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Foreword

My mentor in palliative care fellowship once told me that most of what we do as
palliative care providers can be summed up as helping the hospital learn and under-
stand what is going on in the patient’s room. By “the hospital” he meant the whole
panoply of medical and psychosocial care providers assigned to the patient, orbiting
near and far from the bedside, anybody who might open up one of our consult notes
to read the documentation of conversations in which we asked parents to tell us
about their hopes and worries, about the sources of their strength and support, and
most importantly, about who their child is, not as a patient, but as a person, because
a parent’s portrait of a child is a portrait of a parent’s values and a family’s values.
By “the room” he meant not just the space enclosed by the four brightly colored
walls, but the emotional and spiritual milieu in which the patient and family lived,
loved, and hoped—the ordinary physical space being a metonymy for an extraordi-
nary metaphysical space that housed not just the bodies of a patient and their family,
but also their stories and their spirits.

This book is an exquisite collection of just that kind of story. To read it is to learn
just how much goes on inside “the room,” just how rich and terrifying and beautiful
any one family’s experience of the hospital can be, how totally different every fam-
ily is in their unique phenotype of daily struggle and triumph, how very much the
same they are in the example of profound loving they make to us all.

But this book collects the story of what is going on in another room, one that
intersects and overlaps with the physical and metaphysical spaces of the patient’s
room. The doctor’s room is a workroom on the unit, but also the empty storeroom
into which they might retreat to collect their thoughts and feelings, or the car in
which they make their commute, and like the patient’s room, the doctor’s room
expands to encompass their home, their own family, their friends. It is the head-
space and the heart-space in which they attend to the patients and families under
their care.

To collect and juxtapose these stories is already to make something beautiful for
the world at large and useful for the community of care for children with serious
illnesses and their families. But Shared Struggles takes the risk of committing itself
to reconciling these stories, by means of parent and physician commentary which
engage with the content from positions of equal and complimentary expertise. That
risk elevates the beauty and use of the book such that it becomes something entirely
astonishing and necessary and completely one-of-a-kind: a textbook of connection
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viii Foreword

between physician and patient and family, one that illustrates in real time the pro-
cess of reconciliation between the lived experience of each party, a reconciliation
that is the fundamental act of pediatric medicine.

As pediatric medical providers, we talk about the art of medicine as something
we practice upon patients, not often recognizing that patients and families, and par-
ents especially, practice their own art of medicine, not on their children or them-
selves, but upon us. They are called to manage us, in the course of their child’s
illness, just as much as we are called to manage their children, as they partner with
us in loving care, seeking always to find a way to accept the help we offer while
protecting their child from any harm we might do. You cannot tell someone how to
practice such an art any more than you can tell them how to be compassionate, or
empathetic, or kind. But that does not mean instruction is impossible. Such attri-
butes, and such art, can be fostered and encouraged into sturdy practice. You cannot
simply tell someone how to make a genuine connection with their patient, how to
shape their professional boundaries, not as lines in the sand, but as contours along
the heart. You cannot just tell someone how to balance advocacy for their child with
trust for a provider, how to put faith in the love of a stranger for their child and never
lose faith with oneself. But you can certainly show them how to do it, as this collec-
tion shows us, with unparalleled richness and sincerity, over and over again.

Christopher Adrian

Clinical Assistant Professor of Pediatrics, USC Keck School of Medicine and
Attending Physician, Division of Comfort and Palliative Care Medicine
Department of Anesthesiology Critical Care Medicine,

Children’s Hospital Los Angeles

Los Angeles, CA

USA
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Barry’s recollection of Jack and Ann in the early days did not seem particularly
extraordinary. Jack was a patient and Ann was his mother. The lessons that Barry
learned from them were simple and only later became generalizable. Ann knew Jack
better than anyone. She paid attention to detail and could always be trusted to be
Jack’s best advocate. No one else on the healthcare team could do what she did. So
Barry got “trained” early by Jack and Ann to listen to them — carefully — respect
their concerns and address them. And even if there was not an immediate answer, he
paid attention. Barry also learned that a diagnosis and a prognosis are, at best, edu-
cated guesses. Every patient is different and even with the same specific genetic
mutation, each may manifest a condition differently. Finally, he learned that the
often-vaulted “quality of life” — like beauty — is in the eye of the beholder. The only
beholders that matter in this area are the patient and the parent.

Shortly after Jack’s death, Barry pitched the idea of this book to Ann — who
jumped on board without hesitation, eager to fill the void of Jack’s absence and the
unfamiliar free time she now had. This book was written and compiled over the
course of 5 years, but its roots were planted over 20 years ago in a Pediatric Intensive
Care Unit when a special connection was made between a little boy named Jack, his
mom, and a doctor who agreed to follow a kid on a vent even though it was outside
the box. While they never imagined where that connection would take them, it
seems only fitting that it would lead to the unconventional bringing together of par-
ents and doctors to share their personal stories and experiences in this first-of-its-
kind book. They have learned a lot from each other over the years and are grateful
for the opportunity to continue the conversation through this book and the honest
and heartfelt stories told by both sides of the physician-patient/parent relationship.



Introduction

Respectful communication is really valued by parents of medically complex kids. Invite me
into the dialogue and ask my opinion, or at the very least, respect my concerns. In our
world, we have been forced to become experts in a field we did not choose.... I can see how
a resident neurosurgeon wants to feel some respect for their years of grueling work to get
where they are. But so do I.

—Parent

That moment of contact, of connection and real communication with this person, remains a
pivotal moment in my career.... I always take care now to allow for space for children to
express their voice, in whatever form that might take. To not expect that communication
occur on my terms, but rather to be open to whatever terms and means of communication,
no matter how subtle, a child might choose.

—Physician

There are approximately three million children in the United States living with
complex medical conditions. With advances in medicine, this number will only
grow as children born with rare and life-limiting conditions live longer. Children
with medical complexity have chronic health problems that affect multiple organ
systems and result in functional limitations, high healthcare needs, and often require
the use of medical technology. The parents of these children become experts in their
child’s condition. They connect with other parents; they travel to world-renowned
Children’s Hospitals for second and third opinions; they ask questions; and they are
relentless advocates for their children. In emergency rooms, ICUs, hospital rooms,
and clinics, these parents spend a lot of time with the healthcare team and often
interact with as many as ten or more pediatric subspecialists caring for their child.
These interactions can often be filled with tension, misunderstanding, and conflict.
Parents make assumptions about physicians (e.g., “He doesn’t care.” “She thinks
I’'m being difficult.”), and physicians make assumptions about parents (e.g., “They
don’t understand their child’s disease.” “She’s an angry mom.”). On the other hand,
there are also many instances of great compassion and understanding, and encoun-
ters where parents and physicians are deeply affected and changed by their interac-
tions and relationships.

We know that stories are one of the most fundamental and effective ways to
engage and teach our fellow human beings. This is the first book to share stories
from both sides of the physician-patient/parent experience through richly detailed
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xXii Introduction

and heartfelt stories contributed by parents of medically complex children with a
wide range of disorders and diseases, and by pediatricians practicing in the many
subspecialties that provide care to these children.

The parent stories are contributed by parents from across the United States. Each
story emotionally describes an encounter or relationship with a physician that had a
significant impact on the parent and their child. The parent stories share compas-
sionate and positive physician interactions, as well as instances where their child’s
physician let them and their child down. To maintain anonymity, the physicians and
hospitals involved are not identified by name and some parents have chosen not to
use their child’s real name. The physician stories are contributed by physicians prac-
ticing at many of the best Children’s Hospitals throughout the country. These stories
poignantly tell of encounters and relationships physicians had with their patients
and parents that significantly impacted them and served as learning moments in
their career. In those stories where the family’s consent was not obtained, the names
of patients and parents have been changed to protect privacy and patients have been
de-identified. To further protect privacy, the parent and physician contributors are
not identified with their stories.

Following each story are commentaries written by the editors; a parent commen-
tary written by Ann, and a physician commentary written by Barry. The commentar-
ies provide an independent perspective on the events and messages conveyed by the
story contributor and are intended to encourage reflection, inquiry, and discussion.
We understand and respect that we cannot truly put ourselves into the shoes of the
storyteller, we can only draw upon our own experiences when sharing our perspec-
tives and “take-aways” from each story. With respect to the physician commentar-
ies — I (Barry) want to add that a time honored tradition in the medical profession is
to not throw your colleagues under the bus. Perhaps too honored. Some of my com-
mentaries may verge on a criticism of my unknown colleagues. I do not pretend to
put myself in their place, as I cannot even fathom all the intricacies of issues they
were dealing with at the time. And we have only one side of the story in most cases.
However, as with possession and the law, perception is 9/10ths of reality. If these
parents perceived a lack of empathy or proper communication on the part of physi-
cians, that was their reality. Only now do we have the hindsight of the “retrospecto-
scope” — the ability to look backwards in time and suggest a different course.

We learn and change most from hearing stories that strike a chord with us. The
parent and physician stories are grouped under four parts that touch on the universal
themes of compassion, trust, communication, and hope, and will strike a chord with
everyone who is on the giving and receiving side of healthcare. By giving a voice to
both parents and physicians, and by listening and learning from their stories, we
hope this book can be a bridge to better understanding between the parent expert
and the medical expert and lead to improved communication, minimize conflicts,
and foster trust and compassion among physicians, patients, and families. A strong
partnership between the parent and the physician is vital to ensuring the best care
possible for this unique and growing population of children.

Could a greater miracle take place than for us to look through each other’s eyes for an
instant?
—Henry David Thoreau



Partl

Compassion

Compassion is not a virtue. It is a commitment. It’s not something we have or don’t have.
It’s something we choose to practice. —-Brené Brown
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What Matters at the End

Summer was at its peak and so was the heat. Our beloved dog had just died and my
husband and I were trying to distract ourselves by going for a walk in the neighbor-
hood park. The familiar plethora of summer smells was filling the air—freshly cut
grass, an early dinner cooking on a nearby grill, and the many hard-to-classify odors
that come on waves of hot air in late July. I understand how morbid, strange, and
even irresponsible it sounds, but it took the death of our dog to open my eyes to our
son’s suffering. I knew our youngest son was going to die. I had known for 2 years
that due to faulty genes passed down by me and my husband, toxins were accumu-
lating in his little body, progressively destroying his nervous system and spinal cord.
We watched the disease ruthlessly claim his ability to sit, smile, see, and eat. With
each reversed milestone, we became increasingly aware of the trajectory of his ill-
ness and intimately familiar with both his and our own suffering. Yet, the human
heart has an amazing capacity to adjust and adapt and 2 years after the diagnosis,
trained as it was to suffering, my heart had grown numb. I believe it took the death
of our dog to crack it open again.

Two years prior, a few months after receiving Joey’s diagnosis, we made the
decision to have a gastrostomy tube (G-tube) placed into his stomach to give direct
access for supplemental feeding, hydration, and medication. At that point, he was
still nursing and able to eat pureed foods by mouth; yet, our medical team mind-
lessly followed the standard protocol of scheduling a consultation with a GI special-
ist, undoubtedly because our son’s diagnosis included words such as “genetic,”
“degenerative,” and “neurological.” During the initial consultation, the GI specialist
did a beautiful job explaining why Joey needed a G-tube, referencing risks of aspi-
ration pneumonia, dehydration, and issues with administering medication. Her
arguments in favor of a G-tube were presented as fact. Never once did she ask if a
G-tube indeed was in line with our philosophy of care, nor did she mention what the
alternative (no intervention) might look like. A couple of months later, during the
preoperative huddle, we had another extensive conversation, this time with the sur-
gical team regarding the risks and concerns around general anesthesia administered
to a child with decreased neuromuscular function. No one, however, told us that
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4 1 What Matters at the End

providing feeding and hydration through artificial means would likely extend life,
that it could prolong the natural process of dying, and contrary to our goal of keep-
ing Joey comfortable, could also add to his suffering. These were things we were
left to learn through first-hand experience.

Back from our walk, guided by our hearts as opposed to an anticipated medical
event, my husband and I realized we did not know the protocol—when to call or
how to communicate to Joey’s medical team that the end was near. There was no
medical emergency, we did not “need” them for anything, but we chose to reach out
because we wanted them there.

Joey’s pulmonologist answered our call late on a Saturday afternoon in July. It
was a short conversation. My husband informed him of how Joey had reached a new
level of decline and that we were going to discontinue his feeds with the anticipation
that he would pass in the next several days. My husband did not say that our hearts
could no longer bear the pain of watching our son suffer, that keeping him alive by
providing his frail little body with nutrition and his lungs with oxygen felt selfish
and unkind, yet somehow the message still translated the same. Less than 24 hours
later, on his way home from a family event, John walked through our front door. No
white coat, no stethoscope, no hand sanitizer, or pulse oximeter in tow. He simply
showed up as another guest in a house full of love-filled mourners.

By this point, we had long ruled out a miracle and any potential solution to the
unfixable problem that a fatal diagnosis is. Instead, connection and the presence of
others became the most vital and valuable gifts to us. Connection takes us deeper
than job descriptions, titles, and formalities, but it needs to take its own shape and
can never be forced or fabricated. It is comforting because of its authenticity. It can-
not be achieved through a formula or a prescribed set of best practices; it can be as
simple and profound as a pediatric pulmonologist, in civilian clothing, sitting on a
couch with a glass of wine and his dying patient gently cradled in his arms.

Joey went 14 days without food and 10 days without water. Against all our
parental instincts, yet fueled by pure, deep, and unconditional love for our son, not
the opinions of our medical team, we were able to push our own needs aside and
allow for what needed to happen. We simply had no clue how gruesome and drawn
out death can be. Predictions around the number of days or hours he had left to live
varied by the day and the conviction of the person assessing him. In hindsight, I
would say those predictions are both empty and inconsequential. It is nearly impos-
sible to predict the final breath. However, 14 days without sustenance both looked
and felt like the definition of starvation, which was the opposite of what we hoped
and prayed for. Two years of listening to the rattling in Joey’s little chest and the
sound of secretions pooling in the back of his throat led us to believe he would die
of pneumonia—that it would be “quick” and “peaceful.” We were wrong on both
accounts.

Friday, August 11, 2017—a day etched on my mind and soul and likely in every
cell and muscle fiber of my body, forever. The unforgiving August sun made our
house feel small, airless, and muggy, causing me to pity the large number of friends,
family, and members of Joey’s care team who were struggling to get comfortable in
our tiny living room.
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After listening to our lamentations about a seemingly endless ending, and per-
haps in an attempt to protect our hearts and minds, Joey’s neurologist reluctantly
said, “Death isn’t always peaceful. The final moments can be rather traumatic for
the ones having to watch their loved one die.” He went on to explain how air hunger
and terminal agitation appear agonizing, but are not uncomfortable for the dying
child. His full-of-compassion-non-sugar-coated-hard-to-hear truth turned out to be
a prophetic and considerate warning of our son’s final hour.

The end itself was as sacred as it was excruciating. At 3:27 a.m. the following
morning, our friends Scott and Susie, who had offered to take the night shift so Sam
and I could get some sleep, let us know Joey’s breathing had changed and that we
should probably come and get him. When Sam brought him into our bedroom, Joey
appeared to be in deep distress, frequently gasping for air as his face gradually
changed color. For 10 minutes we watched as our son’s body shut down until even-
tually the breathing stopped all together and he died, not so peacefully, in my hus-
band’s arms.

There is nothing more basic to parenting than to feed your child, and there is
nothing more painful than mercifully denying your child sustenance. Even though
Joey was unable to eat by mouth the last 18 months of his life, my desire to nurture
him never subsided. The various combinations of oats, quinoa, avocado, veggies,
fruit, peanut butter, prunes, coconut oil, beets, and apple sauce I ran through our
Vitamix blender every day undeniably made some part of me feel better, but I think
it benefitted him as well. And no, we did not agree to our son’s G-tube surgery
because we had to or were forced to, no one is. We did it because it felt like the right
thing to do. Joey never learned to drink out of a bottle and, as a result, dehydration
and, eventually hunger, did indeed make him and everyone around him miserable.

Our decision to provide nutrition through a G-tube unquestionably brought com-
fort and improved everyone’s quality of life, but a conversation about the end and
what it could look like would have prepared us and saved us from unnecessary self-
doubting, questioning, and pain. Also, after 14 days of watching his already frail
little body waste away, I wish someone had reminded us that Joey’s death did not
occur from starvation or dehydration, but that the underlying condition, a fatal
genetic disorder, ultimately took his life.

Initially fueled by frustration and desperation, my husband and I advocated
hard for our youngest son. We questioned the benefit of certain tests and therapies.
We demanded more frequent and better communication. When Joey’s doctors
avoided difficult topics and conversations, we threw the lasso and reeled them
back in with raw, honest, and sometimes unsolicited comments. We are grateful
for Neil, Joey’s neurologist’s insight and courage to address a difficult topic at a
most difficult time. Without him, Sam and I would have been ill prepared for a
traumatic, but normal death. His willingness to work through discomfort and pain
made for deep trust and came to serve as the cornerstone in all our communication
and interactions. The same holds true for John, Joey’s pulmonologist. His humil-
ity, compassion, and ability to embrace our pain as well as his own helplessness
opened our eyes to the importance of connection. Connection makes the lonely
feel seen; it fuels the weary and it is the vehicle that takes you from shock and
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denial to acceptance and surrender. Connection is more important than your abil-
ity to fix someone else’s problem or take their pain away.

In the end, it was our trust and connection with John, Neil, and the many other pro-
viders, not their knowledge and expertise, that ensured a sacred ending to our son’s
full and beautiful life.

Parent Commentary

This story speaks to the extraordinary relationships we develop with our child’s
doctors. When our child is born with a life-limiting condition, there are those doc-
tors who will be with us throughout our child’s life. It may be the neurologist who
follows the progression of our child’s disorder or the pulmonologist who manages
our child’s ventilator or fragile lungs. It may be the palliative care doctor who
becomes part of our team at the time of diagnosis or comes on board when we real-
ize that our child’s health is declining as a consequence of his underlying disease.
There can be no closer relationship with a doctor than when he or she walks with us
through our child’s diagnosis, disease progression, decline in health, and, ultimately,
our child’s death.

When we receive a devastating diagnosis for our child, our first reaction is that
we want a doctor to fix it. Before entering the world of life-limiting and rare dis-
eases, we always believed that when your child is sick, you make an appointment
with the doctor, the doctor applies their knowledge and experience, writes a script,
and your child gets better. This is the world the majority of parents live in. It is
shocking for a parent to hear that their child has a disease that cannot be “fixed” and
will eventually take their child’s life.

There is much that doctors can do for our children over the course of their lives.
They resolve acute issues, they manage their extensive and ongoing needs to keep
them stable, they ease their pain, and they help us give our child the best quality of
life possible. However, what can doctors do when our child’s disease progresses to
the point where there is nothing more medically that can be done to delay our child’s
inevitable death?

They can show up.

The two doctors in this story showed up in extraordinary ways. There was noth-
ing more they could do for Joey, but they showed up for his parents. They stepped
out of their own comfort zone to come into a dying patient’s home. While they came
into Joey’s home medically empty-handed, what they brought with them instead
was great compassion. By showing up, they let Joey’s parents know that Joey’s life
mattered to them. They honored the strong connection Joey’s parents felt toward
them and validated Joey’s parents’ trust in them. They helped make getting through
the impossible possible. The power of trust and compassion cannot be overstated.
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When there is nothing more medically a doctor can do for their patient, there is still
so much they can do. Doctors can listen, offer words of comfort, answer questions,
and simply be there for the family. While not all doctors can (or are even invited to)
show up in person at a patient’s home, they can still be there—by making a phone
call or by sending or responding to an email. Doctors can continue to walk the walk
with their patient’s family until the very end.

Physician Commentary

This is an extraordinary journey, relayed with great self-insight and compassion. I
would like to comment on three themes. In the first, this mother seems to suddenly
come to the realization that her son was suffering. This is heart rending. When phy-
sicians try to outline what a child’s life will be like with a progressive, neurologic
disorder, at least while the child (as a baby) still appears pretty normal, this message
is hard to hear. It is difficult to believe that the compassionate physicians described
here did not, earlier on, try to prepare this family for what the disease progression
would look like. What suffering would look like. But often we are not heard, or, as
in other stories in this book, we are told we are not offering enough hope. This is an
extraordinarily fine line to walk for physicians. Tell the truth but do not take away
hope. In the end, every family is different and sees their child differently. It is truly
up to the family to decide the path they take, as long as they are armed with the best
evidence possible.

The second issue here appears to be the lack of palliative care support. This field
in Pediatrics remains understaffed in many places around the country, but a multi-
disciplinary palliative care team could have made the last weeks and days of Joey’s
life so much less distressing to him and the family. It sounds like this family was just
on their own, and this should not be happening in our society today.

Finally, for many physicians, when they have nothing else medically to offer,
they may instinctively pull back, at least emotionally. Although we try to avoid
these terms today, but to lose a patient means to have failed, at least to some. No
matter the disease or lack of treatments, many physicians still take the death of a
patient as a personal failure. It is supremely hard to show up in the face of failure. I
admire the physicians in this story who did show up at the end, perhaps not even
realizing what their presence meant to the family. They showed up because they
cared and were likely able to suppress the emotional burden on themselves.
Physicians do need to put up some walls to protect themselves, but the truly skilled
ones can find an opening in the wall, to drop their armor, and be present when it
matters most.
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| Did Not Have to Fix It

I met Alex when he was 2 days old. He was one of twins who, as many twins do,
was born prematurely. Alex’s brother died soon after being born. Alex endured
many of the complications that come with being born prematurely—he had lung
problems, he had vision problems, he had hearing problems, he had feeding prob-
lems, and he had liver problems. Alex’s brain had been damaged by lack of oxygen
and a hemorrhage, and as commonly seen in those circumstances, Alex had epilepsy
and cerebral palsy.

Alex spent the first 6 months of his life in the Neonatal Intensive Care Unit. In
the beginning, there were days when he was close to dying. “He is a fighter,” people
used to say, as if being ill, or even dying was only for losers. As time went on, Alex
stop needing a machine to help him breathe, he then stopped needing to be fed
through his veins, and his liver function became stable, if only his brain had kept up
with the progress.

Alex’s mother was doggedly determined to give her boy every opportunity to go
beyond surviving. She did not just take care of him, she was an unyielding, even
obstinate, advocate. There was no stone she was going to leave unturned. Her asser-
tive advocacy rubbed some clinicians the wrong way. After going through several
neurologists, Alex’s mother settled on me. I told her that she had a penchant for tall
bearded doctors. She just laughed.

Initially, I saw Alex and his mother about every 3 months. As per protocol, the
first series of visits were scheduled for 30 minutes. But soon I learned that 30 min-
utes was not enough to even get over the greetings. Alex’s mother always came with
a long list of concerns; only a handful were related to my area of expertise. From
rashes, to unexplainable movement. From drooling, to naughty behavior. The kid
was 6 months old, what kind of naughty behavior can a child his age have?

Alex’s clinic visits went from 30 to 60 to 90 minutes in length. Eventually, I gave
up trying to predict how long the encounters were going to be and started scheduling
Alex at the end of the day. I would much rather stay at the clinic late than make my
other patients wait. And so it went that some visits lasted over 2 hours. What did we
discuss? Everything. Alex’s health of course, but also stories about Alex’s sisters, his
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mother’s trials to get Alex services and resources, and even politics (done so against
conventional wisdom). Then there were those instances where I did not do anything
other than listen. The visits ended when Alex’s mother decided it was time to leave.

Alex’s mother and my relationship had its ups and downs. There were times
when I had to remind her of our agreement—I would always be honest with her, no
sugar coating, the unadulterated truth. Alex had a permanent brain injury, and while
the injury was not progressive, the consequences were. In some of those instances,
Alex’s mother would become irritated. She would come back and say, “If Alex
could only break out from that crumpled body of his, you would see. No more sei-
zures, no more feeding tubes, no more wheelchairs.” Those squabbles would be
followed by long periods where I would not see Alex. His mother took him to see
clinicians at other institutions, some of which I had recommended. Then, for no
evident reason, I would find Alex on my schedule. No explanations were necessary.
His mother and I would pick our relationship up exactly where we had left it. Like
two old friends.

Alex went from a cute little baby to a budding adolescent. He kept graduating
from one wheelchair to the next size up. Yet his mother insisted on lifting him from
the wheelchair and placing him on the examining table all by herself. Once I tried
to help, and backed off lest I have my wrist slapped.

As Alex grew, so did his family. I do not know where his parents found the brav-
ery to have two more children. At each visit, I learned something new about the four
girls. Grace, the oldest, started middle school, while Rose, the youngest, was in first
grade. Alex’s mother shared with me pictures from birthdays and vacations, and I
always received a Christmas card.

Alex was a personality. I once saw him on the local evening news paying respect
to a fallen law enforcement officer. On the day of his death, the police department
of the suburb where Alex lived made him an honorary policeman.

Alex died on an ordinary January day. He fell prey to the flu. One of his sisters
brought the virus home from school and soon thereafter, every member of the
household was running a fever and sneezing. Alex became acutely ill and was soon
admitted to the intensive care unit. But his body was tired. He had been battling all
sorts of maladies throughout his life and had finally met his match. Alex’s parents
wanted the family to send him off in the manner in which he had lived. His mother
gave the young man a sponge bath with the assistance of his sisters. Then everyone
stood by Alex’s bed and had pictures taken. Eventually, Alex’s nurse placed him in
the arms of his mother and the tube that tethered him to this world was removed.

Starting with medical school and continuing with residency and fellowship, phy-
sicians are taught to mend broken bodies. We prescribe medications and do surgery
to fulfill our role of healers. To an extent, it is a role with which we are comfortable.
Every so often, however, we are asked to take on roles which can make some
uncomfortable—Ilisteners, confidants, and consolers. Alex’s mother challenged me,
and by doing so she made me a better physician. She wanted me to continue per-
forming the responsibilities of healer, as she simultaneously persuaded me to
become a member of the family, even if a distant one. What a privilege. A stranger
who happened to have been on call the day that Alex was born was invited into a
family in pain’s ambit.



Parent Commentary 1

Alex’s wake took place on a miserable winter day. It was cold and snowing. On
my way there I called my wife and told her “I will get there, pay my respects, stay
for a few minutes and leave. Half-an-hour at most. I'll make it back for our dinner
reservations.” Boy was I wrong! The line to see Alex snaked through every room of
the mortuary—and it was moving slowly. “It will take me an hour tops,” I thought
“No problem with dinner.” Two hours later I called my wife again, “Cancel the din-
ner plans” I said.

I was finally able to enter the room where Alex was resting. Alex’s parents each
gave me a hug, and his mother called me “my love.” I told them what an honor it had
been to be Alex’s neurologist. What a privilege it had been to know their family for
over 10 years. What a joy it had been to see the girls grow up. As I looked at Alex in
his coffin, I recalled the instance when his mother told me “If Alex could only break
out from that crumpled body of his.” She was right. Alex’s body was no longer
crumpled. He was resting with composure and dignity.

“Thanks so much for coming to say goodbye to Alex,” his mother said. “I can’t tell
you how much the visits with you meant. I realize I asked you many questions that
had nothing to do with neurology, and yet, you always obliged. But most of all, I
appreciate that you were willing to listen, to become part of our family, and that you
did not feel compelled to try to fix it.”

Parent Commentary

Admittedly, parents of medically complex children can be obstinate advocates and
unlikeable at times. We are often referred to as “that parent.” However, it is impor-
tant to understand that we are unyielding because there are so many people we
encounter who put up barriers, treat us as if we are clueless, tell us “no,” and make
caring for our child extraordinarily difficult. These people are not necessarily the
physicians who care for our child. They can be the insurance company, medical
equipment company, nursing agency, and school district. If we do not learn to be
assertive and stand our ground, our child would not get what they need and are
entitled to. It is not personal; it is survival.

The physician who can form a bond with a parent who is fierce, stubborn, and
difficult, and who recognizes that every emotion and action is directed toward our
child’s best interest, is a truly special person. The physician in this story exemplifies
this. He is remarkably patient, compassionate, and humble. The bond between a
parent and their medically fragile child is inexplicably different than the typical
parent-child bond. We are one in the same with our child. Therefore, when our child
comes under a physician’s care—the physician not only cares for our child, he cares
for us. This physician used his medical knowledge and skill to care for Alex; he used
his heart to care for Alex’s mother. He gave her comfort by listening to her and giv-
ing her an extraordinary amount of his time. And he maintained her trust because he
was always honest.



