PDQ-39 – Concept Elaboration Report
	Ref
	Questionnaire Wording
	Concept Elaboration
	Developer’s Comments

	1
	Parkinson's Disease

Quality of Life Questionnaire


	A questionnaire evaluating quality of life in patients of Parkinson’s disease. 
	

	2
	PDQ-39


	Acronym to remain in English. 
	

	3
	PDQ-39 © Copyright, Oxford University Innovation Limited 1993. All Rights Reserved. 
	The copyright notice of the questionnaire – to remain unchanged. 
	

	4
	The authors, being Professor Crispin Jenkinson, Professor Ray Fitzpatrick and Ms Viv Peto, have asserted their moral rights.
	Author information of the questionnaire – to remain unchanged. 
	

	5*
	Due to having Parkinson’s 

disease, 

how often during the last month have you…

	This reiterates the previous question. For each item, the respondent should indicate how often during the past month they have experienced the problem mentioned, as a result of Parkinson’s disease.


	

	6
	Please tick one box for each question


	The respondent should tick/check one box per question (only indicate a single answer for each question). 
	

	7
R1-9
	Never

Occasionally

Sometimes

Often

Always

or cannot do at all


	Responses showing how frequently the respondent has experienced each problem. 

Never: not once.

Occasionally: infrequently, not often

Sometimes: some of the time.

Often: frequently; a lot.

Always or cannot do at all: the respondent experienced the problem every time they did the activity, or they cannot do the activity at all.  
	

	8
Q1
	Had difficulty doing the leisure activities which 

you would like to do?

	Refers to any activities a person may choose to do in their ‘spare’ or ‘leisure’ time that they now find hard to do because of their illness. 
	

	9
Q2
	Had difficulty looking after your home, e.g. DIY, housework, cooking?


	Refers to any activities a person may do to take care of their home, such as home improvements (DIY), general housework, or cooking, that they now find hard to do because of their illness.
	

	10
Q3
	Had difficulty carrying bags of shopping?
	Refers to a person having difficulty/trouble walking with bags of groceries or other (relatively heavy) shopping. 
	

	11
Q4
	Had problems walking half a mile?


	Refers to a medium-distance walk that a person may find hard because of their illness. 
	

	12
Q5
	Had problems walking 100 yards?


	Refers to a short walk that a person may find hard because of their illness.
	

	13
Q6
	Had problems getting around the house as easily as you would like?
	Refers to a person’s ability to move around inside their own home, such as moving from room to room. 
	

	14
Q7

	Had difficulty getting around in public?


	Refers to a person’s ability to move around when outside their home in public places, such as in a town or shopping centre.  
	

	15
Q8
	Needed someone else to accompany you when you went out?


	Refers to the need a person may have for another person to always be with them when they go out because of their limited ability to move about on their own, or their perceived inability to go out on their own. 
	

	16
Q9

	Felt frightened or worried about falling over in public?


	Refers to a person’s concerns that they may lose their balance or trip while they are out in a public place.
	

	17*
	Please check that you have ticked one box for each question before going on to the next page.

	Before continuing onto the following page, the respondent should ensure that they have ticked/checked one box per question.
	

	18
R10-39

	Always


	The respondent always experiences the problem. 
	

	19
Q10

	Been confined to the house more than you would like?


	Refers to a person having to stay at home more than they would choose because they are unable to get out and about. The word ‘confined’ seems quite strong, but here it means being ‘stuck’ at home rather than being completely confined to the house. 
	

	20
Q11

	Had difficulty washing yourself?


	Refers to problems a person may have in washing themselves, such as being very slow in washing themselves, having problems balancing, shaking, etc. 
	

	21
Q12
	Had difficulty dressing yourself?


	Refers to problems a person may have in putting their clothes on, such as being very slow in dressing themselves, having problems balancing, shaking, etc. 
	

	22
Q13
	Had problems doing up buttons or shoe laces?


	Refers to problems of dexterity, related to fine motor movements of the hands, specifically with doing up buttons or tying shoe laces. 
	

	23
Q14
	Had problems writing clearly?


	Refers to problems of dexterity, specifically related to fine motor movements of the hands in holding a pen, plus control over the hands in writing clearly enough for it to be legible. 
	

	24
Q15

	Had difficulty cutting up your food?


	Refers to problems of dexterity, specifically a person’s ability to control a knife and fork to cut up food, plus being able to exert enough pressure on the knife to do the cutting. 
	

	25
Q16

	Had difficulty holding a drink without spilling it?


	Refers to problems of dexterity, specifically a person’s ability to hold a cup or glass without shaking so that the drink is spilled. 
	

	26
Q17
	Felt depressed?


	This refers to the person feeling ‘down’ or ‘low’, rather than being clinically depressed. 
	

	27
Q18
	Felt isolated and lonely?


	This refers to a person feeling alone, because they can’t get out of their home to do things with other people as they used to, for example. Or perhaps their illness limits what they are able to participate in and they are therefore left out. 


	

	28
Q19
	Felt weepy or tearful?


	This refers to the feeling a person has of being close to tears, or finding themselves crying more often than usual. 
	

	29
Q20
	Felt angry or bitter?


	This refers to the person feeling angry or bitter (resentful), either generally or towards themselves, their situation, other people, etc. 


	

	30
Q21
	Felt anxious?


	This can refer to a general feeling/state of anxiety, or to specific worries (such as anxiety over their health). 


	

	31
Q22
	Felt worried about your future?


	This refers to worries or concerns a person may have about their current state of health and what their illness will mean for them in the future - i.e. what does the future ‘hold’ for them. 
	

	32
Q23

	Felt you had to conceal your Parkinson's from people?


	Refers to the embarrassment a person may feel about their illness and concern about what others will think of them, to the extent that they try to hide it from other people (perhaps to avoid any social stigma). 
	

	33
Q24

	Avoided situations which involve eating or drinking in public?


	Refers to the embarrassment a person may feel about eating and drinking in front of other people because of their limited ability to cut their food properly, or hold a cup without spilling their drink, etc., to the extent that they will avoid being in those places or situations. 


	

	34
Q25
	Felt embarrassed in public due to having Parkinson's disease?


	Refers to the general embarrassment a person might feel because of their illness when in a public place. 
	

	35
Q26

	Felt worried by other people's reaction to you?


	Refers to the concern a person may have about being treated differently by other people, or impressions that others may form of them due to the effects of the disease. 
	

	36
Q27

	Had problems with your close personal relationships?


	Refers to any difficulties a person may have experienced with those who they are especially close to, as a result of their illness.
	

	37
Q28

	Lacked support in the ways you need from your spouse or partner?


	Refers to a person’s perception that their spouse (husband/wife) or romantic partner has not been supporting them in the ways they need. 
	

	38
Q28
	If you do not have a spouse or partner, please tick here


	If the respondent does not have a spouse or partner they should tick/check the appropriate box.
	

	39
Q29
	Lacked support in the ways you need from your family or close friends?


	Refers to a person’s perception that their close friends or family have not been supporting them in the ways they need. 
	

	40
Q30

	Unexpectedly fallen asleep during the day?


	Refers to an inability to stay awake during the day and falling asleep unintentionally, and without being aware that they were about to fall asleep. 
	

	41
Q31

	Had problems with your concentration, e.g. when reading or watching TV?


	Refers to any difficulties a person may have focussing their attention in one place for any length of time, such as when reading, or watching TV for the duration of a programme/film. 
	

	42
Q32
	Felt your memory was bad?


	Refers to a person’s perception that they do not remember things as well as they used to. 
	

	43
Q33
	Had distressing dreams or hallucinations?


	Refers to bad (upsetting/disturbing) dreams or nightmares that a person may have when asleep, or ‘seeing things’ when they are awake. 
	

	44
Q34
	Had difficulty with your speech?


	Refers to the problems a person may have in speaking – e.g. not being able to form their words or get their words out etc. 
	

	45
Q35
	Felt unable to communicate with people properly?


	Refers to the problems a person may have in being able to make themselves understood by others. 
	

	46
Q36

	Felt ignored by people?


	Refers to the feeling a person may have of being ignored because of their difficulties in communicating or other issues related to the illness.  


	

	47
Q37

	Had painful muscle cramps or spasms?


	Refers to the pain a person may have in their muscles, or the uncontrollable movements they may experience in their limbs, for example.
	

	48
Q38

	Had aches and pains in your joints or body?
	Refers to the general body pain a person may have, or pain specifically in their joints.
	

	49
Q39

	Felt unpleasantly hot or cold?


	Refers to a person being extra sensitive to the heat or the cold, or experiencing changes in their own body heat. 
	

	50
	Please check that you have ticked one box for each question.

	The respondent should ensure that they have ticked/checked one box per question.
	

	51
	Thank you for completing the questionnaire. 
	This is to thank the respondent for finishing the questionnaire. 
	


Additional key for reference column

Q1 = Question 1

R1 = Response options for question 1

R3-7 = Response options for questions 3 to 7

3* = Text which is repeated in the questionnaire 
Concept Elaboration Report - Version 2 - Nov 2011


