A National Consortium to Explore the Genotypic Basis for ESRD in Lupus

Study ID#  _____________

PARTICIPANT QUESTIONNAIRE
Date:  _________________________
1.  Full Name: ______________________     ________________________     ________________________



                (first)


      (middle)



(last)

2.  Date of birth: _____/______/_________      


     month     day       year 
3.  Current Age: __________  years


4.  Race (Please check one): 
( African American 

( White, not Hispanic 

( Other   Please name ______________________________

5.  Gender (Please circle):  Male   /   Female

6.  Address:  Street (and Apt# or Lot #) ____ _________________________________________________







        City     _____________________________________________________




        State______________________________  Zip code  _______________
 7.  Phone:
Home
(                ) ____________________________



              Area code

                         Cell
(                ) ____________________________



              Area code

Other
(                ) ____________________________
(________________________)



              Area code





     (Work? Pager? Another cell?)

8.  Contact Person – in case we have difficulty contacting you, if needed, at a later date:


Name _________________________________
Relationship: ___________________________
                                                                                                                     (spouse, son/daughter, friend, etc.)
Phone (           )_________________________

9.  Your Place of Birth:

     
City/Town:__________________________ County:_________________ State:__________________

Country: _________________

10.  Height: ________feet________inches

11. Weight: 
How much do you weigh? _____________lbs

What is the heaviest you have ever weighed?  ______________ lbs
12.  Do you currently smoke?   Choose one answer and fill in the blanks:

(  Yes, _____pack(s) per day and have smoked for _____years                                                            (  No, I quit ____years ago and smoked ___pack(s) per day for ____years





(  No, I’ve never smoked

13.  Have you been told by a physician that you have diabetes (or high sugar)?   Circle:     Yes        No



If Yes: 
How old were you when you were told this?   ___________ years old

Were you placed on medicine to control the diabetes?  Circle:   Yes    No
14.  Have you been told by a physician that you have high blood pressure (hypertension)? Circle:   Yes    No   


If Yes: 
How old were you when you were told this?  _________ years old

Were you placed on medicine to control the high blood pressure?  Circle:   Yes    No
15.  How old were you when you were told you had lupus?   ______________ years old
16.  After you were first diagnosed with lupus, how many of your doctor’s appointments did you keep?  
      (circle one)   Every visit
 Most visits
Half of visits
A Few of the visits
None of the visits 

17.  Have you ever had a renal biopsy?  Circle:   Yes    No

If yes, please fill in below to the best of your ability. 
	Date of the Biopsy
	Hospital where the biopsy was done?
	Kidney doctor who performed the biopsy?
	Location, city and state, of kidney doctor

	
	
	
	

	
	
	
	

	
	
	
	


18.  If you were ever treated for lupus, please review the following table and check the appropriate box by the medicine and fill in the total number of months that you took that medicine, even if you did not take it every month:


             Medication


Yes, I took this
                 No, I did not take this
           Total # of months taken

	Prednisone
	
	
	

	Cytoxan (Cyclophosphamide)
	
	
	

	Imuran 

(Azathioprine)
	
	
	

	CellCept or Myfortic
(Mycophenolate)
	
	
	


19.  Please complete the following table to show conditions that you have had:




Condition


   Yes, I’ve had this          No, I haven’t had      Year first occurred
	Face rash or discoloration in “butterfly” shape
	
	
	

	 Round, flaky red rash on face / trunk / arms / or legs
	
	
	

	Mouth ulcers or sores
	
	
	

	Arthritis in at least 2 joints
	
	
	

	Pain from inflammation or fluid of the lining of the lungs or heart 
	
	
	

	Seizures or “falling out”
	
	
	

	Mental disturbances – not thinking clearly, hearing or seeing things that others do not, etc.
	
	
	

	Blood disorder: anemia, low red cell or white cell counts 
	
	
	

	Low platelets
	
	
	

	Lupus antibodies (ANA, DNA)
	
	
	


20.  Have you ever received a kidney transplant?  Circle:
Yes
    No

If YES, how old were you when you received your first transplant?   ________ years old
How many months were there between the time when you were told you had lupus and the date you received your transplant?  __________ months
Is your transplant still working:  Circle:    Yes    No
21.  Have you ever required dialysis?  Circle:       Yes     No

        If Yes:  What was your age when you were first required dialysis (____years old)

How many months were there between when you were told you had lupus and when you began dialysis? ( ____ months)

Are you still on dialysis?  Circle:   Yes    No

22.  Physician information:

       Your Nephrologist:
Name __________________________________________________________
City _______________________________________   State ______________


Phone (           )___________________________

       Your Rheumatologist:
Name __________________________________________________________

City _______________________________________   State ______________


Phone (           )___________________________


If you’ve had other nephrologists and rheumatologists assist in your care, please provide their names and addresses too.
23. Has anyone in your immediate family (parents, brothers, sisters, children) ever been diagnosed with lupus?   Complete the following table:

         Family member

                Yes, has lupus
                     No, doesn’t have lupus                  I Don’t Know

	Mother
	
	
	

	Father
	
	
	

	Sister(s)
	                    (how many:    )
	
	

	Brother(s)
	                    (how many:    )
	
	

	Son(s)
	                    (how many:    )
	
	

	Daughter(s)
	                    (how many:    ) 
	
	

	Grandfather(s)
	                    (how many:    )
	
	

	Grandmother(s)
	                    (how many:    )
	
	


24. Has anyone in your immediate family (parents, brothers, sisters, children) ever had kidney disease requiring dialysis treatments or a kidney transplant?  (Complete this table)
            Family member       Yes, kidney disease    No kidney disease       I Don’t Know      Also had lupus    Didn’t have lupus  

	Mother
	
	
	
	
	

	Father
	
	
	
	
	

	Sister(s)
	
	
	
	
	

	Brother(s)
	          (how many:    )
	
	
	
	

	Son(s)
	          (how many:    )
	
	
	
	

	Daughter(s)
	          (how many:    )
	
	
	
	

	Grandfather(s)
	          (how many:    )
	
	
	
	

	Grandmother(s)
	          (how many:    )
	                         
	
	
	


25. Please list your current medications – prescribed by your physician and any over-the- counter medicines or health supplements (like vitamins) that you take:
____________________
__________________
__________________
_______________

____________________
__________________
__________________
_______________

____________________
__________________
__________________
_______________

____________________
__________________
__________________
_______________
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