0 22 22 

Total 303 176 400 879 

 

 
Table 4. Healthcare professional responder’s by role type. 

 

Health Care Professional Role Count 

Charity Worker 1 

Dietician 1 

Doctor 26 

Educator 1 

GP 3 

Laboratory / Scientist 2 

Neurologist 3 

Neuropsychologist 1 

Not Specified 8 

Nurse or Research Nurse 17 

Occupational Therapist 11 

PhD Student 1 

Physiotherapist 10 

Psychiatrist 1 

Psychologist 2 

Research Administrator 1 

Research Assistant 1 

Researcher 4 

Scientific Research Project Manager 3 

Social Worker 2 

Speech and Language Therapist 12 

Student Nurse 1 

Total 112 
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Figure 3. Histogram and Statistics for Duration of Disease 

 

 

 

 

 
Statistics 

Duration of living with PD (years) 

N Valid 490 

Missing 21 

Median  5 

Range  41 

Percentiles 25th 3 

50th 5 

75th 9 

 

 

 

 

 

Table 5. Ethnicity Count for UOXF 

 

Ethnic Group Frequency Percent (%) 

Other/Please Specify 3 1.3 

Asian/Asian British 6 2.5 

Arab 1 0.4 

Black/Black British 3 1.3 

White 217 91.6 

Mixed/multiple ethnic groups 2 0.8 

Prefer not to say 5 2.1 

Total 237 100 

 

Figure 4. Bar Chart of PwP Education Level Frequencies 
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Figure 7. Box Plot and Whisker for Priority Questions by HCP and PwP 

 

 

 

Figure 8. Box Plot and Whisker by Disease Duration 

 
 

Legend 

Purple Top 10 Question 

Yellow Disparity in Top 10 Between Groups 

Blue Question not in Top 10 

 

Legend 

Purple Top 10 Question 

Yellow Disparity in Top 10 Between Groups 

Blue Question not in Top 10 
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Figure 9. Box Plot and Whisker by Education Level 

 
 

Figure 10. Box Plot and Whisker by Living Arrangements 

 
 

 Legend 

Purple Top 10 Question 

Yellow Disparity in Top 10 Between Groups 

Blue Question not in Top 10 

 

Legend 

Purple Top 10 Question 

Yellow Disparity in Top 10 Between Groups 

Blue Question not in Top 10 
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Figure 11. Box Plot and Whisker of Survey Results by Local Institute 

 
 

 

 

 
Figure 12. Box Plot and Whisker Comparing Results by Gender 

 

Legend 

Purple Top 10 Question 

Yellow Disparity in Top 10 Between Groups 

Blue Question not in Top 10 

 

Legend 

Purple Top 10 Question 

Yellow Disparity in Top 10 Between Groups 

Blue Question not in Top 10 
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Figure 13. Box Plot and Whisker by Economic Status 

 
 

 
Figure 14. Box Plot and Whisker Comparing Results by Grouped Ethnicity 

 
 

Legend 

Purple Top 10 Question 

Yellow Disparity in Top 10 Between Groups 

Blue Question not in Top 10 

 

Legend 

Purple Top 10 Question 

Yellow Disparity in Top 10 Between Groups 

Blue Question not in Top 10 
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Top 10 by Sub group 

 

Table 6. Top 10 by PwP and HCP. 

 
Descriptive Statistics PwP and HCP 

HCP (n = 112) 
 Range Percentiles   

Rank 
Question 

Number 
Minimum Maximum 25th 50th 75th 

N who 

ranked ≥7 

% 

Agreement 

1 2 4 9 7 8.5 9 99 88 

2 1 1 9 7 8 9 95 85 

3 7 3 9 7 8 9 95 85 

4 21 2 9 7 8 9 91 81 

5 4 1 9 7 8 9 89 79 

6 14 3 9 7 8 9 88 79 

7 15 2 9 7 8 9 88 79 

8 3 1 9 7 7 9 85 76 

9 9 2 9 6.75 8 9 84 75 

9 23 2 9 6.75 8 9 84 75 

 

PWP (n = 511) 

 Range Percentiles   

Rank 
Question 

Number 
Minimum Maximum 25th 50th 75th 

N who 

ranked ≥7 

% 

Agreement 

1 19 1 9 7 8 9 406 79 

2 9 1 9 7 8 9 394 77 

3 2 1 9 6 8 9 373 73 

4 4 1 9 6 8 9 371 73 

5 21 1 9 6 8 9 369 72 

6 7 1 9 6 8 9 358 70 

7 23 1 9 6 7 9 355 69 

8 1 1 9 6 8 9 348 68 

9 3 1 9 6 8 9 346 68 

10 6 1 9 6 7 9 346 68 
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Table 7. Top 10 by Disease Duration Quartiles 

 
0-3 years duration (n=146) 

 Range Percentiles   

Rank Question Minimum Maximum 25th 50th 75th 
N who 

ranked ≥7 

% 

Agreement 

1 9 1 9 7 8 9 118 80.8 

2 19 1 9 7 8 9 116 79.5 

3 1 1 9 7 8 9 113 77.4 

4 7 1 9 7 8 9 112 76.7 

5 21 2 9 6 8 9 107 73.3 

6 4 1 9 6 8 9 106 72.6 

7 2 1 9 6 8 9 103 70.5 

8 20 1 9 6 7.5 9 101 69.2 

9 23 1 9 6 7 9 101 69.2 

10 11 1 9 6 7 8.75 98 67.1 

 

3-5 years duration (n=115) 

 Range Percentiles   

Rank Question Minimum Maximum 25th 50th 75th 
N who 

ranked ≥7 

% 

Agreement 

1 19 1 9 7 8 9 92 80.0 

2 9 1 9 6 8 9 85 73.9 

3 21 1 9 6 8 9 84 73.0 

4 2 1 9 6 7 9 83 72.2 

5 20 1 9 6 8 9 81 70.4 

6 4 1 9 6 8 9 79 68.7 

7 3 1 9 6 8 8.5 78 67.8 

8 6 1 9 6 7 8 77 67.0 

9 23 1 9 6 8 9 77 67.0 

10 7 1 9 6 7 9 75 65.2 

 

5-9 years duration (n=126) 
 Range Percentiles   

Rank Question Minimum Maximum 25th 50th 75th 
N who 

ranked ≥7 

% 

Agreement 

1 2 1 9 7 8 9 95 75.4 

1 19 3 9 7 8 9 95 75.4 

3 9 1 9 6 8 9 93 73.8 

4 3 1 9 6 8 9 92 73.0 

5 21 1 9 6 8 8 91 72.2 

6 4 1 9 6 8 9 88 69.8 

7 23 1 9 6 8 9 88 69.8 

8 7 1 9 6 8 8 86 68.3 

9 6 1 9 6 7.5 9 86 68.3 

10 16 1 9 6 7 8 82 65.1 

 

9+ years duration (n=103) 

 Range Percentiles   

Rank Question Minimum Maximum 25th 50th 75th 
N who 

ranked ≥7 

% 

Agreement 

1 19 3 9 7 8 9 85 82.5 

2 4 3 9 7 8 9 83 80.6 

3 9 2 9 7 8 9 82 79.6 

4 2 1 9 6 8 9 74 71.8 

5 20 1 9 6 8 9 74 71.8 

6 23 1 9 6 8 9 73 70.9 

7 11 1 9 6 7 8 72 69.9 

8 6 1 9 6 8 8.75 71 68.9 

9 21 1 9 6 7.5 9 71 68.9 

10 7 2 9 6 8 8 70 68.0 
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Table 8. Top 10 by Education Level 

 

Level 1 - 2 (n=64) 

 Range Percentiles   

Rank Question Minimum Maximum 25th 50th 75th 
N who % 

1 19 3 9 7 8 9 54 84.4 

2 9 2 9 7 8 9 54 84.4 

3 21 1 9 7 8 9 54 84.4 

4 23 4 9 7 8 9 50 78.1 

5 11 1 9 7 7 9 50 78.1 

6 2 1 9 7 8 9 49 76.6 

7 16 4 9 6.75 8 9 48 75.0 

8 10 3 9 6.75 8 9 48 75.0 

9 20 1 9 6.75 7 9 48 75.0 

10 4 2 9 6 8 9 47 73.4 

  

Level 3 - 4 (n=135) 

 Range Percentiles   

       N who % 

Rank Question Minimum Maximum 25th 50th 75th ranked ≥7 Agreement 

1 19 3 9 7 8 9 114 84.4 

2 21 1 9 7 8 9 110 81.5 

3 2 2 9 7 8 9 103 76.3 

4 9 1 9 7 8 9 103 76.3 

5 4 1 9 7 8 9 102 75.6 

5 20 1 9 7 8 9 102 75.6 

7 23 1 9 6 8 9 100 74.1 

8 7 1 9 6 8 9 99 73.3 

9 8 1 9 6 8 9 98 72.6 

10 1 1 9 6 8 9 97 71.9 

  

Level 5 - 6 (n=128) 

 Range Percentiles   

       N who % 

Rank Question Minimum Maximum 25th 50th 75th ranked ≥7 Agreement 

1 19 3 9 7 8 9 100 78.1 

2 9 2 9 6 8 9 94 73.4 

3 3 2 9 6 8 9 93 72.7 

4 4 2 9 6 8 9 92 71.9 

5 2 1 9 6 7 9 92 71.9 

6 7 1 9 6 7.5 9 90 70.3 

7 1 1 9 6 8 9 84 65.6 

8 6 1 9 6 7 8 84 65.6 

9 21 1 9 6 7 8 82 64.1 

10 13 2 9 6 7 8 80 62.5 

  

Level 7 - 8 (n=155) 

 Range Percentiles   

       N who % 

Rank Question Minimum Maximum 25th 50th 75th ranked ≥7 Agreement 

1 9 1 9 7 8 9 120 77.4 

2 19 1 9 6 8 9 113 72.9 

3 4 1 9 6 8 9 106 68.4 

4 21 1 9 6 7 9 104 67.1 

5 2 1 9 6 8 9 103 66.5 

6 23 1 9 6 7 8 103 66.5 

7 1 1 9 6 7 8 101 65.2 

8 7 1 9 6 7 8.5 100 64.5 

9 3 1 9 6 7 8 97 62.6 

10 6 1 9 6 7 8 96 61.9 
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Table 9. Top 10 by Living Arrangements 

 

Living at Home Independently (n=331) 

 Range Percentile  

Rank Question Minimum Maximum 25th 50th 75th 
N who 

ranked ≥7 

% 

Agreement 

1 19 1 9 7 8 9 261 78.9 

2 9 1 9 7 8 9 259 78.2 

3 21 1 9 6 8 9 247 74.6 

4 3 1 9 6 8 9 236 71.3 

5 4 1 9 6 8 9 235 71.0 

6 1 1 9 6 8 9 231 69.8 

6 2 1 9 6 8 9 231 69.8 

8 7 1 9 6 8 9 229 69.2 

9 23 1 9 6 7 9 228 68.9 

10 20 1 9 6 7 9 223 67.4 

 

Living at Home Supported by Family (n=123) 

 Range Percentile  

Rank Question Minimum Maximum 25th 50th 75th 
N who 

ranked ≥7 

% 

Agreement 

1 19 2 9 7 8 9 96 78.0 

2 6 1 9 7 8 9 95 77.2 

3 2 1 9 7 8 9 94 76.4 

4 4 1 9 7 8 9 93 75.6 

5 9 1 9 6 8 9 89 72.4 

6 16 1 9 6 8 8 86 69.9 

7 1 1 9 6 7 9 84 68.3 

8 23 1 9 6 7 8.5 84 68.3 

9 7 1 9 6 7 8 82 66.7 

10 21 1 9 6 8 8 80 65.0 

 

Needing Carers or in Supported Home (n=25) 

 Range Percentile  

Rank Question Minimum Maximum 25th 50th 75th 
N who 

ranked ≥7 

% 

Agreement 

1 19 5 9 7 8 9 23 92.0 

2 2 2 9 7 8 9 23 92.0 

3 7 5 9 7 9 9 22 88.0 

4 5 3 9 7 9 9 21 84.0 

5 9 4 9 8 8 9 21 84.0 

6 23 1 9 7 8 9 21 84.0 

7 16 1 9 7 7 9 21 84.0 

8 4 4 9 8 8 9 20 80.0 

9 15 4 9 7 8 9 20 80.0 
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Table 10. Top 10 by Local Institute 

 

UL Summary (n=303) 

  Range Percentile   

 
Rank 

 
Question 

 
Minimum 

 
Maximum 

 
25th 

 
50th 

 
75th 

N who 

ranked ≥7 

% 

Agreement 

1 2 2 9 8 8 9 275 90.8 

2 9 4 9 7 8 9 268 88.4 

3 1 1 9 7 8 9 266 87.8 

4 4 1 9 7 8 9 263 86.8 

5 7 1 9 7 8 9 258 85.1 

6 19 3 9 7 8 9 257 84.8 

7 21 1 9 7 8 9 253 83.5 

7 23 1 9 7 8 9 253 83.5 

9 15 1 9 7 8 9 250 82.5 

10 14 2 9 7 8 9 247 81.5 

 

EKUT Summary (n=176) 

  Range Percentile   

 
Rank 

 
Question 

 
Minimum 

 
Maximum 

 
25th 

 
50th 

 
75th 

N who 

ranked ≥7 

% 

Agreement 

1 19 1 9 7 8 9 141 80.1 

2 4 1 9 7 8 9 134 76.1 

3 7 1 9 7 8 9 133 75.6 

4 9 1 9 6 8 9 130 73.9 

5 21 1 9 6 8 9 127 72.2 

5 23 1 9 6 8 9 127 72.2 

7 20 1 9 6 8 9 126 71.6 

8 2 1 9 6 8 9 124 70.5 

9 13 2 9 6 8 9 122 69.3 

10 1 1 9 6 8 9 114 64.8 

 

UOXF Sumary (n=400) 

  Range Percentile   

 
Rank 

 
Question 

 
Minimum 

 
Maximum 

 
25th 

 
50th 

 
75th 

N who 

ranked ≥7 

% 

Agreement 

1 19 1 9 6 8 9 297 74.3 

1 9 1 9 6 8 9 297 74.3 

3 21 1 9 6 7.5 8 293 73.3 

4 2 1 9 6 8 9 291 72.8 

5 3 1 9 6 8 9 274 68.5 

6 6 1 9 6 7 9 274 68.5 

7 7 1 9 6 7 8 271 67.8 

8 4 1 9 6 7.5 9 270 67.5 

9 16 1 9 6 7 8 268 67.0 

10 1 1 9 6 7 9 265 66.3 
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Table 11. Top 10 Priorities by Gender 

 

Male (n=312) 

 Range Percentiles  

Rank 
Question 

Number 
Minimum Maximum 25th 

50th 

(Median) 
75th 

N who 

ranked ≥7 

% 

Agreement 

1 19 1 9 7 8 9 246 78.8 

2 9 1 9 7 8 9 236 75.6 

3 2 1 9 6 8 9 224 71.8 

4 1 1 9 6 8 9 218 69.9 

5 4 1 9 6 8 9 217 69.6 

6 7 1 9 6 7.5 9 216 69.2 

7 21 1 9 6 7.5 9 212 67.9 

8 3 1 9 6 7 8 207 66.3 

9 23 1 9 6 7 9 204 65.4 

10 20 1 9 6 7 9 203 65.1 

 

Female (n=192) 

 Range Percentiles  

Rank 
Question 

Number 
Minimum Maximum 25th 

50th 

(Median) 
75th 

N who 

ranked ≥7 

% 

Agreement 

1 19 1 9 7 8 9 156 81.3 

2 9 1 9 7 8 9 153 79.7 

3 21 1 9 7 8 9 151 78.6 

4 23 1 9 7 8 9 148 77.1 

5 4 1 9 7 8 9 147 76.6 

6 2 1 9 6.75 8 9 144 75.0 

7 6 1 9 6 8 9 143 74.5 

8 7 1 9 6 8 9 137 71.4 

9 3 1 9 6 8 9 134 69.8 

10 20 1 9 6 8 9 134 69.8 
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Table 12. Top 10 by Economic Status 

 

Above Poverty Line (n=372) 

 Range Percentile  

       N who % 

Rank Question Minimum Maximum 25th 50th 75th ranked ≥7 Agreement 

1 19 1 9 7 8 9 291 78.2 

2 9 1 9 7 8 9 287 77.2 

3 4 1 9 6 8 9 272 73.1 

4 21 1 9 6 8 9 268 72.0 

5 2 1 9 6 8 9 263 70.7 

6 3 1 9 6 8 9 255 68.5 

6 7 1 9 6 8 9 255 68.5 

8 6 1 9 6 7 8.25 252 67.7 

9 23 1 9 6 7 9 248 66.7 

10 1 1 9 6 7 9 247 66.4 

 

Below Poverty Line (n=73) 

 Range Percentile  

       N who % 

Rank Question Minimum Maximum 25th 50th 75th ranked ≥7 Agreement 

1 19 3 9 7 8 9 65 89.0 

2 2 1 9 7 8 9 60 82.2 

3 9 2 9 7 8 9 58 79.5 

4 1 2 9 7 8 9 55 75.3 

5 23 1 9 7 8 9 55 75.3 

6 7 1 9 6 8 9 53 72.6 

6 21 1 9 6 8 9 53 72.6 

8 20 1 9 6 7 9 53 72.6 

9 16 1 9 6 8 9 52 71.2 

10 4 1 9 6 8 9 51 69.9 

 

 

 

Table 13. Top 10 by Ethnicity Groups 

 
BAME (n=11) 

 Range Percentiles  

Rank Question Minimum Maximum 25th 50th 75th 
N who 

ranked ≥7 

% 

Agreement 

1 6 1 9 5 8 9 10 90.9 

2 4 1 9 5 8 9 9 81.8 

3 18 1 9 5 8 9 9 81.8 

4 3 1 9 5 8 9 8 72.7 

5 5 3 9 5 8 9 8 72.7 

6 10 1 9 5 8 9 8 72.7 

7 16 4 9 5 8 9 8 72.7 

8 23 6 9 5 8 9 8 72.7 

9 2 4 9 5 8 9 7 63.6 

10 8 5 9 5 8 9 7 63.6 

 

White (n=217) 

 Range Percentiles  

Rank Question Minimum Maximum 25th 50th 75th 
N who 

ranked ≥7 

% 

Agreement 

1 9 1 9 7 8 9 163 75.1 

2 19 1 9 6 8 9 162 74.7 

3 21 1 9 6 8 8 153 70.5 

4 6 1 9 6 8 9 152 70.0 

5 2 1 9 6 7 9 149 68.7 

6 3 1 9 6 8 9 146 67.3 

7 4 1 9 6 8 8 141 65.0 

8 1 1 9 6 7 9 140 64.5 

9 16 1 9 5 7 8 137 63.1 

10 11 1 9 6 7 8 133 61.3 
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Kappa Tables 

 

Table 14. Kappa Agreement between Disease Duration Groups 

 

Symmetric Measures 

 
Comparison 

 
Kappa Value 

Asymptotic 

Standard 

Error a 

Approximate 

T b 

Approximate 

Significance 

0-3 years vs 3-5 years 0.682 0.146 3.546 0.000 

0-3 years v 5-9 years 0.524 0.170 2.720 0.007 

0-3 years v 9+ years 0.841 0.108 4.371 0.000 

3-5 years v 5-9 years 0.841 0.108 4.371 0.000 

3-5 years v 9+ years 0.841 0.108 4.371 0.000 

5-9 years v 9+ years 0.682 0.146 3.546 0.000 

a Not assuming the null hypothesis. 

b Using the asymptotic standard error assuming the null hypothesis. 

 

Table 15. Kappa Agreement between Education Levels 

 
Symmetric Measures 

 

Comparison 

 

Kappa 

Asymptotic 

Standard 

Error a 

Approximate 

T b 

Approximate 

Significance 

Level 1 - 2 vs Level 3 - 4 0.524 0.170 2.720 0.007 

Level 1 - 2 vs Level 5 - 6 0.206 0.192 1.070 0.285 

Level 1 - 2 vs Level 7 - 8 0.365 0.185 1.895 0.058 

Level 3 - 4 vs Level 5 - 6 0.524 0.170 2.720 0.007 

Level 3 - 4 vs Level 7 - 8 0.682 0.146 3.546 0.000 

Level 5 - 6 vs Level 7 - 8 0.841 0.108 4.371 0.000 

 a Not assuming the null hypothesis.  

 b Using the asymptotic standard error assuming the null hypothesis.  

 

Table 16. Kappa test of Agreement by Living Arrangement (grouped) 

 
Symme tric Measures 

 

Comparison 

 

Kappa 

Asymptotic 

Standard 

Error a 

Approximate 

T b 

Approximate 

Significance 

Independently vs Supported by Family 0.682 0.146 3.546 0.000 

Independently vs Carers/Supported Home 0.524 0.170 2.720 0.007 

Supported by Family vs Carers/Supported Home 0.682 0.146 3.546 0.000 

N of Valid Cases 27    

a Not assuming the null hypothesis. 

b Using the asymptotic standard error assuming the null hypothesis. 

 

Table 17. Kappa Test for Agreement between Local Institutes 

 
Measure of Agreement 

 

Comparison 

 

Kappa 

Asymptotic 

Standard 

Error a 

Approximate 

T b 

Approximate 

Significance 

UL * EKUT 0.682 0.146 3.546 0 

UL * UOXF 0.524 0.17 2.72 0.007 

EKUT * UOXF 0.524 0.17 2.72 0.007 

a Not assuming the null hypothesis. 

b Using the asymptotic standard error assuming the null hypothesis. 
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Table 18. Kappa for Gender 

 

 

 

 

 

 
Table 19. Kappa for Economic Status 

 

 

 

 

Table 20. Kappa test between HCP and PwP 

 

 

Table 21. Kappa test with Deane et al Top 10 by Focus group 
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Table 22. Kappa test with Deane et al by interim ranking 
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Distribution Analyses 

 

Table 23. Distribution Comparisons of each question by subgroup 

 

  Significance (p-value) 
 

Question 

Number 

 
Question 

HCP vs 

PwP 

(MWW) 

Disease 

Duration 

(KW) 

Education 

Level 

(KW) 

Living 

Arrangements 

(KW) 

Local 

Institute 

(KW) 

 

Gender 

(MWW) 

Economic 

Status 

(MWW) 

 

 

1 

 

What treatments are helpful in reducing tremor 

in people with Parkinson’s? 

 

0.001 

 

0.305 

 

0.027 

 

0.591 

 

0.000 

 

0.960 

 

0.113 

 

2 
What treatments are helpful for reducing 

balance problems and falls in people with 

Parkinson’s? 

 

0.000 

 

0.995 

 

0.043 

 

0.088 

 

0.000 

 

0.120 

 

0.268 

 

3 

Is it possible to identify different types of 

Parkinson’s, e.g., tremor dominant? And can we 

tailor treatments best according to these 

different types? 

 

0.794 

 

0.087 

 

0.403 

 

0.321 

 

0.079 

 

0.027 

 

0.888 

 

4 

What treatments would ensure the medications 

were equally effective each day 

(prevented/managed wearing off, variability, 

on/off states) in people with Parkinson’s? 

 
0.275 

 
0.040 

 
0.752 

 
0.186 

 
0.000 

 
0.023 

 
0.907 

 

5 

Would the monitoring of dopamine levels in the 

body (e.g., with blood tests) be helpful in 

determining medication timing and amount 

(dose)? 

 

0.084 

 

0.156 

 

0.161 

 

0.001 

 

0.000 

 

0.022 

 

0.043 

 

6 

 

What is helpful for improving the quality of 

sleep in people with Parkinson’s? 

 

0.703 

 

0.987 

 

0.009 

 

0.212 

 

0.035 

 

0.001 

 

0.154 
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7 

What best treats mild cognitive problems such 

as memory loss, lack of concentration, 

indecision and slowed thinking in people with 

Parkinson’s? 

 
0.091 

 
0.300 

 
0.502 

 
0.012 

 
0.000 

 
0.174 

 
0.499 

 

8 
What treatments are helpful in reducing urinary 

problems (urgency, irritable bladder, 

incontinence) in people with Parkinson’s? 

 

0.592 

 

0.953 

 

0.011 

 

0.825 

 

0.000 

 

0.413 

 

0.950 

 

9 

 

What drug treatments are best for the different 

stages of Parkinson’s? 

 

0.248 

 

0.728 

 

0.529 

 

0.059 

 

0.001 

 

0.201 

 

0.756 

 

10 

 

What approaches are helpful for reducing stress 

and anxiety in people with Parkinson’s? 

 

0.008 

 

0.387 

 

0.000 

 

0.097 

 

0.000 

 

0.008 

 

0.288 

 

11 

What treatments are helpful for reducing 

dyskinesias (involuntary movements, which are 

a side effect of some medications) in people 

with Parkinson’s? 

 
0.015 

 
0.653 

 
0.004 

 
0.079 

 
0.000 

 
0.001 

 
0.426 

 

12 

 

What best treats dementia in people with 

Parkinson’s? 

 

0.041 

 

0.103 

 

0.027 

 

0.249 

 

0.000 

 

0.106 

 

0.122 

 

13 
What interventions are effective for reducing or 

managing unexplained fatigue in people with 

Parkinson’s? 

 

0.285 

 

0.502 

 

0.180 

 

0.356 

 

0.000 

 

0.887 

 

0.932 

 

14 

 

What best helps prevent or reduce freezing (of 

gait and in general) in people with Parkinson’s? 

 

0.002 

 

0.411 

 

0.067 

 

0.402 

 

0.000 

 

0.049 

 

0.322 
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15 
What treatments are helpful for swallowing 

problems (dysphagia) in people with 

Parkinson’s? 

 

0.000 

 

0.331 

 

0.009 

 

0.043 

 

0.000 

 

0.014 

 

0.934 

 

16 

 

What is the best method of monitoring a person 

with Parkinson’s response to treatments? 

 

0.602 

 

0.629 

 

0.000 

 

0.053 

 

0.004 

 

0.189 

 

0.034 

 

17 

What training, techniques or aids are needed for 

hospital staff, to make sure patients with 

Parkinson’s get their medications correctly and 

on time? 

 
0.007 

 
0.603 

 
0.000 

 
0.002 

 
0.000 

 
0.001 

 
0.090 

 

18 
What treatments are helpful in reducing bowel 

problems (constipation, incontinence) in people 

with Parkinson’s? 

 

0.224 

 

0.650 

 

0.000 

 

0.468 

 

0.000 

 

0.125 

 

0.411 

 

19 

What is the best type and dose of exercise 

(physiotherapy) for improving muscle strength, 

flexibility, fitness, balance and function in 

people with Parkinson’s? 

 
0.072 

 
0.439 

 
0.026 

 
0.439 

 
0.000 

 
0.166 

 
0.687 

 

20 

Can medications be developed to allow fewer 

doses per day for people with Parkinson’s? (For 

example combinations of medications in one 

pill, slow release pills) 

 
0.347 

 
0.106 

 
0.000 

 
0.071 

 
0.000 

 
0.221 

 
0.273 

 
21 

What helps improve the dexterity (fine motor 

skills or coordination of small muscle 

movements) of people with Parkinson’s so they 

can do up buttons, use computers, phones, 

remote controls etc? 

 

0.337 

 

0.739 

 

0.009 

 

0.066 

 

0.004 

 

0.005 

 

0.540 

 

22 
What treatments are effective in reducing 

hallucinations (including vivid dreams) in people 

with Parkinson's? 

 

0.000 

 

0.170 

 

0.000 

 

0.322 

 

0.000 

 

0.225 

 

0.379 
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23 

 

What is the best treatment for stiffness (rigidity) 

in people with Parkinson’s? 

 

0.185 

 

0.680 

 

0.033 

 

0.137 

 

0.000 

 

0.016 

 

0.083 

 
24 

At which stage of Parkinson’s is deep brain 

stimulation (a surgical treatment that involves 

implanting a ‘brain pacemaker’ that sends 

signals to specific parts of the brain) most 

helpful? 

 

0.423 

 

0.691 

 

0.383 

 

0.090 

 

0.000 

 

0.853 

 

0.152 

 

25 
What training to improve knowledge and skills 

do informal carers (family and friends) need in 

order to best care for people with Parkinson’s? 

 

0.000 

 

0.417 

 

0.000 

 

0.884 

 

0.000 

 

0.297 

 

0.467 

 

26 

 

What is the best treatment for pain in people 

with Parkinson’s? 

 

0.020 

 

0.258 

 

0.002 

 

0.827 

 

0.000 

 

0.001 

 

0.116 

 

27 
What speech therapy techniques are helpful for 

communication problems in people with 

Parkinson’s? 

 

0.001 

 

0.731 

 

0.001 

 

0.337 

 

0.000 

 

0.421 

 

0.813 

BMJ Publishing Group Limited (BMJ) disclaims all liability and responsibility arising from any reliance
Supplemental material placed on this supplemental material which has been supplied by the author(s) BMJ Open

 doi: 10.1136/bmjopen-2021-049530:e049530. 12 2022;BMJ Open, et al. Bowring F



CENTRE-PD Top 10 Supplementary Material 

Francesca Bowring 28 

 

 

 

 

Table 24. Pairwise comparison of significant KW Disease Duration for Question 4. 

 

 
Table 25. Pairwise comparison of significant KW Education Level for Question 1. 

 

 

Table 26. Pairwise comparison of significant KW Education Level for Question 2. 
 

 
Table 27. Pairwise comparison of significant KW Education Level for Question 6. 
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Table 28. Pairwise comparison of significant KW Education Level for Question 8. 
 

 

Table 29. Pairwise comparison of significant KW Education Level for Question 10. 
 

 

Table 30. Pairwise comparison of significant KW Education Level for Question 11. 
 

 
Table 31. Pairwise comparison of significant KW Education Level for Question 12. 

 

BMJ Publishing Group Limited (BMJ) disclaims all liability and responsibility arising from any reliance
Supplemental material placed on this supplemental material which has been supplied by the author(s) BMJ Open

 doi: 10.1136/bmjopen-2021-049530:e049530. 12 2022;BMJ Open, et al. Bowring F



CENTRE-PD Top 10 Supplementary Material 

Table 32. Pairwise comparison of significant KW Education Level for Question 15. 

Francesca Bowring 30 

 

 

 

Table 33. Pairwise comparison of significant KW Education Level for Question 16. 
 

 

Table 34. Pairwise comparison of significant KW Education Level for Question 17. 
 

 

Table 35. Pairwise comparison of significant KW Education Level for Question 18. 
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Table 37. Pairwise comparison of significant KW Education Level for Question 20. 
 

 

Table 38. Pairwise comparison of significant KW Education Level for Question 21. 
 

 
Table 39. Pairwise comparison of significant KW Education Level for Question 22. 
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Table 41. Pairwise comparison of significant KW Education Level for Question 25. 
 

 

Table 42. Pairwise comparison of significant KW Education Level for Question 26. 
 

 

Table 43. Pairwise comparison of significant KW Education Level for Question 27. 
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Table 45. Pairwise comparison of significant KW Living Arrangements for Question 7. 
 

 

Table 46. Pairwise comparison of significant KW Living Arrangements for Question 15. 
 

 

Table 47. Pairwise comparison of significant KW Living Arrangements for Question 17. 
 

BMJ Publishing Group Limited (BMJ) disclaims all liability and responsibility arising from any reliance
Supplemental material placed on this supplemental material which has been supplied by the author(s) BMJ Open

 doi: 10.1136/bmjopen-2021-049530:e049530. 12 2022;BMJ Open, et al. Bowring F



CENTRE-PD Top 10 Supplementary Material 

Table 48. Pairwise comparison of significant KW Local Institute for Question 1. 
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Table 49. Pairwise comparison of significant KW Local Institute for Question 2. 
 

 

Table 50. Pairwise comparison of significant KW Local Institute for Question 4. 
 

 

Table 51. Pairwise comparison of significant KW Local Institute for Question 5. 
 

 

Table 52. Pairwise comparison of significant KW Local Institute for Question 6. 

BMJ Publishing Group Limited (BMJ) disclaims all liability and responsibility arising from any reliance
Supplemental material placed on this supplemental material which has been supplied by the author(s) BMJ Open

 doi: 10.1136/bmjopen-2021-049530:e049530. 12 2022;BMJ Open, et al. Bowring F



CENTRE-PD Top 10 Supplementary Material 

Table 53. Pairwise comparison of significant KW Local Institute for Question 7. 
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Table 54. Pairwise comparison of significant KW Local Institute for Question 8 . 
 

 

Table 55. Pairwise comparison of significant KW Local Institute for Question 9 
 

 

Table 56. Pairwise comparison of significant KW Local Institute for Question 10 
 

 

Table 57. Pairwise comparison of significant KW Local Institute for Question 11. 
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Table 58. Pairwise comparison of significant KW Local Institute for Question 12. 
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Table 59. Pairwise comparison of significant KW Local Institute for Question 13. 
 

 

Table 60. Pairwise comparison of significant KW Local Institute for Question 14. 
 

 

Table 61. Pairwise comparison of significant KW Local Institute for Question 15. 
 

 

Table 62. Pairwise comparison of significant KW Local Institute for Question 16. 
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Table 63. Pairwise comparison of significant KW Local Institute for Question 17. 
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Table 64. Pairwise comparison of significant KW Local Institute for Question 18. 
 

 

Table 65. Pairwise comparison of significant KW Local Institute for Question 19. 
 

 

Table 66. Pairwise comparison of significant KW Local Institute for Question 20. 
 

 

Table 67. Pairwise comparison of significant KW Local Institute for Question 21. 
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Table 68. Pairwise comparison of significant KW Local Institute for Question 22. 
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Table 69. Pairwise comparison of significant KW Local Institute for Question 23. 
 

 

Table 70. Pairwise comparison of significant KW Local Institute for Question 24. 
 

 

Table 71. Pairwise comparison of significant KW Local Institute for Question 25. 
 

 

Table 72. Pairwise comparison of significant KW Local Institute for Question 26. 
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Table 73. Pairwise comparison of significant KW Local Institute for Question 27. 
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