ADULT PATIENT QUESTIONNAIRES
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Adult Patient Questionnaires (version June 2020)
For use in Adult DMD North Star Database 
[image: image1.png]We would like to know how good or bad your health is TODAY.
This scale is numbered from 0 to 100.

100 means the best health you can imagine.
0 means the worst health you can imagine.

Mark an X on the scale to indicate how your health is TODAY.

Now, please write the number you marked on the scale in the box
below.
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Mode of assessment (select one only):

	
	F2F 
	Face to Face

	
	VL
	Video Live

	
	VR
	Video Recording

	
	PA
	Phone Assessment / Consultation


TO BE COMPLETED BY PATIENT
                         
 
	


Subject ID / NS number
Age YY/MM


Date DDMMYYYY
 
	Driving license
	 NO YES

    

	Do you live:
	 Independently 

 With parents 

 In a care home 

 With partner  

 With flatmates 

 In residential college 

	Housing adaptations completed?
	 Don’t know
 NO
     YES

    

	Environmental controls 

A range of gadgets or devices which can help to control the environment. May be used in school, college or the workplace. Functions can include control of: 
· lights 

· heating 

· electric profiling beds 

· computers 

· door openers 

· telephones 

· television 

· radio
	 NO YES

    

	Assisted technology 

‘Any product or service that maintains or improves the ability of individuals with disabilities or impairments to communicate, learn and live independent, fulfilling and productive lives’ (MD UK), e.g.:

· Powerchairs 

· Computer technology 

· Communication aids that provide a voice


	 NO YES

    

	Care arrangements
	 Shared   Healthcare     Social Services funded    

	Direct payments
	 Don’t know NO
     YES

    

	PIP (Personal Independence Payment)
	 Don’t know NO
     YES

    

	ESA (Employment and Support Allowance)
	 Don’t know NO
     YES

    

	Care package in place
	 Don’t know NO
     YES

    

	Carers
	 NO  
 YES

    
 Don’t know
 Agency                 Direct employed        
Number of carers N                   Hours per week   NNN



	Waking Night carer
	 NO   YES

    
Number of nights per week N



	Respite
	 NO YES

    

	Hospice
	 NO  YES

    


	Highest level of Education attained

 Higher Education 
 Further Education (ie A-Levels, National Vocational Qualification, BTEC's or equivalent)

 GCSE (General Certificate of Secondary Education or equivalent) 

 Primary education without dedicated support

 Primary education with support 

 Other qualifications: including special schools, life skills schools

 No qualifications  

	Are you currently studying? 


	 NO      
 YES

    
If yes, what are you studying? _____________________________________

	Are you currently working?

 NO     
 Voluntary            Full-time             Part-time
       
Comment if you wish________________________________________________________________________

	Do you have an opportunity to express your sexuality?

 NO   Comment if you wish____________________________________________________ YES

    

	Social Network
Do you have a wife, or partner?                                              

Do you have any children?                                                      

Do you have any other immediate family except parents?      
	 NO 
 YES

    
 NO 
 YES

    
 NO YES

    

	How often do you do each of the following?  (please chose one number to answer each question)
Meet up with your friends (include both arranged and chance meetings) N
Speak on the phone with your friends N

Speak on the phone for any other reasons N

Write or email or social network N
1 – Daily                                  4 – Several times a month        7 – Never  

2 – Several times a week        5 – At least once a month 

3 – Once a week                     6 – Not in the last month            

	Social Participation 
How often do you do each activity? (please chose one number to answer each question)
Read books, magazines, or newspapers? N
Watch television? N
Play with play station? N
Use a computer for e-mail, Social Networks or other tasks? N
Go to a sport, social, or other club/community/interest groups? N 
Play sports or exercise (i.e. wheelchair football)? N
Play cards or board games? N
Travelling? N
Other_____________________________________________________
1 – Daily                                  4 – Several times a month         7 – Never  

2 – Several times a week        5 – At least once a month 

3 – Once a week                     6 – Not in the last month

	Managing your condition
	

	Do you have access to Physiotherapy?

Do you have access to hydrotherapy?

Do you have frequent hospital appointments?
	 NO            How often? N YES     
 NO            How often? N YES     
 NO          How often? N  per year YES     

	1 – Daily                                  4 – Several times a month          7 – Never  
2 – Several times a week        5 – At least once a month 

3 – Once a week                     6 – Not in the last month

	Who has completed the Questionnaire?
	 Patient + Carer  Patient

  

	In general, do you feel your medical care meet your needs?

__________________________________________________________________________________________

__________________________________________________________________________________________

	Can you think of any areas that could be improved?

__________________________________________________________________________________________

__________________________________________________________________________________________

	Please make any other comments you would like to make




DMD Upper Limb Function Patient Reported Outcome Measure (DMD Upper Limb PROM)

Identification

1. Subject Name: …………………………………………………………………………………………

2. Subject Date of birth: 

/ 
 (MM/YYYY)

3. Date of evaluation: 

/ 
 (MM/YYYY)

4. The answers are given by:

 Individual

 Parent

Caregiver

 Other: ……………………………………………………

Medical history

5. Have you had spinal surgery: 

No / Yes

6. Do you have respiratory support

a. Night time 


No/Yes

b. Day and night time 

No/Yes

Mobility: Please tick the box the most appropriate for your situation
	0
	1
	2
	3
	4
	5
	6

	Not able to use wheelchair, only able to lie down


	Needs Assistance to control wheelchair


	Uses wheelchair but unable in some situations e.g. cold weather


	Uses wheelchair indoors and outdoors


	Uses a wheelchair outdoors


	Walks independently medium distances outdoors (less than 1 kilometre (0.6 miles) but more than short distances)


	Walks independently for long distances outdoors more than 1km




Arm and hand function: Please tick the box the most appropriate for your situation

	0
	1
	2
	3
	4
	5
	6

	No useful function of hands


	Can use hands to hold pen, drive wheelchair


	Can raise 1 or 2 hands to mouth but cannot bring cup to mouth


	Can bring plastic cup with 200g in it to mouth using one or two hands


	Can raise both arms to shoulder height with or without compensation


	Can raise both arms simultaneously above head only with compensation


	Lift both arms simultaneously, elbows in full extension in a full circle above head




DMD Upper Limb PROM continued
· DMD UL PROM is a patient reported outcome measure specifically designed to document upper limb performance in daily life in boys and young men with dystrophinopathies, from childhood to adulthood.

· The questionnaire is recommended from 7 years of age onwards.

· It can be completed by the individual himself or his parent/caregiver. We recommend having it completed by the parent/caregiver up to the age of 16 years.

· This questionnaire provides three options:

	2 Can do task easily 


Can do independently without difficulty, without 

adaptations, in all situations

1 Can do task with difficulty 

Can do independently with some difficulty: slowly or 

only on some occasions, in certain circumstances or 

with minimal material adaptation

0 Impossible without help 


Cannot do at all or only with major material adaptation 

or help from another person


	FOOD / NUTRITION

	
	
	Can do easily
	Can do with difficulty
	Impossible without help

	1
	Drink from a half full glass without a straw
	
	
	

	2
	Cut up different textures of food
	
	
	

	3
	Eat a meal
	
	
	

	4
	Pour a drink from a half liter bottle
	
	
	

	5
	Open a pack of crisps (chips)
	
	
	

	6
	Screw the cap off a bottle that has not been opened before
	
	
	

	7
	Open a can of soft drink
	
	
	


	SELF-CARE

	
	
	Can do easily
	Can do with difficulty
	Impossible without help

	8
	Brush teeth
	
	
	

	9
	Pull up trousers after using the toilet
	
	
	

	10
	Wash hands
	
	
	

	11
	Button up (a shirt for example)
	
	
	

	12
	Put a jacket on
	
	
	

	13
	Fasten a zipper
	
	
	

	14
	Scratch head
	
	
	

	15
	Wipe nose
	
	
	


	HOUSEHOLD / ENVIRONMENT

	
	
	Can do easily
	Can do with difficulty
	Impossible without help

	16
	Open a drawer
	
	
	

	17
	Open a fridge door
	
	
	

	18
	Take a book out of a bag on your lap
	
	
	

	19
	Pick up a pen from the floor (from sitting)
	
	
	

	20
	Press buttons on an elevator
	
	
	

	21
	Turn a light switch on/off on the wall at standard height
	
	
	


	LEISURE AND COMMUNICATION

	
	
	Can do easily
	Can do with difficulty
	Impossible without help

	22
	Use a TV remote control
	
	
	

	23
	Use fingers to operate phone
	
	
	

	24
	Bring a phone to your ear
	
	
	

	25
	Type on a computer with a keyboard
	
	
	

	26
	Use a mouse
	
	
	

	27
	Turn the pages of a book
	
	
	

	28
	Sign name
	
	
	

	29
	Write several lines
	
	
	

	30
	Pick up small objects from the table
	
	
	

	31
	Take money from a wallet from your pocket to pay for something
	
	
	

	32
	Reach out to shake hands
	
	
	


	
	List 5 activities from the list of questions above that impacts your life the most
	For each activity, please rate your ability to do

each of these activities now compared to last

time

	
	
	Significantly better
	A little

better
	No

difference 


	A little worse
	Significantly

worse

	1
	
	
	
	
	
	

	2
	
	
	
	
	
	

	3
	
	
	
	
	
	

	4
	
	
	
	
	
	

	5
	
	
	
	
	
	


#

MD Functional Ability Self-Assessment Tool (DMDSAT) Version 2.0

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 tick the box that best applies to your current level of function.
	Arm function
	Select one

	Can put an item such as book onto a shelf above shoulder height
	6

	Can eat a meal without any help
	5

	Needs help to cut up food but can feed and drink independently
	4

	Needs help to drink or feed self
	3

	Can pick objects up e.g. pen/money1)
	2

	Can move fingers e.g. press on mobile or other electronic device
	1

	Cannot move fingers
	0


	Mobility
	Select one

	Walks independently long distances outdoors (more than 1 km)
	5

	Walks independently medium distances outdoors (less than 1 km)
	4

	Walks outdoors for short distances, e.g. to car 2) with or without help from a person
	3

	Walks indoors with or without help from a person but requires wheelchair for outdoors
	2

	Uses wheelchair indoors and outdoors3)
	1

	Uses wheelchair indoors and outdoors but unable in some situations e.g. cold weather 4)or unable to control wheelchair without help5).
	0


	Transfers
	Can do independently
	Can do with help
	Needs to be lifted or hoisted or cannot

	Get on and off the floor
	2
	1
	0

	Get in and out of a chair
	2
	1
	0

	Get in and out of bed
	2
	1
	0

	Get on and off the toilet
	2
	1
	0

	Go up and down stairs
	2
	1
	0


	Ventilatory support
	Not

ventilated
	Ventilated

at night
	Ventilated during

day and night

	Ventilatory status
	2
	1
	0


1) Money refers to coins. This sentence is asking an ability to pick up any small objects such as pens or coins.
2) “To car” means approximately 5 or 10 meters, such as a distance from a door of one’s house to its garage.
3) This indicates a use of wheelchair for all mobility indoors and outdoors.

4) “some situations e.g. cold weather” means such situations where one has a difficulty in moving the body due to the cold weather, or there is a slope, etc.
5) This indicates that one cannot operate wheelchair without help even without the situation described in 4). A central control may be installed for a carer to operate.

Quality of Life Measure for people with slowly progressive and genetic neuromuscular disease. QoL-gNMD v1.0
Date of completion I__I__I I__I__I I__I__I 

Name of investigator …………………………………….. 

Place administered ……………………………………..
Assessing your quality of life is important for your doctor to understand your general feelings about your neuromuscular disease and how those feelings evolve. This questionnaire will help your doctor to understand how you are feeling so as to suit the care provided to you needs and design a personalised care plan taking account of your aims and wishes for the future. 
Instructions: 

1. Your answers to this questionnaire should reflect your own feelings and not the feelings of anyone else. 
2. You should read each question yourself. 
3. Someone can write the answers for you, but should not answer for you. 
4. Please answer all questions by circling the one number that best describes your situation. A spontaneous answer will give a better indication of how you are feeling. There are no right or wrong answers. 
5. If you want to correct an answer, cross it out and circle the one you have finally chosen. 
6. Your answers will remain strictly confidential. 
How to calculate scores: 

1. There are two ways to calculate this QOL-gNMD measure: 
a. Calculation of the reasearch score 
b. Calculation of the clinical score 
2. To obtain a guide to the scoring system, file a request to: fboyer@chu-reims.fr 
Dany A, Rapin A, Lavrard B, Saoût V, Réveillère C, Bassez G, Tiffreau V, Péréon Y, Sacconi S, Eymard B, Dramé M, Jolly D, Novella JL, Hardouin JB, Boyer FC. The quality of life in genetic neuromuscular disease questionnaire: Rasch validation of the French version. Muscle Nerve. 2017 Dec;56(6):1085-1091. doi: 10.1002/mus.25598. 

Dany A, Barbe C, Rapin A, Réveillère C, Hardouin JB, Morrone I, Wolak-Thierry A, Dramé M, Calmus A, Sacconi S, Bassez G, Tiffreau V, Richard I, Gallais B, Prigent H, Taiar R, Jolly D, Novella JL, Boyer FC. Construction of a Quality of Life Questionnaire for slowly progressive neuromuscular disease. Qual Life Res. 2015 Nov;24(11):2615-23. doi: 10.1007/s11136-015-1013-8. 

Dany A, Rapin A, Réveillère C, Calmus A, Tiffreau V, Morrone I, Novella JL, Jolly D, Boyer FC. Exploring quality of life in people with slowly-progressive neuromuscular disease. Disabil Rehabil. 2017 Jun;39(13):1262-1270. doi: 10.1080/09638288.2016.1191552.
General questions 

1) Given your neuromuscular disease, how has your health been over the last four weeks? 

	Poor
	Moderate
	Good
	Excellent

	0
	1
	2
	3


2) Given your neuromuscular disease, how would you describe your quality of life over the last 

    four weeks? 

	Poor
	Moderate
	Good
	Excellent

	0
	1
	2
	3


Part I. The impact of your physical symptoms 

	Please describe the effect of your neuromuscular disease on your health over the last four weeks: for each question, circle the closest answer. 


3) Have you felt physically tired on waking up in the morning because of your neuromuscular 

    disease? 

	Every morning 
	Often 
	Occasionally 
	Never 

	0
	1
	2
	3


4) How often have you needed to rest during the day because of your neuromuscular disease? 

	Several times a day 
	Once a day 
	Sometimes, but not every day 
	Never 

	0
	1
	2
	3


5) Given your neuromuscular disease, how have you been sleeping? 
	Badly
	Moderately well
	Well
	Very well

	0
	1
	2
	3


6) How often have your daily activities been restricted because of pain linked to your neuromuscular disease? 

	Every day 
	Sometimes, but not every day 
	Never 

	0
	1
	2


7) Have you been troubled by a frequent need to urinate because of your neuromuscular disease? 

	Yes 
	No 

	0
	1


8) Have you found it difficult to concentrate on everyday tasks because of your neuromuscular disease? 

	Very often 
	Often 
	Occasionally 
	Never 

	0
	1
	2
	3


9) Have you found it difficult remembering things because of your neuromuscular disease? 

	Very often 
	Often 
	Occasionally 
	Never 

	0
	1
	2
	3


Part II. How you see yourself 

	Please describe your feelings today towards your neuromuscular disease. For each question, circle the closest answer. 


10) Does your neuromuscular disease cause you anxiety? 

	Very often 
	Often 
	Seldom 
	Never 

	0
	1
	2
	3


11) Does your neuromuscular disease affect your morale? 
	Very often 
	Often 
	Seldom 
	Never 

	0
	1
	2
	3


12) Compared to other people, does your neuromuscular disease make you irritable? 
	Much more than others 
	Somewhat more than others 
	Neither more nor less than others 
	Less than others 

	0
	1
	2
	3


13) Do you ever think that in the future, because of your neuromuscular disease, you are likely to rely more heavily on those around you? 
	Very often 
	Often 
	Seldom 
	Never 

	0
	1
	2
	3


14) Are your future plans conditioned by your neuromuscular disease? 

	Very often 
	Often 
	Occasionally
	Never 

	0
	1
	2
	3


15) Does your neuromuscular disease prevent you from being in control of your life? 
	Very often 
	Often 
	Occasionally
	Never 

	0
	1
	2
	3


16) Do you think that your neuromuscular disease changes the way people see you? 
	Enormously
	A great deal 
	A little 
	Not at all 

	0
	1
	2
	3


17) Does your neuromuscular disease affect your love life? 

	Very often 
	Often 
	Occasionally
	Never 

	0
	1
	2
	3


Part III. Getting around and taking part

	Please tell us your feelings about how easy it has been to get around over the last four weeks? For each question, circle the closest answer.


18) Given your neuromuscular disease, have you felt able to get about outside your home on your own over the last four weeks? 

	Never 
	Occasionally 
	Often 
	Very often 

	0
	1
	2
	3


19) Because of your neuromuscular disease, have you had difficulty getting around in your home (or place of residence)? 
	Very often 
	Often 
	Occasionally 
	Never 

	0
	1
	2
	3


20) Have you had difficulty getting around in other people's homes (friends or family) because of your neuromuscular disease? 

	Very often 
	Often 
	Occasionally
	Never 

	0
	1
	2
	3


21) Has anxiety about getting around on your own stopped you going out because of your neuromuscular disease? 

	Very often 
	Often 
	Occasionally
	Never 

	0
	1
	2
	3


22) Have you been avoiding certain places because of risk of a fall (whether on foot or in a wheelchair)? 

	Very often 
	Often 
	Occasionally
	Never 

	0
	1
	2
	3


	These questions concern the outside environment (public places, public transport) around where you live and the impact of your neuro-muscular disease on your relations with family and friends over the last twelve months. For each question circle the closest answer.


23) Given your neuromuscular disease, does getting to the toilet restrict your activities outside your home? 

	Very often 
	Often 
	Occasionally
	Never 

	0
	1
	2
	3


24) Has your neuromuscular disease deprived you of certain activities (hobbies, eating out, theatre, sport, etc…)? 

	Very often 
	Often 
	Occasionally
	Never 

	0
	1
	2
	3


25) Do you think that cold weather has restricted your activities more than it does for other people because of your neuromuscular disease? 

	Very often 
	Often 
	Occasionally
	Never 

	0
	1
	2
	3


26) Does your neuromuscular disease restrict your participation in family activities? 
	Very often 
	Often 
	Occasionally
	Never 

	0
	1
	2
	3


Thank you for taking time to complete this questionnaire
EQ-5D-5L – Health Questionnaire 
Under each heading, please tick the ONE box that best describes your health TODAY.
MOBILITY

I have no problems in walking about 



I have slight problems in walking about



I have moderate problems in walking about 


I have severe problems in walking about 


I am unable to walk about 





SELF-CARE

I have no problems washing or dressing myself 

I have slight problems washing or dressing myself 

I have moderate problems washing or dressing myself
I have severe problems washing or dressing myself 

I am unable to wash or dress myself 



USUAL ACTIVITIES (e.g. work, study, housework, family or leisure activities)

I have no problems doing my usual activities 


I have slight problems doing my usual activities 

I have moderate problems doing my usual activities 

I have severe problems doing my usual activities 

I am unable to do my usual activities 



PAIN / DISCOMFORT

I have no pain or discomfort 




I have slight pain or discomfort 




I have moderate pain or discomfort 



I have severe pain or discomfort 




I have extreme pain or discomfort 



ANXIETY / DEPRESSION

I am not anxious or depressed 




I am slightly anxious or depressed 



I am moderately anxious or depressed 



I am severely anxious or depressed 



I am extremely anxious or depressed 



· We would like to know how good or bad your health is TODAY.

· This scale is numbered from 0 to 100.

· 100 means the best health you can imagine.

0 means the worst health you can imagine.

· Mark an X on the scale to indicate how your health is TODAY.

· Now, please write the number you marked on the scale in the box below.

	


YOUR HEALTH TODAY = 
Patient Detail


Patient Name:


North Star Patient Number: NS


NHS Number: 


Centre Code: 
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