This questionnaire is also being used in another fibroid-related study called “Finding Genes for Fibroids,” and so a few of the questions are unnecessary for you to answer.  Please ignore questions #4 and #7, and only answer #8 if you are having a myomectomy.  Thank you.

Instructions:  The following questionnaire requests information about medical background and family history.  This information will become a confidential part of our study records, but will not become part of your medical record.  Please put an X in the box next to the correct response or write in the information requested.  Call (617) 525-4434 or 1-800-722-5520 (ask operator for 525-4434) if you have any questions about the survey.  You may omit any questions that make you uncomfortable.

GENERAL INFORMATION 
1. 
Name: _________________________________________


Address: _______________________________________



_______________________________________


Phone Number :_________________________________


Email: _________________________________________

2. 
Please record your date of birth: 
_____________ 
 _____,   19____

                                                                 (Month)               (Day)      (Year)

3.
Please record your age in years:  
____ years

MEDICAL HISTORY 
4. 
Have you ever had uterine fibroids?.............…. 
( Yes
( No
( Don’t Know 

If yes, ANSWER QUESTIONS #5 and #6.  If no, SKIP TO #7.

5. 
How do you know you have fibroids?...…….From:
(
having surgery


(Check all that apply)


(
having an ultrasound








(
having an exam








(
other:  _________________

6. 
At what age were your fibroids discovered?.....
____ years

7.
Have you had a hysterectomy?.....................…..
( Yes
( No
( Don’t Know


If yes, why?


_____________________________________________________________________


_____________________________________________________________________

8.
Are you considering a hysterectomy?...........
( Yes
( No
( Don’t Know


If yes, why?


_____________________________________________________________________


_____________________________________________________________________

9. 
Have you ever been told you have Reed’s 

syndrome (or familial leiomyomatosis cutis 

and uteri, FLCU)?...................................…
( Yes
( No
( Don’t Know

10.
Have you ever been told you

have cutaneous piloleiomyomas 

(or fibroids of the skin)?.............................
( Yes
( No
( Don’t Know

11.
Do you have more than one

small, raised, reddish bump 

anywhere on your skin? ..............................
( Yes
( No
( Don’t Know

12.
Have you ever been told you have a

lipoma (benign fatty tumor) or 

hamartoma (benign chest tumor)?.............
( Yes
( No
( Don’t Know

13.
Have you ever had kidney cancer? ............
( Yes
( No
( Don’t Know

14.
If so, what type(s) of kidney cancer do (did) you have?

(
Clear cell carcinoma of the kidney


(
Papillary carcinoma of the kidney


(
Chromophobe carcinoma of the kidney


(
Urothelial carcinoma of the kidney

(
Metastatic cancer originating from another organ or body part

(
Don’t Know


(
Other: _____________________

 FAMILY HISTORY 
15.
How many of each of the following family members do (did) you have?
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16.
What age are each of the following members of your family? (Write in):

Mother:  ________________________________

Father: _________________________________

Sisters: _________________________________

Brothers:_____________________________​___

Daughters: ______________________________

Sons: __________________________________

Maternal aunts:___________________________

Maternal uncles:__________________________

Paternal aunts: _____________________________

Paternal uncles: ____________________________

First cousins: ______________________________

Nieces / Nephews: __________________________

Maternal grandmother:_______________________

Maternal grandfather:________________________

Paternal grandmother: _______________________

Paternal grandfather: ________________________

17.
How many of each of the following members of your family have (had) fibroids?

Mark “0” if no family members in a given category have (had) fibroids.  Mark “Not applicable” if you do not have family members in a given category.  Mark “Don’t know” if you are not sure whether family members in a given category have (had) fibroids.
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18.
Did your mother have a hysterectomy?.........
( Yes
( No
( Don’t Know


If yes, for what reason? _________________________________________________

19.
How many of each of the following members of your family have (had) Reed’s Syndrome (or familial leiomyomatosis cutis and uteri, FLCU)?
Mark “0” if no family members in a given category have (had) Reed’s syndrome. Mark “Not applicable” if you do not have family members in a given category.  Mark “Don’t know” if you are not sure whether family members in a given category have (had) Reed’s syndrome.
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20. How many of each of the following family members have (had) cutaneous piloleiomyomas (or fibroids of the skin)?

Mark “0” if no family members in a given category have (had) fibroids of the skin. Mark “Not applicable” if you do not have family members in a given category. Mark “Don’t know” if you are not sure whether family members in a given category have (had) these fibroids.





Not






6
Don’t





applicable

0
1
2
3
4
5
(or more)
know

Sisters:

(
 (
 (
 (
 ( 
(
 (
 (
(
Brothers:

(
 (
 (
 (
 ( 
(
 (
 (
(
Daughters:

(
 (
 (
 (
 ( 
(
 (
 (
(
Sons:

(
 (
 (
 (
 ( 
(
 (
 (
(
Maternal aunts:
(
 (
 (
 (
 ( 
(
 (
 (
(
Paternal aunts:
(
 (
 (
 (
 ( 
(
 (
 (
(
Maternal uncles:
(
 (
 (
 (
 ( 
(
 (
 (
(
Paternal uncles:
(
 (
 (
 (
 ( 
(
 (
 (
(
First cousins:
(
 (
 (
 (
 ( 
(
 (
 (
(
Nieces / Nephews:
(
 (
 (
 (
 ( 
(
 (
 (
(
Mother:


( Yes
( No
( Don’t Know

Father:



( Yes
( No
( Don’t Know

Maternal grandmother:
( Yes
( No
( Don’t Know

Paternal grandmother: 
( Yes
( No
( Don’t Know

Maternal grandfather:
( Yes
( No
( Don’t Know

Paternal grandfather: 
( Yes
( No
( Don’t Know

21. How many of each of the following family members have (had) many small, raised, reddish bumps visible on their skin?

Mark “0” if no family members in a given category have (had) these bumps. Mark “Not applicable” if you do not have family members in a given category. Mark “Don’t know” if you are not sure whether family members in a given category have (had) these bumps.
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22. How many of each of the following members of your family have (had) Cowden syndrome?

Mark “0” if no family members in a given category have (had) Cowden syndrome. Mark “Not applicable” if you do not have family members in a given category. Mark “Don’t know” if you are not sure whether family members in a given category have (had) this syndrome.
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23. How many of each of the following members of your family have (had) Bannayan-Zonana syndrome?

Mark “0” if no family members in a given category have (had) this syndrome. Mark “Not applicable” if you do not have family members in a given category. Mark “Don’t know” if you are not sure whether family members in a given category have (had) this syndrome.
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24. How many of each of the following members of your family have (had) lipomas (fatty tumors) or hamartomas (benign chest tumors)?

Mark “0” if no family members in a given category have (had) lipomas or hamartomas. Mark “Not applicable” if you do not have family members in a given category. Mark “Don’t know” if you are not sure whether family members in a given category have (had) lipomas or hamartomas.
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25.
How many of each of the following members of your family have (had) kidney cancer?

Mark “0” if no family members in a given category have (had) kidney cancer.  Mark “Not applicable” if you do not have family members in a given category.  Mark “Don’t know” if you are not sure whether family members in a given category have (had) kidney cancer.
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26.
What type(s) of kidney cancer do (did) your family members have?

(
Clear cell carcinoma of the kidney


(
Papillary carcinoma of the kidney


(
Chromophobe carcinoma of the kidney


(
Urothelial carcinoma of the kidney

(
Metastatic cancer originating from another organ or body part

(
Don’t Know

(
Other: _____________________

27. How many of each of the following male relatives have had prostate surgery?

Mark “0” if no family members in a given category have (had) prostate surgery. Mark “Not applicable” if you do not have family members in a given category. Mark “Don’t know” if you are not sure whether family members in a given category have (had) prostate surgery.
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28. How many of each of the following male relatives have (had) been told they have an enlarged prostate?

Mark “0” if no family members in a given category have (had) an enlarged prostate. Mark “Not applicable” if you do not have family members in a given category. Mark “Don’t know” if you are not sure whether family members in a given category have (had) an enlarged prostate.
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Today’s date:     _____________    ______ ,    20 ____






(Month)
(Day)
(Year)

THANK YOU for completing this questionnaire.  If you have any additional information you would like us to know about, write it below.  
PAGE  
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