Regaining control after a CF diagnosis: One mother’s story
The Lone Star Chapter recently welcomed volunteer, Gina Hedstrom as its newest Great Strides chairwoman. From coordinating nacho and rummage sales to writing her senators and congressman on CF issues, Gina has proven to be a great asset in fundraising and an advocate who is dedicated to finding a cure.  She first became involved in CF efforts after discovering her youngest daughter, Hailee, 7, was diagnosed with CF. We appreciate her allowing us to share her story, so another family may draw inspiration from her experience. 

Gina and her husband are both registered nurses and have extensive experience in the health care field that assisted them in recognizing signs in Hailee’s health that ultimately led to a CF diagnosis.  Gina describes her experience after the diagnosis as an “emotional rollercoaster,” with harrowing new medical expenses, countless hospital visits and feelings of anger and guilt:

“I felt that something was taken from me that I had no control over.  I thought that her two parental nurses should have known better…we waited too long to have her diagnosed…all of the doctors had missed it, even though she had been in the hospital many times. We were only at the beginning of an exhausting uphill climb.”

She decided to bury herself in her work and keep the diagnosis to herself hoping not to face the reality head on, something she now says could have helped:

“I did’nt take time to grieve initially.  We do what we think is right at the time. I thought that I would be viewed as weak if I shared my story (at work). The truth is I just needed to be at home with my family.“

Although Gina didn’t share her story with others immediately, through the support of her family, Hailee’s medical team and her faith, she regained control.  She began educating herself and others on CF, reading about other mother’s experiences, getting involved with Foundation activities and even following CF issues politically to have her voice heard.  

Looking back, Gina describes getting a second opinion, asking a social worker to educate Hailee’s teachers on CF and group prayer among the things she did right.  She is also thankful for the CF Foundation’s help in finding a quality, local treatment facility and the warm hospital staff with a “CF Team who cares for the whole family, not just Hailee.” 

Fortunately, the CF diagnosis has not stopped Hailee from being a normal, fun-loving first grader; she still cooks, sings, and loves art and science.  Of course in some ways, as Gina will tell you, their life has certainly changed. Although they have to plan financially to meet medical expenses and are more acute than ever to their children’s health, the Hedstroms still find any opportunity to have a good time.   
“My outlook is that we should have fun when we can.”

