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Male Speaker:

-- Health section [editor] at the “Washington Post.”  The “Washington Post” is a charter sponsor of the book fair, and we’re delighted to be involved with an event that brings together so many great writers and so many great readers at the same time.  Our next great writer has a name that may be familiar to you, James Reston, Jr.  Those of you who are students of mid-century American journalism will know that his father, the late Scotty Reston, was a legendary figure during the war years as a reporter, during the middle of the last century.  James Reston has written 13 books, and he has such breadth of interest and knowledge.  He has written from Galileo to baseball.  He has written about the Bible, and he’s written about Jonestown.  

In his latest book, he has made what I believe is one of the toughest transitions a writer can make, from writing about others, from writing about the remote world and researching it, to writing about your own private experience, which he has done in a remarkable way.  His new book is called “Fragile Innocence: A Father’s Memoir of His Daughter’s Courageous Journey.”  It tells the story of her and his -- the family’s battle with very serious illness.  Please help me welcome James Reston, Jr. 

[applause] 

James Reston, Jr.:

Thank you very much.  I have had the good experience of focusing only on writing books for 35 years now, good experience I say because it’s really something like a marriage.  And it’s sometimes something like a rocky marriage, in which you have to endure the thick but also the thin.  I have written novels and plays and journalism and commentary and history, even several PBS documentaries, which qualify me to be called a “talent.”  But I have tried not to be defined by any of these various functions, because I really have aspired to being a writer in the 19th-century sense of a man who can do a lot of these things and hopefully a number of them well.  

But this has been a career with a difference, because in 1983 my third child, Hillary, was struck down by a very serious illness.  She was then two years old.  She’s now 24.  And that undefined, undiagnosed attack on her brain eventuated in her loss of language and a perpetual seizure disorder, which she still suffers from today.  It further implicated her kidneys later.  So we had both the brain and the kidneys, two major organs, shut down basically in this child.  

So I had to try to compartmentalize my personal life from my literary life, because I had known many writers who had simply stopped writing when they suffered some sort of a personal setback, and setbacks a lot less severe than what I had experienced.  So this problem of a personal crisis that seemed to be chronic was a kind -- I felt it was a kind of danger to my professional life.  And so it was important for me to try to keep the two things separate.  At some point or another, I thought, certainly as we moved into the second decade of dealing with this at home, that I ought to deal with it in some way or another.  And so I decided right about the year 2000 to try to address it.  

Why write a book about a personal crisis that seems to go on and on, when all good professional writers know that that’s the hardest kind of writing that there really is?  Well, I felt there were several reasons why I ought to try to deal with it.  I had set out to write books all my life, and I had had here certainly a rare, if not unique, experience.  And we had learned some lessons along the way.  And I thought that was probably -- those two things together alone were enough to, to move forward with some sort of an attempt, at any rate, to deal with it.  

I had good models with very good writers that I admired.  There was William Styron, who had written about his depression, and from his book, “Darkness Visible,” I realized that it was not necessary to tell everything about one’s personal story, but to focus on the essence of it.  There was my old friend from North Carolina days, Reynolds Price, who had written a wonderful book about his quadriplegia.  And from Reynolds and his book, “A Whole Life,” you could, you could learn that friends -- the importance of friends, the skepticism towards medical experts.  There was, in decades past, Norman Cousins, who wrote about his cancer and taught us that even as one is descending towards death with cancer, the importance of laughter can be extremely important.  We now have Joan Didion writing about grief.  But most important to me was the Japanese novelist, Kenzaburo Oe, who wrote a magnificent little novel called “A Personal Life,” in which he wrote about his handicapped son.  And that became really the most important book of all for me.  

Beyond those literary reference points, there was nothing directly relevant to what we were experiencing.  There really was nothing to read.  And beyond that, it seemed to me important to go forward at least with an attempt to deal with this, because here we were post-Iraq, post-9/11, with so much in the news about mayhem and chaos and warfare and killing and body parts and so forth, that it seemed to me useful to get back to the simple virtues of the individual life, and the simple importance of an individual life.  

So now, having done these other writings in the various genres, I’m now a memoirist.  A memoir is by its very nature subjective.  It’s how one remembers, particularly in our case remembering the dramatic moments that happened some 17 years ago.  That was difficult to do.  And because it’s subjective, and if a man and wife are trying to remember for a literary work, sometimes the memory of the man and the wife is quite different, and so that had to be sorted out.  I think of “Fragile Innocence” as being a tale of the heart, of love and of loss and of coming to terms with difficulty, and of hope, yet has been received as a love story.  That pleases me immensely.  It’s been read as a mystery story, because it remains a medical mystery.  It is read by some as a novel, though it is, at least to our knowledge, absolutely accurate.  

But whenever one writes about medical crisis, sometimes people say, “Oh, this is going to be so difficult.  It’s going to be such a sad book.”  But this is really not about brain disorder or brain disease. It’s not about kidney failure, or even about mental retardation.  Those are merely elements to what I think is a more profound story, certainly a wider story, about the family dynamic of when a family experiences chronical, chronic medical difficulty.  There are a ton of sadder stories out there than ours.  And indeed, 24 years later we are quite a happy little family of three and that’s perfectly all right.  

So I’ve said that Hillary’s language was destroyed at age two.  And so if I was going to write about this, that presented quite a challenge as a writer. Because every writer knows, certainly of nonfiction, and very, very often in fiction where the writing is based upon real events, that the interview, the language of the subject, is critically important.  It is the raw material from which a story can be built.  And so here I had quite a technical problem, that there was no way that I could interview my daughter, who has no language.  There was no dialogue to tap.  There was no way she could tell me what she felt in her heart or in her mind about the events in the past that I was attempting to write about.  

And yet, I knew as a writer that this was a very tough customer, who was very captivating, complicated, mysterious, devilish, but there was a strength of character there that had pulled this person through many of her toughest crises.  And so the challenge to me as a writer was, how could I capture this rich and attractive character in a three-dimensional way when I was deprived of the basic raw material that every writer goes upon?  

Once into the story, some of the dangers of writing intimate memoir presented themselves.  Should I include too much, I jeopardized trampling on family secrets, family privacy.  Should I write too little, it would maybe be boring and not worth doing at all.  And so the perils of writing intimate memoir came from everywhere.  And when it was done, would people say, “Oh, it’s so cloying and maudlin and self-pitying and self-promotional and self-serving,” and would people come up and say, “Oh, aren’t you just so wonderful, and you’ve done something so noble.”  Well, we -- I, in particular, wanted to step back from all of that.  

This is a story which I think has some of the essential elements of great drama.  It has terrible suffering and tragedy, and it has ecstatic joy.  And indeed, the joy and the tragedy are linked in a kind of Janus face within our own family, within this own -- within this one very special person.  So I have been very gratified, as the book has come out, that the reception has been very good.  

But in a human sense, I’m having a rather rare experience as a writer, and that is that you go out into public doing readings, and all kinds of people come out who want to tell you about their story.  And it’s as if, you know, an established writer can, has the tools to put down a story about a family dynamic with illness, and it certifies or sanctions others who have been suffering in silence all their life with their own crises and tragedies, but never have really been able to talk about it in public.  And so this kind of certification from an established writer to , to write about something is helpful.  Suddenly, it’s okay to talk about the anger and the isolation and the confusion and the despair; it’s okay to confront doctors.  It’s okay to make mistakes, and we made many.  

I’ve been asked all kinds of the most personal sort of questions as a result of publishing this book.  But they are the kind of iconic questions that all people who have some sort of difficulty in their personal lives, and everybody does, you know, “How -- what were the tensions on your marriage?” people would say.  All kinds of amateur doctors came out of the woodwork to say, “Well, you know, she’s undiagnosed.  Did you ever -- did your doctors ever think about this or that?”  “How do you handle the social side of life, with friends who are embarrassed in some way or another?”  Or to ask you about how your -- how it’s going on in your own family.  And a question that came out of my “Washington Post” online chat, for example, you know, “What do you think about the -- how the culture deals with the very significant community of the disabled and the handicapped and the mentally retarded?”  That’s a question that interests me a lot.  

This is not a how-to book.  It’s not an advice book.  This is simply one family’s story.  And what one realizes, I think, if you keep it simple to the facts of the story and just let the story tell itself, that people will hook onto that story wherever it makes sense or is relevant to them.  And that can be quite liberating for the reader and quite gratifying for the author.  

My daughter Hillary’s case is exceptional. But we have had, as I said, a happy enough ending to our problems, but all cases, certainly, of mental retardation and disability are exceptional and dramatic.  They all matter.  All those families, some -- or all of the ones who suffer, some 14 million in America, live on a kind of knife’s edge, but you have to multiply that by all of those family members who, who  are involved, and multiply it even further by the great community of professionals who deal with this slice of American life.  The handicapped and the disabled have a real role in this society, because we have experienced it a thousand times over where to present a disabled, strange, unusual person to so-called normal people can bring out the best and the most noble instincts in people and it can bring out the worst.  And so it -- in a way, how we deal with this particular slice of American life defines us as a nation.  

Beyond that, every author hopes that you will rise above the details of a story and reach the universal, and I believe that this personal story does personalize some of the more profound questions -- ethical questions -- bioethical questions that this country is certainly going to face, stem cell research already hot, animal transplantation, genetic therapy, cloning, all of those things I worked my way through emotionally and intellectually, but not in any turgid way in this story.  It’s there beneath the surface for one to know.  

Clearly if my daughter Hillary had been born 40 years from now, she would have been handled very differently.  Maybe she would have been saved, but in some ways it’s more likely that maybe she would never have been born, because in the new methods of medical diagnosis there are going to be ways much more sophisticated and much more quickly about discovering people who have genetic difficulties of some sort or another.  And if a child like Hillary were never to be born 40 years from now, I think the world would be much poorer for it.  

Well, you’ve been here all day long watching all these writers who are egotists and exhibitionists and publicity hounds.  To write an intimate memoir is a totally different story.  I felt a compulsion to do this book, but it’s finished now.  It gives me a certain sort of sense of completion and satisfaction, so as those of you who may read this open the book, we close our own personal book.  Having said that, I thought I would open “Fragile Innocence” and end with just a little passage.  

“In the spring of 1986, we could count our blessings for the love that was lavished on Hillary in her fifth year of life.  And we lavished our own love.  It was at about this time, before she faced the most dangerous threat to her survival, that a report on National Public Radio arrested my attention.  It was the story of an aging couple with a handicapped son who now approached his 30th year.  They had arrived at the moment where they were no longer able physically to care for him, and he would have to be taken away.  It was a wrenching tale of sorrow, for his care had become the center of their life, the source of their greatest satisfaction and happiness.  Now, it was no longer to be.  

“For families who have not experienced the presence of a handicapped child in the house, it’s difficult to comprehend the joy of caring.  My own parents had been after me continuously to consider institutionalizing Hillary.  My mother, a graceful charming woman who cared much about etiquette, was mortified to be with Hillary in a public place when she was misbehaving.  The subject of institutionalization was taboo in our house, and my parents dared not raise it with Denise.  I did not fault them, though I made it quite clear that we would never consider putting Hillary away, until perhaps, like that family in the NPR report, we were incapable of managing her.  Nineteenth-century traditionalists that they were, my mother and father merely reflected the way these things were dealt with by their generation if you were people of means.  

“Institutionalization rarely crossed Devin or Maeve’s mind, my two elder children.  It was so far from anything that was ever considered or discussed at home.  The subject only arose occasionally with their friends when the children spoke of all the work that the care of Hillary involved.  Their friends were merely amazed, and the amazement reinforced the notion of how difficult our lives were from those, from the lives of most people.  Our children had parents who rarely went out, given the high cost of babysitting.  Or if they did, they went separately.  Moreover, they never complained about the sacrifices they made.  That institutionalization was never considered in our house would become a point of pride for Maeve when she was older.  

“A number of images occurred to me about what Hillary had become to us.  She was like an inflammation, raw and dangerous.  Her very existence was at risk, but we too were at risk in a different way.  We had surrounded her like scar tissue, partly for our own sakes.  We sought to protect and to nurture her, to help her to thrive and to achieve whatever she would within her limits.  We tried to shore up her fragile compromised body against the many threats that lay in wait for her.  She was our flesh and blood.  But she was also the product of our genes and it was just possible that the very genes we had imparted to her had left her defenseless against terrible predators.  We were all in this together.  She had also become the molten core of our family.  We had come to revolve around her as the Earth’s crust surrounds its hot volcanic center.  And because of that core and because of our vigilance against constant eruptions, we had become stronger as a unit.  

“It was as Hemingway had written in “A Farewell to Arms.”  ‘The world breaks everyone, and then some become strong at the broken places.’”  Thank you. 

[applause]  

Male Speaker:

I wonder if you would mind changing the subject to one of your other books.  Any recent thoughts about Pete Rose and Bart Giamatti?   

James Reston, Jr.:

Well, that stupid guy is never getting in the Hall of Fame if I can do anything about it. 

[applause]

Male Speaker:

[Inaudible] up to the microphone.  If not, please join me -- 

[applause]

[end of transcript]
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