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Hello FOXG1 Family and Friends, 

What a year 2016 was for International FOXG1 Foundation (IFF)! We don’t even know where to start 
and what to mention first. We now have 249 families worldwide, with more asking to join our little 
group every day! You’ve all done such an amazing job, raising funds, awareness and supporting each 
other through through the ups and downs of our lives. 
Research is ramping up; the mouse is almost done, the NIH study sites are up and running, (have you 
made your appointment yet?) and Andrew C is running the Boston Marathon for us thanks to the 
generosity of Rett Syndrome!
We’ve said it before and we’ll say it again, we can’t change what’s happened to us, we can only 
change how we react to it. This year is going to be filled with reactions that rise us up; to answer 
the questions- What’s next?  Where do we need to go from here, and how do we get there? 

We are here for you, as always, as we take this next step.

With Love, 

Ileana Giordani, President, and Heather Norwood, Executive Director 



This summer, International FOXG1 
Foundation (IFF) joined the Rett and 
Rett-Related Disorders Conference for the 
first time. As a result, my husband and I 
were able to have a "family reunion" with all 
of the FOXG1 parents and families 
attending. Along with the education and 
insight the conference provided, the time in 
Chicago allowed FOXG1 parents and families 
to meet in person and to share and socialize 
with others who just "get it." For me, this 
FOXG1 parent bonding made the entire trip 
worthwhile, and it wouldn’t have been 
possible without IFF.

-Kristin H., mother of Bronwyn, age 5



When I found this “fox” family in December of 2015 after my 
daughter, Eila’s diagnosis, I knew that I had to support the 
International FOXG1  Foundation (IFF), to make a difference, to 
continue pushing its mission forward.  How could I do that?  In 
another country, so far away from everyone… I always encourage 
everyone to look at what they can do, we all have talents share, how 
could  I help? I am an event planner by vocation, and I knew that the 
best way I could support the board was to offer my knowledge to help 
plan our first gathering.  Our numbers were growing daily, and I 
thought it might be time to formalize an educational and social 
gathering for us caregivers.  in June of 2016, 30 parents gathered in 
Chicago to meet together as a group. We shared experiences, 
commiserated, celebrated, developed friendships, and of course met 
doctors and researchers and learned how we can best help our kids 
achieve their best selves- WOW, what an experience! I can’t imagine a 
better moment for me in 2016 then helping create this experience for 
the foundation and our families, and I look forward to IFF enriching 
my life and other families in the future.  We are very blessed to be 
part of such an amazing support network.  

  -Angie V.,  mom to Eila, age 13



Before our daughter, Aria, was diagnosed, we spent 
countless hours tracking down the cause behind the 
issues she was facing. On March 3, 2016, genetic 
testing told us she has FoxG1 Syndrome.after our 
appointment, we immediately started googling to learn 
anything we could. The genetic counselor gave us the 
International FoxG1 Foundation Facebook page and 
website, and the first thing that struck me was 
seeing the number of kids diagnosed. It was fewer 
kids than the Sophomore class of our local high 
school. It was overwhelming;  the list of symptoms 
was like finding a diary of Aria's life up to that 
point. The power of the knowledge immediately in our 
hands from the foundation website was profound. 
Getting to attend the conference in June was not 
just informative, it was uplifting. However, the most 
impact has come from the people on the board as well 
as the other parents. The empowerment they give us 
to face each day is immeasurable. They have become 
our family, our advisors, and our lifeline. 

   -Anna P., Mom to Aria, Age 3



When our daughter, Nathalie, was 7 years old, we finally 
learned that a gene called FOXG1 was responsible for our 
sweet girl’s challenges. the first thing I did after leaving 
our geneticist's office was google FOXG1. I was so 
thankful to discover the International FOXG1 Foundation 
and avidly read the "Faces of FOXG1" page on their 
website. I requested to join the Facebook group and was 
so touched to receive a warm welcome. I cannot describe 
how relieving and encouraging it has been to find an 
answer, and a network, for my daughter. As a newly 
diagnosed family, I am tremendously impressed by the 
incredible progress the Foundation has made in advancing 
awareness, funding, and research for our kids in just a 
few short years. The June 2016 conference was so 
informative and an absolutely wonderful parent bonding 
experience. I can undoubtedly say that FOXG1 kids have 
the most beautiful smiles, the most amazing parents, and 
the most dedicated Foundation!  

   -Françoise S. mom to Nathalie, Age 7



Ileana Giordani,
 President

Nicole Johnson
Director of Social 

Media

Heather Norwood
Executive Director

Board of Directors and Officers

Stefanie Helms
Secretary

Jennifer 
Leonard

Administrative 
and Research 

Assistant 
Coordinator

Tamra Evans
Treasurer

Melanie Heinrich
Medical 

Outreach 
Coordinator



2016 Financial Statement
This year, the foundation brought in $42,742.10. While the expenses of $58,76704 outweighed the annual income, it is important to 

note that the additional expenses were covered by our surplus, and IFF ended the year with $97,487.34 in reserves. 



2016 Expenses by Percentage
As International FOXG1 Foundation operates virtually, this allows the majority of the funds to go 

towards research and savings for future research 



2017 Estimated Budget
The estimated grant income and expenditures are based on meeting the full $8,500 for the Boston Marathon funds, 

and also on receiving the Eastside High School Spirit Week Grant, which would be used to further the research 
funded by the Marathon



AccomplishmentsThe National Institute 
of Health ‘s (NIH) 
collaborative Rare 
Diseases Clinical 
Research Network 
opened sites to begin 
seeing patients to 
collect data for the 
Natural History study

The mouse with the FOXG1 
knockdown has completed 

three of thr four 
developmental phases; 

currently, there are two 
mice with the mutation, 

and a breeding expansion 
plan has been set up to 

produce two breeding pairs 
to complete the project. 
The mice will then to do 

Dr. Jeffrey Neul for 
study. 

In June, 2016, 
International FOXG1 

Foundation participated 
in our first ever family 

conference, with 
approximately 23 

families in Dr Alex 
attendance. The 

presentation by  our 
own Dr. Alex 
Paciorkowski

Complete website 
overhaul thanks to 

one of our own 
families taking on 

the task

Global Genes awarded 
IFF Almost $5,000  

from the RARE 
Patient Impact Grant 

to develop and 
support an Equipment 
Lending Library for 

our families

Our family count 
reached an astounding 

230+families 
worldwide, with 

several new countries 
represented this past 

year


