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Q: What would you like the world to know about Henry Strongin Goldberg? 

A: Henry was a joyful, resilient, courageous boy who lived every day to its fullest. He had to because he was born with a rare, fatal disease called Fanconi anemia that threatened to cut his life short. Despite frequent blood draws, transfusions, surgeries, and an eventual bone marrow transplant, he didn’t think of himself as sick, but only as getting better. Henry was the spark that started the party, even if it was in an isolated hospital room. He made everyone believe that anything was possible. 
Despite attracting the talents of some of the world’s preeminent physicians, Henry died at age seven. Doctors credit Henry with helping them to unravel some of the mysteries of genetics and bone marrow transplantation and an associated increased success in saving children like him. Henry’s spirited approach to life inspired me and my husband Allen to create the Hope for Henry Foundation to bring laughter, smiles, and entertainment to other children who spend weeks, months, and years in the hospital while they fight to get better.
Q: What is Fanconi anemia? 

A: When Henry was two weeks old, he was diagnosed with the rare, fatal disease Fanconi anemia (FA). Named for the Swiss physician who first identified it in 1927, FA is an inherited anemia, passed along from parents to their children. It is a recessive disorder, meaning that both parents have to carry and then pass along a defect, or mutation, in the same FA gene in order to have a child afflicted with FA. In 1995 when Henry was born, there were approximately 1,000 people diagnosed with FA worldwide. 
FA is characterized by short stature, skeletal anomalies, increased incidence of solid tumors and leukemia.  Bone marrow failure which is the most serious complication associated with the disease. Children with FA generally experience bone marrow failure around age seven and the average life expectancy is 22 years, but the actual life span of any one individual can be quite different from the average. Kids like Henry with the type of FA known as FA-C tend to have the most severe birth defects and earlier onset of bone marrow failure. They also have the poorest survival rates—or the highest death rates—following a bone marrow transplant.

Q: It sounds like a parent’s worst nightmare.  How were you and your husband Allen able to cope with the diagnosis?  
A: It is hard to imagine a worse nightmare than being told that your new baby has a fatal disease that might take his life by age five. This horrifying reality was only somewhat mitigated by the reassuring words of a doctor we talked with early on. She explained that each year brought greater understanding of Fanconi anemia and improved bone marrow transplantation success.  If Henry had been born just a few years earlier, Fanconi anemia would have been a certain death sentence. At the time of his birth, however, scientific advances were improving the chances of surviving FA. There was hope.

For us, having some action we could take to reverse Henry’s fate was critical to positive thinking and productive living. Very quickly, we began a multiple-front attack on Fanconi anemia. We raised money to support research into improved treatment and outcomes. We organized bone marrow drives to attract potential lifesavers for Henry and others. We enrolled in medical trials that pushed science to its outer limits. We continued to build our family by adding two more beautiful boys. We lived every day to its fullest. All of these things provided a necessary distraction from the heartbreaking fact that Henry might die.
Q: What is preimplantation genetic diagnosis (PGD)? 

A: PGD is a genetic screening technique used to identify genetic defects in embryos created through in vitro fertilization (IVF) prior to implantation. Using PGD, only healthy embryos are transferred into the mother’s uterus, thus diminishing the risk that the couple will pass along a deadly disease to their child. Our doctors believed that in addition to testing to ensure we did not have another child with Fanconi anemia, they could determine whether or not an embryo was a perfect HLA match to Henry and therefore could provide life-saving umbilical cord blood for transplant to Henry. 
When we first began trying PGD in 1997, it was used to screen for fatal diseases, but it had not yet been used to find a perfect HLA match to save a sibling.  For some, this use was controversial; for us it offered the chance to save our son and extend our family. 
Q: Stem cell research was banned from receiving federal funding in 1995.  In March 2009, President Obama overturned the ban, allowing for governmental support of certain forms of this controversial research. What has been the impact of this change?

A: The vast majority of funding for medical research and advancements comes from the federal government. When Congress limited support for embryonic stem cell research to private sector funding it severely diminished the potential for significant life-saving medical advances. In this environment, researchers working on rare diseases like Fanconi anemia have an especially difficult time attracting funding—as well as attracting talented scientists to the work.

In March 2009, President Obama signed an Executive Order which removed restrictions on federal funding for embryonic stem-cell research, significantly boosting the potential for remarkable advances in the understanding and treatment of diseases. Now researchers can far more effectively study hundreds of stem cell lines, including those that contain genetic mutations for diseases like diabetes, Parkinson’s, Alzheimer's and Fanconi anemia. Although the direct benefits to patients may take years to realize, incremental progress is already being made and hope for even more has been realized. 
Q: You and your husband remain supporters of stem cell research and PGD despite criticism for your attempt to bear a child that could save Henry’s life. What do you say to the critics? 

A: The predominant reaction to Allen’s and my efforts to save Henry and our associated advocacy for stem cell research has been one of admiration and support. To this day, we get letters and emails from families expressing gratitude for our leadership. Among the most precious of these letters were two from families who, upon learning of our efforts, engaged our doctors and used PGD to have a baby who saved the life of another of their children. Each family credited Henry with saving their child’s life. While we failed in our effort to save Henry, the fact that our work was not in vain is extremely comforting.
People who believe that life begins at conception have expressed discomfort with our attempt to save Henry through PGD. While precious and worthy of a high level of respect and care, I do not believe that a small cluster of cells with the potential to become a human being deserves the same protection as a fully-formed human being. For the most part, the scientific community and the American public agree with me which led to a change in federal policy. 
Q: What’s the toughest question anyone has asked you? 
A: Among the toughest questions I’ve been asked is what Allen and I wanted to do with our excess embryos. Over the course of our multiple attempts to save Henry’s life using preimplantation genetic diagnosis, we created more embryos than we could use, as we only implanted those that were both healthy and HLA-matched to—and therefore potential life-savers for—Henry. Some of the unused embryos possessed a deadly disease; others were free of Fanconi anemia but were not HLA-matched to Henry. Each PGD attempt, we were offered several choices as to what to do with our excess embryos.  We could freeze them for future use. We could donate them to research. Or we could discard them. For us, destroying the embryos was out of the question. It left us without the potential for another child. It also failed to contribute to an improved understanding of medicine that could increase the overall success of IVF and PGD; and the understanding of Fanconi anemia which might help save lives. We opted to freeze all our embryos. 
Q: What has become of these embryos? 

A: One year after Henry’s marrow transplant we found ourselves temporarily living in Hackensack, New Jersey, where Henry was hospitalized for weeks for a transplant-related complication. Allen and I arranged to use some of our remaining healthy embryos to have our longed-for third child. It took doctors defrosting dozens to identify even a few that might survive long enough to be transferred to my uterus—where they all disappeared forever. The experience led us to understand that our frozen embryos would never produce a baby for us, but they could help improve PGD so no family ever would have to experience the devastation that we had. We signed consent forms and donated all the remaining embryos to our doctor, Mark Hughes, who has since learned things that have helped other patients.  Soon after, Allen and I got pregnant naturally with our third son Joe who is now a healthy, beautiful, energetic eight year-old.
Q: Your family has spent more time in hospitals and doctor’s offices than most.  From what you’ve seen, is the healthcare system in this country serving patients well? 
A: We were lucky to be living in a major metropolitan area with easy proximity to best-in-class doctors, nurses and hospitals. We were also fortunate to have access to information and financial support that enabled us to learn about and treat Henry’s illness. I can’t even begin to imagine what a significant language barrier or lack of medical insurance would have placed in between our desire to help Henry and our ability to do so. It is simply unacceptable that tens of millions of Americans are uninsured and unable to access life-saving medical care.

One devastating reality of serious, chronic illness is the complexity and confusion of the health insurance system—this system is not serving patients. Allen and I were limited in our job choice based on the availability of good medical insurance that would cover pre-existing conditions. The insurance-related paperwork over the course of Henry’s life filled multiple storage bins. Despite the fact that I have a master’s degree, I spent an inordinate amount of time trying to understand the Explanations of Benefits, and even more time fighting for the coverage we were promised under our plan. Among the most important reforms needed to our healthcare system is the provision of straightforward, quality, affordable health insurance for all Americans. 
Q: What do you think of the current healthcare debates, are we headed in the right direction? 
A: If we are moving toward universal coverage then, yes, we are headed in the right direction. Given our nation’s prosperity and democratic values, it is simply unacceptable that there are tens of millions of people who lack health insurance. I’m hopeful that our current Administration can partner with the United State Congress to make universal coverage a reality. In the process, I’m hopeful they can reform the health insurance system which at best is expensive and confounding. 

Q: You founded Hope for Henry in 2003.  What does the organization do?  
A: Throughout Henry’s life, we spent hundreds of nights in one hospital or another. While we were able to access quality medical care, we were shocked at how few resources were available to address Henry’s emotional or psychological needs.  

Imagine you are a child spending weeks or months in the hospital, away from friends, family, school, summer camp, and everything else that make childhood so wonderful. That is the reality for children fighting cancer and other life-threatening illnesses. Hope for Henry ensures that these kids celebrate their birthdays and Halloween, and get to attend summer carnivals and superhero parties. We give them gifts like iPods, portable gaming systems, DVD players and digital cameras to entertain them and provide necessary distractions from painful procedures and prolonged periods of isolation. We put smiles on the faces of thousands of kids who have little to smile about. For more information, please visit www.hopeforhenry.org.

Q: What does your family do to remember Henry?  How do Jack and Joe, Henry’s younger brothers, remember him today? 

A: In addition to our work on Hope for Henry, Allen and I continue to advocate for PGD and stem cell research and to support the work of organizations like the Fanconi Anemia Research Fund that do such important work on behalf of kids like Henry.

As a family, we have rituals around significant days in Henry’s life. Each year on Henry’s birthday, we go to Cactus Cantina, Henry’s favorite restaurant, with his three best friends, Ari, Jake, and Simon, and their families. These families are among our closest friends and it is comforting to be with them on such a painful day. Similarly on the anniversary of Henry’s death, we go to the cemetery with our parents, siblings, and nieces and nephews. We bring notes which we tie to the tree beside his grave letting him know that we miss him and love him; and we leave small gifts on his headstone like the latest Batman or Pokémon figurines or a lucky penny. 
Allen regularly writes letters to Henry on his blog dearhenry.org to keep him updated on our life. Jack, who is just one year younger than Henry and was his lifelong partner and best friend, is very private about his feelings for Henry. Joe, who was merely one when Henry died, talks about Henry often. Henry is his hero and Joe loves to hear stories about Henry and how much he loved Joe.
Q: Henry sounds like an extremely brave and optimistic child.  What can we learn from him? 
A: Henry was truly extraordinary in his ability to enjoy everything good in life. Despite his illness, his face was covered in smiles and he was among the most optimistic, fun-loving person I have ever known. While Henry’s fate was determined at conception, most of us do not know the path our lives will take. But all of us, whether we are in peak health or have been handed a death sentence can benefit from Henry’s guiding philosophy – to live well and laugh hard.
