Dear Factor Nine News Subscriber:

We are in the process of updating our records and would greatly appreciate you taking a few minutes to share the information below.  This information will be kept strictly confidential and will be used to help better serve your needs in the future.  Please return the survey to us in the postage paid envelope.

Thank you, 

Kimberly Phelan

___________________________________________________________

Name of individual with Hemophilia B ________________________________

Name of contact person/parent 
____________________________________

Mailing Address
____________________________________

City, State, Zip Code
____________________________________

Telephone Number
____________________________________

Fax Number
____________________________________

Email Address
____________________________________

Individual with Hemophilia B

Date of Birth
____________________________________

Age of diagnosis
____________________________________

Severity of Hemophilia
___ Mild 
___ Moderate
___ Severe

Hepatitis C (optional)
___Yes
___No

HIV (optional)
___Yes
___No

Family History of Hemophilia
___Yes
___No
If yes, who? _______________________________

Recovery
____________________________________

Half Life
____________________________________

Weight
__________ lbs.

What sports or activities does the individual with Hemophilia B participate in? _____________________

____________________________________________________________________________________

____________________________________________________________________________________

1) Where do you obtain Factor IX product?

___
Home Health Care Company
___
Hemophilia Treatment Center

___
Retail Pharmacy

___
Hospital

___
Other (Please specify) __________________________________________

2)
Who infuses the Factor IX product?


___
Individual with Hemophilia B
___
Parent/Caregiver


___
Home Health Care Provider
___
Hemophilia Treatment Center


___
Other (Please specify) __________________________________________

3)  How often do you infuse Factor IX product?

	
	On Demand Bleeds

(when bleed occurs)
	Routine Prophylaxis

(2 or more times per week)
	Preventative Prophylaxis

(i.e., before participating in sporting event)

	Dose
	________IUs
	________IUs
	________IUs

	Frequency
	___ average times per year
	_____ times per week
	_____ times per month


4)
What Factor IX product are you currently using?



___
Benefix
___
Mononine
___
Alphanine


___
Other (Please specify) _____________________________________________ 

5) Have you had any problems with the current product you are using?  If so, please explain (feel free

to write on back page)

                    ______________________________________________________________________

                   _______________________________________________________________________  

                  ________________________________________________________________________

6) What Factor IX product were you using prior to your current product?



___
Benefix
___
Mononine
___
Alphanine


___
Other (Please specify) _____________________________________________ 

7) Do you have an inhibitor?  ____Yes             ____No

8) Why did you switch?

___
Product Shortage

___
Product Purity

___
Doctor’s recommendation

___
Other (Please specify) _____________________________________________

9) When did you switch? ____________________________________

10) Are you pleased with the Factor IX product you are currently taking?

___  Yes

___  No
Why? ________________________________________________

_______________________________________________________________________________

11) Would you temporarily change the factor you are using if you were having an operation?

___  Yes

___  No
Why? ________________________________________________

_______________________________________________________________________________

_______________________________________________________________________________

12) Please describe you or your child’s experience with receiving treatment for hemophilia in the Emergency Room.  _______________________________________________________________

_______________________________________________________________________________

13) What type of information do you feel would be beneficial to physicians, nurses or staff in the Emergency Room? _______________________________________________________________

_______________________________________________________________________________

14) Do any  female members of your family have bleeding problems ?


___  Yes

___  No

Describe the bleeding problems.  Have they been diagnosed with a specific bleeding disorder, and if so, what ? (please feel free to write on back of page)

_______________________________________________________________________________

_______________________________________________________________________________

What is their relationship to the individual with hemophilia  _______________________________

Have they been identified as a carrier of hemophilia ?  ____________________________________

15) What type of information would be helpful to you and/or your child?

___
Current Research in Hemophilia
___
Prophylaxis Information

___
Inhibitor Information

___
Gene therapy

___
Product Information

___
Factor manufacturing process

___
Support Groups

___
Hemophilia information sources

___
Other (Please specify) _____________________________________________________


_______________________________________________________________________

16) Would you be interested in attending a seminar in your area?

___ Yes

___ No

17) What 2 topics would be of most interest to you?

___
Current Research in Hemophilia
___
Prophylaxis

___
Inhibitors

___
Gene therapy

___
Product Information

___
Factor manufacturing process

___
Support Groups

___
Hemophilia information sources

___
Other (Please specify) _____________________________________________________

18) What problems are you having regarding you ability to get factor or what problems do you foresee in the future for you that you would like us to work on? (example: Lifetime cap, copay burden, etc.)


_______________________________________________________________________


_______________________________________________________________________

19) Has your insurance company made you switch where you get your product?  If yes, are you happy

with the service you are receiving after the switch? If not explain why. (please feel free to write on back 

of page)

                      ______________________________________________________________________

                     _____________________________________________________________________

20) What recommendations do you have for improving the Factor Nine Newsletter?


_______________________________________________________________________

21) Would you like to attend our yearly symposium in New York?   ___Yes         ___No

Thank you! Please sent to Kim at Hemob@ix.netcom.com


