
 

The IFAR Participant 

Perspective Survey was an 

opportunity for us to learn 

about the opinions and needs 

of  our participants. This 

feedback is important for us 

to maintain research goals 

that focus on the needs of 

individuals with FA and their 

families. We have analyzed 

the results of the survey and 

wish to share them with you. 

Most (82%) survey 

respondents indicated that it 

would be helpful to receive 

the results of this study,  and 

most (85%) respondents  

hope to receive more general 

updates from the IFAR in the 

form of  newsletters. This 

newsletter was created with 

these preferences in mind. 

Thank you again for your 

participation and please 

continue to give us feedback 

and ideas of ways the IFAR 

can be more helpful to you 

and your family members. 

Respondents are interested in 

the IFAR developing educa-

tional resources like web-

based tutorials and IFAR up-

date  newsletters. When asked 

which topics would be most 

helpful to feature through 

these resources, most re-

spondents indicated an inter-

est in receiving information 

for teenagers and adults with 

FA (78%), causes and control 

of DNA damage (70%), po-

tential sources of financial 

assistance for families affect-

ed by FA (67%), and the steps 

to finding an individual's ge-

netic cause of FA (59%). 

One participant described 

this priority by stating: 

T H A N K  Y O U   

F O R  Y O U R  

P A R T I C I P A T I O N  

I N  O U R  S U R V E Y !  

M A R C H  2 0 1 4  

I F A R  P A R T I C I P A N T  P E R S P E C T I V E  S U R V E Y  R E S U L T S   

Thank you to all IFAR 

participants who respond-

ed to the online feedback 

survey!  Most of the 32 

respondents identified as a 

parent or guardian of an 

individual with FA (84%). 

Some respondents were 

individuals with FA or FA

-like symptoms (13%) and 

some were extended rela-

tives of individuals with 

FA (3%). Most respond-

ents (83%) were first en-

rolled in the IFAR some-

time after 2005. 88% of 

respondents currently live 

in the United States, and 

12% represent IFAR par-

ticipants who live abroad. 

To those participants who 

wish to contribute more 

feedback, or to those who 

were not able to complete 

the survey, please contact 

us any time with your ide-

as! We always look for-

ward to hearing from you. 

The International  

Fanconi Anemia 

Registry 

Agata Smogorzewska 
212-327-7850 

asmogorzewska@rockefeller.edu 
 

Jennifer Kennedy 
212-327-8612 

jkennedy@rockefeller.edu 
 

Erica Sanborn 
212-327-8613 

esanborn@rockefeller.edu 

“I am not familiar with all 

[the IFAR’s] research pro-

jects currently underway, 

but I believe that since the 

BMTs are now far more 

successful than in the past, 

we need to move into im-

proving the cancer preven-

tion and/or treatment with 

FA patients.” 

Most survey respondents (89%) 

stated that it is important IFAR 

research be centered around the 

needs of its participants and 

families. When survey respond-

ents considered the focus of 

future IFAR research, one cen-

tral theme  emerged.  The im-

portance was placed on  gather-

ing information to support fami-

lies as the life expectancy of FA 

increases: defining the relation-

ship between an individual’s 

genetic cause of FA and their 

symptoms over time, under-

standing FA cancer susceptibil-

ity, and describing issues that 

affect teens and adults with FA. 

Our First Step to Listening to your Feedback 

Focus of  

Future IFAR 

Research and 

Resources 
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Some international participants 

stressed that it was a significant 

challenge in IFAR participation. 

Another perceived challenge to 

participation was respondents 

often forget that they are a 

member of the IFAR (16%). This 

speaks to the need for more 

interactive resources and 

communication between the 

IFAR and its participants. 

Survey respondents were asked 

to comment on their use of 

IFAR services (see graph for a 

complete list of IFAR services). 

Contact with an IFAR genetic 

counseling for information and 

research genetic testing were 

identified as services used by 

most survey respondents. These 

were also identified by 

respondents as the most helpful 

current IFAR services. Thirty-

seven percent of survey 

respondents are “friends” with 

IFAR Services Used 

Challenges to IFAR Participation 

the IFAR (Agata Smogorzewska) 

on Facebook. Those who are FB 

friends with the IFAR think it’s a 

useful way to easily contact and 

keep up-to-date with the IFAR, 

especially through the private 

The most common challenge to 

continued participation in the 

IFAR was not living local to New 

York City (40%). Many 

respondents had similar feelings 

to this IFAR participant, who 

asked for: 

“more outreach to those of 

us who are not               

geographically close” 

 

messaging function.  Many survey 

respondents who have not 

connected with the IFAR in this 

way did not know that the IFAR 

had a FB account (77%). 

To get a better sense of what individuals with FA and their families like and dislike about participation in the IFAR, survey 

respondents were asked to tell us about their motivations in initially joining the study and continuing to participate in the study 

and what they feel are challenges to participation. We also wanted to know what current IFAR services are used most often and 

which services are the most helpful. This information can be used to make the IFAR more helpful to you and your family.  

Motivations for 

IFAR Participation 
Survey respondents are most 

likely to initially and continually 

participate in the IFAR for the 

public health relevance and 

personal benefit of genetic testing 

over all other motivations. They 

are also more likely to continue to 

participate in the IFAR for the 

public health relevance than for 

the personal benefit of genetic 

testing offered through the study.  



P A G E  3  Communication with the IFAR and Participant Satisfaction 
Most participants who 

responded to the survey 

wanted more communication 

with the IFAR than they are 

currently receiving. Most 

respondents are receiving 

very rare or yearly contact, 

but would like yearly or 

monthly contact.  In general,  

respondents said that the 

most important reasons for 

the IFAR to contact  

participants are: 

1) To give general IFAR  

     research updates; 

2) To give information about  

     a family’s genetic testing  

     status; 

3) To remind families to give  

     medical updates or other  

     information to the IFAR. 

Only 32% of respondents 

classified their understanding of 

what the IFAR does as “full”, 

while most (68%) respondents 

said they have “partial” 

understanding. This speaks to a 

need for  more communication  

through updates to participants 

about ongoing IFAR research. 

IFAR participant pe rspective survey results  

It is important to us that 

participants are satisfied with their 

involvement in the IFAR, and we 

want to address participant issues 

as they arise. We are pleased to 

learn that most respondents (79%) 

see their participation in the IFAR 

as a positive experience and 

meaningful (89%) for themselves 

or their families. We recognize 

that 21% of respondents feel that 

they have received what they 

needed from the IFAR up to this 

point. While we did not directly 

ask what respondents are referring 

to, we believe that one factor may 

be that many families are waiting 

on desired research genetic test 

results. We thank you for your 

patience and encourage you to 

contact us at any time to ask about 

the status of your testing. 
“I am not aware 

of what I can do 

to contribute to 

IFAR. More infor-

mation about 

what it does 

would be helpful.” 

- An IFAR  

Participant 
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We always look forward to hearing from you. Here are ways to keep us updated on you and your family, and to  

contact us if you need anything from the IFAR: 

 

  Facebook: “Friend” us by searching fanconianemiaregistry or Agata Smogorzewska. 

             We like to see your posts and pictures! This way, you’ll have easy access to  

        posted links to ongoing projects and, if you’d like, we can use the private           

        messaging function to make communication more convenient. 

 

  E-mail:      Contact the IFAR genetic counselors by e-mailing Jennifer Kennedy at  

                        jkennedy@rockefeller.edu or Erica Sanborn at esanborn@rockefeller.edu.         

           You can also contact the IFAR’s Principal Investigator, Dr. Agata Smogorzewska     

       at asmogorzewska@rockefeller.edu 

 

  Website:    http://lab.rockefeller.edu/smogorzewska/families 
            Here you can find general information about FA, information about ongoing        

       projects, and most importantly, our electronic medical update form.  

Let us know how you and your family are doing! 

How could  

participation in 

the IFAR be 

made easier?:   

 

 

 

“more communi-

cations on new 

developments to 

families” 

 

- An IFAR  

Participant 



ical information to the IFAR 

about themselves and their 

families. The first step to 

including data that you pro-

vide into the IFAR system is 

to do a pilot project, compar-

ing the information you may 

provide, to the information 

your/ your child’s doctor 

may provide, and to the 

medical records that we ob-

tain on you/ your child. Most 

(85%) of respondents said 

they would be interested in 

being a part of this pilot pro-

ject.  Most respondents said 

they would prefer to enter 

medical information into  a 

secure internet form. Visit  

the IFAR’s website for up-

dates about this project. 

The collection of medical 

information through a par-

ticipant's life is very im-

portant in the type of re-

search performed through 

the IFAR, and helps to in-

crease our general 

knowledge of FA. Histori-

cally, we have asked for 

your medical information 

through your doctors. We 

are interested in expanding 

the ways we collect medical 

information, which includes 

having participants directly 

report their own medical 

information to the IFAR. 

When asked what partici-

pants thought of this idea, 

100% of survey respondents 

said that they were interest-

ed in directly reporting med-
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The information that partici-

pants provide to the IFAR is 

entered into a database to 

organize it for our research-

ers. Our goal is to eventually 

create an interactive data-

base, where IFAR partici-

pants can log in and have 

access to de-identified infor-

mation about the entire 

group of participants in the 

IFAR.  De-identified infor-

mation includes medical 

information about a partici-

pant without his or her 

name, date of birth, resi-

dence, and other unique 

information that may iden-

tify the individual. 

“Aggregate” information 

output is when trends are 

reported, taking into con-

sideration information from 

an entire group of people. 

An example of this is the 

observed trend that 60% of 

individuals with FA are in 

complementation group  

FA-A.  Individualized in-

formation output is  when a 

participant’s  medical rec-

ord can be viewed as a 

whole, with no identifying 

information. For example, 

you could see that an indi-

vidual was diagnosed with 

FA at age 5, and that 

same individual is of 

complementation group 

FA-A. Most survey re-

spondents (96.2%) would 

be willing to have their 

family’s information as 

part of an aggregate and/

or individualized data 

output to other IFAR par-

ticipants and external 

researchers. Also, most 

participants are interested 

in viewing aggregate clin-

ical and genetic infor-

mation, and want the op-

portunity to submit ques-

tions to IFAR researchers 

for aggregate analysis. 

The IFAR is working to 

develop this service to 

share the information 

we’ve collected over the 

years to researchers and 

participants.  

Future Project: Interactive IFAR Database  

What improvements could 

be made to the IFAR?:  
 

“Making it easily accessible 

for FA researchers  

worldwide” 

- An IFAR Participant 

 “I would be willing to do anything that can impact the 

future care and treatment of anyone with FA. I think 

that parents have different input than doctors, resulting 

in very important information to obtain. 

 

- An IFAR Participant 


