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Fanconi Cancer Foundation Testimonials

For accompanying photos or more information, please contact sherri@fanconi.org.


FCF CO-FOUNDER LYNN FROHNMAYER SHARES ABOUT FCF LEGACY

“One of the harsh realities of life is that we’re not always in control of all the things that matter to us the very most of all. We all do the best we can with what comes our way, and sometimes we’re fortunate to see that progress, and even great good, can come out of our own misfortune. I think that’s happened in my life, for sure.”


FCF CEO ISIS SROKA SPEAKING TO THE FOCUS ON CANCER

“While the name of the disease remains unchanged, our approach must align with the most pressing challenges faced by the community living with it. As the leading foundation dedicated to supporting research on this disease, we must intensify our focus on the urgent and currently unsolved problem of cancer to discover solutions.”


A FAMILY SHARE ABOUT THE IMPACT OF ATTENDING FA FAMILY CAMP
EMILY ROBISON, FA PARENT

“We started going to Camp in 2014 when our son Blake was 2 years old. At Camp, we no longer felt alone. Being surrounded by people who just get it was so comforting. We also were amazed by the doctors and presenters. We learned so much about FA and what we needed to do to get our son the best care possible. During parent educational sessions and group discussions, kids are in groups having a blast with volunteers. They have so much fun from babies to teens. Blake made a friend, Zach, when he was 5 and he still video chats with him now that he's 12! I have always said that one of the only good thing that has come out of Blake having FA is the people we have met and the friendships we have formed. We have friends that we still communicate with and even travel to visit. Having real people to message when we have a question or just to vent to is PRICELESS.”


THE FA AUSTRALASIA ORGANIZATION SHARE ABOUT FCF’S IMPACT ON THE INTERNATIONAL FA COMMUNITY
FANCONI ANAEMIA SUPPORT AUSTRALASIA (FASA)

“The management committee of FASA, and all our membership, is hugely appreciative of the support FCF has given us in these early years through your generous International Grant. It allowed us to spring into existence with a defined purpose – drawing together the local FA community both online and in person. It has enabled genuine connections to grow as friendships blossom and form grow between FAmilies, clinicians and researchers. We look forward to working with FCF – and FCF’s wonderful community of families and doctors – in the years to come.”


BEREAVED PARENT SHARES ABOUT IMPACT OF FCF’S GRIEF SUPPORT GROUPS

“The FA grief support group provided a nonjudgmental space, where one could be brutally honest about all the feelings associated with losing a loved one. I can’t even begin to tell you how good it feels to talk without being concerned about the reactions of others. After hearing about the experiences of others who have travelled the same path, I felt I was not losing my mind with some of my feelings. There were nights that I had a good night sleep after the group sessions. I’m grateful to have been a part of this group and for FCF, for taking the initiative to create this safe space.”


PARENT SHARES ABOUT CAREGIVER SUPPORT SHE RECEIVED VIA FCF
SARAH BORDEN, FA PARENT

“Caregiver coaching is essential to my wellbeing. I’m forever grateful that Allison has been with me every step of the way - before, during, and after my son’s transplant - offering guidance and useful tools when needed, but also just being there to listen and make me feel seen, heard, and validated. Allison’s presence is calm and refreshing. She’s a bright ray of light who guides me through the maze of emotions that comes with navigating this rare disease. I look forward to our conversations and leave feeling lighter and ready to take on the next challenge that will inevitably come my way. Caregiver coaching has changed my life (and my family’s lives) for the better. I’m thankful I have another person to lean on. I’m thankful my family doesn’t have to take on this disease alone. And I’m thankful that FCF recognizes the importance of supporting caregivers like me, so that we can fully and wholeheartedly support our loved ones in return.”



FA PARENT SHARES APPRECIATION FOR RESEARCHERS
CARLY ADEL, FA PARENT

“I feel like we’re surrounded by so many excellent researchers and doctors that really want to make a difference and I’m so grateful for the community & support we have for such a rare & nuanced diagnosis. They really seem to have a “share the knowledge” mentality.”



FA PARENT SHARES ABOUT IMPACT FCF HAS HAD ON HER CHILD’S LIFE
VICTORIA HATHCOCK, FA PARENT

"Lindsey's life has been greatly helped through the efforts of FARF, and for that we are truly grateful. She is currently 14+ years post-BMT, happily married and pregnant with her first child. Without FCF, I cannot imagine where we would be today. Thank you for working unceasingly for all FA patients and their families to help improve transplant outcomes and further cancer research for patients as they navigate adulthood.”


FA PARENT SHARES ABOUT FCF IMPACT

“We had never heard of FA. It’s such a heartbreaking diagnosis to get for your child, who just a few weeks before, was a ‘super healthy’ kid who rarely got sick. It was overwhelming to try to play catch-up on such a rare and unknown disease. There were several people in the FA community and at FCF that reached out to us to help bridge the knowledge gap and calm the grief of a diagnosis that had just uprooted the trajectory of our family as we knew it. Those people who embraced us with love and knowledge were invaluable during that time.”
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