DMD-QoL – Concept Elaboration – 07-10-20
	Ref
	DMD-QoL Wording
	Concept Elaboration
	Developer’s Comments

	1
	DMD-QoL
	Title – Retain 
	

	2
	Please read each sentence below and think about how often that sentence applied to you during the past 7 days.
	Sentence can be translated as statement if this is more appropriate.
	OK

	3
	Please select the answer that best applies to you.
	No elaboration required
	OK

	4
	You can choose “Never”, “Sometimes”, “A lot of the time”, or “All of the time”.
	Alternative Acceptable Translations
Never – None of the time
Sometimes – Some of the time
A lot of the time – Most of the time
All of the time – Always
Please use a consistent style and the most acceptable style for your language
	OK

	5
	For example, if you sometimes felt cold during the past 7 days you would select this answer:
	Felt cold here means feeling cold not having a cold

	OK

	6
	During the past 7 days…
	No elaboration required
	OK

	7
	I felt cold
	Felt cold here means feeling cold not having a cold
	OK

	8 R1-14
	Never
Sometimes
A lot of the time
All of the time
	Alternative Acceptable Translations
Never – None of the time
Sometimes – Some of the time
A lot of the time – Most of the time
All of the time – Always
Please use a consistent style and most acceptable style for your language
	OK

	9
	Now please read the sentences below and select the answer that best applies to you:
	Sentences can be translated as statements if this is more appropriate.
	OK

	10 Q1
	I found it hard to use my hands
	This refers to the mobility and dexterity of the whole hand. Difficult is an acceptable translation of hard.
	OK

	11 Q2
	I found it hard to eat
	As per the developer’s comment please keep this translation broad, it should apply to the both the use of eating utensils and chewing/swallowing whatever is relevant to the patient.
	Note to developer: Please can you clarify the intended meaning of this question? Is this to do with the use of the hand and cutlery/chopsticks etc., or the act of chewing and swallowing or both?

For our purposes, and the construction of a preference-based PROM (which necessitates smaller item sets), we would like to keep this as broad as possible. Therefore, we do not mind why a person may find it hard/difficult to eat (whether through motor movements or the act of chewing etc.), only that they do so or they do not. We are thus focused on the end point (problem) rather than defining a specific cause through this question.

	12 Q3
	I found it hard to breathe
	This is breathing in general not only on exertion.
	OK

	13 Q4
	I was in pain
	I felt pain 
	OK

	14 Q5
	I felt tired
	This is more about fatigue than sleepiness.
	Note to developer: Please can you clarify the intended meaning of this question? Does this refer to the idea of fatigue or sleepiness?

Of the two, this refers more to fatigue. However, we also envisage people having difficulty separating the two.

	15 Q6
	I found it hard to talk to people
	As this is broad and can be interpreted in different ways, please translate as directly as possible.
	Note to developer: Please can you clarify the intended meaning of this question? Is this due to speech issues or confidence issues or both?

As with our response to 11 (Q2), finding it hard to talk to people could be caused by both and/or either physical issues and social/confidence issues. We want to know if respondents find it hard to talk to people per se.

	16 Q7
	I felt good about myself
	This reflects the idea of self-esteem and how the person values themselves in general.
	OK

	17 Q8
	I felt unhappy
	No elaboration required.
	OK

	18 Q9
	I felt embarrassed
	Please translate as embarrassed rather than self-conscious.
	OK

	19 Q10
	I felt worried
	Try to translate this directly as worried rather than anxious as this is mainly for children.
	OK

	20 Q11
	I felt angry
	No elaboration required.
	OK

	21 Q12
	I found it hard to get around
	As per the comments from the developer the intention of this question is to assess general personal mobility, not just using transport or walking but the ability of the person to move around whether inside or outside their home with or without aids.
	Note to developer: Please can you clarify the intended meaning of this question? Some people will interpret this as walking others as getting around with aids and others as transport.

In our design of the measure, it was our intention that this item would cover all of the abovementioned scenarios (there are a number of reasons for this, that we won’t get into here, but include, for example, that Duchenne patients wanted a broader mobility question, not just walking). 

We want to know whether the participant can get around or not, regardless of how they do so (i.e. whether or not they use aids or other forms of assistance – do you find it hard to get around).

	22 Q13
	I could take part in the things I wanted to
	Things here means activities, pastimes, hobbies etc.
	Note to developer: Please can you clarify the intended meaning of this question? Does this refer to solo activities, groups activities or any activities? Take part implies some sort of activity with other people.

Again, the meaning of this question is identified at the individual level (“the things I wanted to”)

	[bookmark: _Hlk11064027]23 Q14
	I could take part in things with my friends
	Things here means activities, pastimes, hobbies etc. Take part here means join in.
	OK

	24 
	Please check that you have provided a single response for each question 
before going onto the next page.
	Response can be translated as answer
	

	25 
	Please check that you have provided a single response for each question.
	Response can be translated as answer
	

	26
	Thank you for completing the questionnaire.
	No elaboration required.
	

	27
	DMD-QoL Proxy
	Title – Retain
	

	28
	Please read each sentence below and think about how often that sentence applied to your child, or the person you are responding on behalf of, during the past 7 days.
	Sentence can be translated as statement if this is more appropriate.
	OK

	29
	Please select the answer that best applies to him.
	No elaboration required
	OK

	30
	You can choose “Never”, “Sometimes”, “A lot of the time”, or “All of the time”.
	Alternative Acceptable Translations
Never – None of the time
Sometimes – Some of the time
A lot of the time – Most of the time
All of the time – Always
Please use a consistent style and the most acceptable style for your language
	OK

	31
	For example, if he sometimes felt cold during the past 7 days you would select this answer:
	Felt cold here means feeling cold not having a cold

	OK

	32
	During the past 7 days…
	No elaboration required
	OK

	33
	Never
Sometimes
A lot of the time
All of the time
	Alternative Acceptable Translations
Never – None of the time
Sometimes – Some of the time
A lot of the time – Most of the time
All of the time – Always
Please use a consistent style and the most acceptable style for your language
	OK

	34
	He felt cold
	Felt cold here means feeling cold not having a cold
	OK

	35
	Now please read the sentences below and select the answer that best applies to your child, or the person you are responding on behalf of:
	Sentences can be translated as statements if this is more appropriate.
	OK

	36 Q1
	He found it hard to use his hands
	This refers to the mobility and dexterity of the whole hand. Difficult is an acceptable translation of hard.
	OK

	37 Q2
	He found it hard to eat
	As per the developer’s comment please keep this translate broad, it should apply to the both the use of eating utensils and chewing/swallowing whatever is relevant to the patient.
	Note to developer: Please can you clarify the intended meaning of this question? Is this to do with the use of the hand and cutlery/chopsticks etc., or the act of chewing and swallowing or both?

For our purposes, and the construction of a preference-based PROM (which necessitates smaller item sets), we would like to keep this as broad as possible. Therefore, we do not mind why a person may find it hard/difficult to eat (whether through motor movements or the act of chewing etc.), only that they do so or they do not. We are thus focused on the end point (problem) rather than defining a specific cause through this question.

	38 Q3
	He found it hard to breathe
	This is breathing in general not only on exertion.
	OK

	39 Q4
	He was in pain
	He felt pain
	OK

	40 Q5
	He felt tired
	This is more about fatigue than sleepiness.
	Note to developer: Please can you clarify the intended meaning of this question? Does this refer to the idea of fatigue or sleepiness?

Of the two, this refers more to fatigue. However, we also envisage people having difficulty separating the two.

	41 Q6
	He found it hard to talk to people
	As this is broad and can be interpreted in different ways, please translate as directly as possible.
	Note to developer: Please can you clarify the intended meaning of this question? Is this due to speech issues or confidence issues or both?

As with our response to 37 (Q2), finding it hard to talk to people could be caused by both and/or either physical issues and social/confidence issues. We want to know if respondents find it hard to talk to people per se.

	42 Q7
	He felt good about himself
	This reflects the idea of self-esteem and how the person values themselves in general.
	OK

	43 Q8
	He felt unhappy
	No elaboration required.
	OK

	44 Q9
	He felt embarrassed
	Please translate as embarrassed rather than self-conscious.
	OK

	45 Q10
	He felt worried
	Try to translate this directly as worried rather than anxious as this is for children.
	OK

	46 Q11
	He felt angry
	No elaboration required.
	OK

	47 Q12
	He found it hard to get around
	As per the comments from the developer the intention of this question is to assess general personal mobility, not just using transport or walking but the ability of the person to move around whether inside or outside their home with or without aids.
	Note to developer: Please can you clarify the intended meaning of this question? Some people will interpret this as walking others as getting around with aids and others as transport.

In our design of the measure, it was our intention that this item would cover all of the abovementioned scenarios (there are a number of reasons for this, that we won’t get into here, but include, for example, that Duchenne patients wanted a broader mobility question, not just walking). 

We want to know whether the participant can get around or not, regardless of how they do so (i.e. whether or not they use aids or other forms of assistance – do you find it hard to get around).

	48 Q13
	He could take part in the things he wanted to
	Things here means activities, pastimes, hobbies etc.
	Note to developer: Please can you clarify the intended meaning of this question? Does this refer to solo activities, groups activities or any activities? Take part implies some sort of activity with other people.

Again, the meaning of this question is identified at the individual level (“the things I wanted to”)

	49 Q14
	He could take part in things with his friends
	Things here means activities, pastimes, hobbies etc. Take part here means join in.
	OK

	50
	Please check that you have provided a single response for each question 
before going onto the next page.
	Response can be translated as answer
	

	51
	Please check that you have provided a single response for each question.
	Response can be translated as answer
	

	52
	Thank you for completing the questionnaire.
	No elaboration required.
	



