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National Registry of Myotonic Dystrophy and 
Facioscapulohumeral Muscular Dystrophy Patients and Family Members


Patient Information Form 
Myotonic Dystrophy (DM)

DATE:  					

NAME: 
		First			     Middle		      Last			     Maiden

ADDRESS: 
		Street
	       
		City					State			Zip Code
	       					
		Country					

DATE OF BIRTH: (month/day/year) _________ / ____________ / __________ 


If patient is a MINOR, provide ADULT CONTACT NAME:  	

Adult relationship to minor:  	

EMAIL ADDRESS:  	


[bookmark: _Hlk212122442]TELEPHONE NUMBER: Please provide in case we need to clarify information with you over the phone, you can choose to provide up to three telephone numbers and check type of phone. 
[bookmark: _Hlk203993986]Phone 1:  _______ - _______ - _____________	 home	 cell 	 work
Phone 2:  _______ - _______ - _____________	 home	 cell	 work
Phone 3:  _______ - _______ - _____________	 home	 cell	 work

Sex assigned at birth:    	  Male	  Female		

Gender identity:  	  Male	  Female	  Other, specify:  __________________

Ethnicity: (Check ONE with which you most closely identify)           
 	 Hispanic or Latino	 Not Hispanic or Latino	 Unknown

Race: (Check ALL that apply)  
	 White   	  Black or African American	  Asian	
	  American Indian or Alaskan Native	 Unknown	
	  Native Hawaiian or other Pacific Islander             

Current Height: ____ feet   _____ inches		Current Weight: ______ pounds

Handedness:		  Left		  Right	 Ambidextrous/No preference
DM ONSET AND DIAGNOSIS 

Who made your diagnosis of DM? (Check ALL that apply)
 Primary care physician	   Neurologist	 Yourself
 Family member	   Specialist in neuromuscular or muscular dystrophy clinic

[bookmark: _Hlk215809179]What is your diagnosis?	
 Myotonic dystrophy type 1 (DM1)			 Myotonic dystrophy type 2 (DM2)
 Congenital myotonic dystrophy 			 Unknown 
     (Symptoms begin at birth to 4 weeks of life)

Describe your first symptom of DM. 									

AGE when you had your first symptom of DM. 					________ years old
					    (Estimate if not sure.)

AGE when your DM was diagnosed.	________ years old
	    (Estimate if not sure.)	
Have you:
	Been examined by a neurologist?	  Yes	  No	 Not sure
	Had a DNA test (blood or saliva) for DM?	  Yes	  No	 Not sure
[bookmark: _Hlk207271309]If yes, what was the result?	  DM Positive 	  DM Negative


FAMILY HISTORY   
Are you the first person in your family to have a DM diagnosis?
		  Yes	  No	 Not sure

Indicate the number of blood relatives, alive or deceased, that have or had DM.  If you are 
adopted, please check here  and complete the information in the table below for your biological 
family (if known): 
	Relation
	Check the appropriate box below

	Mother 
	______ has DM   ______ doesn’t have DM   _____ Unsure

	Father 
	______ has DM   ______ doesn’t have DM   _____ Unsure

	Consider your extended family from the affected side below (maternal/paternal)
	Number with DM
	Number without DM
	Number Unsure

	Grandparents
	
	
	

	Children < 18 years old
	
	
	

	Children ≥ 18 years old
	
	
	

	Grandchildren
	
	
	

	Siblings
	
	
	

	Half-Siblings
	
	
	

	Aunts or Uncles
	
	
	

	Cousins
	
	
	

	Other, specify:
	
	
	
















	



Have any of YOUR CHILDREN shown signs of myotonic dystrophy within the first 4 weeks of life?
(e.g., trouble breathing, trouble eating, or muscle weakness)  		
	 Yes	 No	 Not Applicable

If yes, indicate: _________ number of children showing signs of DM within the first 4-weeks of life.

[bookmark: _Hlk222725442]REGISTRY HISTORY   
Where did you learn about this Registry?
	 Your doctor	 Internet		 MDA
	 Family 	 Support group		 Magazine/Newsletter
	 Friend                          	 Other, specify 		
Are other members of your family in this Registry?	  Yes	  No 	 Not sure

You have the option to provide names of family members who are in the Registry or may participate in the Registry in the future.  Please write their names below if you choose to.   
	Name
	Relationship to you
	
	Name
	Relationship to you

	1. 
	
	
	2. 
	

	3. 
	
	
	4. 
	

	5. 
	
	
	6. 
	


Are you enrolled in another DM registry?     	 Yes     No      Not sure

If yes, what is the name of the registry: ___________________________________________

EDUCATION    
[bookmark: _Hlk193292622]
Are you currently in school?  	 Yes	 No

If YES, indicate the grade or level below:
 Attending elementary, middle, or high school (Circle ONE grade below): 
	K      1      2      3      4       5      6      7      8      9      10      11      12
 Attending technical/professional school
 Attending college 
 Attending graduate school

[bookmark: _Hlk193292656]If NO, indicate the highest level of education completed below:		
[bookmark: _Hlk193292681]  No formal education				
  High school, GED, or equivalent 				
  Associate degree (occupational, technical, or vocational)
  College (bachelor’s degree)
  Graduate school (masters, professional, or doctoral degree)				
  Others specify 							

EMPLOYMENT / RETIREMENT / DISABILITY
What is your CURRENT WORK status from the list below? (Check ONE)
 Employed full-time (work 35 hours or more per week)
 Employed part-time (work less than 35 hours per week)
 Homemaker 
 Retired 
 Unemployed-NOT due to disability 
 Unemployed-DUE TO DM
 Unemployed-DUE to ANOTHER disability

If employed, what is your current job title? _________________________________________________  
Has DM affected your employment (currently or previously)?		  Yes		  No
If YES, how was your job affected? (Check ALL that apply)
  Lost job							  On disability due to DM
  Job modified to accommodate your physical limitations	  Early retirement
[bookmark: _Hlk214869382]Any comments you have regarding your employment:

Comments:	
SIGNS AND SYMPTOMS 
	

	Check the box for any symptoms you have
 EVER HAD
	-Estimate age if not sure
-Leave STOPPED blank if still present

	
	
	Age when symptom STARTED
	Age when symptom STOPPED

	HANDS / GRIP

	Trouble with grip myotonia 
(grip locking up, stiffness, slow release of grip)
	
	Years old
	         Years old

	If YES, does grip myotonia affect your normal daily activities (Check ONE):
	 Yes, severely       Yes, moderately     Yes, mildly   

	Loss of grip strength, pinch strength, or difficulty opening jars
	
	Years old
	Years old

	FACE, SPEAKING, SWALLOWING

	Trouble speaking clearly
	
	Years old
	Years old

	Trouble with swallowing
	
	Years old
	Years old

	Weakness of face
	
	Years old
	Years old

	WALKING / RISING

	Difficulty walking on toes or heels, or ankle weakness
	
	Years old
	Years old

	Difficulty getting up from the floor, rising from a chair, or climbing stairs
	
	Years old
	Years old

	BREATHING / HEART

	Trouble with breathing or shortness of breath
	
	Years old
	Years old

	Racing heartbeat, irregular heartbeat, palpitations
	
	Years old
	Years old

	EYE / BALDNESS / MUSCLE PAIN

	Cataracts
	
	Years old
	Years old

	Baldness or thinning hair
	
	Years old
	Years old

	Muscle Pain
	
	Years old
	Years old




[bookmark: _Hlk205890139]TREATMENTS OR COUNSELING
	
	Check the box
for any treatment you have
EVER HAD
	- Estimate age if not sure
- Leave STOPPED blank if still in treatment

	
	
	Age when you 
STARTED treatment
	Age when you 
STOPPED treatment

	Aquatic therapy (water)
	
	Years old
	Years old

	Emotional or psychological counseling 
	
	Years old
	Years old

	Genetic counseling 
	
	Years old
	Years old

	Occupational therapy 
	
	Years old
	Years old

	Pelvic floor physical therapy
	
	Years old
	Years old

	Physical therapy 
	
	Years old
	Years old

	Speech therapy 
	
	Years old
	Years old

	Vocational rehabilitation
	
	Years old
	Years old

	Other, specify:
	
	Years old
	Years old



	ASSISTIVE DEVICES

	
	Check the box
for any devices you have
EVER USED
	- Estimate age if not sure
- Leave STOPPED blank if still using

	
	
	Age when you 
STARTED USE
	Age when you 
STOPPED USE

	BRACES

	Abdominal brace
	
	Years old
	         Years old

	Ankle/knee brace (e.g., AFO)
	
	Years old
	         Years old

	Long leg brace
	
	Years old
	Years old

	Neck brace
	
	Years old
	Years old

	CARDIAC / HEARING / FEEDING

	Feeding tube
	
	Years old
	Years old

	Hearing aids
	
	Years old
	Years old

	Pacemaker and/or defibrillator
	
	Years old
	Years old

	MOBILITY

	Cane, hiking or walking stick
	
	Years old
	Years old

	Power wheelchair
	
	Years old
	Years old

	Wheelchair or Scooter 
(check ALL that apply)
	 Used wheelchair/scooter for long distances only
	Years old

	Years old


	
	 Used wheelchair/scooter usually
	Years old
	Years old

	
	 Used wheelchair/scooter always
	Years old
	

	Walker
	
	Years old
	Years old

	PULMONARY

	Oxygen therapy (at home)
	
	Years old
	Years old

	Ventilator
	
	Years old
	Years old

	Have you had a sleep study?
	 Yes    No   
	

	If YES, how long ago
	
	 Years    Months    Days   

	Are you supposed to (prescribed) wear a mask at night/with sleep to support breathing?         Yes           No   
If yes, but you are NOT wearing it, check this box             

	If YES, please check ALL device(s) you use/are supposed to use: 
· APAP 
(Automatic Positive Airway Pressure)

· BiPAP 
(Bi-Level Positive Airway Pressure)

· CPAP 
(Continuous Positive Airway Pressure)

· Cough Assist Device

· Dental Device for Sleep Apnea
	











	

	OTHER

	Other assistive device, specify: 
	
	Years old
	Years old



SLEEP PROBLEMS

How likely are you to doze off or fall asleep in the following situations, in contrast to feeling just tired? 

This refers to your usual way of life in recent times. Even if you have not done some of these things recently try to work out how they would have affected you. 

Use the following scale to choose the most appropriate number for each situation:

	0 = would never doze 	
	1 = slight chance of dozing	
	2 = moderate chance of dozing 	
	3 = high chance of dozing

	Situation
	Chance of Dosing (0-3)

	Sitting and reading
	

	Watching TV
	

	Sitting, inactive in a public place (such as a theater or a meeting)
	

	As a passenger in a car, for an hour, without a break
	

	Lying down to rest in the afternoon when circumstances permit
	

	Sitting and talking to someone
	

	Sitting quietly after lunch without alcohol
	

	In a car, while stopped for a few minutes in traffic
	



How many hours per day do you spend asleep on a regular day?

Nap sleep hours: __________________________	Nighttime sleep hours: 		 

OTHER MEDICAL PROBLEMS
	
	Check the box for any medical problems you have EVER had
	Check the box if the medical problem is ONGOING

	BEHAVIORAL HEALTH

	ADHD
	
	

	Autism
	
	

	Depression / Anxiety
	
	

	Foggy thinking, poor memory or problems with mental processing
	
	

	Learning disability
	
	

	CANCER

	Cancer or tumor
	
	

	Please specify types of cancer or tumor:	 brain 	 basal cell carcinoma (skin)	 bladder
(Check ALL that apply)	 breast	 colorectal (colon)	 endometrial (uterine)	 Other, specify:                                     	 melanoma (skin)	 ovarian                	 thyroid	
	 

	CIRCULATION

	Blood clots (check ALL that apply)
	    Yes, in legs (DVT)           Yes, in lungs (PE)  

	Blood pressure-HIGH
	
	

	Blood pressure-LOW
	
	

	Cholesterol-HIGH
	
	

	Fainting (syncope)
	
	

	Stroke
	
	

	OTHER MEDICAL PROBLEMS Continued

		
	Check the box for any medical problems you have EVER had
	Check the box if the medical problem is ONGOING




	ENDOCRINE

	Diabetes
	
	

	Thyroid
	
	

	Please specify thyroid problem(s):	 hyperthyroidism (high)	 hypothyroidism (low)
(Check ALL that apply)	 nodules	 unknown	

	GASTROINTESTINAL

	Abdominal pain
	
	

	Acid reflux, heartburn or GERD
	
	

	Bowel Obstruction
	
	

	Constipation
	
	

	Diarrhea
	
	

	Fecal incontinence (bowel accidents)
	
	

	Gallbladder trouble
	
	

	Hiccups
	
	

	Liver trouble
	
	

	Stomach ulcers
	
	

	IMMUNE / INFECTION

	Arthritis
	
	

	Chronic infection
	
	

	Pneumonia 
	
	

	RESPIRATORY / SLEEP

	Asthma
	
	

	Emphysema
	
	

	Sleep apnea
	
	

	RENAL

	Kidney trouble
	
	

	Urinary incontinence
	
	

	REPRODUCTIVE (check n/a if not applicable for your sex)

	Endometriosis
	  Yes       n/a    
	

	Miscarriage
	  Yes       n/a    
	

	Stillbirth
	  Yes       n/a    
	

	Prostate trouble
	  Yes       n/a    
	

	Trouble with sexual function 
	  Yes       No  
	

	Uterine fibroids
	  Yes       n/a    
	

	Vaginal or uterine prolapse
	  Yes       n/a    
	

	OTHER MEDICAL PROBLEMS

	Other, specify:
	
	

	Other, specify:
	
	





EVALUATION OF PHYSICAL ACTIVITY
We are interested in finding out the kinds of physical activities that people do as part of their everyday lives.  Answer each question even if you do not consider yourself to be an active person.  

Please reference your physical activity in the last SEVEN (7) DAYS.  Think ONLY about those physical activities that you did for at least 10 minutes at a time.

VIGOROUS ACTIVITIES take hard physical effort; make you breathe much harder than normal.  

1. How many days did you do vigorous physical activities like heavy lifting, digging, aerobics or fast bicycling?
____________ days per week 

 NO vigorous physical activity (skip to question 3) 
		
2. How much time did you usually spend doing vigorous physical activities on ONE of those days?
_____________ hours per day	_____________ minutes per day


 Don’t know/Not sure

MODERATE ACTIVITIES take moderate physical effort; make you breathe somewhat harder than normal.  


3. How many days did you do moderate physical activities like carrying light loads, bicycling at a regular pace, or doubles tennis?
____________ days per week 

 NO moderate physical activity (skip to question 5) 

4. How much time did you usually spend doing moderate physical activities on ONE of those days?
_____________ hours per day	_____________ minutes per day

 Don’t know/Not sure

WALKING includes at work and at home, walking to travel from place to place, and any other walking that you have done solely for recreation, sport exercise, or leisure.  

5. How many days did you walk for at least 10 minutes at a time?
____________ days per week 

 NO walking physical activity (skip to question 7) 

		
6. How much time did you usually spend walking on ONE of those days?
_____________ hours per day	_____________ minutes per day

 Don’t know/Not sure

SITTING includes time spent at work, at home, while doing course work and during leisure time.  This may include sitting at a desk, visiting friends, reading, or sitting/lying down to watch television.  


7. How much time did you spend sitting on a weekday?
_____________ hours per day	_____________ minutes per day

 Don’t know/Not sure



EVALUATION OF FALLS

Definition of a fall: A fall is an event where you unintentionally come to rest on the ground, floor, or a lower level.
· In the past 6 months, have you experienced any falls as described above?	  Yes	  No
If no, skip the next section of the survey.
If yes, how many times have you fallen in the past 6 months?	_______________Total

· On average, how often do you fall?
  Rarely (less than ONE fall every 6 months)	
  About ONE time per MONTH	
  2 to 3 times per MONTH
  About ONCE a WEEK
  2 or more times per WEEK

· Have any of your falls resulted in INJURY? (check ONE)
  NO falls resulted in injury
  Minor injury (e.g., bruising or scrapes)
  Major injury (e.g., fracture, head injury, needed medical attention)	

· What do you believe are the main reason(s) for your falls? (check ALL that apply)
  Muscle weakness
  Poor balance
  Foot drop (i.e. tripping)
  Fatigue
  Environmental hazards (e.g., slippery floor, poor lighting)
  Medication side effects
  Other, specify					

· What were you doing at the time of MOST of your falls? (check ONE)
  Walking on uneven ground
  Climbing stairs
  Standing up from a chair
  Turning around
  Carrying objects
  Other, specify__________________________________


[bookmark: _Hlk207272993]OVERALL FEELING OF CHANGE OVER LAST YEAR
Compared to how you felt last year, select how you feel right now.

 Very Much Improved	 No Change	 Minimally Worse
 Much Improved			 Much Worse
 Minimally Improved			 Very Much Worse

PARTICIPATION IN OTHER RESEARCH STUDIES

Have you ever participated in a research study for DM?    
	 Yes, multiple times      Yes, once       No


Have you ever received an experimental treatment for DM? 	 Yes     No

If yes, specify by checking ALL that apply from the trial list below or choose ‘other’ to specify:

	 ATX-01 – Arthex	 ACHIEVE – Dyne 
	 FREEDOM 1 – Pepgen	 FREEDOM 2 – Pepgen
	 HARBOR/HARBOR OLE – Avidity	 ISIS-DMPKRx – IONIS	
	 MARINA/MARINA OLE – Avidity	 SAR446268 gene therapy – Sanofi     
	 Tideglusib – AMO	 VX-670 – Verthex
	 Other, specify: ________________________________________________________


ASSISTANCE COMPLETING THIS FORM
Did anyone help fill out this form?			 Yes     No

If yes, list the name of individual filling out the form: _______________________________

Relationship to applicant: ______________________________________________________


EMERGENCY CONTACT (Optional)

Please provide the name, address, and telephone number of a family member or friend we can contact in case you move or change your phone number.

Name: ___________________________________ Relationship: ____________________________

Address: ___________________________City: _______________ State: ________ Zip: _________

Phone number: _____________________________________________________________________


REGISTRY and ANNUAL UPDATE

We ask that you update this questionnaire each year (annually).  Would you prefer to receive your annual update sent in an email containing a survey link (electronic) or on paper sent by postal mail (Check ONE)?
 Email-Online Survey	(please ensure an email address is listed on Page 1)
 Postal Mail-Paper Survey


[bookmark: _Hlk205899231]SURGERY AND BROKEN BONES 
	[bookmark: _Hlk207273700]Check if you have EVER had the following surgeries/procedures
	Year(s)

	Cataract removal
	
	

	Cholecystectomy (gallbladder removal)
	
	

	C-Section
	
	

	Eyelid lifting
	
	

	Hysterectomy (uterus removal)
	
	

	Invitro fertilization (egg retrieval and embryo transfer)
	
	

	Loop recorder placement
	
	

	Placement of Cardioverter/Defibrillator
	
	

	Placement of Pacemaker
	
	

	Placement of COMBINED Pacemaker/Defibrillator
	
	

	Skin cancer removal
	
	

	Thyroid removal
	
	




[bookmark: _Hlk207273166]List any additional surgeries/broken bones (not listed above) and the year(s) they occurred.  
If you need additional space to write additional surgeries/broken bones, please use the back of this page or a separate sheet.
	Other Surgeries or broken bones
	Year(s)

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	




[bookmark: _Hlk207273210]MEDICATIONS and SUPPLEMENTS (for PIF – first submission)
	Check any of the following DM SPECIFIC medications you have EVER taken.
	
	Check if CURRENT
	Enter End Date (year)

	Adderall
	
	
	
	

	Armodafinil
	
	
	
	

	Modafinil
	
	
	
	

	Mexiletine
	
	
	
	

	Ranolazine
	
	
	
	



[bookmark: _Hlk207273258]List any additional prescribed medications or over the counter medications you have taken in the past two (2) months and why you take them.  
If you need more space to write additional medications, please use the back of this page or a separate sheet.
	Prescribed medications and over the counter medications
	Reason why you take it

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	



[bookmark: _Hlk207273594]List any additional dietary supplements you have taken in the past two (2) months and why you take them.  
If you need more space to write additional medications, please use the back of this page or a separate sheet.
	Dietary Supplements
	Reason why you take it

	
	

	
	

	
	

	
	

	
	

	
	

	
	

	
	



This is the end for the form.     Thank you for your support of the Registry.

MEDICATIONS and SUPPLEMENTS (for Annual Update)
Update your list of medications by adding new or removing discontinued (add end date) DM specific medications, other prescribed medications, and over the counter medications, and dietary supplements you take and why you take them.  

If you need more space to write additional medications, please use the back of this page or a separate sheet.
	Check any of the following DM SPECIFIC medications you have EVER taken.
	
	Check if CURRENT
	If STOPPED, Enter End Date (year)

	Adderall
	
	
	
	

	Armodafinil
	
	
	
	

	Modafinil
	
	
	
	

	Mexiletine
	
	
	
	

	Ranolazine
	
	
	
	



	Prescribed medications and
over the counter medications
	Reason why you take it
	
	Check if CURRENT
	If STOPPED, Enter End Date (year)

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	



	Dietary Supplements
	Reason why you take it
	
	Check if CURRENT
	If STOPPED, Enter End Date (year)

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	

	
	
	
	
	



This is the end for the form.     Thank you for your support of the Registry.
Copyright 2000-2002 University of Rochester. All rights reserved. Further reproduction or
redistribution without the University of Rochester's prior written consent is expressly prohibited.

For office use only.   Registry Number:  _____________    Entered by:  __________________   Verified by: __________________    

	Page 2 of 10	Revised 2/6/2026
Copyright 2000-2002 University of Rochester. All rights reserved. Further reproduction or
redistribution without the University of Rochester's prior written consent is expressly prohibited.

	Page 9 of 9	Revised: 2/6/2026
image1.jpeg
& ROCHESTER

MEDICAL CENTER




image2.png




