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Seeking Answers,
Hearing Silence
A young girl dies ten days after receiving a leukemia diagnosis. The
silence her family is met with afterward causes additional harm.
BY CAROLE HEMMELGARN

S
ilence is like white space on
a sheet of paper: a void. After
patient harm—in our case,
after a death—that void be-
comes a secondary trauma.

And it’s a norm that still prevails inmed-
icine today.
Her name is Alyssa. She was an ener-

getic, lighthearted, quirky nine-year-old
girl. She liked soccer, making puff-ball
art creations, reading, writing stories,
strumming her guitar, and playing ani-
mal gameswithher six-year-old brother.
She couldn’t have known that the simple
joys of hanging out with friends, laugh-
ingwithherbrother, and sharingdinner

with her family would disappear so
quickly. One day she was skiing a Blue-
level, groomed run in the sunny Rocky
Mountains, and thenext shewas lying in
a bed in the bone marrow transplant
unit, diagnosed with acute lymphoblas-
tic leukemia.
The signs for leukemia are not always

overt. ForAlyssa theymaterialized in the
formof a cold sore thatwouldn’t heal for
twoweeks, swollen glands in her neck, a
bloody nose that appeared out of no-
where on our family ski trip, and lethar-
gy so great that playing with her cousins
and brother became a demanding task.
On the Monday morning after the ski

trip, February 26, we went to see her
pediatrician. He conducted a physical,
took her history, and drew blood to run
some tests. I thought for sure she had
mononucleosis. I should have known it
was more serious when the pediatrician
was adamant about having every phone
number where he could reach me. I was
not prepared for the news I received
when the phone rang later that after-
noon. That was the moment our world
collapsed.
In many ways it would be easier to say

leukemia took her life, but unfortunate-
ly that is not the case. On Thursday,
March 8, ten short days after her leuke-
mia diagnosis, Alyssa’s health took a
dramatic turn, and she died. Clearly,
somethingwentwrong inher care.How-
ever, her story is not about the hard sci-
ence and clinical aspects of medicine. It
is about the qualitative side, the conver-
sations that don’t always transpire be-
tween patients, families, caregivers, and
health care organizations after patient
harm occurs.

The Last Adventure
For nine days Alyssa’s care proceeded as
expected. She was enrolled in a study
protocol for acute lymphoblastic leuke-
mia that was looking at two different
treatment options, and we were excited
when she was placed in the arm our he-
matologist thought was the most effec-
tive. A spinal tap was performed to di-
rectly inject chemotherapy into her
body, and a port was placed in her chest
where she would receive future treat-
ments. The hardest part was not being
able to leave the hospital room with her
until the culture came back negative for
her cold sore, indicating that she did not
have a herpes simplex virus.
Little did I know that when we were

finally cleared to depart the room and
explore thehospital, itwouldbe the final
adventure Alyssa ever took. We rolled
Alyssa down to the lobby in awheelchair
to visit the gift shop—she liked touching
the soft stuffed animals. We listened to
the sounds of the ball machine echoing
in the front lobby as balls whirled round
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and round, captivating onlookers. We
visited other floors of the hospital, each
with different artwork hanging on the
walls—from photographs of animals to
children’s drawings. It would be the last
time I saw mischief in Alyssa’s eyes and
the smile that revealed her tiny dimples.
It would be the last time I heard the
innocent laughter of my nine-year-old
daughter. The last time I heard herwhis-
per the words “I love you.”
I remember the final hours of her life

so vividly. We made a swift transition
from loving parents to frozen specta-
tors. I stood like a statue next to my
husband in the pediatric intensive care
unit (PICU) watching the medical team
put IV lines into every possible part on
her body from head to toe and pumping
her with fluids and antibiotics. When
this was not successful, shewas prepped
for surgery, so they could open up her
belly and salvage what they could of her
intestines. The hallway was cold and si-
lent as we walked beside her still body
and looked into her vacant eyes on our
way to the operating room.We stopped
only briefly, for the priest to give her
last rites.
No parent should have to make the

decision to end their child’s life. I lay
down next to my daughter on a cold
metal gurney in the PICU. The IV lines
that had once adorned her body were
gone. Her stomach was packed with
gauze and other material and not
completely sewn up, so I draped my
arm across her chest and held her close,
until she no longer swallowed and
breath ceased to pass her lips.

What Happened?
We left the hospital with her meager
belongings andher favorite stuffed com-
panion, a white bear named Valentine—
about four inches long andholding a red
heart in both his hands—that her grand-
parents had given her. As we drove
through the sunny city streets on our
wayhome to the suburbs,Valentine rest-
ed in my lap. I gazed out the window at
thepeoplewalkingdown the sidewalk as
though it were a normal day, while the
voice inside my head was screaming,
“Don’t you know my daughter has died,
and our world has stopped?”
For days, I kept thinking the phone

would ring and someone would tell me

what had happened. Instead, we re-
ceived a condolence card from the hos-
pital’s bereavement office saying how
sorry they were for our loss. “How can
they be sorry when we don’t even know
what happened to our daughter?” I
thought. Then the bills started pouring
in, while the phone remained silent.
Over the weeks, months, and years after
Alyssa’s death, I reached out to different
people in the organization, trying to
piece things together and get answers.
There was a gaping hole surrounding
the last sixteen hours of her life. Things
were not discussed. Unfortunately, that
hole remains today.
When errors and harm occur, there is

typically not a single cause. Over time,
we pieced together some additional de-
tails: Alyssa had contracted Clostridium
difficile, a hospital-acquired infection.
After she died, her lab results were sent
to the Centers for Disease Control and
Prevention. (There was concern about a
virulent strain on the oncology floor.)
Two lab tests had been ordered the
evening her health started declining, a
D-dimer test and a fibrinogen test (to
rule out a blood clot or bleeding disor-
der), andwhen the results returned they
were posted as critical values. In other
words, they should have been acted
upon with urgency, but they were not.
Alyssa became septic, and based on the
information in her medical record, she
became a classic case of “failure to
rescue.”
No one in the organization where

Alyssa died came to workwith the intent
of harming her. She was a small piece in
a complex health care system, where
holes aligned and mistakes slipped

through. While it is difficult to under-
stand how this happens, the trauma
becomes even more egregious when si-
lence is all you receive from the organi-
zation in the aftermath.
It took us three years, seven months,

and twenty-eight days to have the first
honest conversation with the hospital. I
counted every one of those days: Each
morning when I awoke, I walked into
Alyssa’s unchanged bedroom and apol-
ogized to her for not being a good mom
and keeping her safe.
I carried an immense burden of guilt.

It was difficult to function in a world of
“what ifs,” constantly questioning the
decisions I did or did not make. The lon-
ger we struggle for answers, the more
grief becomes like our twin, and loneli-
ness and isolation our constant compan-
ions. Being met with a wall of silence
when youneed to know the truth is cruel
and inhumane.When patients and fami-
lies are not told exactly what happened
to them or their loved one, they are
harmed again. It becomes a second trag-
edy and a second trauma.
In our case, there were many reasons

why it took so long to get answers. There
were barriers erected by risk manage-
ment, incomplete medical records, a
leadership change at the hospital, fear
on the part of Alyssa’s health care pro-
viders, and the lack of a standardized
process for how to handle severe medi-
cal harm or loss of life.

Times Are Changing
In the years since Alyssa died, I have
seen positive changes. More organiza-
tions are starting to implement com-
munication-and-resolution programs,
which encourage institutions to reach
out to patients and families after harm-
ful events, seek resolutions such as an
apology or reimbursement, and learn
from the event so the same thing doesn’t
happen again. Hospitals also see the
emotional and psychological impact of
theburdensplacedoncaregivers andare
creating programs such as Care for the
Caregiver to assist with their needs. But
there is still more work to be done.
There are no set templates or guide-

books to follow on how to interact with
patients and families after tragic events.
But themost important thing is to reach
out, start a conversation, and listenwith
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one’s eyes and ears wide open and
mouth closed. So often patients and
families just want to be heard, share
their stories, and try to regain some of
the power they feel they have lost. Pa-
tients and families will typically tell you
what they need if you just ask and are
willing to listen.
It can take days, weeks, months, or

years for patients and families to gather
the emotional and physical strength to
conduct these conversations. Health
systems and providers need to meet pa-
tients and families on their terms and
when they have the capacity, not just
when it works for the organization or
care team.
Whenpatients and families arewilling

to meet, know that they are providing
health systems a gift: the opportunity to
learn what they experienced, saw, and
believe happened with their care or a
loved one’s care. They are present twen-
ty-four hours a day,while the health care
providers are visitors to their world for
brief periods of time. Often, they will
extend their gift and ask to work with

the organization to create a solution, so
that what happened to them will not
happen to someone else.
Starting the dialogue is the first im-

portant step and can help soften the
aftermath of tragic medical harm, ele-
ments of which patients and families
will experience throughout their lives.
We are just starting to recognize the
downstream impact of harm on the
emotional, physical, and psychological
well-beingof parents, children, siblings,
spouses, and partners. Some struggle
with the financial burdens that can
result from medical bills, loss of jobs,
and failed marriages; others can bear
the pain no longer and end their lives.
For patient advocates like me, nothing
haunts us more than the conversations
we never get a chance to hear. It’s a kind
of silence that screams in our ears.

Disrupting The Silence
At the Diagnostic Error in Medicine
10th International Conference in 2017,
Donald Berwick, president emeritus of

the Institute for Healthcare Improve-
ment and former administrator of the
Centers for Medicare and Medicaid Ser-
vices, discussed actions that must per-
sist if we are to advance the patient safe-
ty environment. Among them, he said,
patients must continue to share their
stories. His words were like a dagger
to my heart: If stories were still being
told, it meant that harm was still oc-
curring.
Thoseofuswhostartout in thepatient

safety world—loved ones who have wit-
nessed harm or loss—usually do so by
sharing our stories. These stories are the
voices we need to hear to keep our loved
one’s spirit alive and help us face anoth-
er day. Our stories create a force so pow-
erful thatwe arewilling to relive thepain
repeatedly as we share them again and
again.We do this because we don’t want
what happened to our loved ones to hap-
pen to anyone else. It has been eleven
years—in some ways long, in some ways
short—since Alyssa died.You can under-
stand how time freezes and moves for-
ward simultaneously only when you
have lost a child. I continue to share
her story and still cry every time I do.
What I fear most is the day the tears no
longer roll downmy cheeks. I worry that
it will mean I have lost my connection to
her, and her story.
I would do anything to have Alyssa

back, but I know that wish will never
come true. The gift she gave, and con-
tinues to give, is her story. Her story is
data with a soul. My role now is to trans-
late it into tangible action and mitigate
the potential for others to experience
similar harm.
A Chinese proverb states, “When the

winds of change blow, some people
build walls, others build windmills.”
Our stories are windmills, and they gen-
erate power. They disrupt the silence. ▪

Carole Hemmelgarn (c.l.hemmelgarn@hotmail.com)
is a mother and patient advocate from Highlands
Ranch, Colorado. She thanks Aimee Burrow for her
support in writing this piece.
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