CLEARITY


Brock and I are deeply grateful to the Laura Shawver and the Clearity Foundation for years they added to our daughter’s life.

As Laura mentioned, when Karina was just 10 years old, she was found to have a rare metastatic cancer that was both chemo-resistant and radiation resistant. Just 50 new cases were diagnosed each year in the US, so there were no large scale trials, and no known drugs known to help her disease. 

When we flew out to Boston Childrens Hospital, the news there was grim. Karina’s surgeon gave her 6 months to live, or possibly 2 years if she had extremely debilitating surgery – for which she might not be able to walk and never get out of a nursing home.
An oncologist there suggested options of doing nothing (enjoy life while you can), or randomly enrolling in some clinical trial. We knew the odds against a random clinical trial. Some 95% of cancer drugs never make it to FDA approval. The story for pediatric oncology trials was equally bleak – only 1 new drug had been approved for pediatric cancer in the last 20 years. Few companies want to do pediatric cancer trials and most require an entry age of 18- an impossible hurdle we thought as Karina was just 10 years old.

That led up to our call to Laura.  But what she and Clearity would do was give us hope and a rational guide to therapy that resulted in extending Karina’s life more than 6 years beyond what her doctors predicted.

We used molecular profiling every step of our journey - Profiling of her primary tumor told us about diverse clones in Karina’s body. Successive testing of metastases provided insights as to best choices of therapy or investigational agents in trials. We could also see how the biology of Karina’s cancer could change after months of targeted chemotherapy.

Besides informing us about what drugs were likely to help (huge importance), the test results helped us appeal when our health insurance denied coverage of promising drugs. I remember using my credit card for Karina’s first dose of Sutent – it came to $6000 for a 30 day supply. But although our health insurance seemed to routinely deny coverage (there was no FDA-approved drug after all) - every appeal we ultimately won – and molecular profiling was indispensable in all decisions.

We also discovered Clearity’s results could also used to appeal to biotech and drug companies to enter trials under an age exception – so she was able to get some promising drugs that way. We also used the results to ask for drugs under compassionate use – and that probably also added some years to her life too.
So what did all this profiling over the years give Karina and us?  It gave us some of the best years of her and our lives.
Because Karina didn’t die at age 10 ½ , she grew up to be a beautiful young woman - she discovered her life’s passions. She lived life to the fullest. She deepened her relationships to her family and friends and God. 
One thing Karina discovered was that she loved to write.  She’d eventually have over 100,000 reads of her stories in an online network. She got headhunted by a Facebook game company to be paid to write game scenarios that had almost a million players. They didn’t know that she was just 15 years old at the time. She also negotiated 4 raises for herself when she worked for the company.
Karina also wrote a series of cancer stories where she explored themes of vulnerability and uncertainty, but also courage and fight. She discussed the hope and frustrations of clinical trials, day to day reality of oncology units, and inevitable tensions that arise when a person is engaged in an epic struggle of life and death – while at the same time trying to live as normal a life as possible.

Karina took Japanese and Chinese, and helped international students practice their English. She got straight A’s in her college classes and mentored other young people in story writing and web design. She engaged in competitive debate and led two model UN teams. She spoke to state legislators about youth concerns in her role as member of Legislative Youth Advisory Council.
All of that I mention because there was so much more to Karina and her life than what her scans, charts, and numbers would predict. She touched and inspired many many people.

I shudder to think if Laura and Clearity hadn’t been there to give us hope and a plan. 
I wanted to share these things because I want to remind you that what you all do is important. It means a great deal to extend and save lives. Almost 7 years was much better than 6 months. And who knows, maybe in the future with more learning and research, 7 years can be stretched out to 20 or more.
Thank you for all you do and all you dream to make possible. You make a tremendous difference in the lives of many many people.
