264

HOURS
Mary Ellen Mannix

James Matthew Mannix was born on October 2, 2001. By October 13,
he was gone. While the country was still reeling from 9/11, Mary Ellen
Mannix and her family were struggling with a life-shattering crisis of
their own. James was diagnosed with a congenital heart condition,
though it was relatively common and treatable. However, his 11 short
days in the hospital involved a series of unfortunate events: medical
mistakes, miscommunications, and ultimately a death that should
never have happened. Although James’ story tragically ended after
only 264 hours of life, it was just the beginning of his mother’s story
of discovery and her journey toward patient safety advocacy.
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You work in the Head Start program.
Can you tell us a little bit about what
that is?

Why is patient advocacy such a personal issue for you?

In 2001, shortly after 9/11, we
Head Start began in the mid-1960s
welcomed James into the world.
as a federal program, and it con- Before his birth, we learned that he
tinues today. It’s one of the best “might” have a medical condition—a
evidence-based programs support- discrete coarctation of the aorta
ing children’s development and (COA)—that “might” need some foltheir health. Head Start is gener- low-up. To be candid, I had to ask
ally thought of as preschool age, 3
the doctor to spell it. But we took it
to 5. But I specifically work in the in stride and trusted the care team
Early Head Start realm, which is
to look out for him.
0 to 3. In recent years, most Early
Head Start programs are done via Like most expecting parents in the
a home visiting model. A number technology age who’ve just learned
of states, including Pennsylvania, their soon-to-be-born child has a
health risk, I did a Google search,
were awarded grants to incorporate
the Early Head Start model within and what I found scared the living
private childcare partners through- bejesus out of me. Coarctation of
the aorta most often occurs in boys,
out the state.
and children born with any kind
I offer coaching to Early Head Start of congenital heart defect—which
is what a COA is—generally have a
teachers. Basically it’s more in-depth
lower birth weight. James was eight
training and technical assistance. It’s
really supporting their professional pounds four ounces and was the
development, what they would like largest of the four children I delivto get better at, what skills they ered, God bless him.
would like to refine. And in addition
to that, statewide, I am the health I focused on our blessings. We had
consultant for the Early Head Start health insurance, we were aware of
– Child Care Partnership, and that what was happening, both parents
really is pulling in everything health were present, and we set things up as
and safety. So from diapering proce- we were instructed by my physicians
and the healthcare team. Yet, almost
dures to making sure vaccinations
are compliant, to supporting pro- anything that could have gone wrong
did. We learned through the legal
grams in parent education outreach
around health specifics. I also facil- discovery process that James' care
involved broken medical equipment,
itate a statewide Health Services
hospital-acquired
infections, failure
Advisory Council made up of staketo
rescue,
care
not
done in accorholders from the Early Head Start
dance
with
best
practices,
etc. But I
community.
am jumping ahead.
Another big focus of yours is around
patient advocacy. How would you Right after delivery, James was taken
to the NICU [neonatal intensive care
define that?
unit] as a precaution. At some point
I would start by defining advocacy. tests confirmed the prenatally diagnosed cardiac defect. His care team
Advocacy is speaking for those who
can’t speak. It may be people; it may advised a procedure to correct the
be issues or elements. Some people
discrete coarctation of the aorta. It
are animal advocates, some people
was not explained nor stated that
are ocean advocates, earth advocates, James would be undergoing opensome people are child advocates. So heart surgery. Nor were any other
in patient advocacy, it’s speaking for clinically appropriate alternatives
those in healthcare who cannot or suggested or discussed.
do not know yet that they need to
We trusted the counsel of the clinispeak up for themselves.
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▶ Mannix coaching a teacher at
Kencrest West, part of the Early Head
Start—Child Care Partnership

cians and James was taken for the
procedure. A few hours later, we
were allowed to visit briefly with our
2-day-old son. He had a scar down
the middle (which I had never been
told about) and tubes coming out
of his chest. The tubes were quite
jarring. I didn’t even know what
they were for. The CICU [Cardiac
ICU] staff said everything went as
expected though. Evidently the care
team always expected open-heart
surgery with deep hypothermic circulatory arrest (DHCA). James’ dad
and I had no idea. We had never even
heard of DHCA until well after it was
done to our son. During our few minutes visiting the care team, they said,
“The next time you visit you can probably feed him.” I was shocked.
I looked at the nurse and the critical care anesthesiologist and stated
clearly, “Please don’t rush him. So
long as he is okay, I can wait.” Then
we were ushered out of the CICU. A
few hours later we called back to the
CICU and asked if we could see our
son. We were told no. Hours passed.
Eventually, we were told he had a
“sudden and serious event.” More
hours would pass before we were
permitted access, only to see our
son hooked up to an endless battery
of tubes. Many more than before.
We asked, “What happened?” No
one would answer us.
This wall of silence continued for
days. James was put on extracorporeal membrane oxygenation
(ECMO) and placed in a medically
induced coma, breathing through a
ventilator. Prior to his birth, I had
never been in a CICU before. We did
not know what was happening or
what had happened between James’
arrival and the doctor telling us
“coarct babies come home quick” to
seeing James “tied” down to a hospital isolate. My sister who is a nurse
visited once during James’ hospitalization. The nurses talked to her. In
turn my sister reported that a nurse
practitioner confessed there was
an “event” the previous night, and
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◀ Mannix and James

“Well, could you tell me who will be
overseeing his care this weekend?”
my husband asked.
“What difference does knowing that
make now,” the world-renownedhas-a-procedure-named-after-himsurgeon stated more than asked.

according to this nurse practitioner
“they had lost him” but were able to
revive him. None of this had been
communicated to us, his parents.
But still, though dire, things seemed
stable, until a neurologist informed
us that James, who was neurologically sound and healthy at delivery,
was showing serious signs of brain
damage. The neurologist report
stated that “sometime between the
start of surgery and his examination James had suffered serious
insult to his brainstem and cortex.”
Ever the fighter, James appeared to
start improving. He was removed
from ECMO. He could even have
some breast milk. Just as our hopes
were returning, we were told that
he had been rushed emergently to
surgery. Hours passed, but a phone
call came letting us know James
was back in the CICU, and we could
go see him. James was swollen to
the size of a 9-month-old and was
purple, black, and blue. He was
back on ECMO, but the tubes were
now coming out of the left side of
his chest and his side was open. His
little newborn hand was swollen.
And black. Black.
We asked to speak with the surgeon
but were told he wasn’t available
and was “busy.” We needed to speak
with the man making decisions in
our son’s medical care immediately.
In a daze, as we slumped back to
our room, fate intervened, and
we crossed paths with James’ surgeon—the same surgeon who did
the initial “correction.” He admitted
he would not be in the hospital over
the weekend.
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The rest of the story is unnecessarily complex yet brief, just like
James’ life. He passed on October 13,
2001. My earlier Google search had
informed me that if a COA is undiagnosed, a person might die in their
40s. James was 11 days old. He did not
die from anything he was born with.
It took years for me to learn everything that I’m telling you now, outside
of knowing what his condition was
called and how much he weighed. I
did give permission for them to take
him and potentially do a procedure
to widen the aorta, if they needed
to. I learned well after 2001 that at
that time, the standard of care of
treatment for my son’s condition
was a thoracotomy—not open-heart
surgery. I’d never even heard of a thoracotomy until I had to ask lawyers
what happened to my son.
So my patient advocacy very much
started with the birth of my children, my oldest one now being
30. None of them, none of James'
older three siblings ever had such
a serious medical condition that we
were in the hospital. I was already
advocating in the education system
based on my children’s needs at
home and in the classrooms where I
taught. After my newborn lived and
died so quickly, in such a traumatic
way, my advocacy shifted to patient
safety on a whole new level.
Perhaps being a teacher informed
my persistent questioning. I just
kept asking, “Well, why? Why did
that happen?” I realized that as
special as my children are, and as
special as James is, he’s just James.
If it could happen to him, it could
happen to somebody else. And I
knew I had children who would
grow up, and they might have kids

If a COA goes
undiagnosed, a
person might die in
their 40s.
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themselves. I didn’t want this system to be what they have to endure.
They’ve endured it as young siblings
trying to understand why a baby
brother didn’t come home. I know
how painful it is as a parent to bury
a child. I didn’t want them to endure
that as well, especially if it was preventable—like James’ death.

actually gave us to read while we
were in the hospital with James for
those 11 days. My brain couldn’t handle reading anything at the time. But
that day the story I saw on the front
cover, no less, was titled something
like, “The Doctor, the Lawyer, and
the Little Boy.” When I saw that in
November 2001, it was all I could
focus on, that literally was my life
then—the doctor and the little boy.
I started reading and it was about
a boy, who at 6 months of age, was
treated for coarctation of the aorta
with open-heart surgery. He left the
hospital severely brain damaged.
Different hospital, same surgeon.
Somebody else knows how to live like
this. I didn’t know what to do as a
postnatal mother with no child. I
wanted to talk to the mom.

If others can benefit, then all the better. So yes, my patient and pediatric
advocacy is very much informed by
and surrounded in my son James. It
came full circle recently.
In 2010, 2011, 2012, I advocated that
all infants born in hospitals and
birthing centers should be receiving a pulse ox screening to see if
they have critical congenital heart
disease. It’s now the new standard
of care that children across the
country receive pulse ox screening
24 hours after delivery and before
leaving the hospital or birth center.
Pulse ox screening not only identifies critical congenital heart disease,
it can uncover additional undiagnosed conditions. In September,
my first grandchild was born. She
had the test, and my daughter and
son-in-law know the joy of bringing
their baby home.
You mentioned “the lawyers.” In
your book, Split the Baby, you share
about a five-year battle with the
legal system to find out what happened, a battle that you never intended to undertake.
I’ll preface all of this with saying
what I know now without question
is there is space and a place for
everybody within the healthcare system—physicians; nurses; patients;
lawyers; and, hopefully in the future,
restorative practice facilitators or
restorative justice practitioners.
Restorative practice is the social science of evidence-based peace and
community-building strategies to
repair harm(s). For a post-adverse
event process to be restorative, all
those impacted by a harm voluntarily participate in repairing or
addressing it to bring resolution.

▲▲ The Mannix children visiting James in
the hospital ▲ Newborn James

When James died, I went home
without a child. They gave me a
box. There were things in the box
that he never wore because he was
here so shortly. There was a clip of
hair, which has since disintegrated. I
knew when I first received that box,
my son was gone but I would never
forget him.
Before his funeral, I reached out to
the hospital and asked for his medical records. I just wanted whatever
had his name on it. I figured he’s not
going to have a birthday cake with
his name on it. I thought his medical records were the biggest part
of his life, I’d want that. For some
reason though, I was not getting any
response from the hospital. I offered
to donate a rocking chair, but I really
didn’t hear anything back.
Later that month, in between crying and trying to pack lunches for
my kids, I picked up a Philadelphia
magazine that I believe somebody

I called the author, who shared that
all the information he had received
was through her lawyer. I reached
out to the lawyer for her number. It’s
an amazing thing. Never in a million years would I think I’d be calling
some bigwig lawyer; let alone anyone
who was mentioned in a magazine;
I’m just a preschool teacher.
But when your child dies, the world’s
a very different place. In the raw
and early grief, nothing matters
anymore. Names, titles, they’re all
meaningless. So I picked up the
phone, and he answered directly. I
told him what I was looking for, and
he said he would reach out and see.
The mom was understandably managing her own emotions and trauma
at that time, so we were unable to
connect. We never did. In reflection, I figured my child actually
died. Hers was still here. I have
since learned through my experiences, when your child dies, you
feel like the angel of death. When
you walk in a room with parents,
especially parents whose children
either have the same condition as
yours or went through something
similar, you’re scary, almost a threat
to them. Sometimes it feels like they
want to embrace you—and this is my
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◀ The Mannix family at their first fundraiser in James’ memory benefiting The
Make-A -Wish Foundation

without him saying this isn’t the way
to heal anybody after there’s harm,
and whether that harm includes
death or not, there is healing that
can be done after medical error in
our systems. The emotional and
financial tolls of iatrogenic injury
[relating to illness caused by medical examination or treatment] and
death on our systems are heavy and
expensive.

Catholic schoolgirl perspective—as
an early penance. Like if they’re
nice to me, if they do a lot in memory of my son and in memory of
others, then their child will be okay.
It’s that they are still on the other
side of the bridge where they’re
still making deals with God, the
universe, or whatever or wherever
there may be power on their side.
The reality is every breath of your
child is a gift.
I’m over here on this side of the
bridge, I don’t have any deals to
make with anybody anymore. I
just want to cut through the crap
(excuse the vernacular) and get
to what’s actually happening in
life. The lawyer reached out again
and said he truly was sorry that he
wasn’t able to make that connection but wanted to help me. Since
people in my world were already
starting to disappear… The world
gets very small and dark, especially
in early grief after a child passes. It
is a very hard thing for anyone to
deal with. Here was somebody volunteering to talk with me, to “walk”
with me and my misery. Somebody
who would be willing to listen to
the story. Therein started a fiveyear formal relationship with a very
bigwig law firm and other lawyers
in Philadelphia and elsewhere.
Spending time with the lawyer, I
learned he lost a son as an infant as
well. And this lawyer was the first
one who described for me the best
90 I PatientSafetyJ.com I March 2020

way to help somebody else understand what it’s like to lose a child.
And it’s only a minuscule bit like it,
but it can be like losing a limb. His
living son, who also ended up arguing our case, had a son who died
as a stillbirth a year after our son
died. It was serendipitous in that I
wasn’t looking for a lawyer. Perhaps
later on I might have, I don’t know.
However, that particular lawyer
kind of popped up really from a gift
somebody left in our house for us
to look at when we had time. Crazy.
The father/son legal team were
compassionate and understanding. I don’t advocate for people to
go through a lawsuit. I advocate
actively to try every other mode
possible before going that route.
Transparent, compassionate communication is key. I’m hopeful that
our systems, both legal and medical,
will start to meaningfully engage
with restorative justice modalities
in the adverse health outcomes
discussions.
My book is called Split the Baby: One
Child’s Journey Through Medicine and
Law. The term “split the baby” was
actually argued in court regarding
what happened to James. James was
pretty much split between medicine and law. They just took him.
Medicine, specifically the pediatric
cardiology profession took him, did
what they wanted with him. Law
took him and did what they needed
to. But I’m sitting here as the mom

The AHRQ [Agency for Healthcare
Research and Quality] has introduced a process called CANDOR,
Communication and Optimal
Resolution, which has the potential
to be an effective restorative justice
modality in post-error resolution.
There’s opportunity for those who
have been harmed to speak to what
they need versus those who did the
harm coming in and saying, “This is
what you’ll need now.” Patients and
families who have been harmed as
a result of medical error should have
the opportunity to ANSWER the question, “What would help you now?”
That starts the conversation for healing. And that’s a whole lot more than
what I got, because I got nothing.
Having those who shared in the
experience of iatrogenic error meet
and share discussion in some way
post-event is better than a lawsuit. I
do want to make that clear, lawsuits
are tough. Lawsuits are also sometimes necessary.
What about the rest of James’ care
team?
He had a long list of caregivers in
his short life as a direct result of
the errors in care. There is one
for whom I have a certain level of
respect, the doctor that offered
hope for healing when I did not
realize I would need it. This double board-certified neonatologist/
pediatric cardiologist is a uniquely
compassionate person and talented
physician. Despite our wish that the
events that led us to meet had never
happened, I am grateful for the personal conversations we shared.

He is the doctor that initially A surprising proclamation by
informed us of James’ “sudden James' surgeon years later was that
and serious event.” During those "informed consent is a complete
fallacy"—that patients and their
moments he said he was sorry. He
never said what he was sorry for. family members can never truly be
informed of healthcare procedures
This was the physician that came
and
the risks that each procedure
back to check on us during the
holds.
What are your thoughts on
week of trying to repair the errors.
that?
He never provided any answers or
insights. He did offer us a human If you’re putting forth an informed
and (what I would later come to
consent process that isn’t acknowlappreciate as a) courageous expres- edging in some way that you believe
sion of empathy for the tragic
it’s a fallacy, then you’ve created
situation our newborn son was
that first hole in that Swiss cheese
unexpectedly facing.
theory, and somebody’s going to fall
through it—if a lot of your patients
At the time of filing the lawsuit, I aren’t falling through it already.
personally requested that this doc- Especially in my case where the
tor not be named as a defendant. He
informed consent process was one
had expressed sorrow and shown us
page that had three words scrawled
some kindness. He wasn’t involved
on a blank line. There was a lot of
with the lack of information before
empty space and then some signaand at consent. Nor was he a party tures at the bottom.
to the final operation that was
never consented to, yet guaranteed The informed consent process
should always be a part of your CQI
James’ death. Unfortunately, this
[continuous
quality improvement]
doctor was also victim to the lack
plan.
I
have
seen
systems improve
of informed consent the surgeon
their
informed
consent
process. I’ve
provided. Another victim to a broseen new programs, videos, digiken and inhumane system. He did
tal ways of improving this process
end up being named in the lawsuit.
be developed, tested, and impleWe were on opposite sides during mented to the benefit of patients,
the trial. However, post-verdict families, and the clinicians caring
and post-trial motions, once I guar- for them. I’m not saying that’s the
anteed that I was not seeking any final answer, but there are addiadditional legal avenues, he agreed
tional methods to improving the
to a discussion with me. We met
informed consent process. If you
privately in the lobby of a hospital are a healthcare clinician or adminand talked about what happened to
istrator that is not 100% convinced
James and what happened since.
of the process, it is your responsibility to work to improve it.
We actually ended up serving on the
same inaugural board of a nonprofit. And honestly the least of these
While we arrived there in opposing improvements is asking the patient—
it’s simple Teach-back—“What did
ways, we absolutely had a shared
mission—to save babies, and their you hear, can you tell me?” Instead
families and clinicians, from unnec- of asking, “Do you have any other
questions?” Which is what I was
essary harm and death. We were
asked before James was taken away
successful, and some new standards
from me and my husband. I didn’t
of care have been established in the
even know how to spell coarctation.
care of newborn infants as a result—
The question should be, “Can you tell
specifically the pulse ox screening
me what you just heard?” You’ll get
for critical congenital heart defects
a much better idea if this person is
that I mentioned earlier.
with you—if they’re on the same page
or if you’re in two separate rooms.

Swiss Cheese Theory?
When multiple layers
of protection are put
into place but things are
still able to fall through
the cracks.

Teach b
ac
Repeat b k?
a
you’ve h ck what
eard.
This article is published under the Creative
Commons Attribution-NonCommercial license.
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◀ The Mannix family in 2019
▼ Mannix speaking at the Society to Improve
Diagnosis in Medicine’s annual conference

A growing trend in healthcare is
to include the “patient perspective.” What advice would you give
to somebody who truly wants to
do that and not just make a token
gesture?
I would start with their biggest challenge, the toughest case. If I were a
hospital or healthcare system CEO
or VP of Quality or even a risk management professional and I actually
wanted the patient perspective, I’d
look through all of those lawsuits
and find the case that most troubles me. (And maybe it never got to
a lawsuit because as we know very
few patients and families ever are
able to get representation.) I would
look for the one (or two or three)
that would scare me the most to
pick up the phone and call and
talk to the person behind that case
number. That’s where you start.
You start where the biggest problem is. And if you’re truly afraid
to do it within your own system or
you have others who have power to
refuse, don’t start there. Seek out a
sister system, organization, or peer
in another part of your state or part
of the country who would have that
kind of a patient and family available to you to start that discussion.
The closer to home you are the better the perspective you will receive.
Finally, don’t just include the
patient “perspective.” The patient
must be included in ACTION steps.
Let’s go beyond trends and employ
a new best standard for patient care
in the 21st century: care informed
by restorative practices.

And be kind. If you’re kind,
whether it’s in the hospital
or anywhere, you’re probably doing okay.
Mannix was one of the first
members of The Walking Gallery—
Jacket #32 “Never Enough”!
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