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why we are here

Good afternoon, my name is Annette O’Brien; I am a nurse, wife, mother and bereaved grandmother.   That beautiful baby is Liam and holding him is our daughter, Katey.  Fortunately for Katey and unfortunately for me, she is not here to co-present today since she is 8 ½ months pregnant with her third son.  But, I do have here with me, Liam’s aunt, our fourth daughter, who has been invaluable, both in her enduring support during Liam’s life and now as the in-house expert who designs all our collateral materials.  Elizabeth will be available to share with us her personal side of Liam’s story during our open question session. 

 

Before the birth of my fourth grandchild, Liam, I had retired after having spent the greater part of my forty year career in the health care field.  But, what I was about to learn over the course of the next two years during my grandson’s life was about to change all my plans.  If someone had told me three years ago that I would be standing here today talking to you about the life and death of my grandson, I don’t know what I would have done.  Perhaps this is one of life’s blessings...not knowing what’s in store for us.  I guess no one really knows what they’ll do until confronted with one of life’s greatest challenges...accepting the death of a child, our child...

 

I also consider myself a bereaved mother...I lost a piece of my daughter when her first baby Liam was diagnosed at 4 months with Lissencephaly and passed away at two-and a half years.  


What I hope to bring to you in this session are the painful lessons we learned.  It is my hope that in the sharing process you can begin to understand the profound sadness of families consigned to stand by and watch their child die.  I still have difficulty putting the word “die” in the same sentence as my grandson Liam...it still all seems so surreal.   

We are all products of our own experience

All of us all are products of our own experiences, personal and professional by which we form values, hold opinions and make judgments... The lessons we learn through our own and others trial and error become valuable life lessons...We can all remember going through some not so good experiences with our patients and families and these are perhaps the most valuable lessons we will ever learn.  Liam’s story is such a life lesson.  I learned so much and I need to share my life lessons so others can be better prepared to face the cruel reality of a child’s death.  

 

As a young nurse I can remember some experiences that did not go well.  I learned a lot from my patients over that last 40 years.  So, there is a maturity factor in the equation.  This is not to say that young, less experienced professionals are ill equipped but it does as I look back put a high value on years of experience when dealing with such a profound matter such as the impending death of a child.    

Katey, my second of four daughters, followed me into the nursing profession.  Katey’s chosen area of expertise was the operating room; mine was research oncology, transplants and adult medicine.  Little did I know that pediatric palliative care would become my last rotation and a new frontier for Katey and me.  

 

I love children but after doing my pediatric rotation, some forty years ago I found that dealing with the parents of sick child was more of a challenge than caring for the child.  I still remember making pediatric rounds with the interns, residents and attendings.  We would walk into a child’s room, usually in some rank order formation and stand in a most uncomfortable position as we waited for the attending to tell the parents of a very sick child that “the news is not good.” 

 
The parents just sat there...I could almost hear their brains saying, “No. No, you must be wrong, this is not happening.” I remember looking into their eyes...I would think to myself, “Oh my God how do parents cope with all this.”   There we all stood...no one making a move to console these parents...no one showing any emotion...what are you supposed to say when the news is bad?  I asked myself, “shouldn’t I just hold that mother or father for a minute…no, that would not be a good move.”  But “why not” I asked myself.  It just seemed like the human thing to do.  How many times had we been told not to get emotionally involved with our patient; we must be strong and detached that’s the way it’s supposed to be.  And we all know that the textbooks books don’t tell us the words, the phrases, the body language.  Is that because there is no word, phrase or body language that could ever make such an announcement easy or right...or, are we really afraid of the truth and if the truth were to be told, not all things can be made well.  

 

I was taught by professionals many of whom possessed little or no bedside manners.  But, that was also a sign of the times.  The doctors knew everything and told the patients very little.  Over the years this has changed.  Patient’s rights, full disclosure of options for treatment and other such forward thinking efforts have leveled the playing field in the relationship between the doctor and his patient.  

 

Over the next few decades I worked at MGH and NEMC.  As major teaching hospitals in Boston, their children’s unit was a predominant and preeminent feature of these hospitals.  People came from all over the world for diagnosis and treatment.  Just about everyday you would see a parent pushing a little wagon with their child onboard walking throughout the corridors or in the cafeteria.  I would smile at them as they passed and say, “There but for the grace of God go I.”  I often wondered if the same detached attitude permeated the pediatric units as it had when I was a student.  

I worked with adults, many of whom where at the end stages of life having battled multiple surgeries, traditional chemotherapy and finally the last resort, experimental drugs.  We practiced a primary nursing model of care.  It was an essential ingredient to produce the best outcome possible.  All the nurses on that unit had several years of experience.  The professional maturity of the staff and our years of experience made us able, but not always comfortable with talking candidly with our patients about their disease and prognosis.  Many of our patients were young and had metastatic melanoma...most often it was found during some routine physical and the news was devastating.  When they asked a question, we told them the truth no matter how difficult.  The same was true of our attending.   Great strides had been made in adult disease management and the most remarkable improvement was in the art of communication.  Bernie Siegel and Elisabeth Kubler-Ross had paved the wave for of end-of-life discussions.  

 

I worked on this research oncology unit for five years.  Every patient was on a clinical trial and each had a life expectancy of less than a year, for that reason, death and dying was a real possibility.  During my 8-12 hour shift with my patients, I had a lot of time to think about life.  I often thought about the relationship between life and death, as I knew it.  I thought back to the time when I had delivered our children into this world some thirty or more years ago.  I remember the routine... you were admitted to the “labor” room, no husband, no sister or mother allowed.  You labored alone, after being shaved and given an enema.  You were not allowed to get out of bed.  My first three children were born under these circumstances.   Then voila...birthing rooms and out-of-hospital birthing centers, midwives, video cameras, siblings, friends, all became welcome additions to witness the miracle of birth.  Consumer pressure needs to be acknowledged as the catalyst for change in the birthing environment.  We took Lamaze classes with our “coach,” practiced breathing all so we could “enjoy” and experience the miracle.  We had broken down the barriers and raised the veil of mystery surrounding the birthing experience.  

Then, I looked at my patient as they were infused with experimental drugs, hoping, praying for a cure.  And, when cure was not to be, we welcomed all to coach our patient as Bernie Siegel and Elizabeth Kubler-Ross had taught us.  I witnessed, as many of you have, death and dying.  I don’t think anyone will disagree that this is one of the most profound human experiences...it truly has a lasting effect...I still remember the moment of death...the honor and privilege of being a coach to allow people to let go.  How many of us have whispered into a dying patient’s ear.  “It’s alright you can go now.”  I will always be proud of my generation for making death, like birth a remarkable human experience.  Little did I know or expect that these experiences would become a vitally important lesson to have learned.    

 

I have to admit that I never really thought about where the state of the art was in caring for pediatric patients.  But, this too, was about to change after Liam was diagnosed.  Little did I know or expect that communication skills between the clinician and the family in caring for a pediatric patient with a life-threatening or life-limiting disease was still stuck in the 60's.  I was so totally unprepared for what we were about to experience and, once again, perhaps not knowing what is in store for us was a mixed blessing.  

Our angel liam changes everything

Liam was born on April 7, 2001.   My daughter’s pregnancy was uneventful and her delivery, though difficult was uncomplicated.  Bill, her husband and Amy, Katey’s older sister and I were all there...numerous other family members were anxiously awaiting the news in the waiting room.   The birthing room erupted with cheers and tears as Liam was brought into this world.  I had witnessed another miracle, how privileged I felt to have been a part of this circle of life.  

We took Liam home the next day.  Balloons and well-wishers were there to greet us.  Our 3 granddaughters were so attentive to their new cousin...after all he was the only boy to be born in two generations.   He was christened two weeks later. Life was good.  What else could a mother and grandmother ask for?  I had recently retired and my time was my own for the first time in forty years.  I spent the next month enjoying being a grandmother ...playing with my grandchildren, going to school concerts for the older children and watching Katey become an attentive, loving mother.  I stayed with Katey, Bill and Liam for a month but now it was time to give them space.  

We were in the process of selling our condo in Boston and building a “retirement” home in Florida.  We happened to be in Florida when I received a call that would change our lives forever.  My oldest daughter, Amy called to tell me that Liam who now was four months old, had a “seizure” and the local community hospital was transferring him to a children’s hospital in the City.    I felt my stomach leap into my throat...I knew, I just knew, this was going to be bad.  Amy told me that Katey thought I should hold tight in Florida until they had better information or at least had ruled out some possible diagnoses.  I just sat there...I wanted to run back to PA...I can’t sit here, I must go.  I need to go.  My husband agreed and I booked a flight back to PA and never looked back.  Nothing, nothing was as important as getting to my daughter, her sisters and our baby boy Liam.    The night before my flight, my youngest daughter called to tell me the “news” is not good.   Liam had been diagnosed with Lissencephaly, a gene sometime during the first few weeks after conception apparently mutated leaving Liam with a beautiful, little body but a large portion of his brain was smooth and his prognosis poor.  I ran to my computer and read with horror the condition known as Lissencephaly.  In the preamble before the detail, there was a Warning:  If you are a newly diagnosed case, please do not read this!  

 

My daughters met me at the airport...we didn’t say a word we just held each other.  What was there to say...when we arrived at the hospital, I remember vividly the image of our baby, lying in the crib with a large turban holding the EEG leads.  He was so beautiful...how could this be.  Being a nurse I knew some things that look okay, can be far from it.  But I never thought it would be Liam.  Visions passed through my head...visions of the children I had seen while working at the hospital. Liam was one of them…the disbelief and knowing what was ahead was almost too much to bear. I picked Liam up and held him close.  I have never felt such overwhelming sadness...ever. 

 

Moments after I arrived I heard people coming into the room.  I looked up and there they were...the rank formation that I was a part of in 1962 was standing before me and my family. I looked at the resident and medical students.  I saw the look in their eyes as the attending gave us yet more bad news.  I said to myself, forty years and we still don’t get it.   Then as abruptly as they came in, they left.  My question was answered.  Nothing had changed in how they communicate “bad news” to the family of a child with a devastating diagnosis.   

 

Over the course of the next few days, we waited and waited for the doctors to round.  We had questions...we didn’t dare leave the room for fear we would miss them...adding more stress to an already stressful situation.  Why is it that hospitals can’t do a better job of keeping families informed?  And when they do come in they spend less than a few minutes.  Where are they going?  Are we not important enough or are we just another family who is getting the bad news today.  This is the most important time of our life...can’t they see that?  I thought back to my experience when my patients were given bad news.  I always went back to the room as soon as the staff left, sat on my patient’s bed and let them know how sorry I was that they got such bad news.  Is this asking for too much?   

We are not a warm and fuzzy family that needs an abundance of emotional and physical support, but we are human beings...we hang on every word spoken...we look for any good news that may be buried under the overwhelming bad news.  Do they treat us differently because Katey and I are nurses and we should know how the “system” works?  Maybe that’s what’s wrong?  They assume we can handle it ...we know the drill...we know how erratic hospital schedules can be.  But I wasn’t there as a nurse nor was Katey...We were Liam’s family.

 
The next few days melded together.  The attending came in to tell us about an investigational trial using ACTH S.C. daily for six weeks that was thought to be effective in controlling the infantile spasms.  It was no cure but if it made Liam more comfortable we were ready to sign on.  Katey and I got our inservice and a protocol to follow.  Daily injections, guaiac all stools, track I&O, BP BID and wean the drug per protocol.. The side effects would make him immuno-suppressed and we should not leave the house or let children near him during the 6 weeks.  He would also develop Cushingoid features.   That’s all I really remember or perhaps choose to remember about Liam’s hospitalization.  We were going home and that’s what we all wanted to do.  The whole week was surreal.  As we walked through the corridors on the way to the parking garage, I saw parents pushing their child in the little wagons, IV and feeding pumps hanging on the side...we had become one of them.  

 

By the time we got home, the home care people were there to drop of all the supplies we needed.  

Katey and Bill just sat there...holding Liam and crying.  I thought of how bad this all had been but I also thought how blessed we were to have such a family support system. 

 

I moved in with Katey and Bill and we went about trying to make our lives as normal as it could be under such circumstances.  The next few weeks were spent trying to cope with all that had happened.  We cried a lot, they became known as “melt downs.”   We had been home for only a few days and on the morning of September 11, 2001; I was cuddled up on the couch with Liam watching the morning news as I watched in horror the World Trade Center being struck on live TV.   A tremendous sense of vulnerability came over us.  Bill was so emotionally shaken over the events of the previous few weeks and, now the World Trade Center assault that he was unable to go to work for several days. The whole world seemed to be coming apart.    

 
The Early Intervention therapist came by to evaluate and design a program to suit Liam’s  potential.  We knew that Liam would never progress developmentally beyond 3-4 months milestones.  The best we could hope for was perhaps he would be able to hold his head up, hold a toy or, roll over...but even these simple maneuvers were never possible for Liam.  

 

For the next six weeks we followed the ACTH protocol.  As expected the Cushingoid features appeared and we were diligent in protecting his from potential sources of infection including his young cousins. They were not quite sure what was going on.  “Why can’t we hold him?  What’s wrong?”  And the most painful, “Is he going to die?”  They would come by to see him through the sliding glass door.  I could sense that our 10-year-old granddaughter was the most effected by the noticeable change in our routine.  Shortly after the ACTH series was complete the Cushingniod features resolved and he got more handsome every day. 

 

Before Liam was born, Katey regularly attended Mass and prayed for a healthy baby.  When Liam was diagnosed, her faith was shaken.  We talked about the Sacrament of the Sick, which in my day was called Extreme Unction since it was reserved for dying Catholics.  The Sacrament was now seen as a conferring grace to help the sick.  Katey called the priest and scheduled an appointment for Liam to be blessed.  We called those close to the family and invited them to the service.  

 
Suddenly, there we were, sitting in the very seats we sat in less than four months ago as he was Baptized, William Robert Lawson.  Now the priest was laying his hands on Liam praying for him .it was the same anointing that I remember witnessing during the last few days of my parents lives.  This is not the natural order...I looked around the Church, just four months ago we were here to celebrate now the Church was filled with sadness and tears.  

 

Katey and I filled our days with holding him, feeding him, making all sorts of creative devices to position him, trying new techniques to minimize his tactile defensiveness a characteristic of Lissencephaly and appreciating ever day we had with him.

Discussions, decisions, devastation

We knew that nutrition would someday become a critical factor in his and our lives.    After we had been home about one month and before our first follow-up at the hospital, I thought that we needed to get the most difficult conversation that we would ever have out in the open. I knew we all had been thinking out it.  As bad it was going to be, I did not want to be in a crisis situation some months or years down the line and make a hasty decision that we might later regret.  So, I braced myself and announced that we needed to talk.  I wanted Katey and Bill to have “permission” to talk about this.  So often you see families never real coming to grips with the critical issues until they find themselves in crisis.  I did not want my children to get to that point and be unprepared. 

 
When the moment was as right as it could be I said, “I think we need to talk about what you want to do if and when Liam stops eating?”  There was silence in the room.  On the one hand I felt I was “hasty” in bringing up the subject but, I felt so strongly and I had seen so many patients and families make very poor decisions that they later had regretted.  I did not want this for my children and their child, my grandson, Liam.   I assured them that whatever decision they made we would support.  I looked at Katey...she looked so tired.  She then said, “God sent him to us without a tube...I want to send him back the same way.” “A feeding tube will not help make him better…we will just be prolonging the inevitable.”   Bill’s feelings mirrored Katey’s.  There was not one moment of equivocation, doubt or even a “let’s wait and see” or, “ I can’t talk about that yet.”  It was unanimous...we had all come to the same conclusion that artificial feeding would do little else than prolong his life...it would only serve to delay the inevitable...  We were all on the same page...Now all we had to do is communicate our position to Liam’s neurologist.  

 

Our first follow-up visit to the neurologist was a heart wrenching experience.  Katey took the lead in the discussion...I was proud of her.  Among the questions were, “how will it be at the end?”  The doctor told us it could be any number of events could bring this about; uncontrollable seizures; a stroke; his body could outgrow the capacity of his brain to function, a bowel obstruction or bacterial megacolon.  All were horrific possibilities in our view.  The one statement that sticks in my mind is the doctor saying, “you’ll know when it’s not going well.”  Katey then expressed their decision not to have Liam feed by artificial means.  The neurologist said, “don’t worry about that. We’ll do or not do whatever you want.” I was pleased to hear that.  Imagine being pleased to hear that you don’t have to have a feeding tube in your baby...you can let nature take its course...I could hardly believe what I was thinking...   As we left the hospital, I said to myself, “well, we got through that discussion...now at least we know we were on record with the doctor and she was in our court.” Or so we thought...

Over the course of the next year we tried to have a normal life...but somehow, it feels like you’re in suspended animation.  You go through the motions, you try to think pleasant thoughts, but somehow, all I and I’m sure Katey ever thought about was Liam...It was so hard to watch his cousins holding him.  Bill found it particularly difficult to answer the questions the children asked about Liam.  “No, he’ll never talk, walk, or be like you...”   

 

For the first year, he ate well except for a one-month period when he would either take the bottle and not the food and then reverse it.  By the time he was about 18 months old we began to see more serious bowel issues.  Bacterial megacolon and perforation are two serious problems that we did not want to face.  So we started a vigorous bowel regime.  We started initially with glycerin suppositories, progressed to Fleet enemas and then Fleet enemas through a # 18 French catheter that we had to advance at least 12'' to get above the stool.  Then we would rock him side-to-side, then one of us would massage his abdomen and gently push through the stool, which had to be digitally extracted.  
His feeding was becoming an all day process for Katey and me.  Sometimes he would open his mouth and pocket the food.  Some days were better than others.  Liam also went through a period of screaming for hours.  He was inconsolable...nothing seemed to help.  Liam’s primary pediatrician was of no help at all...her standard answer was go see the neurologist.  We called the neurologist and she said, “Have you tried looking on the Internet?  The parents in the Lissencephaly network might have some suggestions...”  I thought to myself, well isn’t this an interesting way to practice medicine! We tried everything the other parents recommended...nothing worked.  

living a nightmare

Katey thought Liam was having more seizures and was unable to get into a sleep cycle. We called the neurologist again and she said we should take him for an outpatient, 3 day EEG.  We agreed but asked if in the interim could we give him something.   “Can’t we treat him empirically ...either with some Ativan or perhaps adding another anticonvulsant while we wait for the results of the tracings.”  Neither Liam nor us had slept for weeks.  “No, let’s wait and see the results.”  I didn’t see the logic with this but we couldn’t do much about it.  

 
For the next three days we tracked his seizure activity in a log book.  He was having about 44 witnessed seizures per day...and I’m sure he had others we did not see.   On the fourth day we took him back to the center to have the leads taken off and the monitor removed.  Given the tactile defensiveness, all this movement caused him more distress.  Finally, he was free from the monitor and home we went to wait for the results.  Three days passed and Katey called for the results.  The technician answered, “The machine malfunctioned and no tracings were done. You need to bring him back for repeat test.”  How could they let this happen...no one seemed to care especially when they tell you this “happens about once a year” and unfortunately it happened with Liam’s monitor.  We went back, repeated the procedure and then went to see the neurologist to get the results.  Liam’s grandfather went with Katey and Liam for the visit.  Apparently, the doctor that read the tracing said to Liam’s neurologist, “Don’t you know this kid has Lissencephaly...what did you think we’d see!”  When the neurologist relayed this to my husband and Katey, they stood there in disbelief. What is this, some sort of joke, a laughing matter?  My husband was floored by the callous, casual way this news was conveyed.   

 

Over the course of the next few weeks, his intake was becoming a real concern.  We knew things were beginning to take a turn.  At his next neurologist’s appointment she noticed that his weight had been stable for almost one year.   “I think you should go to see the gastro-enterologist and get a feeding tube,” she said. My daughter and I sat there stunned...what happened to the discussion we had about this...the discussion that took all the strength we had to even bring up...has she forgotten that...didn’t she write that in his chart...Katey reminded her of that discussion and she responded, “I have no problem with your decision, but there are others who will call it child abuse...” WHO are these others...what do they know of our heartache and grief...who are they to call us child abusers...for what. For loving our baby and doing what we believe is in his best interest...

 

Fearing that no to go see the gastro-enterologist could invite some legal battle, we went.  We convinced ourselves that he would see our dilemma.  Surely he would support us once he evaluated his bowel function...how will adding more substance to his upper GI tract when his lower GI tract was incompetent be beneficial?  Surely, he would understand.   How wrong we were!  He said, “You can’t let him starve to death, it’s a horrible death...”  Those are the exact words he used.  

Why can’t we decide for liam?

Feeling beaten and emotionally overwhelmed, we had no choice...Liam had a PEG placed...a move we would always question, “should we have fought against the feeding tube,” or would this battle be fought at a different time and place.  There was too much at stake for us to take this on.  As I held Liam that afternoon and looked into his eyes…I knew what I had to do.  I knew we would not have him forever but I would make his life and our experience a voice for other parents and children living with life-threatening conditions.  

 

For the next six months, we watched Liam struggle to absorb the feedings.  We never were able to titrate the feedings to the recommended level.  He would fill up with secretions, become diaphoretic and would look so distressed.  I kept asking myself, what are we doing...how did we get here...the place we never wanted Liam to be.  I was desperate to find a palliative care or hospice program that would be our only hope.  Two months before Liam passed away, we were fortunate to find a hospice program that accepted children.  The weight of the world was no longer on our shoulders.  On the morning of October second, Liam took his last breath as he lay between Katey and me.  I felt his last breath on my face...I felt my heart jump, I like to believe that it was Liam entering my heart where he will always be held.  I miss him so...not a day goes by that I don’t think of him and the meaning he has brought to my life and to all the lives he touched.

“He’s just a child sent for above to teach us hope, faith and love

He’s just a child, Liam is his name, he touched our souls...we’re not the same.”

We now have a mission: 
to educate, empower, and ease the pain 

Our experience with Liam, has given us a firm resolve to make the health care system caring, responsive and no less open with family/child than it is for adults.  Of particular importance is the balance of benefit and burdens of therapies as they effect the quality of life.  As an adult, we can and do make “quality of life decisions,” based on full-disclosure of risks and benefits of treatment and prognosis.  Seldom, if ever, does a competent person find himself before an ethics committee pleading his right to make medical choices.   Why is it so different for our children and the families who love them?  

 

Just because we can “treat” something does not mean we should.  There are circumstances under which to “treat” one physiological system adversely affects another equally as important function.  A case in point is the argument for artificial feeding when we know the lower GI tract is non-functioning.  

The medical system here in America is unsurpassed...we have accomplished so much since I was a young student forty years ago.  The technology, diagnostic imaging, non-invasive surgeries, new drug discoveries, shortened hospital stays are all welcome and positive developments.  These tools when used appropriately and for the intended purpose have given many patients a new lease on life, made it possible for children who would have died in utero to have surgery in utero.  Genetic testing, better and improved methods of birth control, healthier babies are being born, good prenatal care are all great and wondrous events I, and many of you have witnessed.  But, with this advent has come a diminishing tolerance for death.  Everyone expects to live, be cured, made whole or not suffer at the “end.”  

But, all these positive developments and diagnostic tools are, in my view, a mixed blessing...a conundrum of medical dilemmas and ethical probing has risen in the medical community.  Our technology has surpassed our ability to make the necessary ethical, moral and humane decisions particularly for our most precious children for whom cure is not an option.   These ethical issues need resolution...not yesterday or tomorrow but today.  We must catch up with the technology for not to do so places our most fragile and helpless children in harms way.  We need to ask and answer the question, “Who speaks for this child?”
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