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CentreN° |___ | | PatientN° |_| | _|FamilyName|__ | | | Firstname ] |

PATIENT'S ID
Family Name (birthname) : || ||
(At least 3 first letters — eventually full name
Married Name : |___ | ||
(At least 3 first letters — eventually full name
First name | | |
(At least 2 first letters — eventually full name
Dateofbirth:l_ 1 11 I 1L 1 1 1 1| Gender: MI_ 11 FI_ 12
dd mm yyyy
Handedness Right |11 Left 112 Not determinedthol__ 13
Clinical Diagnosis(code) :1_ 1|1 lorspecify if notin St . ...,

(Check at each visit in case of change of diaghosis
Mutated gene if known (eg, COL6, LMNA...) ©o.ocoiiiennne.
Age at onset of signgthat have led to first visif) | |years
Date of Death: 1I__|__ 1111l 1|

Participation to the validation study of the 2nd vesion - French and Swiss centers onlyyes| 11 nol_ 10

VISIT DATA

Consentsignedyes!l_ 11 nol_ 10

(recommanded, can be obtained at further visit tfatdl st visitt)

Date of completion of the MFM scale T R Y O O A T (last dayMFM done over 2 days)
dd mm yyyy

Diagnosis: Confirmed : |_11  suspected: |_10

Genetic testing: yes1_ 11  nol_10 Ifyes:yearofsamgb:l_ | | | |

Participation to a clinical trial presently or previously (or since lastvisitf’ yes|_ 11 nol_10

If yes, specify : DMD steroids |__| 1, ASIRI |_2| MFM-20 validation|__ |3, PTC 1241 14, TROBS11_ |5,
Grades of Severity |__16

Other |_1:SPeCify ... (to be added Bipntpellier centre)
Date of inclusioninthetrial ::1_ | 1 _ 1111 | | | Dateofend || I I 1l 1 1 1 1
dd mm yyyy dd mm yyyy
Ongoingl__|
Medications ongoing 6r modified or initiated since last visi®yes|_ 11 nol_ 10

Si yes, complete the table «Concomedications» §age
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CentreN° |___ | | PatientN° |_| | _|FamilyName|__ | | | Firstname ] |

MEDICAL HISTORY AND PRESENT CLINICAL FEATURES

Ambulation acquired (10 steps without human help) yesl 11 no 0 |
If yes, age of walking acquisition :1__1__ | lonmths Unknown I__19
Loss of ambulation: yes1 11 nol_ 10 Notapplicablel9_
If YES,Age of loss of ambulation (cannot walk 10 stepthaut human help) : 1_| | years |__| months

Date unknown |__|

Ventilation : yes|_11 nol_10

If YES, intermittentl |1  continuous || 2
Noninvasive |__ 11 Invasive (tracheostory)l 2

Orthopedic surgical history: dd mm yyyy
Upper limbs nol_10 vyesl 11 date of lagervention |1 11| 11 1 1 1 1
Hips nol_ 10 vyesl 1I1 date of lastinterten 1_ 111 _ | 11 1 | | |
Knees nol_10 vyesl 11 date of lastintetian || 11 1 1 1 1 1 |
Feet nol_ 10 vyesl 1I1 date of lastinteti@n || 11 11 I | 1| |
Spine nol_10 vyesl I1 date of lastinion 1__ |l 1 111 | 1 1

Surgery other than orthopedic dd mm yyyy
Tracheostomy nol_10 vyesl_ 11 (o F=\ (=30 A T T T T T T I
Gastrostomy: nol_10 vyesl 11 (<o -1 S T A N T I O
Cardiac surgery: nol_ 10 vyesl 11 date: |1 L1 11 1 1 1 1
Other (that could interfere with motor functiomal__ 10 vyesl| |1 date:l 1L 1 10 1 1 1
SPECHY... i

Vignos grade:
1 - walks and climbs stairs without assistance

2 - walks and climbs stairs with aid of railing

3 - walks and climbs stairs slowly with aid of nag (over 12 seconds for 4 standard steps)
4 - walks unassisted and rises from chair but cadimb stairs

5 - walks unassisted but cannot rise from chadliotb stairs

6 — walks only with assistance or walks indeperiglanith long leg braces

7 —walks in long leg braces but requires assistémchalance

8 — stands in long leg braces but unable to wadlnevith assistance

9 —is in wheelchair.

10 —is confined to bed.

Brooke Grade:

1 - starting with arms at the sides, the patientataduct the arms in a full circle until they thuabove the head.

2 - can raise arms above head only by flexing theve (i.e. shortening the circumference of the ntogat) or using accessory muscles.
3 - cannot raise hands above head but can rai8mnl glass of water to mouth (using both hahdscessary).

4 - can raise hands to mouth but cannot raise @mli@lass of water to mouth.

5 - cannot raise hand to mouth but can use harlasldopen or pick up pennies from the table.

6 - cannot raise hands to mouth and has no usefatibn of hands.

Wheelchairuse:yes| __11nol_10
If yes: manual |11 electrical | 12 manual + electticd__ 13

Mild moderate  severe  very severe
Theoverall severity of the motor disabilityis : . ([ 1 .

1 2 3 4
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CentreN° |___ | | PatientN° |_| | _|FamilyName|__ | | | Firstname ] |

DATA AT COMPLETION OF THE MFM

INFORMATIONS CONCERNING THE MFM EXAMINER:

First Name and l[ast name: ..........ooooviiiiiecemiiiiieeeenen,

Year of first experience in the evaluation of Neuuscular disorders : 1__1__ || yyyy
Date of initial training validated (test of valida passes) withthe MFM I_ |1 1_1_Il_1 1 _1dd mm yyyy
Date of last participation to a session trainingeafctualisation ofthe MFM :1_ I 11 _ 1 Il _1 1 1 _Idd mm yyyy

Fatigue/tirednessof patient at start of completion compared to Ustste :

Ask : «<How do you feel compared to your usual stéiteellbeing? »

Better then usual 11
As usual 12
More tired than usual I 13
Far more tired than usual I 14
Completion of the MFM: 32items |__ | 1
20 items |__ I (f@r subjects younger than 7 years — the itemhllggted in grey in the scale)
Are both sides tested systematically? yes|__ hbl_| 0

Si YES, complete for items tested both sidestliiesside chosen by the patient then the othef side
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CentreN° |___ | | PatientN° |_| | _|FamilyName|__ | | | Firstname ] |

MOTOR FUNCTION MEASURE (MEM)

Sous chaque item, indiquer dans les commentaire$is, douleur, appareillage lors de la passation.

Rating
Items of the MFM scale D1 = D2 = D3 =
1. © SUPINE, HEAD IN MIDLINE POSITION holds the head for 5 seconds in midl o o
position and turns it completely from one sidelte other. o 1
COMIMENES ...ttt ee et e e e et et e et ettt ee et e et en s en e s e s s e s seeaeae e e eeeeseeeeeeeeeas o 2
O 3
2. SUPINE: raises the head and maintains the ragissition for 5 seconds O o
(o010 101=] 01 - RSP RPSO o1
........................................................................................................................................ O 2
O 3
3. © SUPINE: flexes the hip and knee more thafi B9 raising the foot during the who 0O o
movement. 0o 1
side: righf: left :00 0o 2
contralateral scorei0 1 12 13 0o 3
(o700 1011 01 PP
4.© SUPINE, LEG SUPPORTED BY EXAMINER: from the plantfiexion, dorsiflexes the O o
foot to at least 90° in relation to the lower parthe leg. O 1
side: righf: left .00 o 2
contralateral scorei0 11 [12 [13 O 3
(001011 01=] 0 PP
5.© SUPINE: raises the hand and moves it to the oppshibulder. O o
side: righf: left :00 O 1
contralateral scorei0 01 12 13 o 2
(o0 1010 0 1=T 1 PP O 3
6.© SUPINE, LOWER LIMBS HALF-FLEXED, KNEECAPS AT THE Z8ITH AND FEET| O 0
RESTING ON THE MAT SLIGHTLY APART: maintains for Seconds the starting positi{ I 1
then raises the pelvis ; the lumbar spine, theipednd the thighs are aligned and the 10 2
slightly apart. O 3
(o0 0011011 11 PSR
7. © SUPINE: turns over into prone and frees both ufipgrs from under the trunk. O o
side: righf: left :00 O 1
contralateral scorei0 1 12 13 o 2
(o70] 1110 0= 1 =T PSP PP PP PPPPPPPPP PP PP O 3
8. SUPINE: without upper limb support sits up. 0O o
(o000 001=] 1T PP PRPP 0O o1
................................................................................................................................... D 2
O 3
9. © SEATED ON THE MAT: without upper limb support, mtains the seated position for o o
seconds and is then capable of maintaining cobtaetonds between the two hands. o 1
COMIMENETS ...ttt ettt eee e et e e et s et e e e e e e e e e e s e et ee e e s e e et et et et seeseeee et en s s s s s e e s e enenen o 2
........................................................................................................................................ o 3
10.© SEATED ON THE MAT, THE TENNIS BALL PLACED IN FRONDF O o
THE PERSONwithout upper limb support, leans forward, touctiee ball and sits back O 1
again. o 2
(o701 1011 1 PRSP 0o 3
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CentreN° |___ | | PatientN° |_| | _|FamilyName|__ | | | Firstname ] |

ltems Report pad

Cotation

D1

D2

D3

11. © SEATED ON THE MAT: without upper limb support, stEnup.
(0] 100 01T S

12.© STANDING: without upper limb support, sits down tire chair with the feet slightl
apart.
(o0 101 0 0T=T PSPPSR

OoOooooo

oo

WNNPFPOWNEO

13. SEATED ON THE CHAIR: without upper limb suppoor leaning against the back of the

chair, maintains the seated position for 5 secomik,the head and trunk in midline position.
(oo 0010 LT 15T TPV RP PR

14.© SEATED ON THE CHAIR OR IN THE WHEELCHAIR, HEAD IN EEXION: from
head in complete flexion, raises the head then taiamit raised for 5 seconds, the head stay
midline position throughout the movement and thieling position.

(o0 140 0T 3PS

s in

Ooooo|oooo

WNRO|[wNR O

15. SEATED ON THE CHAIR OR IN THE WHEELCHAIR, FORMRMS ON THE TABLE
BUT NOT ELBOWS: places both hands on top of thachat the same time while the head
trunk remain in midline position.

[oo] 00 00 T=T 0P PP PO UPPPP

and

WPk O

16. SEATED ON THE CHAIR OR IN THE WHEELCHAIR, THEENCIL ON THE TABLE:
without moving the trunk, reaches the pencil witte diand, forearm and hand off the table
the elbow in full extension at the end of the moeam
side: righf: left :00
contralateral scorei0 1 112 (I3
(o0] 0010 01T o T PR PRSP

vith

oooo| oooo

WNPF o

17. SEATED ON THE CHAIR OR IN THE WHEELCHAIR, 10@NS ON THE TABLE
successively picks up and holds 10 coins in onel laaming the 20-second period.
side: righf: left .00
contralateral scorei0 11 (12 [13
(oo] 0000 T=T o] O SU PP SPPPTRPP

oooOoo

whhkFk O

18. © SEATED ON THE CHAIR OR IN THE WHEELCHAIR, ONE FINGEPLACED IN
THE CENTER OF THE FIXED CD: goes round the edgethaef CD with the same fingé
without hand support on the table.
side: righf: left .00
contralateral score:0 01 (12 [13
(o0 101 0 0T=T PP PP

oood
w N EF, O

19. SEATED ON THE CHAIR OR IN THE WHEELCHAIR, THEENCIL ON THE TABLE:
picks up the pencil and draws a continuous serideaps inside the frame and over its f
length touching the top and bottom line of the feam
side: righfl: left .00
contralateral score:0 J1 (12 (13
(olo] 001 0 0T=T o T OO PPPR

Trial n°1 contralateral trial n°1

Trial n°2 contralateral trial n°2

ull

oooo

Wwpo kO
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CentreN° |___ | | PatientN° |_| | _|FamilyName|__ | | | Firstname ] |

Cotation
ltems Report pag |P1= |D2= | D3=
20. SEATED ON THE CHAIR OR IN THE WHEELCHAIR, HOLDIG THE SHEET OR 0O o
PAPER: tears the sheet of paper folded in 4, méggnfrom the fold edge. 01
(o001 001=] 1 PRSP 0 2
---------------------------------------------------------------------------------------------------------------------------------------- D 3
21.© SEATED ON THE CHAIR OR IN THE WHEELCHAIR, THE TENIS BALL O o
ON THE TABLE: picks up the ball, and turns the hamvar completely holding the ball. O 1
side: righf: left .00 o 2
contralateral scorei0 11 [12 [13 O 3
(o0 101001 01 PRSP
22.© SEATED ON THE CHAIR OR IN THE WHEELCHAIR, ONE FINER PLACED O o
IN THE CENTER OF THE DIAGRAM: raises the finger apkhces it successively on the O 1
8 drawings without touching the lines. o 2
side: righfl: left :O0 O 3
contralateral scorei0 01 12 13
(o0 0010011 01 PRSPPI
23.© SEATED ON THE CHAIR OR IN THE WHEELCHAIR, UPPER MBS oo
ALONG THE TRUNK: places the two forearms and/cg ttands on the table at the sani o1
time without moving the trunk. o 2
COMIMIENTS. ... eeeeeeteeeses s eeeees s enesseseeeeseateseses s s nseesteeeeneeeeseessanananeseseasn s snenenenens o 3
24.© SEATED ON THE CHAIR: without upper limb supportastls up with the feet oo
slightly apart. o 1
COMIMENES. ...ttt eee et et ee e s s e eee s eee e e et eseses s e eneeeeeeeseeeee et esssananeeeeseeesenenenenenenens o 2
...................................................................................................................................... O 3
25.© STANDING WITH UPPER LIMB SUPPORT ON EQUIPMENT: thoutupper |O O
limb support, maintains a standing position foebands with the feet slightly apart, the | O 1
head, trunk and limbs in midline position O 2
(o0] 101 1 T=T 01 P O 3
26. STANDING WITH UPPER LIMB SUPPORT ON EQUIPMENWithout upper limb | 7
support, raises the foot for 10 seconds. 0O 1
side: righf: left :00 0O 2
contralateral scorei0 01 112 I3 0O 3
LoT0] 00110121 01 T PRI .
27.© STANDING: without support, touches the floor withe hand and stands up agail 0 0
O 1
(o 0] 101 1 T=T 01 P O 2
...................................................................................................................................... O 3
28. STANDING WITHOUT SUPPORT: takes 10 steps fadvan both heels. 0O o
O 1
(o70) 0010 01=] 0113 PSPPSR O >
....................................................................................................................................... O 3
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CentreN° |___ | | PatientN° |_| | _|FamilyName|__ | | | Firstname ] |

ltems Report page | b1= D2= D3=
29. STANDING WITHOUT SUPPORT: takes 10 steps formvan a line. O o
COMIMENES. ....e e eee e e e e ee e st e e en et eenes s en e e e O 1
....................................................................................................................................... o 2
O 3
30.© STANDING WITHOUT SUPPORT: runs 10 meters. O o
O 1
[oT0] 0101 0011 11PN O 2
...................................................................................................................................... O 3
31. STANDING ON ONE FOOT WITHOUT SUPPORT: hops ifids in place. 0O o
side: righfl: left .00 0O 1
contralateral scorei0 [11 12 (3 0O 2
ToT0) 001 001=] 01 T PRSPPI o 3
32.© STANDING WITHOUT SUPPORT: without upper limb suppananages to squaj 1 0
and gets up twice in a row. O 1
(070} 11010 01T 1 PPN O 2
...................................................................................................................................... O 3
TOTAL D1= D2= D3=
Duration of completion:|___ | | | Minutes
Cooperation of patient: none | 10, moderate |___ |1, optimal|_2 |
Commentson overall testing and results obtainefin¢thing particular, report NAD
SUMMARY OF RATINGS
MFM 32 ITEMS
DIMENSION TOTAL COTADNS IN % PER DIMENSION
D1. Standing and transfers otal Dimension 1 = X 100 = .o %
39 39
D2. Axial and proximal motor function __ Total Dimgion 2 = X 100 = .o %
36 36
D3. Distal motor function Total Dimension 3 = X 100 = i, %
21 21
TOTAL SCORE = _total of ratingsX 100
32X 3
= X 100
96
T %
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CentreN° |___ | | PatientN° |_| | _|FamilyName|__ | | | Firstname ] |

MFEM 20 ITEMS
DIMENSION TOTAL COTADNS IN % PER DIMENSION
D1. Standing and transfers Total Dimension 1 = X 100 = ...oooeennnns %
24 24
D2. Axial and proximal motor function Total Démsion 2 = X 100 = .oooieennnns %
24 24
D3. Distal motor function Total Dimension 3 = X 100 = ...l %
12 12
TOTAL SCORE = _total of ratingsX 100
20X 3
= X 100
60
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CentreN° |___ | | PatientN° |_| | _|FamilyName|__ | | | Firstname ] |

PRESENT MEDICATIONS OR TAKEN WITHIN THE LAST 3 MONT HS

Report medications taken regulafly patient within the last 3 months (at first MFbf)modified since last evaluation
The shaded boxes will be completed by the CRAeczuthator

Brand Name Indication ** Daily Dose| Route date of start date of end
or ICD ok *
completed par CRA
1 R O | ||
CODE 1 Ongoingl11
T I I T T Stopped 1 0
1 R O | ||
CODE | e L Ongoing(! 1
T Y I Lo Stopped] 0
R O N L |
CODE L Ongoingl! 1
[ R T I Stopped] 0
R O N L |
CODE L Ongoingl! 1
T Y I N ) O Stopped 10
R O N L |
CODE 1 Ongoingl! 1
[ I T I Stopped1 0
1 R O | ||
CODE _ Ongoing] 1
T I I I T I Stopped 1 0
....................... 1 R O | ||
CODE — 1 Ongoingl! 1
T Y I —_— Stopped] 0
....................... R O N L |
CODE — L Ongoingl! 1
T Y I —_— Stopped] 0

(*) 1= oral, 2= intravenous, 3= intramuscular, épital,5= subcutaneous, 6= rectal,
7= intra-nasal, 8= transcutaneous, 9=degps, 10= vaginal, 11=by inhalation, 12= other,
99= unknown

** NO ABREVIATION Please

*** Use « PRN» (Pro Re Nata — as needed) where negessa
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