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QUESTIONNAIRE

Date:

Patients name:

Date of birth:

Sex:              Male               Female

Birth place (city; state; country):

Race:       ( Caucasian/White



                   ( Native Hawaiian or other Pacific Islander


                   ( American Indian or Alaska Native

                   ( Black or African American



                   ( Asian


                   (Other______________________

Ethnicity:     ( Hispanic/Latino


                          ( Not Hispanic/Latino

Birth weight:                           (kg, or pounds)

Birth height:                          (cm or foot and inch)

Gestation:

Complications during pregnancy and/or birth:

Current weight:                   (kg, or pounds)  
Current height:                     (cm or foot and inch)

Father: specify origin of country:

Present age:

Date of birth:

Mother: specify origin of country:

Present age:

Date of birth:

Patient’s brothers and sisters:

1. Name:

    Date of birth:

2.  Name:

     Date of birth:

3. Name:

Date of birth:

4. Name:

Date of birth:

5. Name:

Date of birth:

Present address:

Street:

City:

State:

Zip Code:

Home Telephone number:

Work Telephone number:

Fax:

E-Mail:

Please fill in your growth chart referring to an example. Specifying cm or foot and inch (or you may send the growth chart by mail).

	Age
	1 year
	2 year
	3 year
	4 year
	5 year
	6 year
	7year
	8 year
	9 year

	Height (cm or foot and inch)
	
	
	
	
	
	
	
	
	

	Weight (kg or pounds)
	
	
	
	
	
	
	
	
	


	Age
	10 year
	11 year
	12 year
	13 year
	14 year
	15 year
	16 year
	17 year
	18 year

	Height (cm or foot and inch)
	
	
	
	
	
	
	
	
	

	Weight (kg or pounds)
	
	
	
	
	
	
	
	
	


Example

	Age
	1 year
	2 year
	3 year
	4 year
	5 year
	6 year
	7year
	8 year
	9 year

	Height cm  
	75
	100
	110
	119
	125
	129
	135
	140
	145

	Weight kg 
	10
	12
	15
	18
	21
	25
	28
	30
	32


	Age
	10 year
	11 year
	12 year
	13 year
	14 year
	15 year
	16 year
	17 year
	18 year

	Height cm 
	150
	155
	160
	165
	170
	175
	180
	181
	180

	Weight kg 
	40
	45
	50
	55
	60
	65
	70
	70
	70


1. List Surgeries:
Surgery: shunt placements
Date :__/___/_____

Surgery: ear tubes placed 
Date :__/___/_____

Surgery: tracheotomy 
Date :__/___/_____

Surgery: tonsillectomy 
Date :__/___/_____

Surgery: adenectomy

Date :__/___/_____

Surgery: gastric tube placement  Date :__/___/_____

Surgery: hernia repair 
Date :__/___/_____

List Orthopedic Surgery:
hip replacement
Date :__/___/_____

knee surgery
         Date :__/___/_____

leg surgery
         Date :__/___/_____

spine surgery         Date :__/___/_____

ankle surgery
         Date :__/___/_____

cervical fusion
Date :__/___/_____

Specify other surgeries:  Date :__/___/_____

2. WHAT KINDS OF MEDICATIONS OR ANY IS YOUR CHILD ON AT THIS POINT IN TIME?

CURRENT MEDICATION

Is the patient currently taking any prescription/OTC medication or herbal supplements or vitamins ?











Yes
 No


                 (
 (
If Yes, list the medications and the length of time over which each has been taken.    
	Brand Name
	Indications
	Date Started
	Date Stopped

	
	
	__ __/__ __/__ __
	__ __/__ __/__ __

	
	
	__ __/__ __/__ __
	__ __/__ __/__ __

	
	
	__ __/__ __/__ __
	__ __/__ __/__ __

	
	
	__ __/__ __/__ __
	__ __/__ __/__ __

	
	
	__ __/__ __/__ __
	__ __/__ __/__ __

	
	
	__ __/__ __/__ __
	__ __/__ __/__ __

	
	
	__ __/__ __/__ __
	__ __/__ __/__ __


if there is pain, how did you relive the pain? Please sepecify the position and management!

Ans. 

3. WHO IS THE PRIMARY CARE PHYSICIAN THAT TAKES CARE OF YOUR CHILD? 
A. PLEASE LIST NAME AND ADDRESS:

NAME:

HOSPITAL:

WORK TELEPHONE:

FAX:
STREET ADDRESS:

CITY:

STATE:

ZIP CODE:

B. PLEASE LIST ALL SPECIALISTS INCLUDING ADDRESSES:

NAME:

HOSPITAL:

WORK TELEPHONE:

FAX:
STREET ADDRESS:

CITY:

STATE:

ZIP CODE:

NAME:

HOSPITAL:

WORK TELEPHONE:

FAX:
STREET ADDRESS:

CITY:

STATE:

ZIP CODE:

NAME:

HOSPITAL:

WORK TELEPHONE:

FAX:
STREET ADDRESS:

CITY:

STATE:

ZIP CODE:

4.  When was your child diagnosed with Morquio Type a disease? (ex. 1 month, 2 years old etc.) 
A. up to 1 year 

B. 1 to 3 years 

C. 3 to 5 years 

D. 5 to 10 years 

E. over 10 years 
5 a. Does your geneticist follow and chart your child’s growth?

5 b. AT WHAT AGE DID GROWTH STOP?

6 A.  How was your child diagnosed with Morquio A syndrome (MPS IVA)?  (Check the ones that apply) 

            a.
Urine test (MPS screening test)  

            B.
Blood test (enzyme activity)  

            C.
Clinical physical examination  

            D.
Others (skin biopsy)  

            E.
X-rays  

            F.  Bone marrow biopsy  

OTHER Procedures and Tests
Has the patient ever had any of the following procedures or tests ? 





           Yes
a. Cerebral MRI:


                                                     Date :__/___/_____

b. EEG


                            


      Date :__/___/_____

c. Sleep study


           


      Date :__/___/_____

d. Nerve Conduction test                                                                             Date :__/___/_____

e. Abdominal MRI:

                                                      Date :__/___/_____

f. Ophthalmologic exam

           


      Date :__/___/_____

g. Skeletal x-rays


           


      Date :__/___/_____
h. Hearing test


           


      Date :__/___/_____

i. Pulmonary function tests

           


       Date :__/___/_____

j. Physical therapy/Occupational therapy        

Date :__/___/_____

Please specify the therapy!

k. Joint range of motion                                      


Date :__/___/_____

6. B If your child received the urine, blood, or fibroblast test, please describe the results.

           a. Urine:

               Total GAG (glycosaminoglycan) assay:             

               KS (Keratan sulfate) assay:                 
            Other Assay:            

           B. Blood:

            Enzyme activity of Morquio A enzyme:           

            Total GAG  (glycosaminoglycan) assay:             

            KS (Keratan sulfate) assay:             

          C. Fibroblast test

            Enzyme activity of Morquio A enzyme:           

7 A. Has your child had a DNA test of Morquio A (MPSIVA) gene? (Check one)

1. yes

2. no

3. unknown

4. recommended by doctor but not done

    B.  If available, the mutation site of Morquio A :              
8. When did you notice your child’s clinical symptoms: specify age:

1. up to 1 year

2. 1 to 3 years

3. 3 to 5 years

4. 5 to 10 years

5. over 10 years

6. never noticed anything

9. What kinds of symptoms did your child have initially? (Check one or more)

1. bone deformity

2. short statue (growth retardation)
3. Kyphosis (hump back), Scoliosis
4. abnormal gait
5. difficulty of joint movement
6. cervical spine
7. hearing loss
8. restriction of efficient breathing
9. lower leg pain
10. knees slightly bent
11. corneal clouding
12. chronic ear infections
13. increased cranial circumference
14. hips
15. wrists
16. others(specify):
10. What kinds of symptoms does your child have right now? (check one or more) 
              1. bone deformity
a. knee

b. ankles

c. feet

d. shoulders

e. hips

f. wrists

              2. short stature (growth retardation)

              3. Kyphosis (hump back), Scoliosis

    4. Abnormal gait

    5. Difficulty of joint movement

    6.Cervical spine instability

 7.hearing loss

 8.liver enlargement

 9.hernia

10.restriction of efficient breathing

11.heart disease

12. teeth problems

13. eye problems

14. vomiting

15. recurrent infection

16. snoring

16. How is your child’s intelligence: (check one more)

1. excellent

2. normal

3. poor

4. more retarded than before

5. hard to learn because of disease

17. Do you think your child’s clinical course is getting worse or not?(check one)

1. rapidly worse

2. slowly worse

3. stable

4. improving

18. How much does your child take care alone?;

     1. how far is your child currently able to walk without any assistance, please specify; 

            a. Less than 1 block (0-200meters: 0-1/8 mile)  

            b. More than 2 blocks (200-400meters: 1/8-1/4 mile) 

            c. Less than 1⁄2 a mile (400-800meters: 1/4-1/2 mile)

            d. More than 1⁄2 a mile (over 800meters: over 1/2mile) 

2.walks with an aid (please specify):

                  a. Scooter

                  b. Walker

                  c. Cane

     3.wheelchair (specify what age):

     4.bedridden (please give details):

     5.has your child ever worn a brace?

                        a.Specify type:

                        b.What age: 

                        c. Length of time:

      6.rides a bicycle alone

      7.takes a bath alone

      8.put clothes on alone

      9.take clothes off alone

    10.other favorite activities (check one or more):

a. swim

b. plays with blocks

c. dolls

d. tires easily

e. basketball

f. soccer

g. reading

h. fishing

 11. lives and works independently

 12.fine motor skills(specify)

 13.Are you able to drive a vehicle that is a specially equipped 

 14.has your child ever been to any physically challenged camps (specify)

 15.are you involved in any clubs or organizations?
19. the Most Important symptom is respiratory-related. Please check it the following respiratory issue.

       *Severity scale: 1-Mild 2-Moderate 3-Severe
                                                                                                                                         Age (year)                         Severity
                                                                                                              Y/N
     Onset                 Scale   (0-3)

RESPIRATORY
l. Oxygen dependent



         
       



m. Obstructive airway disease


                          
       



n. Asthmatic




         
       



o. Chronic bronchitis



         
       



p. Sleep apnea



                        
       


q. Narrowed trachea



         
       



r. Pneumonia




         
       



20. What is the most serious problem with your child right now? (check the ones that apply)

1. growth retardation

2. weakness of wrist

3. lower back pain 

4. hip pain

5. stomach problems

6. knees

7. chest

8. bone deformity

9. central nervous system

10. difficulty to climb stairs

11. severe constipation

12. risk of injury due to cervical instability

13. infections

14. osteoporosis

15. legs pain

16. inability to walk

17. inability to work

18. breathing difficulties

19. feet turn inward

20. falls frequently

21. “lax” elbow joints becoming “unhinged”

22. emotionally hard

23. apnea

24. weight problem

25. stamina

26.  Please write without hesitation on any issue from medical problems to daily care:

21. If enzyme replacement therapy has been developed, are you willing to have the opportunity to participate in a clinical trial? 

1. Yes

2. No

3. Unknown

4. If we understand enzyme replacement therapy, we will 

32. Normally, to develop diagnostic system, advanced treatments (enzyme replacement therapy etc.) and other research related on Morquio A syndrome (MPS IVA), a lot of funding will be necessary. Would you agree to work with Carol Ann Foundation to Raise the fund? (Please go to the web site link under “funding” for more details).

1.  Yes  

2.   No  

3.   Unknown  

4.  If we understand MPS IVA related research in more details, we agree.  

22. What type of clinical manifestations or clinical course of Morquio Type A disease does your child have? 

1. Classical (severe)  

2. Intermediate  

3. Mild  

4. Unknown  

5. Between intermediate and severe  

6. Some areas (for example: spine) – considered severe – though diagnosed as mild  

7. Other (Specify):
Thank you for your time taken!

Sincerely,

Shunji Tomatsu MD PhD

Department of Pediatrics, Saint Louis University, 

Pediatric Research Institute 3662 Park Ave. St. Louis MO 63110-2512
Phone: 314-577-5623 ext. 6213

Fax: 314-577-5398

E-mail; tomatsus@slu.edu

PS

Again, please send me the latest height and weight with the date of birth and current age immediately to assess the condition!!! I have also attached the growth chart by PDF file (girls and boys). Please fill in annual growth of your child and send it to me by e-mail, fax, or mail at your earliest convenience. Please put measured values of the weight and height as much as possible in the graph of growth chart.









