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CHOICE Frequently Asked Questions 
 
 
What is HFA’s goal for the CHOICE Project? 
HFA’s goal for the CHOICE Project is to put the survey results to work to improve the lives of those in the 
bleeding disorders community. The more information we have the better chance of learning what we 
can do to improve the health of people with bleeding disorders. The CHOICE Project is a way to obtain 
this information. HFA will use the data obtained to determine how it can improve its current programs, 
what new programs might better meet the needs of the bleeding disorders community, and to improve 
and expand its advocacy efforts. 
 
Is the purpose of the CHOICE Project to convince people to go to HTCs?  
Not at all. Patient choice/right to choose where they receive care is a core belief of HFA.  HFA’s purpose 
in taking on this project is to give patients who don’t go to an HTC, the chance to be heard.  Some of the 
information collected through CHOICE will be shared with the Centers for Disease Control and 
Prevention (CDC) to help the bleeding disorders community assess disease complications, learn about 
current treatment and care patterns, and determine issues for further studies.  
 
Is the purpose of the CHOICE Project to reduce the funding the CDC provides to HTCs? 
HTCs receive federal support from the Health Resources and Services Administration (HRSA) and the 
Centers for Disease Control and Prevention (CDC). Even though the CHOICE Project is a collaborative 
undertaking between HFA and the CDC, the project is unrelated to the funding HTCs receive from the 
CDC or HRSA. The CDC has determined this project to be public health surveillance thus the results will 
be used for this purpose. 
 
What efforts is HFA taking to assure data security for the data collected by the CHOICE survey? 
HFA will collect all survey information.  Personal information will not leave HFA’s secure, password 
protected database. Paper-based surveys will be compiled into this database and the paper documents 
shredded and recycled.  A survey taker’s identity is not revealed.  De-identified data shared with the CDC 
will include a unique identifier code but will not contain personal identifiers such as a survey taker’s 
name or address.  Information from this project may be published. However, no information will be 
published that could identify anyone who took the survey. 
 
What is “de-identified” data? 
De-identified data is data that does not include “protected health information” as defined by the Health 
Insurance Portability and Accountability Act of 1996 (HIPAA). HFA will use the “safe harbor” method to 
de-identify CHOICE survey data; this includes removing from the data certain identifiers of the survey 
taker or of relatives, employers, or household members of the survey taker from the data that is 
collected. HFA will transmit this data to the CDC. The CDC will assign a unique identifier to the de-
identified data; this identifier will not be derived from or related to the information about the survey 
taker and is not otherwise capable of being translated to identify the survey taker. (Source: NIH 
Publication Number 04-5489, January 2004.) 
 
How will the CDC use the information collected by the CHOICE survey be used? 
According to the CDC, the information will be used to understand the health of people with bleeding 
disorders who do not receive care at federally-funded HTCs. It will also be used to identify issues that 
need further understanding. These include things such as where care is being obtained, what 
complications are being experienced, and what treatment is being used. 


