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Appendix F: Assent Letter 
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Appendix G: Thank-You Postcard 
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Appendix H: Follow-up Reminder Letter 
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Appendix I: PedsQLTM Multidimensional Fatigue Scale (Child Self-Report) 

 
In the past ONE month, how much of a problem has this been for you… 
 

GENERAL FATIGUE  (problems with…) Never Almost 
Never 

Some-
times 

Often Almost 
Always 

1. I feel tired 0 1 2 3 4 

2. I feel physically weak (not strong) 0 1 2 3 4 

3. I feel too tired to do things that I like to do 0 1 2 3 4 

4. I feel too tired to spend time with my friends 0 1 2 3 4 

5. I have trouble finishing things 0 1 2 3 4 

6. I have trouble starting things 0 1 2 3 4 

 

SLEEP/REST FATIGUE  (problems with…) Never Almost 
Never 

Some-
times 

Often Almost 
Always 

1. I sleep a lot 0 1 2 3 4 

2. It is hard for me to sleep through the night 0 1 2 3 4 

3. I feel tired when I wake up in the morning 0 1 2 3 4 

4. I rest a lot 0 1 2 3 4 

5. I take a lot of naps 0 1 2 3 4 

6. I spend a lot of time in bed 0 1 2 3 4 

 

COGNITIVE FATIGUE  (problems with…) Never Almost 
Never 

Some-
times 

Often Almost 
Always 

1. It is hard for me to keep my attention on 
things 

0 1 2 3 4 

2. It is hard for me to remember what people 
tell me 

0 1 2 3 4 

3. It is hard for me to remember what I just 
heard 

0 1 2 3 4 

4. It is hard for me to think quickly 0 1 2 3 4 

5. I have trouble remembering what I was just 
thinking 

0 1 2 3 4 

6. I have trouble remembering more than one 
thing at a time 

0 1 2 3 4 
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Appendix J: PedsQLTM Multidimensional Fatigue Scale (Parent Proxy-Report) 

 
In the past ONE month, how much of a problem has this been for your child… 

 

GENERAL FATIGUE  (problems with…) Never Almost 

Never 

Some-

times 

Often Almost 

Always 

7. Feeling tired 0 1 2 3 4 

8. Feeling physically weak (not strong) 0 1 2 3 4 

9. Feeling too tired to do things that he/she 

likes to do 

0 1 2 3 4 

10. Feeling too tired to spend time with his/her 

friends 

0 1 2 3 4 

11. Trouble finishing things 0 1 2 3 4 

12. Trouble starting things 0 1 2 3 4 

  

SLEEP/REST FATIGUE  (problems with…) Never Almost 

Never 

Some-

times 

Often Almost 

Always 

7. Sleeping a lot 0 1 2 3 4 

8. Difficulty sleeping through the night 0 1 2 3 4 

9. Feeling tired when he/she wakes up in the 

morning 

0 1 2 3 4 

10. Resting a lot 0 1 2 3 4 

11. Taking a lot of naps 0 1 2 3 4 

12. Spending a lot of time in bed 0 1 2 3 4 

  

COGNITIVE FATIGUE  (problems with…) Never Almost 

Never 

Some-

times 

Often Almost 

Always 

7. Difficulty keeping his/her attention on things 0 1 2 3 4 

8. Difficulty remembering what people tell 

him/her 

0 1 2 3 4 

9. Difficulty remembering what he/she just 

heard 

0 1 2 3 4 

10. Difficulty thinking quickly 0 1 2 3 4 

11. Trouble remembering what he/she was just 

thinking 

0 1 2 3 4 

12. Trouble remembering more than one thing 

at a time 

0 1 2 3 4 
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Appendix K: Physical Activity Questionnaire for Children 

 
We are trying to find out about your level of physical activity from THE LAST 7 DAYS (IN THE 
LAST WEEK). This includes sports or dance that make you sweat or make your legs or arms feel 
tired, or games that make you breathe hard, like tag, skipping, running, climbing, and others.  
 
We understand that the mobility and strength of children with Duchenne muscular dystrophy may 
be limited and may prevent you from participating in physical activities to the same extent as your 
peers. However, we are interested in any and all activities that you consider to be physically active. 
 
Remember:  

1. There are no right and wrong answers—this is not a test 
2. Please answer all the questions as honestly and accurately as you can—this is very 

important. 

 

 
1. Physical activity in your spare time: Have you done any of the following activities in the past 7 
days (last week)? If yes, how many times? (Check only one box per row.) 

 No 1–2 3–4 5–6 
7 times 
or more 

Skipping      

Rowing/canoeing      

In-line skating      

Tag      

Walking for exercise      

Bicycling      

Jogging or running      

Aerobics      

Swimming      

Baseball, softball      

Dance      

Football      

Badminton      

Skateboarding      

Soccer      

Street hockey      

Basketball      

Ice skating      

Cross-country skiing      

Ice hockey/ringette      

Other:      

____________________      

____________________      

 
2. In the last 7 days, during your physical education (PE) classes, how often were you very active 
(playing hard, running, jumping, throwing)? (Check one only.)  

 I don’t do PE 

 Hardly ever 

 Sometimes 

 Quite often 

 Always 

 
 



 

 

163 

3. In the last 7 days, what did you do most of the time at recess? (Check one only.)  

 Sat down (talking, reading, doing schoolwork) 

 Stood around or walked around 

 Ran or played a little bit 

 Ran around or played quite a bit 

 Ran or played hard most of the time 

 
4. In the last 7 days, what did you normally do at lunch (besides eating lunch)? (Check one only.)  

 Sat down (talking, reading, doing schoolwork) 

 Stood around or walked around 

 Ran or played a little bit 

 Ran around or played quite a bit 

 Ran or played hard most of the time 

 
5. In the last 7 days, on how many days right after school, did you do sports, dance, or play games 
in which you were very active? (Check one only.)  

 None 

 1 time last week 

 2 or 3 times last week 

 4 times last week 

 5 times last week 

 
6. In the last 7 days, on how many evenings did you do sports, dance, or play games in which you 
were very active? (Check one only.)  

 None 

 1 time last week 

 2 or 3 times last week 

 4 or 5 times last week 

 6 or 7 times last week 

 
7. On the last weekend, how many times did you do sports, dance, or play games in which you 
were very active? (Check one only.) 

 None 

 1 time  

 2 or 3 times  

 4 or 5 times  

 6 or more times  

8. Which one of the following describes you best for the last 7 days? Read all five statements before 
deciding on the one answer that describes you.  
   

 
All or most of free time was spent doing things that involve little physical 
effort 

 
I sometimes (1–2 times last week) did physical things in my free time 
(e.g. played sports, went running, swimming, bike riding, did aerobics) 

 I often (3–4 times last week) did physical things in my free time 

 I quite often (5–6 times last week) did physical things in my free time 

 
I very often (7 or more times last week) did physical things in my free 
time 
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9. Mark how often you did physical activity (like playing sports, games, doing dance, or any other 
physical activity) for each day last week.  

 None Little bit Medium Often 
Very 
often 

Monday      

Tuesday      

Wednesday      

Thursday      

Friday      

Saturday      

Sunday      

 
10. Were you sick last week, or did anything prevent you from doing your normal physical activities? 
(Check one.)  

 No  

 Yes 

 
If yes, please specify in the box below: 
 

 
 
  
 

 
11. Think about the past 7 days (last week) in comparison to other usual weeks. Were you more 
physically activity last week than you normally would be in a typical week? 

 No 

 Yes 
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Appendix L: Duchenne Muscular Dystrophy Functional Ability Self-Assessment 

Tool 

 
Please complete this section with your child. The questions below describe levels of activity for 
arm function, mobility, transfers, and need for ventilatory support. The activities are intended to be 
in order of difficulty and we would like you to check the box that best applies to your child’s current 
level of function.  
 

Question 1: Arm function Select one 

Can put an item, such as a book, onto a shelf above shoulder height  

Can eat a meal without any help  

Needs help to cut up food, but can feed and drink independently  

Needs help to drink or feed self  

Can pick objects up e.g. pen/money  

Can move fingers e.g. press on mobile or other electronic device  

Cannot move fingers  

 

Question 2: Mobility Select one 

Walks independently long distances outdoors (more than 1 km)  

Walks independently medium distances outdoors (less than 1 km)  

Walks outdoors for short distances e.g. to car with or without help from a person  

Walks indoors with or without help from a person, but requires wheelchair for 
outdoors 

 

Uses wheelchair indoors and outdoors  

Uses wheelchair indoors and outdoors, but unable in some situations e.g. cold 
weather or unable to control wheelchair without help 

 

 

Question 3 to 7: Transfers 
Can do 

independently 
Can do 

with help 
Needs to be lifted or 

hoisted or cannot 

Get on and off the floor    

Get in and out of a chair    

Get in and out of bed    

Get on and off the toilet    

Go up and down stairs    

 

Question 8: Ventilatory support Not ventilated 
Ventilated 

at night 
Ventilated during day 

and night 

Ventilatory status    
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Appendix M: Center for Epidemiological Studies Depressive Scale for Children 
 
INSTRUCTIONS: Below is a list of the ways you might have felt or acted. Please check how much 
you have felt this way during the past week. 

 

DURING THE PAST WEEK 
Not At 

All 
A 

Little 
Some A Lot 

1. I was bothered by things that usually don’t bother me.     

2. I did not feel like eating, I wasn’t very hungry.     

3. I wasn’t able to feel happy, even when my family or 
friends tried to help me feel better. 

    

4. I felt like I was just as good as other kids.     

5. I felt like I couldn’t pay attention to what I was doing.     

  

DURING THE PAST WEEK 
Not At 

All 
A 

Little 
Some A Lot 

6. I felt down and unhappy.     

7. I felt like I was too tired to do things.     

8. I felt like something good was going to happen.     

9. I felt like things I did before didn’t work out right.     

10. I felt scared.     

 

DURING THE PAST WEEK 
Not At 

All 
A 

Little 
Some A Lot 

11. I didn’t sleep as well as I usually sleep.     

12. I was happy.     

13. I was more quiet than usual.     

14. I felt lonely, like I didn’t have any friends.     

15. I felt like kids I know were not friendly or that they 
didn’t want to be with me.  

    

 

DURING THE PAST WEEK 
Not At 

All 
A 

Little 
Some A Lot 

16. I had a good time.      

17. I felt like crying.     

18. I felt sad.     

19. I felt people didn’t like me.     

20. It was hard to get started doing things.     
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Appendix N: Sleep Disturbance Scale for Children 

 
INSTRUCTIONS: This questionnaire will allow to your doctor to have a better understanding of the 
sleep-wake rhythm of your child and of any problems in his/her sleep behavior. Try to answer 
every question; in answering, consider each question as pertaining to the past 6 months of the 
child’s life. Please answer the questions by circling the number 1 to 5. Thank you very much for 
your help. 
 

1. How many hours of sleep 
does your child get on most 
nights? 

1 
9-11 hrs 

2 
8-9 hrs 

3 
7-8 hrs 

4 
5-7 hrs 

5 
Less than 

5 hrs 

2. How long after going to bed 
does your child usually fall 
asleep? 

1 
Less than 

15 min 

2 
15-30 min 

3 
30-45 min 

4 
45-60 min 

5 
More than 

60 min 

 

5 Always (daily) 

4 Often (3 or 5 times per week)  

3 Sometimes (once or twice per week)   

2 Occasionally (once or twice per month or less)    

1 Never     

3. The child goes to bed reluctantly 1 2 3 4 5 

4. The child has difficulty getting to sleep at night 1 2 3 4 5 

5. The child feels anxious or afraid when falling asleep 1 2 3 4 5 

6. The child startles or jerks parts of the body while falling asleep 1 2 3 4 5 

7. The child shows repetitive actions such as rocking or head banging while 

falling asleep 

1 2 3 4 5 

8. The child experiences vivid dream-like scenes while falling asleep 1 2 3 4 5 

9. The child sweats excessively while falling asleep 1 2 3 4 5 

10. The child wakes up more than twice per night 1 2 3 4 5 

11. After waking up in the night, the child has difficulty to fall asleep again 1 2 3 4 5 

12. The child has frequent twitching or jerking of legs while asleep or often 

changes position during the night or kicks the covers off the bed. 

1 2 3 4 5 

13. The child has difficulty in breathing during the night 1 2 3 4 5 

14. The child gasps for breath or is unable to breathe during sleep 1 2 3 4 5 

15. The child snores 1 2 3 4 5 

16. The child sweats excessively during the night 1 2 3 4 5 

17. You have observed the child sleepwalking 1 2 3 4 5 

18. You have observed the child talking in his/her sleep 1 2 3 4 5 

19. The child grinds teeth during sleep 1 2 3 4 5 

20. The child wakes from sleep screaming or confused so that you cannot 

seem to get through to him/her, but has no memory of these events the 

next morning 

1 2 3 4 5 

21. The child has nightmares which he/she doesn’t remember the next day 1 2 3 4 5 

22. The child is unusually difficult to wake up in the morning 1 2 3 4 5 

23. The child awakes in the morning feeling tired 1 2 3 4 5 

24. The child feels unable to move when waking up in the morning 1 2 3 4 5 

25. The child experiences daytime somnolence 1 2 3 4 5 

26. The child falls asleep suddenly in inappropriate situations 1 2 3 4 5 
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Appendix O: Patient Medical Information Section 
 

We would like to ask you a few questions ask about some other health experiences your child 
may have had. 
 
1. Has your child ever been formally diagnosed with any of the following developmental 

disorders? 

 
 

No Yes 

Developmental Delay   

A Learning Disability   

Attention Deficit Disorder (ADD) or Attention Deficient Hyperactivity Disorder 
(ADHD) 

  

Autism, Pervasive Developmental Disorder (PDD) or Asperger’s Syndrome   

Oppositional Defiant Disorder   

Conduct Disorder   

Depression   

Anxiety     

 
2. Does your child have any of the following health conditions? 

 No Yes 

Asthma   

Cystic Fibrosis   

Diabetes   

Cerebral Palsy   

Epilepsy   

Cancer   

Any other long-term health conditions. Please specify:   
 
 

  

 
3. For each of the following, please provide 2 answers. Whether your child has a) ever needed 

and b) ever received: 

 a) Ever 
Needed 

b) Ever 
Received 

No Yes No Yes 

Extra help with schoolwork (e.g. tutoring, working with a special 
education resource teacher, having an Individualized Educational 
Program). Please specify: 
 
 

    

Placement in a special class for children with learning difficulties.     

Speech-language therapy     

Occupational therapy     

Medication or therapy for behaviour problems. Please specify: 
 
 

    

Medication or therapy for emotional problems (e.g. depression). 
Please specify: 
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4. Is your child currently involved in any clinical trials or other research studies for his Duchenne 
muscular dystrophy? 

 No 

 Yes 

 
5. Is your child able to walk?  

 No                       

 Yes 

 
If no, when did your child stop walking? 

 Less than 1 year ago                      

 More than 1 year ago 

 
6. Have there been any major changes in your child’s health within the last year (e.g. major 

illness, hospitalization, etc.)?  

 No  

 Yes 

 
If yes, please specify in the box below: 
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Appendix P: Sociodemographic Information Section 

1. Are you:  
 Male 

 Female 

 

2. Who currently lives with your child? Please do not use any people’s names when completing 
the table below:  

 

Person 
Their relationship to your child (e.g. Mom, Dad, 
brother, sister, grandparent, aunt, uncle, friend, 
roommate, partner/spouse)  

Their 
Age 

Their Sex 

1 
 
 

 
 Male  Female 

2 
 
 

 
 Male  Female 

3 
 
 

 
 Male  Female 

4 
 
 

 
 Male  Female 

5 
 
 

 
 Male  Female 

6 
 
 

 
 Male  Female 

7 
 
 

 
 Male  Female 

8 
 
 

 
 Male  Female 

 

3. Which of the following best describes your current work status? Check one box only. 
 

      
Not working 
due to my 

child’s health 

Not working 
for “other” 
reasons 

Looking for 
work outside 

the home 

Working full- 
or part-time 

(either 
outside the 

home or at a 
home-based 

business) 

Full time 
homemaker 

Student 

 

4. What is your relationship to this child? Check one box only. 
 

      
Biological 

parent 
Step parent Foster parent Adoptive 

parent 
Guardian Other (please 

explain on 
the line 
below) 
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5. What is the highest grade of school you have completed?  
 Less than 8 years 

 8 to 12 years 

 Completed high school 

 Completed vocational/technical training 

 Completed college/university 

 Completed graduate school 

 Prefer not to disclose 

 

6. What is your age?  

 

7. What is your current marital status? Check one box only.  
 

      
Married Widowed Divorced Separated Remarried Never 

married 

 

8. Are you currently living with a spouse or partner?  
 No  If no, skip to question 11.    

 Yes 

 
If yes, proceed to question 9. 

 

9. Which of the following best describes your spouse’s/partner’s current work status? Check one 
box only. 
 

      
Not working 
due to my 

child’s health 

Not working 
for “other” 
reasons 

Looking for 
work outside 

the home 

Working full- 
or part-time 

(either 
outside the 

home or at a 
home-based 

business) 

Full time 
homemaker 

Student 

 

10. What is the highest grade of school your spouse/partner has completed?  
 Less than 8 years 

 8 to 12 years 

 Completed high school 

 Completed vocational/technical training 

 Completed college/university 

 Completed graduate school 

 Prefer not to disclose 
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11. In which category is your total yearly household income before taxes? Check one box only.  
 Less than $5,000 

 $5,000 to $9,999 

 $10,000 to $14,999 

 $15,000 to $19,999 

 $20,000 to $24,999 

 $25,000 to $ 34,999 

 $35,000 to $49,999 

 $50,000 to $74,999 

 $75,000 to $99,999 

 $100,000 to $149,999 

 $150,000 to $200,000 

 Over $200,000 

 I don’t know 

 

12. Thinking about your total family income, from which sources did your family receive income 
during the past year? Check all that apply. 

 Wages and salaries 

 Income from self-employment 

 Family allowance (baby bonus) 

 Unemployment insurance or strike pay 

 Worker’s compensation 

 
Old Age Security, Guaranteed Income Supplement, Canada or Quebec 
Pension Plan, Retirement Pension Plan, Superannuation 

 Dividends and interest on bonds, deposits and saving certificates  

 Other government sources such as welfare, mother’s allowance, etc. 

 Other source(s). Please specify: ___________________________ 

 Prefer not to disclose 
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