


Welcome to the 51 issue of the ChiPPS E-Journal. This issue of our E-Journal explores topics related to
offering support in crisis or traumatic situations. Professionals and volunteers whose primary work
involves caring for children, adolescents, and families in pediatric hospice and palliative care programs
occasionally find themselves confronted with crisis or traumatic situations in the communities they serve.
How can professionals and volunteers best respond to such situations? How can they best prepare
themselves to be helpful in these encounters? This issue seeks to provide at least a beginning in
discussing these matters.

This E-Journal is produced by ChiPPS (the Children’s Project on Palliative/Hospice Services), a program
of the National Hospice and Palliative Care Organization and, in particular, by ChiPPS’s E-Journal
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Click on the “bookmark” tab on the left-hand side of the PDF document for links to the following articles.

Scott Newport

In this article, our resident poet, essayist, and father of a child who died at a young age, reports on his
participation in a training session for parent and professional teams. The young doctor who was Scott’s
teammate was challenged by having to interact with a middle-aged woman who had a severe speech
impediment that left her struggling to form the words that her mind wanted to convey. Scott reflects on the
kindness shown by this young doctor in helping to fill in the blanks in her conversation with the woman
and he links this to his hope that he “can be a person who opens a window for families when they
suddenly find themselves feeling suffocated by the diagnosis of having a child with a complex medical
condition.” What do we do when we encounter unexpected, even crisis, situations?

Mariel Nasis-Matuza, MS, RN, CPNP

The author relates the experiences of a couple who encountered severe health challenges that afflicted
their first child and caused his death before his first birthday. They only learned why this happened after
their third child was diagnosed with Alpers syndrome (Mitochondrial DNA depletion syndrome-4A) before
he, too, died. Interviews with the mother describe how difficult it was to face these incurable ilinesses in
two of their children and report efforts to create a foundation to raise money for research in this field.

Suzanne S. Toce, MD, FAAP

Dr. Toce advocates in this article for the value of applying palliative care principles when a child or
adolescent dies in an emergency department. She shows how these principles can guide care of the
child, care of the family and others involved, care after the child dies, and staff support. A list of
Resources completes this article.

Judith A. Cohen, M.D.

After noting the widespread prevalence of traumas affecting children and adolescents, Dr. Cohen
provides clinical examples and a detailed table to assist in recognizing five clusters of child and
adolescent trauma symptoms. She sets forth promising ways of responding to child and youth trauma
symptoms, both during the first month after the crisis and later on.

Kathy Davis, PhD, MSEd

While noting limitations in our current understanding of the concept of “resilience,” Dr. Davis argues that
efforts to cultivate resilience can be especially helpful in enabling children with serious illness and their
families achieve their full potential. In order to help such children and families, she then provides
guidelines grouped in four broad strategic categories that parents and health care providers can use:
facilitating supportive adult-child relationships; building a sense of self-efficacy and perceived control;
providing opportunities to strengthen adaptive skills and self-regulatory capacities; and mobilizing sources
of faith, hope, and cultural traditions.

Pamela Orren, PhD

In this article, Dr. Orren argues that: “The experience of being a caregiver for an adolescent following a
suicide attempt is often harrowing and ambiguous. The bereavement process does not end when the
patient medically stabilizes; in fact, it often continues for years as both the patient and their caregiver
enter into longer-term mental health treatment. Normative bereavement following a suicide attempt
remains unclear and varied. However, outcomes will likely be improved with increased normalization and
validation of the bereavement trajectory for both adolescent patients and their caregivers.”




Rebecca Konarz, LMSW, IMH-E

This article begins with the following statement: “In the face of tragedy, especially an unforeseen or
sudden death of a child, the first response of parents and adult caregivers is to shield their own child, or
the other children in the community, from the situation. However, the best antidote to surviving community
tragedy is honesty; both for you, as the parent or caregiver, and for the community of children involved.”
The author goes on to acknowledge that “Honesty is difficult amidst crisis,” but she offers guidelines to
“assist a community in changing a tragedy into a moment of solidarity and support, especially when it has
been a child or teen who has died.”

Anna Konstantin, MSN, CNL

Writing as someone who has worked as a bedside nurse in a pediatric intensive care unit for 11 years,
the author of this article basically encourages health care workers to own their own trauma in crisis
situations. As she writes, “if we do not start recognizing the trauma we are going through and begin
treating that trauma, we will not stay in the field and we will not stay healthy, causing those who need us
most (our patients and families) to suffer.”

Patti Anewalt, PhD, LPC, FT

This article reflects on that fact that numerous, recent, widely-publicized community tragedies have led
“many who work in hospice and palliative care to wonder how they would, or should, respond if a
traumatic event occurred in their community.” While acknowledging that these concerns are well-
intended, Dr. Anewalt offers a caution: “Just because pediatric hospice and palliative care professionals
work with dying children and their family members, does not mean they have the training, experience, or
skill set to help in situations such as suicides or mass casualties in community tragedies.” She explains
that caution by encouraging PPC professionals to manage their priorities, anticipate involvements, and
decide how best to help. Her conclusion: “What is most important for pediatric hospice and palliative care
professionals who are thinking about helping when traumatic events occur is to look at what the needs
are in each situation, as well what their expertise, experience, and availability is, to determine where the
best fit will be.”

Compiled by Ann Fitzsimons, BS, MBA

This article lists a broad range of “resources to help professionals who find themselves in a position to
care for a child or family, who is experiencing or has experienced some type of crisis or trauma—from a
suicide of a loved one or peer, to a school shooting, to a natural disaster, to some other type of personal
crisis or trauma in a family. To some families, this could include caring for, and living with, a child who has
a life-threatening iliness.”

by Diane Snyder Cowan at Hospice of the Western Reserve

by Lynn M. Snyder, LPC, ATR-BC, FT, & Melissa Lunardini, MA

from the National Center for School Crisis and Bereavement (www.SchoolCrisisCenter.org)




National Perinatal Association

This citation list is generated monthly by PedPalASCNET to collect new articles in pediatric palliative care
research. To see past citation lists and expert commentaries visit their blog. (Note: The ChiPPS E-Journal
includes this bibliography of new articles in PPC as an additional service to readers.)

ChiPPS is a program of the National Hospice and Palliative Care Organization. Learn more at
www.nhpco.org/pediatrics.

Please note that the opinions expressed by the contributors to this issue are their own and do not
necessarily reflect the views of the editors of this newsletter, ChiPPS and its E-Journal Work Group, or
NHPCO. We invite readers with differing points of view to submit comments or suggestions for possible
publication in a future issue.

Thank you for taking time to read this issue and for any feedback that you can offer us. Providing
pediatric palliative and hospice care to children, adolescents, and their family members has made great
strides in recent years, even though it is certainly not always easy and still faces many challenges and
obstacles. We wish you all the best in your good work. If you are not on our mailing list and received this
newsletter from a friend or some other source, please send an email message to CHIPPS2@NHPCO.org
requesting to be added to our mailing list. If you are a member of NHPCO, you can go to the
Communications Preferences tab in your individual member record online and “opt-in” for
communications from ChiPPS. Member Services will be happy to help you adjust your communications
preferences; contact them at 800-646-6460. Visit the ChiPPS Web page at www.nhpco.org/pediatrics for
previous issues of this E-Journal, additional materials, and other resources of interest.
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WHERE DO | START?

Scott Newport
Evan’s Father
scottandpenni@hotmail.com

Have you ever had one of those moments when you see an act of kindness that's so amazing but just
can’t figure out how to explain it? You don’t know how to start the story or how you will ever finish, but you
know the narrative must be told.

Even though I'm just a carpenter by trade, on occasion | spend time working in a pediatric I.C.U. setting
with doctors and nurses. | know it sounds crazy, but | have a son who had a syndrome and is now waiting
for me in heaven. Because of my seven years with Evan, | use that experience to mentor other families of
sick kids. Last month | spent time with first-year medical students, teaching them about the patient and
family side of medicine.

Yesterday, though, | was at a training session for parent and professional teams. The two-person teams
were either from health care organizations or state agencies that help kids with special needs. The
purpose of the all-day event was to develop stronger leadership attributes.

| didn’t know anyone there except for Dr. D’Anna Soul, a young physician who agreed to attend with me.
D’Anna and | had never spent much time together, even though we share a common mission of helping
families of terminally-ill children. Our team would be representing C.S. Mott Children’s Hospital at the
University of Michigan. Part of the prerequisite to attending this event was to identify a project we are
working on.

The project D’Anna and | are currently working on is to rename our hospice and palliative services at the
hospital to “Stepping Stones.”

The meeting started out with an ice-breaker—you know, one of those activities with the purpose of getting
folks acquainted and making people feel less nervous.

“Ok, teams,” the facilitator said. “I want you to interview someone in the room you don’t know and find out
what their likes and dislikes are. Find out what their hobbies are and when you get done, you will
introduce your new friend to the group.”

Across from D’Anna and | were two ladies. One gal had a pretty yellow dress on and the other had a
briefcase plopped in front of her.

Before | knew it, the women across from me said, “Hi Scott, my name is Linda and I'm a speech therapist
with Early On.”

While | listened to Linda’s story, Dr. D’Anna stood over in the corner and listened to the woman wearing
the yellow, flowery dress.

When it was time for the woman in the yellow dress to introduce D’Anna, it became quickly apparent that
the middle-aged woman had a severe speech impediment. (I found out later that this woman had had a
stroke and struggled to form the words her mind wanted to convey).

| immediately became nervous and felt helpless to do anything even though, in my heart, | felt | should
do something. Afraid to even look around the room, | knew everyone probably felt the same. It was like
someone had shut the windows and the room would soon be suffocated.

“‘D’Anna go—,” she fragmentally said, followed by silence.
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Each time she tried to form a sentence it was like shoveling out heavy concrete that had been previously
mixed to the perfect consistency in a wheel barrow but was now setting up, with no way to slow down the
solidification.

“‘D’Anna go—,” the woman tried again. There was more silence, then more struggling for the right words.

Within seconds D’Anna reached out and helped her new friend articulate words in a gentle voice. | don’t
think | had ever seen anything like that. With each word D’Anna spoke, filling in the blanks from the
parent’s efforts, the woman’s eyes tilted up slightly in acknowledgment. Even though she didn’'t smile her
yellow dress seemed even brighter than it had been before.

Every time the woman said, “D’Anna go—" (which seemed to be her preferred verb), D’Anna would fill in
her blanks: “D’Anna likes to read and help heal sick children.”

As soon as the two sat back down it was like a window in the room had been opened, as if a subtle
September morning breeze entered the room.

The day after, | desperately wanted to write down a reflection of that moment; to write something | could
share with D’Anna one day.

| guess maybe the deeper truth to this experience was how much | learned about D’Anna and how proud
| am she took time out of her busy schedule to attend the training. | mean, I'm just a carpenter but we
share our passion for families.

Today, | feel like | have a true partner that will never let me down. And she will surely fill in the blanks
when maybe | get jammed up and don’t know the rights words to say. All | can hope is that | can be a
person who opens a window for families when they suddenly find themselves feeling suffocated by the
diagnosis of having a child with a complex medical condition.

-HiH-




DOUBLE THE PAIN: HOPE UNLIMITED

Mariel Nasis-Matuza, MS, RN, CPNP
Palliative Care Team
St. Mary’s Hospital for Children
Bayside, NY
mnasismatuza@stmaryskids.org

There was nothing out of the ordinary on a Thursday afternoon for one kindergarten teacher who lives in
the suburbs of New York. Her three children were home from school, and our interview was interrupted as
she readied her 12- and 8-year-old boys for lacrosse practice. After the boys left with Dad, lacrosse gear
in hand, Jen and | reminisced back to 2004, when her life was anything but ordinary with the birth of their
first son, Brendan Brian. Little did they know that their third son, Liam Patrick, would provide the reason
why Brendan did not live to see his first birthday.

Jen and Mike Shanahan, a young, handsome couple, were anxiously awaiting the birth of their first child.
She was a teacher and he a member of the NY Police Department. The pregnancy progressed very well
with no complications, and Jen continued working full-time until she went into labor at 38 weeks. On
March 18, 2004, the couple was blessed with the arrival of Brendan Brian, weighing in at 6Ibs., 8oz, and
19-1/2 inches long.

The first-time parents were in awe. Brendan was perfect, with 10 fingers, 10 toes, and beautiful blue eyes.
He brought the couple so much happiness, even though he was a difficult baby from the start. Jen tried to
breast feed, but Brendan was colicky, always crying and uncomfortable. Worried Brendan would not gain

enough weight, they soon introduced formula. They changed formulas many times, from Similac Sensitive
to Alimentum and everything in between, but Brendan didn’t tolerate any formula well. “I didn’t understand
why,” Jen said. “We tried everything.”

Brendan was also constipated and frequently spit up. At this young age, he was even referred to a
pediatric gastroenterologist. But because Brendan was in the 90" percentile for height and weight, Jen
and Mike were always reassured that Brendan “is doing well,” so they kept on going.

For the first few months, the young couple went back and forth to the pediatrician. Brendan was meeting
his milestones, and besides colic and not tolerating formula well, Brendan was a good baby. But from the
start, Mom knew “something was wrong with him. Something wasn’t right.”

At 6 months of age, little brown spots appeared underneath Brendan’s armpits. Jen speculated, “I
wondered if they were bug bites.” She disinfected their apartment, but red lumps that looked like mosquito
bites continued to appear on Brendan’s arms. Curiously, there were none on his chest or anywhere else
on his body. So Jen and Mike sought the advice of a dermatologist, who recommended creams.

Despite these brown spots and the challenge with his formula, Brendan was strong for his age and
appeared to be meeting his developmental milestones on time, until he began tilting his head. The
pediatrician diagnosed torticollis, which means “twisted neck,” and recommended physical therapy.
Suddenly, Jen became more cognizant of accompanying subtle signs that were concerning to her.

For example, he was not sitting up at 6 months old, and the pediatrician said he may need early
intervention and therapy, but that this was not uncommon. Then Jen pointed out that one of his eyes
appeared to be turning in a little, like a lazy eye. “| felt he was regressing,” Jen recalled, but every time
she voiced her concerns to the pediatrician, he “blew me off,” saying “l was a new mom, | was
overreacting,” and “everything was normal.” She was told that maybe because of colic, he was
developing a little slower.

Despite these concerns, attributed by health professionals to the heightened anxiety and nervousness of




first-time parents, Brendan was a happy baby. Then, at 8 months old, Jen noticed that Brendan started
losing weight, and although his eyes were bluer than ever, his usually fair skin was now always flushed
and his cheeks were constantly rosy. He was crying more than ever before, and he “never slept.” For Jen,
this marked the time when Brendan “got sick.”

The new family moved into their first home on December 1%, 2004, and that night, Brendan wouldn’t stop
crying. He was inconsolable, arching his back with an endless shrill cry. Once again, the pediatrician
continued to minimize Mom’s concerns. After crying all day long, Jen and Mike decided to seek other
advice and set out for the Emergency Room at a local hospital. Brendan was evaluated. His vital signs
were stable, and there was no fever. Jen pointed out that his ear was very red. The health care provider
indicated that this could be a possible cause for his discomfort, prescribed Tylenol and rest, and
discharged the family home.

“But | had this terrible feeling that something was really wrong,” Jen recalled.

Mike refused the discharge, but realized their objections were futile. They decided to go to another
hospital. As they were leaving, Brendan suddenly started twitching uncontrollably on one side of his body,
most pronounced at his head and shoulder. He was immediately rushed upstairs and admitted to the
pediatric intensive care unit (PICU). Despite very strong medication and high-dose sedation, the seizures
continued and the medical team decided to intubate Brendan to stabilize him and protect his airway. A
computed tomography scan (CT scan) of the brain revealed atrophy on one side of the brain, or a
“wasting away” of the brain, similar to that of a stroke victim. Brendan remained intubated for a few more
days as the medical team continued trialing different anti-seizure medications. Each time they attempted
to extubate, Brendan began seizing again.

Brendan was then referred to the epilepsy center at New York University (NYU) Hospital. A neurosurgeon
there determined exactly where the seizures were originating on the left side of his brain, and
recommended removing that part of the brain that was causing the seizures. He explained that the right
side of Brendan’s body would be affected, but the results would not be permanent and could improve with
therapy.

This was the hope, the answer Jen and Mike prayed for. The surgery was successful, but after the long
road to recovery, Brendan did not tolerate food. Initially, it was necessary to provide his nutrition via his
veins (TPN — total parenteral nutrition). Eventually, a gastrostomy tube (GT) was surgically placed, an
external tube from the abdominal wall into the stomach, for nutrition. Feeding through the GT was not
tolerated, and Brendan underwent another procedure for a gastrojejunostomy tube (GJT), which allowed
feeds to go directly into the small intestine.

After the brain surgery, there was little seizure activity. Jen and Mike remained hopeful, but then the
seizure activity started again. Brendan was on steroids and retained water. He received numerous
transfusions and blood tests showed his liver was failing. When they realized removing part of his brain
was not the answer, Jen and Mike started asking more questions. The spots on Brendan’s arms were
biopsied. Jen and Mike scrutinized their family history. There were no genetic disorders on either side.

Brendan’s symptoms worsened. As his liver continued to fail, Jen and Mike understood Brendan needed
a new liver. They underwent testing and Mike was found to be a compatible liver donor. Arrangements
were being finalized to transfer care from NYU to Children’s Hospital of Philadelphia (CHOP) for the liver
transplant, but Brendan was already too sick.

“We knew he was declining rapidly,” Jen surrendered. Doctors exhausted all treatments. “I didn’t want to
see him go through everything... He had no DNR, so they had to resuscitate many times. Finally they told
us, even if he comes out of this, he won’t be who he was before.”

Brendan died at NYU four days before his first birthday on March 14, 2005.

Devastated, Jen and Mike did not want an autopsy. The death certificate listed “sepsis” as the cause of




death. They did, however, save his stem cells.

Just as they were coming to grips with the long road of heartache and pain ahead of them, they
discovered in April that they were expecting. Tyler was born in November 2005. From the moment they
laid eyes on Tyler, “we knew that Tyler was going to be okay. | guess it’s a parents’ intuition and sure
enough we were right. Tyler was a healthy baby and was truly a gift from above,” the Shanahan’s wrote
on their web page.

But in reality, “We didn’t know,” Jen admitted during this interview. “We still felt like he was going to get
sick. We still saw genetic doctors.” Tyler continued to thrive and develop normally. Thankfully, Tyler didn’t
suffer from colic and he never had seizures.

Soon, Tyler became a big brother as the Shanahan family was again blessed in September 2007 with the
gift of Liam Patrick. He was happy, he hit his milestones and he wasn’t colicky. Then at 7 months old, Jen
noticed his head tilting to one side and “I knew it,” she said. “Am | going crazy? Why is this happening all
over again?” She received reassurance from her doctors; they said she was “overreacting.”

Liam finally “got sick” when he was 8 months old. Jen picked him up from a nap and felt a twitch on one
side. “l knew immediately,” she declared. Once again, Jen and Mike made that all too familiar car ride to
the ER where they initially took Brendan, and he was still twitching when they arrived. Without delay, the
ER staff arranged a transfer to CHOP. Within hours, the family was airlifted from NY to Philadelphia
where they were greeted by an entire team of doctors including geneticists and neurologists. Liam
received attention immediately, and the testing on Brendan’s stored stem cells began as the team
explored the possibility of a genetic disorder.

“We were given a list of things it could be,” Jen recalled. The doctors at CHOP, with Brendan’s file in
hand, composed a list of possible diseases. Alpers was one of them (see end NOTES). Jen researched
many of the diseases, and as she read about Alpers, she remembers saying to herself, “This one is really
bad. | hope it isn’t this one.” Two weeks later, the doctors had a diagnosis: Liam had Alpers. And so did
Brendan, confirmed by the post-mortem testing of Brendan’s stem cells.

Jen already knew what the prognosis was. “I did not want Liam poked and prodded, no surgeries. It was
terrible what Brendan went through. | did not want all the experimental things for Liam. To live as normal
a life as he could, that was our goal.” Liam did not undergo the surgeries his older brother did. There were
no spinal taps, no EEGs, no biopsies, no endless blood tests, none of the invasive measures Brendan
had to endure.

Jen and Mike evaluated available options and treatments, but there were no current pharmacological
trials, no medicines to slow down the progression of the disease, no further testing. Nothing could be
done. With heavy hearts, Jen and Mike took Liam home after being in the hospital for 2-1/2 months. He
had around the clock nursing, but Jen did all of the care. “Nurses were there if | needed help,” Jen said. It
was important to Jen that Liam remained in the “comfort of his own home, with us. He slept with me
instead of in a hospital bed.” Her goals of making him comfortable and ensuring he was in the least
possible pain were met. Jen remembers, “It was very different with Brendan.” The road was tough and
frustrating because the “docs didn’t listen.” They looked at Brendan and said “this kid does not have a
genetic disorder.” He looked so “normal,” and he was growing and thriving. Jen felt they had a hard time
with Brendan’s doctors because they “weren’t reading between the lines.”

When they brought Liam home, Jen and Mike’s goal was to “get him to his first birthday,” something they
couldn’t do with Brendan. Two months later, they celebrated Liam’s First Birthday. It was a “really happy
moment” for the Shanahan family. Jen felt like he almost waited for his birthday. He was sleeping all the
time at that point. He wasn’t in pain and was very relaxed, but Jen noticed his coloring “wasn’t too good.”
As the family gathered around him, Liam opened his eyes for his birthday cake and “gave us a big smile.
We blew out the candles, and he never opened up his eyes again.” Jen’s voice is breaking as | fight back
my own tears. That was the last time he opened his eyes. Liam died in his mother’s arms in September
2008.
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Q: | asked Jen if she was able to talk to her parents or to Mike’s parents.

A: They were devastated. They didn’t’ know what to do, and we didn’t want support. We needed to make
our own decisions. Both families were supportive, even our friends, but there was nothing anyone could
do to make us feel better. | didn’t want people trying to make me feel better. | wanted to be left alone. My
husband turned to friends. | always knew when he was born... | had that gut feeling. | live with the guilt
that something wasn’t right with him.

Q: Were the medical providers supportive?

A: Absolutely. The experience was better with Liam. We were fighting with the docs with Brendan. We
wanted to go home, but they didn’t want us to go home. With Liam, we were all on the right track. The
docs and nurses at all the hospitals were on the same page with the type of treatment and care we
wanted. Communication between CHOP and the hospitals in NY was so good. It was just as painful with
Liam, and in a way, harder the second time around because | knew what to expect. But we did better by
Liam by advocating and knowing.

Q: Did you consult religious clergy?

A: No, they turned me off. There was nothing he could do to help. Mike went to the chapel and said
prayers, but | didn’t want to hear it.

Q: How did you feel when doctors could not give you an answer as to why this happened to
Brendan?

A: Angry. They didn’t read between the lines. If it didn’t fit a certain criteria, they were at a loss for words.
| felt that more could have been done... there was frustration with the doctors. [Brendan] was just a
number. He was so sick, but yet, mom and dad were “overreacting” even though he was in critical
condition every day... They didn’t have the human touch and became numb to what families are going
through.

Q: Did all of this impact your marriage? How?

A: It hugely impacted our marriage. Lots of ups and downs. After Brendan, we couldn’t be in the same
room. We couldn’t talk to each other. We handle grief so differently. We really struggled. We tried
counseling, but that was the worst thing we did. We separated for a bit because [back then,] being
together made us angrier. We still struggle. Now we accept that we grieve differently. He does his own
thing on the anniversary. He is willing to talk more than [| am]. We tried counseling but it didn’t get us
anywhere.

Q: How do you cope?

A: We still have ups and downs. We are handling it better, but it’s still a struggle. We make sure we are
not being over-protective [of our 3 children]. We are trying our best to be normal, but [it] derailed us from
our life.

Q: Tyler was almost 3 years old when Liam died. Does he remember Liam at all?

A: He remembers him healthy, and sick. He remembers nurses in the house. Sometimes, he gets angry.
He is afraid of getting sick. | asked if | should get Tyler counseling, but the docs said no. For the most
part, he is normal, but he has his moments of being angry and upset. When he gets sick, or when the
twins get sick, he is afraid something will happen.

Q: Knowing what you know today, is there anything you would have done differently with either
Brendan or Liam?
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A: Most of my regrets are with Brendan. | was desperate for him to get better. In hospitals, they go
overboard with testing and doing so much at once. He was non-expressive. He was not up and crying. He
was so lethargic, you forget that they still feel everything being done. Taking blood, spinal taps... that
poor baby. They didn’t give him anything, but he didn’t cry. | should have stood up more, and that’s what |
did with Liam. With Brendan, all procedures and surgeries... | thought he would get better. He went
through so much... Dialysis, a port blew, they couldn’t get a vein... The memories of what he went
through are terrible. You don’t want your child to be in pain. Brendan was always in pain. Liam was a
happy baby, smiling and laughing. Brendan was fighting, angry. My regret is that he went through so
much. Procedures, tests... were not necessary.

Q: What do you want people to know when faced with an incurable illness?

A: Always go with your gut. Doctors will tell you one thing, but that doesn’t mean they are right. Be the
best advocate that you can be for your child. You really need to advocate for your kid. They forget that
they are little humans. The docs don’t know your kid. You do.

Jen and Mike Shanahan were doubly blessed on November 10, 2009, when they welcomed healthy twins
into the world, a boy and a girl, Dylan and Gabriella. Conceived through pre-implantation for genetic
diagnosis (PGD) and IVF, genetic analysis before implantation ensured their children would not carry the
genetic marker for Alpers. Today, Dylan and Gabriella are active 8-year-olds with a very protective big
Brother!

Jen and Mike wanted to make sure Brendan and Liam’s legacy lived on, so they established the Brendan
and Liam Shanahan Foundation. “This is the only thing we have left of them,” Jen expressed. Their goal
is to help other families facing this devastating disease as well as raise money for funding research. After
Brendan and Liam passed, their stem cells were donated to a genetic doctor at CHOP for the research he
is doing. There is a clinical trial currently in progress. It may not be a cure, but hopefully it will slow down
the progression of the disease. Jen’s voice became bright. It “gives me hope that in the future, there will
be a cure,” she said.

“With Brendan, | felt so alone,” Jen remembers, “in a world of not knowing what to do. After Brendan
passed, we were lost, both of us. Once Liam got sick, | really started looking into other families.” She was
introduced to a family from London and they were in constant contact. Due to this connection, the
Foundation became an instrument for uniting a network of families struggling with Alpers all around the
world.

Through their Foundation, Jen and Mike became pillars of strength for so many families. They were active
in their community raising awareness by organizing fundraisers and golf outings. They connected with
families internationally, and the work they were doing was very important to so many, but Jen admits all
the grief finally took an emotional toll.

“l was so sad for the families that reached out to me. | had to stop. | needed a break. | needed a mental
break. | [couldn’t] see sadness anymore. Children dying... overwhelms me with my [own] grief... knowing
that pain. So | took a couple of years off. Even the foundation, events, golf outings... | needed a mental
break where | can get myself back. I'm at a [point] in my life where | can get back to it now. Now, I'm like
ok, 'm back. | want to help families. | want them to know they are not alone.”

Welcome Back, Jen...

The loss of one child is devastating; the loss of two children unimaginable. Yet, years later, Jen and Mike
Shanahan still struggle with the endless medical, emotional, social, and religious challenges of an
incurable illness, death and grief. They are not alone. They encourage parents to “get all options and
make the best decision for your child.” They want others to hear their story and remember their sons’
strength and courage. They want to touch families and make a difference. They want others to always
have hope.
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NOTES:

Mitochondrial DNA depletion syndrome-4A, also known as Alpers syndrome, is an autosomal recessive
disorder characterized by a clinical triad of psychomotor retardation, intractable epilepsy, and liver failure
in infants and young children. Pathologic findings include neuronal loss in the cerebral gray matter with
reactive astrocytosis and liver cirrhosis. The disorder is progressive and often leads to death from hepatic
failure or status epilepticus before age 3 years (review by Milone & Massie, 2010). (OMIM® - Online
Mendelian Inheritance in Man®, 2015).

What Is Alpers' Disease?

Alpers' disease is a rare, genetically determined disease of the brain that causes progressive
degeneration of grey matter in the cerebrum. The first sign of the disease usually begins early in life with
convulsions. Your child may or may not have shown some developmental delay prior to the onset of the
main disease symptoms, which usually occur within the first few years of life; these may initially involve a
loss of previously learnt skills and/or a sudden onset of seizures which are usually very difficult to control.
The combination of the severe epilepsy and the ongoing brain disease, which is causing the seizures,
leads to increasing loss of skills and awareness. The infant often develops some physical stiffness
(spasticity) and subtle involuntary movements especially of hands, feet, face, and head. Another
symptom includes liver problems such as jaundice and cirrhosis that can lead to liver failure. Optic
atrophy may also occur, often causing blindness. The course of the disease is usually rapid and
eventually the combination of the diseased brain and increasing physical weakness becomes too great to
sustain life, and death usually occurs within a year. Parents will be aware of the child’s increasing frailty,
and death is usually relatively peaceful and expected when the time comes. Very rarely older children and
teenagers may develop an apparently similar condition called Juvenile Alpers’ Disease, whose course
may be more protracted, over very many years. A number of individuals with Alper's disease have
mutations in the "polymerase-gama" gene, which results in the depletion of mitochondrial DNA.
Researchers suspect that Alpers' disease is sometimes misdiagnosed as childhood jaundice or liver
failure.

(Taken from http://brendanandliamsgift.com)

For more information about The Brendan and Liam Shanahan Foundation, go to
http://brendanandliamsgift.com

About the author:

Mariel Nasis-Matuza, MS, RN, CPNP, is a pediatric nurse practitioner on the Palliative Care Team at St.
Mary’s Hospital for Children in Bayside, NY. Mariel first met the Shanahan Family in 2008 as she took
care of Liam in the PICU as his nurse.
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WHEN A CHILD DIES IN THE EMERGENCY DEPARTMENT

Suzanne S. Toce, MD, FAAP
Retired Neonatologist
Gundersen Health System
La Crosse, WI
tocess@gmail.com

The dying and the death of a child/adolescent are traumatic events for all involved. While any death of a
child is traumatic, a sudden, unanticipated death causes profound distress in parents and other loved
ones and can be associated with long-lasting grief responses. Applying basic palliative care principles in
the emergency department (ED) setting that is usually focused on aggressive life-prolonging activities can
improve the outcomes (Quest 2012). This approach helps consider the child as a person and part of a
family, and supports interdisciplinary care.

Children contribute only 4% of all deaths occurring in the ED, or less than 1 per 15,000 ED visits
(O’Malley 2014). Yearly in the US, there are ~22,000 deaths in newborns and infants, and almost 19,000
in children aged 1-19 years (Friebert 2015; Murphy 2017). In this latter group, close to 58% of deaths
were from unintentional injuries, homicide, and suicide (Murphy 2017) and are more likely to present in
the out-of-hospital or ED setting. The infrequency of dying and death in the ED and stress of the situation
make this challenging for the ED staff.

Consider the challenges of this potential case:

Alisha is an 8-month-old, previously healthy girl. She was seen in urgent care the previous day
because of upper respiratory infection symptoms. Today, as her fever was gone, her parents
took her to day care as usual. Several hours later, she had rapid onset of respiratory distress
and stopped breathing. The staff started CPR and called EMS who transported Alisha to the
children’s hospital ED. Including in the accompanying information was the fact that the family
identified itself as Muslim.

Care of the child

The care in the emergency department should, as always, be child-centered, family-focused, and team

oriented (AAP 2014; Knapp 2005). In addition to any life supporting care, the child should receive basic
palliative care with attention to pain and symptom management, and psychosocial and spiritual support.
In some settings, the pediatric palliative care team may be available to assist in challenging cases. The

team should also be consulted if they have previously been involved in the child’s care as in the case of
the child with medical complexity (CMC).

While treating the child, it is important to evaluate for possible causes of injury, illness, and/or death as
indicated. ldentify situations such as possibly preventable circumstances, intentional injury, concurrent
family stress, suicide, etc., that might warrant concern. Have clear guidelines directing referral to law
enforcement or Child Protective Services such as suspicion of sudden infant death (SIDS), abuse or
maltreatment, or homicide/suicide, as well as undetermined cause of death. In any case where the cause
is unknown or of questionable origin, it is important to preserve possible evidence while caring for the
child and supporting the family. A protocol concerning gathering evidence and collaboration with law
enforcement and Child Protective Services supports preservation of forensic evidence while treating the
child and compassionately caring for the family (O’Malley 2014).

Care of the family and others involved

Identify the “family” and team. It is important that a team member clarify who will be impacted by the
death or potential death of this child. Identify parents, siblings, extended family members, decision
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makers, and others affected such as schoolmates. Determine support people in the family and
community. Determine those who might be at risk for adverse reactions and complicated grief. Ensure
that the parents know the identities and roles of care team members. Identify a care coordinator/key
contact person who will bridge and coordinate family and team member communications. Confusing or
conflicting information and lack of coordination can be major sources of family stress. The key contact
person can support the family in communicating with the child’s siblings and other family members.
She/he can also ensure that the child’s medical home and other community and hospital-based former
health care providers are informed and involved, as pertinent.

Communications. Communications should be empathetic and strategic. While these communications
are challenging and rarely taught in medical or nursing school, skills such as delivering bad news and
communicating during stressful times can and should be learned (Truog 2006; Fry 2016). Parents value
communications that are kind, compassionate, and honest (Meert 2008). A skilled professional such as a
social worker or chaplain may be an ideal person to assess the parents’ communication needs,
preferences, and preferred communication style. Communications should respect social, spiritual,
cultural, and ethnic diversity (Cochrane 2017). In cases where the parents are not fluent in English, utilize
the services of a trained medical translator. Cultural humility is a good approach in challenging cases.
Involvement by a religious or spiritual leader from that tradition may be invaluable. Start by assessing
what parents know and want to know. Clarify the facts. Support a realistic review of the event and
acknowledge family interventions on the child’s behalf. Parents will likely want to know if the injury was
preventable. Inquire about previous experiences with loss.

Ensure that information is updated periodically as appropriate. Communicate likely trajectory and
prognosis as accurately as possible, neither overly optimistic nor pessimistic. Withholding accurate
prognostic information undermines decision making and leads to distrust and feelings of betrayal.
Support hopes but do not encourage “false hopes.” Many parents express hopes such as their child won’t
suffer, they will be holding their child, their child won’t die alone, their siblings will be by their child’s side,
etc.

Reporting sudden death requires special skills (Meert 2008; O’Malley 2014). Parents expect that it is the
attending physician’s duty to notify them if the child arrives in the ED dead or dies unattended by the
parents in the ED. The attending physician should start by introducing her or himself and her or his role.
Use the child’s name. As able, choose an appropriate private setting, and support personnel such as
chaplain, social worker, child life specialist, and nurse who was holding the child when he/she died.
Prepare the parents that you will be delivering bad news. Use unambiguous language such as “dying,”
“death,” “died.” Provide basic information with plans for follow-up discussion. The physician should
address the child’s likely pain and suffering, treatments received, likely cause of death, and who was
attending or holding her/him. Parents frequently wish to view the body and hold their child. When parents
understand events leading up to and associated with the death, they may begin to feel they regain some
control and may be able to face a new life without their child. Express your condolences. Acknowledge
the loss and don’t minimize the grief. Pause frequently to respond to questions and reactions. Provide
bereavement materials, and names and contact information of staff.

Support for the family. Psychosocial, spiritual, and logistical support is the expected routine but is
challenging in this stressful environment. For the parents, it is important to provide privacy, access, and
physical contact with the child, especially during the dying process. The high-tech environment and
continued treatments make it difficult for the parents to feel connected with and physically close to their
child (Falkenburg 2016). This access may be very challenging in a busy ED where space is limited and
other patients need attention. Parents value being in the same bed and holding their child. After death,
many parents wish to wash and dress their child, aided by a nurse.

Parents should be offered attendance during treatment, including resuscitation, with the option to leave if
desired. In the case of a resuscitation of their child, the parents can see that “everything was done,”
dispel fantasy, participate in decisions to stop resuscitation thereby limiting no longer beneficial treatment,
say “good bye,” and more easily grieve. Provide anticipatory guidance as to likely actions, responses, and
outcome. The presence of a trained support person such as chaplain or social worker is key to this
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process. A hospital-wide protocol supports this process.

Decision making. Death of a child in the ED may happen when death is determined on arrival, during the
process of resuscitation, or when no longer beneficial treatments are stopped. Deciding when the
treatment is no longer beneficial is frequently challenging. Certainty of prognosis, child’s quality of life,
perceived degree of suffering, knowledge of the child/adolescent’s preferences, and the family’s religious,
spiritual, cultural, and ethnic background may all affect decisions.

The special situation of the child with medical complexity. In one study ~14% of these deaths
occurred in the ED (Guertin 2009). Ideally, the child with medical complexity will have an advance care
plan accessible in the ED specifying their goals and preferences, specifically their preferences in the
emergency setting (Wolff 2011). The plan may address such things as preferences concerning site of
death, organ and tissue donation, post mortem examination, and care of the body and rituals after death.
While not likely a legally binding document in minors, these documents usually give insight into the child
and family’s preference at the time when the document was completed. In some states, pediatric POLST
(Physician Orders for Life Sustaining Treatment) are legal. Completing this documentation of
resuscitation preferences should be considered in any case where death within the next 12 months would
not be surprising. If a CMC presents in the ED, obtain any existing advance care plan/POLST and verify
preferences especially desired site of death. Stabilize the child and attempt to organize resources to meet
the child and family’s goals.

If death is likely. Prepare the family (and the child if appropriate) for worsening prognosis. The goal is to
avoid preventable child, parent, and staff distress and suffering (O’Malley 2014). Clarify the likely
cause(s) of death. Routinely determine preferences for organ or tissue donation. There are federal
mandates about notifying the organ procurement organization that will determine eligibility for donation.
Families appreciate knowing whether the child is or is not a candidate for organ/tissue donation. Some
bereaved parents not given the option of donation feel that they were deprived of the opportunity for
something of their child to live on. Notification of the coroner/medical examiner about ED deaths is
required in almost all states. In most cases, a postmortem examination is mandated. In other cases, offer
the family the option of postmortem examination to gather more diagnostic and quality improvement
information, and to help the family determine if there are familial reproductive or health implications.
Anticipate that religious and cultural influences will influence preference for or against autopsy. Support
memory making and gathering of mementoes. An organized space to keep supplies such as a digital
camera, molds or print making equipment for hands/ feet, scissors to cut snips of hair, and blankets
facilitates this process. Assist parents in spiritual/religious/cultural rituals. If family members are present,
encourage them to hold their child during the dying process, if possible. If family presence is not possible
or desired, identify a team member who can hold the child. Parents appreciate knowing who was with
their child during this time. Determine family’s preferences for care of the body after death including
funeral or memorial, burial or cremation. Support the participation of siblings, with support of an adult, in
the memorial or funeral service. Document the family’s preferences in the medical record.

After death of a child

A coordinated approach to the child’s death should be the standard and is supported by American
Academy of Pediatrics (AAP) protocols and guidelines (AAP 2014). Written protocols for family presence
during and after resuscitation, anticipated death of a child with medical complexity, collaboration with law
enforcement, best practices for completing and documenting procedures such as death certificate, organ
donation, etc., should be included in ED policies and procedures. A hospital-wide patient death
notification policy ensures that the medical home and all health care providers who have cared for the
child are informed consistently. Resources to aid ED staff and families, such as child life, chaplaincy
social work, behavioral health, or palliative care staff should be notified and mobilized. As noted above,
medical examiner/coroner must be notified of all deaths as required by applicable law

It is important to continue to utilize child death review committees to determine preventable causes of
childhood death. Information collected at the time of each child death should be systematically reviewed
to help direct interventions to continue to decrease childhood deaths. Information on the death certificate
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should be complete and accurate.

In the case of the child arriving in the ED dead or shortly after arrival, protocols for investigation,
documentation, memory/mementoes, organ/tissue donation, and post mortem examination, and
embedded bereavement ensures consistency in the care of the child and family.

The death of a neonate in the ED or diagnosis of fetal death may be experienced differently by the family
and providers than the loss of an older child (Fry 2016). Less than 4% of neonatal deaths occur in EDs or
an outpatient setting, leaving these providers somewhat unprepared. In addition to the other supports
addressed in this article, ensure that the mother has access to follow-up medical care and support about
lactation cessation and breast milk donation. The labor and delivery department, nursery, or neonatal ICU
can often help as needed. Provide information about perinatal bereavement programs such as SHARE
and RTS. Utilize protocols for fetal death evaluation and follow up.

Bereavement support of the family. It is important that follow-up bereavement support from the care
team is embedded in the care provided in the ED. Without such support, parents, siblings, and other
survivors “are left to navigate the grief process without the support and resources that might otherwise
available in an organization with an established bereavement program.” (Walter 2016). This process
standardizes bereavement care and follow-up regardless of site, timing, or circumstance of death. A
bereavement form or checklist within the medical record documents the process (O’'Malley 2014).

Parents should be informed of expected follow-up contacts such as regular scheduled phone calls, and
letters. In-person meetings should be offered, especially if there is a postmortem examination.

Strategies to facilitate follow-up bereavement support by staff include having condolence notes in the ED
so that caregivers may complete the notes close to the time of death or at a later time and can then be
mailed out as scheduled. Completing condolence letters not only helps the family feel connection with the
personnel who cared for their child, but also helps the staff feel a sense of closure (Thrane 2012). The
bereavement checklist can facilitate coordination of bereavement efforts (O’Malley 2014).

Grief, especially after unanticipated sudden death, may overwhelm coping mechanisms. Educate family
of likely future adult and child grief responses. Children, especially siblings, often have profound and
prolong reactions to the death of a loved one. Coach parents on communication strategies to facilitate the
child’s adjustment and suggest ways that children can participate in rituals. Inform parents of likely grief
triggers and anniversary reactions (Schonfeld 2016). The chaplain, social worker, and/or child life
specialist can aid in this effort.

Mobilize family and community support. Make referrals as appropriate. Provide written information about
resources. Ensure that siblings’ schools have been informed of the death and schoolmates receive
appropriate support (Schonfeld 2016). The key contact person is well suited to this role.

Staff support. The death of a child in any healthcare setting is likely the most anxiety producing event
that physicians, nurses, and other ED and pre-hospital (i.e., emergency medical services) health care
staff will ever experience. They must, at the same time, care for a critically-ill child, coordinate with their
colleagues, and establish a supportive relationship with family members. They then may need to move on
promptly to care for their next patient. Death in this setting is frequently seen as a failure. There should be
formal, voluntary support and programs for ED staff and others experiencing distress. The process of staff
support should validate emotional responses, ensure that all voices are heard, and may lessen moral
distress. Encourage both informal debriefing and scheduled formal debriefing. A chaplain or social worker
may be an ideal staff member to coordinate the latter. It is important to recognize contributions of the staff
that helped the child and the parents. Facilitate staff attendance at funeral/memorial rituals. A closing
ritual following the death of the child shows respect for the efforts that the staff made on behalf of the
child. Below is one example (O’Malley 2014).

“I thank everyone here for their efforts to save (child’s name)’s life. Please take a moment in
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silence with me now to acknowledge our sorrow at his or her passing.... In his or her name
[touching the child if appropriate] may we each be rededicated to our work.”

In the case example mentioned near the outset of this article, because the children’s hospital had
processes and protocols supporting ED death, outcome was a good as could be expected:

While the medical team provided life-supporting treatment, the Muslim chaplain who was the
designated key contact met the family and supported them in the room with Alisha. When
severe myocarditis was confirmed and it was clear that treatments were no longer beneficial,
the parents agreed to stop life support. The parents held their daughter as she died, and bathed
and dressed her after death. The staff completed hand molds and collected a snip of her hair.
The staff reported the pertinent information to the medical examiner. The physician reviewed
with the family the requirement for an autopsy in this case of sudden death. The family declined
organ/tissue donation. Planned bereavement follow-up was reviewed with the family. Following
the departure of the family, there was a closing ritual with the staff. The staff contacted the
primary care physician, the siblings’ school, and the parent’s spiritual counselor. Later that
week, the chaplain facilitated a staff debriefing. When the physician, chaplain, and nurse saw
the family at the memorial, the parents were sad but pleased to have been able be with their
daughter during her last precious moments.

Summary

There are some key aspects make ED deaths more challenging and traumatic for the staff and the family:
1. Death in the ED is a relatively rare event often with few supporting policies and procedures, and
with little staff training, and
2. The death is frequently sudden and unanticipated leaving the survivors with little support,
overwhelmed, and unable to cope.

To ensure the best child, family and staff experience, training in communication skills and basic palliative
care should be included in ED staff education. Having protocols addressing collaboration with law
enforcement and child protective services, family and staff support, and bereavement procedures, and
documentation ensures consistent high-quality care of the child and support of the family, staff, and other
survivors.
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Introduction

Crisis situations such as natural or man-made disasters, terrorist attacks, school shootings, and other
serious events affecting schools or communities are all too common. In the aftermath of these events,
bereavement counselors often provide support for impacted youth. However, many of these youth need
help with more than grief. Counselors providing services to youth after crisis situations should be
prepared to address:

1) Immediate needs (e.g., lack of food, shelter and/or safety related to crisis; separation from family;
lack of information re: family member or peer’s injury or death)

2) Grief responses to the death of a family member or peer

3) Trauma responses to the crisis (which may be triggered by past traumatic experiences); and

4) Other significant problems (e.g., pre-existing mental health problems that were exacerbated by the
crisis; needed medication was lost during crisis evacuation, etc.)

This article focuses on supporting youth’s trauma responses after crisis situations. In these events,
virtually all youth in the school or community have had some degree of exposure to the crisis situation.
Traumas are shocking, scary, or dangerous events that involve threats to one’s own or others’ life or
physical safety. Crisis situations are potentially traumatic experiences, but they are not the only traumas
that youth experience. Trauma exposure is common with about two-thirds of all youth in the U.S.
reporting exposure to traumas such as child maltreatment (sexual, physical, emotional abuse, neglect),
domestic or community violence, accidents, and a third reporting multiple trauma experiences. Like
adults, youth respond to traumas in different ways. Some youth who experience crisis events will develop
trauma symptoms (e.g., those associated with Posttraumatic Stress Disorder, PTSD). One of the factors
that puts youth at higher risk for developing trauma symptoms after crisis situations is having a history of
previous traumas, so it is important to ask youth about their prior trauma experiences rather than
assuming that the only relevant trauma experience is the current crisis situation.

Recognizing and providing early effective intervention for youths’ trauma symptoms is critically important,
because traumatized youth are at significantly heightened risk for other serious problems such as
depression, suicidality, substance abuse, academic failure, and medical iliness. Fortunately, these
outcomes can be prevented through early recognition of trauma symptoms and provision of effective
treatment. Several highly effective treatments are currently available for treating pediatric PTSD
symptoms, and through initiatives like the SAMHSA-funded National Child Traumatic Stress Network
(www.nctsn.org) these treatments are being widely disseminated and implemented across the U.S. In
fatal crisis situations (e.g., where the youth experiences the death of a family member or peer), another
important reason for early recognition of trauma symptoms is that if these symptoms become chronic,
they may interfere with the youth’s ability to negotiate typical tasks of bereavement, a condition referred to
as childhood traumatic grief. Thus, recognizing and responding to youths’ trauma symptoms can
improve bereavement counselors’ ability to support youth and their families after crisis situations.
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Recognizing Child and Adolescent Trauma Symptoms

Trauma symptoms are grouped into five clusters: intrusion symptoms, avoidance symptoms, dissociative
symptoms, negative mood and cognitive symptoms, and arousal symptoms. These symptoms are
described briefly with clinical examples below, and in more detail in Table 1.

Intrusive symptoms include upsetting memories, images, dreams, thoughts, or reminders about the
trauma. These are often accompanied by significant psychological or physical distress. For example,
during a hurricane and subsequent flood, Rosie and her family were caught in their home as the waters
rose. As they tried to escape, her father helped all the other family members climb to the roof but then he
was unable to escape before drowning beneath the quickly rising waters. Rosie can’t stop thinking about
her father sinking beneath the waters, hearing her mother’s screams, and agonizing while seeing images
of him dying over and over. This is extremely distressing and leads to debilitating headaches.

Avoidance symptoms include attempts to avoid internal or external reminders of the trauma. For example,
Joe witnessed a shooting at his school in which his close friend was killed; Joe was hiding beneath his
desk and narrowly missed being shot himself. Joe admits that he does not like to think about these
memories; when asked about it he denies feeling scared and says, “l just don’t remember anything about
it.” He refuses to return to school. Youth who are temporarily successful at avoiding these reminders may
look like they do not have any trauma symptoms.

Dissociative symptoms include feeling dazed, unreal, or separated from others or one’s environment;
these symptoms are most prominent in the early aftermath of trauma. For example, Martin’s family
escaped a wildfire in which friends died. He says, “It feels surreal, like I'm in a bad dream but | can’t wake

up.

Negative traumatic mood and cognitions include new negative mood (e.g., sadness, anger, guilt, etc.) or
trauma-related beliefs (e.g., self-blame, loss of trust, believing the world is very dangerous, etc.). For
example, after Susanna’s mother and several other community members died in a plane crash, Susanna
becomes very angry at adults for allowing this to happen, and believes that the whole world is dangerous.

Arousal symptoms include problems with sleep, concentration, irritability, anger, and increased vigilance
and startle response. For example, three weeks after a fatal school explosion in which two children and a
teacher were killed and others severely injured, children are back to school in a new school building.
However, whenever there is a noise (e.g., school bell, someone drops something), several children start
to cry (increased vigilance to trauma reminder of a loud noise).

For diagnostic purposes, during the first month after a crisis (or other trauma exposure), these trauma
symptoms fall under the category of Acute Stress Disorder (ASD). If they persist beyond one month (or if
they only appear more than one month following trauma exposure), they fall under the category of
Posttraumatic Stress Disorder (PTSD). Self-report instruments such as the Child PTSD Symptom Scale
(CPSS, http://www.afcbt.org/materials/Downloads/CPSS-V%2003-15-17.pdf) may be useful to evaluate a
youth’s current level of trauma symptoms, but should be used in conjunction with obtaining clinical
information directly from the youth and caregiver.
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Table 1: Trauma Symptoms in Children and Adolescents (from APA, 2013)

Trauma Symptoms in Children and Adolescents

o Repetitive, intrusive, upsetting memories or
thoughts about the trauma (in young
children, may be repetitive play with trauma
themes)

e Bad dreams or nightmares about the
trauma or scary dreams without

Intrusion symptoms recognizable content

e Flashbacks or other dissociative reactions
where child feels the trauma is recurring

e Intense psychological or physiological
distress in response to trauma reminders
(reminders may be easily identifiable or
idiosyncratic)

e Trying not to think or talk about the trauma
or avoiding feelings associated with it

¢ Avoiding people, places, things, situations
or other reminders of the trauma

e Feeling in a daze, time slowing, like self or
surroundings are not real

¢ Not remembering an important aspect of
the trauma

e Persistent negative emotions (e.g.,
sadness, anger, fear, horror, guilt)

e Persistent negative beliefs about self,
others, the world (e.g., can’t trust adults;
the world is dangerous)

e Feeling detached or estranged from others

e Trouble sleeping

e Irritable behavior or angry outbursts

Arousal symptoms e Increased vigilance, increased startle

response (e.g., to loud noises)

e Problems concentrating

Avoidance symptoms

Dissociative Symptoms (especially common
soon after the trauma)

Negative trauma-related mood or beliefs:

Responding to Youth with Trauma Symptoms

In the first month after the crisis, no studies have scientifically established the effectiveness of a specific
intervention for addressing youths’ trauma symptoms. This is largely because crisis situations are chaotic
and the priorities are to reestablish safety, routines, and community cohesion, rather than to conduct
treatment research. Two promising practices are available to use for youth with trauma symptoms in the
immediate aftermath of a crisis. The first is for delivery by trained mental health providers; the second
may be delivered by bereavement counselors, educators, and others.

The Child and Family Traumatic Stress Intervention (CFTSI,
https://medicine.yale.edu/childstudy/communitypartnerships/cvtc/cftsi/) is a 4- session intervention
provided by trained mental health therapists within the first 30-45 days of initial trauma exposure. CFTSI
has been shown to successfully prevent the development of chronic PTSD symptoms following exposure
to other types of traumas but has not been tested in the month after crisis situations. CFTSI focuses on
improving communication between parents and youth about the youth’s trauma responses; and providing
specific behavioral skills for youth and parent to cope with traumatic stress reactions.

Psychological First Aid (PFA, e.g., Listen, Protect, Connect:
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https://www.ready.gov/sites/default/files/documents/files/PFA SchoolCrisis.pdf;
http://www.nctsn.org/trauma-types/natural-disasters) is a typical approach that bereavement counselors,
educators, and many other non-mental health professionals use in the first month post-crisis, particularly
when trauma therapists are not available. Common elements of PFA include validating, normalizing, and
providing education about the youth’s trauma symptoms; reestablishing safety and normal routines; and
enhancing community connections and support systems. Free online training applications are available
for learning PFA, and bereavement counselors and others are encouraged to learn and use this model for
youth with trauma symptoms early after the crisis.

After the first month, several treatments have scientific evidence of being effective (“evidence-based”) for
improving youth’s ongoing PTSD symptoms. The following evidence-based child trauma treatments have
been shown to significantly improve youth PTSD symptoms after crisis situations (e.g., CATS Consortium,
2010; Jaycox et al, 2010) and they are increasingly available across the U.S.:

Trauma-Focused Cognitive Behavioral Therapy (TF-CBT, www.tfcbt.org) is a 12-16 session trauma-and
grief-focused model provided to youth and parents in parallel individual sessions or in group format (e.g.,
in schools). All components are provided to youth and parent and include: enhancing safety; education
about trauma and grief impact; specific skill building; trauma narration and processing; and several grief-
focused components. TF-CBT effectively improves PTSD and traumatic grief symptoms as well as
depressive, anxiety, behavioral, and other symptoms. Nationally certified TF-CBT therapists can be
located at www.tfcbt.org/members.

Cognitive Behavioral Interventions for Trauma in Schools (CBITS, https://cbitsprogram.org/) is a group
treatment model for middle or elementary school youth. Youth are typically screened in the school for
trauma symptoms, and those with significant trauma symptoms participate in 10 group sessions during
the regular school day. Parents may participate in 2-3 group sessions. Components include education
about trauma impact, skills building, and trauma narration and processing (in individual breakout
sessions). CBITS effectively improves PTSD and depressive symptoms; and after a large-scale
community crisis, school-based group treatment was accessed far more than individual clinic-based
treatment.

Trauma and Grief Component Therapy for Adolescents (TGCT-A,
http://www.cebc4cw.org/program/trauma-grief-component-therapy-for-adolescents/detailed) is an
adolescent trauma and grief-focused group treatment model that may also be provided individually. Youth
are screened for trauma and grief symptoms and trained mental health counselors provide the treatment
to students in group sessions within the school or other setting. Components include trauma and grief
psychoeducation, skills building, trauma narration and processing, and grief-focused components. CGCT
significantly improves PTSD, traumatic grief, and depressive symptoms.

More information about these and other evidence-based treatments for traumatized youth is available at
the National Child Traumatic Stress Network, www.nctsn.org. This website also provides information
about how to locate local therapists trained in evidence-based trauma treatments. Bereavement
counselors who do not have such training are encouraged to refer youth with ongoing trauma symptoms
to such therapists in order to receive trauma-focused treatment.

Summary

Crisis situations are potentially traumatic for youth, and some youth will develop trauma symptoms in
response to these events. Youth who develop PTSD symptoms are at significant risk for serious long-
term mental health and medical problems that can be prevented through early identification and referral to
evidence-based trauma treatment. Bereavement counselors who offer support to impacted youth in the
aftermath of crisis situations can best help these youth by learning strategies related to: (1) asking about
youths’ prior trauma exposure; (2) identifying youths’ trauma symptoms; (3) best practices for early
responses to youths’ trauma symptoms, and (4) referring youth with ongoing trauma symptoms to
therapists who provide trauma-focused evidence-based treatments. More information about these
strategies is available at www.nctsn.org
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Introduction

The Merriam-Webster Online Dictionary defines resilience as “an ability to recover from or adjust easily to
misfortune or change” (Merriam-Webster Online, n.d.). The construct of resilience is an area of research
that is commanding attention from parents, pediatricians, psychologists, psychiatrists, teachers, and
others who care for children. Despite the growing body of research, challenges exist in achieving
uniformity in resilience research due to ambiguities in definitions and terminology, methodological
inconsistencies in studying resilience, and variability in measurements to determine if resilience exists in
an individual (Luthar et al., 2000). Certainly, focused attention on these concerns is warranted to ensure
that resiliency research is robust and meaningful. Despite these concerns, the importance of helping
children and families recognize the value of developing resiliency demands prompt attention.

All children experience stress, often beginning as early as the first day of childcare when the infant is
separated from its parents for the initial time. School, friendships, athletics, household chores, siblings,
and even parents themselves may contribute to a child’s stress. For the past 30 years, research has
suggested that the resources a child employs to cope with stress and the way that the youngster copes
may result in positive growth and development or result in psychological problems (Compas, 1987).

For children with chronic or serious iliness or injury, the effects of stress may pose greater challenges
than for healthy peers due to the potential traumatic events that are inherent in the serious iliness
experience. The National Child Traumatic Stress Network describes pediatric medical traumatic stress as
a set of psychological and physiological responses of children and their families to pain, injury, serious
illness, medical procedures, and invasive or frightening treatment experiences. Medical trauma may occur
as a response to a single or multiple medical events (Retrieved March 29, 2018; Stuber et al., 2006).

The prevalence of children with chronic illness varies widely among investigations, but is estimated that
between 10% and 20% of all children have a chronic iliness (Janse et al., 2005). Young people with
serious chronic illness are reported to experience emotional, behavioral, and psychiatric conditions more
often than their healthy peers (Knapp & Harris, 1998). However, more recent studies suggest that
resilience is common in seriously-ill children and psychiatric difficulties are not inevitable (Rutter, 2006;
Hilliard et al., 2015; Kearney et al., 2015).

Resilience is beneficial to the child with a serious illness, to their family and to the prosperity of any
society. Research suggests that some children develop resilience while others do not. In addition,
resilience in childhood has been associated with positive family functioning and resilience in parents.
Understanding how to help children with serious illness develop resiliency may help those youngsters
develop to their full potential (Center on the Developing Child, Resilience, n.d.).

Defining and Understanding Resilience: Successes and Challenges

Resilience, in and of itself, is not a new concept. A PubMed search yielded a citation for an article
published in 1948 entitled The Amazing Resilience of Children (Audric, 1948). Over 40 years ago,
researchers began to study characteristics of children who seemed to be invulnerable and who developed
positive outcomes despite difficult circumstances (Anthony, 1974). Other investigations substituted the
word “invincible” for “invulnerable,” but also found that some children flourished amid difficulty while
others did not (Werner & Smith, 1982). Another research direction focused on the observation that some
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protective factors which led to positive outcomes after adversity actually originated external to the
individual (Rutter, 1979; Garmezy et al., 1984). During the 1980s, the child, family, and community
(school, friends, etc.) were examined in an attempt to identify the protective factors in each of those
environments which promoted resilience in a child (Fleming & Ledogar, 2008).

The construct of resilience as it relates to children with chronic or life-limiting conditions is, however, a
relatively new area of focus. Broadly defined, resilience connotes the maintenance of positive adaptation
by individuals despite experiences of significant adversity. Critics of the construct of resilience cite the
ambiguities in the definition of the term, the discrepancies in methods of studying resilience, the lack of
uniformity in measuring whether or not resilience exists in an individual, and the heterogeneity of risks
and competence in those who are believed to have resilience (Luthar et al., 2000). Research on specific
diagnoses such as asthma, cancer, sickle cell disease, cystic fibrosis has resulted in resilience models for
specific disease populations (Koinis-Mitchell et al., 2004; Landolt et al., 2009; Hilliard et al., 2015).
Because of inconsistencies, however, generalizable research methodology across diagnoses has not
been developed (Hilliard et al., 2015). As a result, some researchers question whether or not it is feasible
or useful to consider resilience as a sound theoretical construct (Luthar et al., 2000).

The definition of resilience has also been inconsistent between studies. The lack of a standardized
working definition has thwarted development of usable and specific strategies to enhance development of
resilience. Resilience may be conceptualized as either a stable personal characteristic or trait compared
with adaptive behaviors or as strategies that could possibly be modified or enhanced with appropriate
interventions. Researchers have used various combinations of school attendance, intellectual capacity,
parental support, family connectedness, social competence, peer support, religiosity, coping styles,
optimism, and self-advocacy, among others (Bachanas et al., 2002; Alriksson-Schmidt et al., 2007;
Koinis-Mitchell et al., 2012; Yi-Frazier et al., 2015).

Despite the lack of a standardized definition and inconsistencies in research methodologies, resilience
itself has proven resilient to the adversity it has faced. Interest has grown in determining how to help
seriously-ill children not just cope with serious iliness, but to thrive despite living with a serious illness.
During the past three decades, the research related to resilience in children with serious illness has
intensified. Developmental and health psychologists have focused on eliminating the inconsistencies and
ambiguities related to a deeper understanding of resilience.

Ann Masten (2001) suggested that there was nothing extraordinary about a youngster’s ability to achieve
developmental milestones while surrounded by major adversity and described such abilities as “ordinary
magic.” Others in the field of pediatric psychology researched youngsters with serious illness and the
concomitant stressors, noting that many children and their family members adjusted well emotionally and
behaviorally, had good health outcomes, and went on to live healthy, happy, satisfying, and productive
lives (Hanson et al., 1987; Wallander et al., 1989; Stewart et al., 1997).

An initial step in developing resilience is to learn to cope with threats which are manageable and,
therefore, not harmful. Children have many opportunities to master manageable stress when they have
the support of trusted adults. Positive stress leads to positive coping which, in turn, opens the door for the
development of resilience. This chain promotes personal growth and enables us, over time, to cope with
life’s obstacles and hardships, both physically and mentally (Center on the Developing Child, Resilience,
n.d.).

In 2015, Hilliard and colleagues recommended a definition of resilience in the hope it would become the
foundation for future work on the topic in pediatric psychology. In a special issue of The Journal of
Pediatric Psychology (2015), the authors encouraged the field to adopt this working definition as it relates
to the development of resilience in the face of trauma of serious iliness of a child.

In the context of pediatric/health psychology, resilience is the demonstration of emotional,
behavioral, or health outcomes that match or surpass normative developmental milestones,
behavioral functioning, or emotional well-being, despite exposure to the substantial challenges of
living with and managing a medical or developmental condition.
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Despite the continuing quest to identify a strong, all-inclusive definition of resilience for use in research
and in the description of resilience, there is agreement of an association between coping and resilience.
Investigations agree that positive coping must exist in family members in order for a family unit to
achieving good family functioning and resilience. Adaptive coping strategies have been linked to persons
with resilience (Yi-Frazier et al., 2015), task-oriented coping was positively related to resilience and
emotion-oriented coping was associated with low resilience (Campbell-Sills et al., 2005). In addition,
connections have been identified between the way a parent copes and how their child copes (Luthar et
al., 2000; Rutter, 2006; Compas et al., 2012). Parent and child positive coping with a serious illness may
be predictive of resilience in family functioning (Bellin & Kovacs, 2006; Nabors et al., 2015).

Parental Coping

Child coping cannot be adequately addressed without first understanding parental coping. Connections
and associations have been identified between the way a parent and child coping strategies. In addition,
parent and child positive coping with a serious illness may be predictive of resilience in family functioning
(Nabors et al., 2015).

Both children and adults have the capability to develop or strengthen resilience at any age. Such activities
as regular physical exercise, stress-reduction practices, and programs that actively build executive
function and self-regulation skills can improve the abilities of people of all ages to cope with, adapt to, and
even prevent adversity in their lives. Parents or other caregivers can best model healthy coping behaviors
for their children when they strengthen these skills in themselves ((Center on the Developing Child,
Resilience, n.d.).

When a child is diagnosed with a serious illness, parents may not have time or energy to assess their
existing coping strategies. Rather, the new diagnosis, needs of the seriously-ill child and his or her
healthy siblings, maintaining the house, continuing to work, and other obligations may require the parent
and child to utilize existing coping strategies rather than cultivate better, more positive methods. Those
who are caring for the child and family, both personally and professionally, may be in a position to
introduce effective coping methods to parents in the interest of sharing those positive coping strategies
with their child. By addressing child and parent coping while also observing family resilience, caregivers
may develop a comprehensive picture of family strengths and needs and be better equipped to provide
the support needed by the family (Drotar, 1997).

Coping has been conceptualized as “an organizational construct used to encompass the myriad actions
individuals use to deal with stressful experiences” (Skinner et al., 2003, p. 217). Some common coping
strategies include relaxation (breathing, progressive muscle relaxation, guided imagery, meditation),
distraction from painful stimuli, support from parents and other key persons in the child’s environment,
journaling, faith, positive attitude toward illness, appropriate opportunities for child to be a decision maker,
and problem solving (Harbeck-Weber et al., 2003; Kazak et al., 2003; Blount & Loiselle, 2009).

Children’s coping effectiveness has been linked to parental coping strategies and effectiveness. Several
investigations have associated maternal coping styles with similar coping strategies in their children
(Skinner & Zimmer-Gembeck JJ, 2007; Brenning et al., 2012, Compas et al., 2014) and, more recently,
interconnectedness between father’s and children’s coping has been observed (Monti et al., 2017).
Parents’ coping may also be enhanced when they feel confidence in and support from the health care
team. Trust in the team’s ability and confidence that their child is in good hands may enhance coping in
parents and their child (Compas et al., 2012).

Parents often attempt to add on the intense nature of caring for a seriously-ill child while trying to continue
other duties associated with being the head of household. During these times, support from extended
family members may enhance family coping (Knafl et al., 2013). Grandparents, aunts and uncles, and
even older siblings can help with tasks that parents cannot accommodate while caring for their child with
a serious illness. Similarly, allowing the child with the illness to contribute to the family may also result in
the development of characteristics that can strengthen the child’s and family’s resilience. Attending school
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when possible, maintaining normal discipline practices, continuing to do household chores, and engaging
in everyday activities of childhood may support coping (Atkin & Ahmad, 2000). Additionally, a unique and
close bond may form between parent and the seriously-ill child as the parent provides care and nurturing
to the child. During this time, the parent has the opportunity to observe the child’s needs and respond to
those needs by helping the child develop coping skills (Smith et al., 2015).

In an effort to support the child with a serious illness, parents may establish positive coping strategies as
they realize the child is observing them and following their lead. These positive behaviors, initiated for the
benefit of their child, may lead to a natural continuation of positive coping which, in turn, enhances family
functioning and resilience (Nabors et al., 2016). Parents who do not become engulfed in their child’s
illness and who continue to balance the child’s needs with the needs of other family members, may be
more resilient. Maintaining flexibility, adapting to medical procedures, working on communication with
one’s spouse and significant others, and continuing daily routines are characteristics of the requisite
balance to achieve resilience (Smith et al., 2015). The single most common factor for children who
develop resilience is at least one stable and committed relationship with a supportive parent, caregiver, or
other adult (Center on the Developing Child, Resilience, n.d.).

Child Coping

A few decades ago, parents and health care providers often opted to hide the diagnosis of a serious
illness from the child in an attempt to protect the child from worry and fear. However that practice,
although borne out of kindness, proved to be a great disservice to the child. The youngster knew
something was wrong, but was unable to name it or to learn how to cope with pain, symptoms, and
changes in daily routine. Today there is much more transparency and honesty in communication with
children about their serious illness, albeit variable between families based on personal beliefs, culture,
and practice.

Some children engage in “wishful thinking” or hoping the disease will just go away. Others work to deny
the diagnosis and to avoid the stress associated with it. These practices are known as avoidance coping
and may lead to more significant psychosocial problems over time such as disengaging from activities
and the resulting lack of friendships, supports, and sense of accomplishment associated with the
activities; distress, depression, and anxiety for the child and his or her parents; and “catastrophizing” or
believing the worst outcomes are inevitable. Avoidance coping prevents positive coping from developing
and parents and health care providers should be aware of the negative potential effects of this form of
coping in order to identify methods of aiding a more effecting coping approach (Compas et al., 2012).

Effective coping is active coping in regard to medical procedures, illness-related stressors, and the
seriously ill child’s emotions. This form of coping can be best achieved when the child and family seeks
support from others, engages in distraction or relaxation strategies during procedures or stressful
situations, and redefines the iliness from a perspective of an uncontrollable stressor to one of a part of
daily life that one must cope with (Compas et al., 2012). Positive coping is also developed through
communication between the child and parent, the child and health care providers, physical touch (hand
holding, rubbing back) by the parent during medical procedures, positive self-talk (“I can do this,” “I will
finish this and then play a game with Dad,” etc.), relationship development with health care providers
leading to the child feeling comfortable asking them for assistance or information during a procedure, and
connecting (especially for teens) with other young people with similar health issues through camps, online
support groups, or other venues (Harbeck-Weber et al., 2003, Wolchik & Sandler, 2013). Positive, active
coping paves the way for resiliency and post-traumatic growth, or the growth that occurs when one
overcomes adversity.

Resilient Families

Resilience includes a variety of concepts including benefits to mental health and psychological well-being
(Bellin & Kovacs, 2006) and the ability to withstand and rebound from disruptive life challenges (Walsh,
2012), resulting in the family being stronger and more resourceful in coping efforts (Rolland & Walsh,
2006). Resilience can be viewed as a common part of human adaptation which enhances growth in
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individuals and in families (Masten, 2001).

The most successful models to boost families’ opportunities to develop resilience are those that provide
information and education on resilience and coping to all family members including the child with a
serious illness, parents, siblings, and extended family. This research is ongoing and it continues to be
refined as new information is known. Nabors and colleagues (2016) advocated for resiliency research that
examines the idea of synergy through the examination of the relationship between positive child and
family functioning in the face of adversity like that experienced by children with serious illness and their
families.

Guidelines for Developing Resilience in Children and Families

Although the research is on-going in an effort to create resiliency models, there is enough evidence now
to identify potential strategies or aspects of care that may benefit some children and families. The
following list includes some of the findings from research as well as anecdotal experiences. Individual
children and families will present with unique needs and, therefore, require specific sources of support for
developing resilience. This list is intended to offer ideas for consideration. Health care providers and
families are encouraged to use strategies that seem appropriate for their unique circumstances, discard
those that are not germane to their needs, and add strategies that have been effective in other situations.
As in all traumatic situations, the goal is to lessen the long-term effect of a traumatic experience with a
serious illness or injury while realizing that some long-term effects — positive and negative — are
unavoidable. The strategies have been grouped according the 4 broad categories suggested by Harvard
University’s Center on the Developing Child ((Center on the Developing Child, Resilience, n.d.).

1. Facilitating supportive adult-child relationships;

2. Building a sense of self-efficacy and perceived control;

3. Providing opportunities to strengthen adaptive skills and self-regulatory capacities;
4. Mobilizing sources of faith, hope, and cultural traditions.

Strategies for Developing Resilient Children with Serious lliness

1. Facilitating Supportive Adult-Child Relationships

a. Accepting and Encouraging Support from Family and Close Friends - It is often said
that it takes a village to raise a child and that is especially true if the child has a serious
illness. In addition to accepting help from one’s community, the family’s close circle of
support is often critical to effective family functioning and the development of resilience.
In addition, enabling family and close friends to have positive, helpful interactions with the
child and family may serve to strengthen relationships.

b. Social Support — Families may benefit from a wide circle of support including not only
family, but also neighbors, other parents of children with serious illness, friends, work
associates, and community members (i.e. contacts at school, places of worship, athletic
teams, activities, etc.). By developing a “team” caring for the child with serious illness and
his or her family members, family functioning may improve as parents are able to free up
time to address the needs of the child with a serious illness, siblings, one another, the
household and work. Asking for help may be difficult for some children and families but
offers to help are usually genuine. For some families, requests made on social media
may be easier. In this method, the parent may state, “Many have asked how they can
help us while we are navigating Johnny’s medical needs. The following list includes tasks
and needs that we are, currently, struggling to keep up with. Thank you, sincerely, for
your willingness to help us. It is greatly appreciated.”

c. Effective Communication — Communication is a key element in developing resilience
after trauma. In order to ensure that communication is optimally effective, it must be
ongoing and occurring amongst all key parties including the child, the parents, and the
health care team. In addition, providers should ensure that communication is
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developmentally appropriate for the individual child. The child’s teacher(s), child care
provider, developmental pediatricians, psychologists, or child life specialists may provide
assistance in general developmental principles of effective communication with a
youngster or may provide direct support in communicating with the child if there are
concomitant issues such as a learning disability, intellectual giftedness, language delay,
global developmental delay, autism, or other developmental consideration. Special
considerations include helping the child understand his or her diagnosis and treatment
plan, what to expect during procedures or hospitalization, explaining the roles of various
health care providers, helping the child recognize that his or her questions are important,
teaching the child how to ask questions, helping the child identify who can provide more
information or to whom they may go to talk about their concerns and fears.

The Other Side of Communication: Listening - Communication has not been
completed after two or more people have spoken to one another. Talking is only half of
the communication process; the other half is listening. For a child with a serious iliness to
experience positive outcomes or to become resilient, that child first needs to be heard
and understood. The youngster needs people to listen to their concerns, needs, hopes,
and ideas regarding coping. Depending on the child’s developmental stage, the child may
find it difficult to articulate their concerns and fears. Having a parent who listens to the
child, and then helps them formulate a survival plan, is critical to developing positive
coping. When children do not feel heard, they stop talking. In addition, children need
opportunities to develop their own listening skills and may benefit from listening to their
parents’ concerns. Through this process, child and parent may recognize that they share
some of the same feelings.

Provide Guidance in Positive Coping Strategies — Children, and some parents, do not
automatically know how to develop positive coping skills nor how to become a resilient
individual. Health care providers can help children and parents learn positive coping
strategies. Parents can share preexisting positive coping skills with their child. Parents
and children with serious illness have challenges in discerning the sometimes subtle
differences between being hopeful but not encouraging the child to have unobtainable
hope, while also encouraging being realistic while not overwhelming the child with too
much information. For example, encouraging a child with a serious illness to continue to
dream of being a professional football player does not promote positive coping, but
helping the child research careers such as a sports agent, color commentary sports
announcer, or a sports researcher may lead to recognizing their strengths and limitations
and developing resilience in the process. Similarly, providing information about possible
health outcomes, prematurely, may cause the youngster to be fearful, depressed, or give
up. Parents may benefit from professional support in guiding their child toward a realistic,
but positive, coping style.

Practice Discipline — All humans must learn to be accountable for their actions.
Enabling the seriously ill child to escape accountability may be one of the most
deleterious barriers to the development of resilience. Sitting in time out does not
exacerbate the child’'s symptoms. Rather, it provides the reminder that they are a
growing, developing human being and that they are capable of being responsible and
accountable. Responsible, accountable individuals are more likely to be resilient and
recover from trauma. Children, including those with serious illness, need parents and
parenting.

Allow Mistakes — It is inevitable that every child makes mistakes along the way to
adulthood. In the quest to enable the child with a serious illness to achieve optimal
growth and development, the same opportunity should be afforded to him or her. The
child should be allowed to experience positive growth when allowed to extend
himself/herself as much as possible while being educated to recognize when an activity
may constitute danger. A natural response of adults caring for children with serious
illness is to “rescue” the child before they are harmed (physically, emotionally;
psychologically). But it is a disservice to any child to rob them of the opportunity to learn
from their mistakes. Health care providers might caution parents to try to avoid becoming
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the “helicopter parent,” swooping in to rescue the child from all difficulties. Similarly,
parents of seriously-ill children should allow themselves to make mistakes in parenting
their child. Being vigilant and focused on perfection in parenting may detract from the
family’s ability to become resilient as they learn from normal missteps along the way.
Protect the Child from Too Much Information — The balance between honest
communication and protecting the child from hearing more than he or she is capable of
understanding is very important. Developmental considerations should guide the amount
of information that a child receives. For example, telling the 3-year-old, at diagnosis with
leukemia, that a relapse in the future means she will require long hospital stays is
terrifying and, at that point in time, irrelevant. Parents may need to be reminded to take
care when discussing the diagnosis and treatment around children. In the interest of
honest communication, honestly answering a child’s questions, while refraining from
additional comments, is usually a good practice. Resiliency cannot exist in the midst of
fear and confusion.

2. Building a Sense of Self-Efficacy and Perceived Control

a.

Teaching the Child Self-Advocacy Skills - Children and teens often struggle to
understand their own concerns, much less how their opinions may be perceived by
adults. Feeling that their concerns may be minimized by their ultimate health care
decision makers may negatively impact coping or the development of resilience. It may
also result in getting “stuck” in their concerns and, thus, re-traumatization throughout the
serious illness and treatment. Learn to respect their opinions, understand their needs,
and practice self-advocacy. Specific attention regarding teaching children with serious
illness to advocate for themselves may prove particularly essential for children who have
not had a voice in decision making prior to their illness or injury.

Providing Opportunities to Make Choices — Whether it is a 2-year-old choosing
between an orange or strawberries for a snack or the adolescent who is asked to assent
to an elective procedure, giving choices throughout treatment may enhance the child’s
ability to develop positive coping and resilience despite traumatic events that occur.
Staying Engaged in Activities and School — Growing up under the cloud of a serious

illness and the potential trauma associated with the diagnosis may negatively impact the
child’s social, emotional, and psychological development. In order to support positive
development, to the greatest extent possible, the child needs to be engaged in typical
activities of youth. School, sports (if possible), Girl or Boy Scouts, music classes, and
places of worship are some of the environments that may normalize the life of a child with
a serious illness. Staying engaged in established friendships and having the opportunity
to make new friends may also be critical as friends are part of the support system that
enhances coping and resiliency.

3. Providing Opportunities to Strengthen Adaptive Skills and Self-Regulatory Capacities.

a. Anticipatory Guidance — For the youngster with a serious illness, coping with painful

procedures, fear-provoking events, or bad news is difficult under the best of
circumstances. However, it is especially frightening if the child is unprepared. Providing
support for the child and parents before the event may serve to reduce negative
outcomes. Preparation might include discussion of what to expect, teaching relaxation
strategies, or engaging the child in choosing a distraction technique for an upcoming
procedure.

Practice Patience — It is inconceivable to consider any family member of a seriously ill
child not experiencing times of impatience or frustration. Those feelings are an integral
part of the experience and accepting that they will occur may enable family members to
recognize the feelings when they arise and to know how to respond. Each member of
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the family should be encouraged to anticipate that all family members are likely to have
times of heightened stress and to accept that those feelings are okay.

Relationships 101 — As family members are practicing patience, it may also be a good
time to reflect upon close relationships and repair past misunderstandings with one
another. Siblings may be jealous of one another (the child with serious illness may wish
they could do what their siblings are able to do, while siblings may resent the gifts and
attention that their brother or sister with serious illness receives). There may be little time
to focus on marriage and these relationships may be put on the back burner as more
immediate issues demand attention. Health care providers can encourage families to
plan positive, fun family activities that include the entire family with a focus on enjoying
the time together, whether it is a preferred activity or simply a family meal at the hospital.
Sharing activities as a couple is important for parents and getting away for some “down”
time is imperative for the single mom or dad. Similarly, parents can schedule special one-
on-one time with the child’s siblings to ensure that brothers and sisters are aware of their
importance in the family.

Balancing Life — Balanced coping (Cohen, 1999) describes a place where the family can
see themselves not as a victim to an iliness, but as having the ability to influence the
illness, its process, course, and outcomes. Maintaining balance in life can prevent the
family from focusing entirely on the illness and, thus, prevents the iliness from becoming
the central theme of the family. As a result, family functioning and resilience is more likely
to be strengthened when the illness “knows its place”.

Practice Relaxation — Children with serious illness and their parents are drawn in by
stress and negative thoughts because of what is occurring in their daily lives. In order to
counteract those feelings and thoughts, family members must consciously practice
positivity. Laying the foundation for practicing positivity is enhanced by physical relaxation
strategies. Some options include breathing for relaxation, progressive muscle relaxation,
Tai Chi, yoga, guided imagery, self-hypnosis, and mindfulness. Each of these strategies
may improve positive coping and enhance resilience.

4. Mobilizing Sources of Faith, Hope, and Cultural Traditions.

a.

Individual or Family Support Groups — It may be helpful to have opportunities to talk
with others who have experiences and challenges similar to our own. Support groups
provide a mechanism for persons with similar experiences to connect. Such groups may
exist through the child’s medical treatment facility, in the community, or online. The
medical social worker can help identify groups that are appropriate for a child or family’s
circumstances. In addition to groups, individualized counseling may also be beneficial.
Religion or Faith-Based Organizations/Groups — Religious coping has been identified
as a source of support for some individuals and families who have experienced trauma.
Most hospitals provide chaplaincy services or pastoral care departments within the
institution. Others encourage visits from the individual’s faith leader. Health care
providers may also connect patients and families with leaders from their faith community
or provide information on locations for reflection, prayer, or religious services on site.
Maintain Hopefulness — Both sides of the coin — realism and hopefulness — have a
place in the trauma associated with serious illness in a child. Being realistic may
sometimes be painful. For some families, adding a dose of hopefulness may be what is
needed. Hopefulness always is appropriate, regardless of the child’s health situation.
What one hopes for may require frequent assessment and modification, adjusting one’s
hopes upward or downward, as indicated. When parents express hopefulness, children
learn to maintain hope, too.

. Maintain Realism — Balancing hopefulness and realism sometimes requires alertness

and diligence. It is not helpful to ignore either concept and the child will not be benefitted
by an over emphasis of either. Older children and parents can employ realism by learning
about the iliness, recognizing possible limitations, and they can then employ hopefulness
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by using that knowledge to inform positive coping. Even younger children may begin to
develop a healthy understanding of the realism of their iliness while remaining hopeful for
positive parts of the experience. With realism comes the ability to move toward
acceptance and with acceptance, the child and family becomes more resilient.

e. Emphasize the Good - It is typical for humans to remember the negative occurrences in
life more readily than the routine or good events they have experienced. In order to
ensure that a child with serious illness has the opportunity to recognize the good in their
lives and to frame their experiences in a positive light, adults may provide concrete
examples of the positives that surround them. A beautiful sunset, the card sent by an old
friend, or not having a needle stick at clinic today are all examples of positivity that may
help a child reframe his or her experiences. A child with positive images of his or her life
is better equipped to develop positive coping skills leading to a strong, resilient child.

Conclusion

Research in the development of resilience after trauma is a growing area of inquiry which has provided
guidance regarding strategies to enhance positive coping and resilience. Children with serious health
conditions need support to learn positive coping skills which may enhance the development of resilience
leading to positive outcomes. Parents have a significant responsibility to act as their child’s teacher of
positive coping strategies and as their guide in developing resilience. Similarly, health care providers are
uniquely positioned to observe parents’ coping and assist them in strengthening their coping skills so they
are better equipped to help their child.

A uniform definition of resilience in serious childhood iliness and study methodology that can be
standardized across diagnostic categories is requisite to ensure research results which can be
generalized. Future research directions may include evaluation of the strategies recommended here to
determine those which are most closely associated with the development of child, parent, and family
resilience.

The advantages of developing resilience in children with serious illness are significant for the child, their
family, and society. This article provides suggestions for specific strategies that may enhance
development of resilience.
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A topic that is not often associated with traditional bereavement is that of the grief process for caregivers
following an adolescent suicide attempt. Recent data from the Center for Disease Control (CDC, 2015)
indicates that suicide is now the third leading cause of death among individuals between the ages of 10
and 14 and the second leading cause of death among individuals between the ages of 15 and 34 (NIMH,
2017). The American Foundation for Suicide Prevention (AFSP, 2018) postulates that for every
completed suicide attempt, there are 25 suicide attempts. Additional research indicates that adolescents
are within a high risk category for suicide attempts (NIMH, 2017).

The bereavement process for the friends and families of the identified patient is varied. Themes of
shame, guilt, and even anger are quite common. This article will address common themes of
bereavement for a broadly-defined category of caregivers—which may include both family members and
friends. Guidance regarding coping skills and support will also be addressed. While the research shows
that suicide attempts amongst children ages 10-14 is dramatically on the rise and needs to be addressed,
this article will focus on suicide attempts amongst the adolescent (12-17) population.

Providing medical care to hospitalized pediatric patients can often be challenging and emotionally
overwhelming. A recent study reviewed acute stress responses and symptoms of post-traumatic stress
disorder among healthcare professionals who care for injured and critically unwell patients and concluded
that there is a “hidden, untreated burden” of stress symptoms among frontline healthcare providers
(Naumann et al., 2017). This article will address care of parents or guardians after an adolescent suicide
attempt. However, there are many other individuals, such as medical professionals or teachers
(particularly if they are parents themselves) who warrant extra care and attention as they too navigate
through this process.

The process of caregiver stress and bereavement after a suicide attempt often begins earlier when a
patient is brought to an Emergency Department or admitted to a hospital for medical care. It typically
begins when an adolescent indicates to a friend or caregiver that he or she has made an attempt to end
his or her life. Initial feelings of fear and panic are common while awaiting medical attention. Once
medical treatment has been obtained, sentiments of anger, frustration, and blame are common responses
from caregivers. Caregivers often report feeling as if they were “on autopilot” or that the process of
learning about the attempt and obtaining initial medical care was “surreal.” These initial and almost
universal emotional reactions from caregivers are likely indicators of acute stress. During this acute
phase, it is crucial to provide information regarding the patient’s medical status to the caregiver and to
offer additional emotional support. The stigma of mental health care, and particularly of suicide attempts,
often precludes caregivers from contacting their own support systems at the time of acute stress.
However caregivers should be encouraged to seek their own support systems as they provide care for
their child.

Approaching an adolescent following a suicide attempt may be exceedingly difficult for all caregivers.
Engagement with the child or adolescent patient can prove challenging, as these patients often suffer
from a depressive process and may struggle with social engagement. During interactions with the
adolescent, it is critical to not portray a sense of judgment or blame. Patients often describe feeling
“embarrassed” or “shameful” following a suicide attempt and the goal is to offer support and comfort. A
sense of hopelessness is often pervasive within patients post suicide attempt. One can normalize the
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sentiments of shame and hopelessness, but the true work for the treating medical team and the caregiver
lies in comprehending the underlying emotions that led the patient to attempt suicide. Some caregivers
are quick to engage patients in conversations or activities to “cheer them up.” This should be avoided, as
patients have previously described these well-intended attempts at engagement as belittling or minimizing
of their experience. Diligence should be paid to joining these patients where they are in the process and
for mirroring their emotions.

It is within this phase of the treatment trajectory that caregivers often describe their own conscious
experience with bereavement. Emotional processes such as sorrow, shame, guilt, and anger amongst
caregivers is common and can best be understood within the context of bereavement. These emotional
states are not universal, nor do they tend to follow a linear pattern for caregivers—many may experience
one emotional state only to find themselves at that same state days or weeks later. Reflection on who the
child was when they were younger or favorite memories of the adolescent often produce a sense of
comfort, though extreme sadness regarding the perceived “loss” of that individual may occur. The shame
that is associated with an adolescent suicide attempt may paralyze parents from disclosing the event to
their own loved ones, rending the caregiver without a support system. Caregivers often quickly blame
themselves for not being able to stop the suicide attempt or for not “paying enough attention” to the child.
Anger is also frequently experienced by parents and, at times, engagement between the child and parent
during medical hospitalization may be contraindicated. A unique, yet prevailing, paradigm that exists
occurs when caregivers attempt to shield the child from their own emotional reactions and experiences—
fearing infliction of additional stress upon the adolescent.

It is essential that caregivers are provided with the physical and emotional space to cope with their own
reactions to an adolescent suicide attempt. The subtle messages that caregivers receive throughout the
immediate aftermath of a suicide attempt are typically misinterpreted. Caregivers may interpret and
internalize thoughts such as “I need to be strong” or “I can’t let my child see how much | am hurting right
now.” Caregivers must be encouraged by others to express their own emotions and to engage in their
own adaptive manners of coping. Frequent breaks from the hospital setting are encouraged. Many find
that a return to their typical routine brings not only predictability and consistency but also a sense of
content. Increased interpersonal social support and even more traditional mental health care services
may lead to improved late outcomes in regards to overall caregiver physical and mental health.

TABLE 1: Guidelines for Caregivers following an adolescent suicide attempt

Acute Phase: Treatment Phase: Stabilization Phase:

Seek information about the
patient’s ongoing medical
status.

Provide ongoing support to
patient free of judgment or
blame.

Work with patient to increase
communication and plans to
ensure safety.

Explore own support systems

Attempt to comprehend the

Engage in ongoing mental

and family/friends. underlying emotional states of health care.
the patient that led to suicide

attempt.

Continued self-care and
engagement in coping sKills.

Evaluate and engage in healthy, | Prioritize self-care.

adaptive coping skills.

The experience of being a caregiver for an adolescent following a suicide attempt is often harrowing and
ambiguous. The bereavement process does not end when the patient medically stabilizes; in fact, it often
continues for years as both the patient and their caregiver enter into longer-term mental health treatment.
Normative bereavement following a suicide attempt remains unclear and varied. However, outcomes will
likely be improved with increased normalization and validation of the bereavement trajectory for both
adolescent patients and their caregivers.
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HOW HONESTY HEALS A COMMUNITY CRISIS

Rebecca Konarz, LMSW, IMH-E
Willow of Wonder Child and Family Therapy PLLC
konarzb@att.net

In the face of tragedy, especially an unforeseen or sudden death of a child, the first response of parents
and adult caregivers is to shield their own child, or the other children in the community, from the situation.
However, the best antidote to surviving community tragedy is honesty; both for you, as the parent or
caregiver, and for the community of children involved. Honesty is difficult amidst crisis, but the following
guidelines should assist a community in changing a tragedy into a moment of solidarity and support,
especially when there has been a child or teen that has died.

In 2018, Merriam-Webster Dictionary defines community as a unified body of individuals. Unification is an
important goal following community calamity, beginning with the family of the child who has died. While
social media has taken on the role of making life-changing announcements to the world, help keep the
information localized and at the discretion of the family. Find a point person for the family, or a close
friend with whom the family has entrusted, for communicating information surrounding the death, as well
as for meeting the needs of the family.

Once the family has made a statement, or appropriate information has been announced from a reliable
source, community members can begin sharing the news with their own families. As an adult, ask yourself
what emotions have surged inside of you upon hearing this news; how has this impacted your view of
your own children or grandchildren; how may this affect your child positively or negatively; and what is the
most important aspect of your coping you want to share with your child.

A father once shared tearfully, “While | never knew this little boy, nor did our son, they both had blonde
hair, they loved trains and baseball, and they loved the Detroit Tigers.” These similarities of our children
to the deceased can cause an outburst of emotion in us, as parents and caregivers. These intense
emotions may be both a surprise to the adult, and may even be so intense and out of character, that the
intense emotions alone can cause a young child to be distraught. While sharing your emotions daily with
your child is best, sometimes amid crisis, adults need to process with other adults or spouses, ask
themselves the above questions, and then formulate a support team and plan to begin engaging their
children in a conversation regarding the death. Being honest with ourselves, whole-heartedly, and
processing it accordingly, will make the conversation with our children sincere.

Most can vouch that a main goal in parenting, which is instinctual in nature, is to protect our sons and
daughters, but the most important lessons in life are learned through personal experience. This leads us
to the most difficult part of a child’s death—sharing this death with the innocent heart of our own child.
This task is emotionally exhausting, yet it builds a true sense of safety between a child and parent, as well
as an everlasting trust. In having prepared this conversation in advance, you will build your confidence to
broach the subject justly. Give your child the basic information; cause of death if known, any
circumstances leading up to the death (i.e., chronic illness, unsafe living environment, mental iliness,
etc.), and how it directly affects your family. You can end by asking if your child needs more information,
needs time to process the information shared, or has any questions. Young children typically honestly ask
if they have questions, while older children and teenagers may seek the comfort of their older siblings or
peers.

In more sudden or tragic deaths, sometimes honesty means using discernment within your own family
belief system. For example, if the death was by suicide, yet the family does not want this information
shared publically, your judgement as a parent is then at the forefront. Professionally, it is in the best
interest of your child to hear this devastating news from you, in a protected environment, rather than at
school. Children who were not privy to the truth from their parents may internalize the death and create
their own ending to the story, which may or may not include falsifying information. In the case of a
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homicide, it is important to mention that the child died from being very, very, very seriously hurt caused by
a person who was not able to make healthy, safe choices. You know your child best, and you know their
peers, so every parent has to decide what is best for their child’s needs. At the end of the storm, truth
does prevail many times. Your integrity creates a moral compass. Honesty builds trust, and trust builds
strong relationship bonds, another important mission of parenting.

In terms of deepening these conversations and opening the doors of communication with your child, here
are three engaging statements that can be used with a child of any age in the midst of a family crisis: (1)
Tell me your biggest worry since this has happened; (2) Help me understand what you need from me or
other adults right now; (3) Draw or write the hardest part of this journey. These statements provide
opportunity for genuine, albeit difficult, conversations with your child. While each child’s temperament is
unique, young children deserve to know as well. They may have nothing to add, yet | know many four
year olds that have offered candid wisdom to healing adults. Lastly, it is important to remember that as
parents and caregivers, we will not always know why, and it is perfectly healthy to tell your child, “I cannot
tell you why this happened; we do not know the answer, but | can assure you we will do everything we
can to support you and help you through this.”

As a school professional, use your discretion at reaching out to the family of the deceased child. School
environments are vastly different from district to district. Some districts have policies in place, while others
seek out the family directly in a home visit. In either case, be sure to connect with the family point person
who can ensure that the best interests of the family and siblings are at the forefront. As the parent of the
deceased, some families have written a statement regarding the death, including the type of death,
surrounding circumstances, and the need for privacy. Again, while social media has created a space for
delivery of news, always leave this to the discretion of the family. Only they will know what is in their
family’s best interest.

Furthermore, adequate support for the school staff is absolutely necessary to meet the entire school
community’s needs. From the custodian to the principal, no one can determine the role a school staff
member may have played in the life of the child who died and no staff should be excluded. Teachers, who
are willing and able, should encourage their students who were peers to the deceased child to write cards
of hope, a funny memory of how the deceased child made the student laugh, or short stories about
something kind the deceased child did for them. Be sure a school staff reads over these cards for
appropriateness prior to handing them over to the family.

By being authentic with our children in face of calamity, trust between a child and parent/caregiver grows
and thrives. Honesty is difficult in these tragedies, but at the end of life’s most challenging journeys, unity
and honesty will almost always calm even the harshest storms.
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CRISIS AND HEALTH CARE WORKERS: WHAT WE SHOULD CONSIDER

Anna Konstantin, MSN, CNL
UCSF Benioff Children's Hospital Oakland
Oakland, CA
akonstantin@mail.cho.org

| recently read an article on how to deal with crisis called, “Coping with Crisis: Five Tips for Looking after
Yourself in the Aftermath of Adversity” (Joseph, 2013). It discussed all the things that could be considered
a crisis. The definition was broad enough that you could conclude a crisis is anything that causes a major
negative disruption of your life, including but not limited to the death of a loved one, divorce, an accident
or disaster, or the diagnosis of an illness. The article gave great advice on how to handle overwhelming
feelings. First, make sure you are physically safe; if you are not, get to a safe place. Next, call for help or
get the help you need (this may be medical, legal, or psychological). Next, plan physical activity. Finally,
make sure you are eating well and getting plenty of sleep: many times during a traumatic event or time in
our life we forget to take care of our basics.

The article eloquently points this out and offers great advice, but it got me thinking: | know many nurses
and health care professionals who are over- or underweight, who frequently go without sleep, who do not
exercise or plan any time for physical activity, who have their own health issues that they aren’t taking
care of, and who work in unsafe conditions. | work and have worked in a pediatric intensive care unit for
11 years as a bedside nurse. | have seen more trauma then | can recall. | have watched parents hold
their babies while they take their last breath. | have held a child while he has taken his last breath. | have
held the hand of a teenager who was beaten and sodomized. Yet | leave work and head home or to the
grocery store as if | had spent the day balancing an accounting sheet. But the next day, | can’t seem to
find the energy to get out of bed. | open a bag of chips because making lunch just seems too difficult. | tell
myself | just need some sleep, but 12 hours in bed asleep give me no relief. | only work four days a week;
why am | so tired? Why can’t | muster the energy to attend my sister’s birthday party? Why does paying
my bills feel so overwhelming? What is wrong with me?

It finally dawned on me that although the child who died wasn’t mine, the trauma is. Working in a
traumatic environment and watching those around you go through unbelievable and occasionally
nonsurvivable trauma is traumatic. Yes, it is a job, but | am human. My feelings, my body, and my soul
are changed in unmeasurable ways.

Many health care workers must not realize the trauma they themselves are experiencing. It is obvious in
how little we take care of ourselves. The five basic items listed above were the focus of Joseph’s article,
but these seemingly simple things are frequently overlooked by health care providers. We push our
feelings aside. We eat our feelings. We lay on the couch for hours attempting to disconnect from our
minds by binge-watching Netflix. We ignore our bills, our families, our lives. I'm just tired from work, | say.
It's just a cold, | say. I'll make my doctor’s appointment next week, | say. Instead, | find myself angry at
work, angry at home, angry at my husband, and angry at my kids. | quit my job, | move to a different unit,
and I'm still angry, still unhappy, and still restless. | can’t lose weight or pay the bills. | cry when | burn
dinner, | yell when I'm stuck in traffic. | can’t remember the last time | took a deep breath or didn’t pass
out on the couch from exhaustion.

But what if things could be different? What if | tried to take care of myself as if it was my traumatic event?
What if first | made sure | worked in a safe environment and went home to a safe place? Next, | could
make and keep the appointment with my doctor, the appointment with my tax guy, and the appointment
with my therapist. What if | planned a weekly walk with friends and didn’t cancel, or took the stairs instead
of the elevator? Can | take the time to plan healthy meals and snacks or recruit help to do this? Can |
journal before bed and actually fall asleep peacefully, not on the couch as | binge-watch Netflix? Instead
of burning out in 10 years, can | take care of myself so that | may take care of those who need me?
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| don’t think the answer is yes for everyone. Nurses burn out at a dramatically high rate. According to
Vahey, Atiken, Sloan, Clarke, and Vargas (2004), more than one-third of nurses intended to leave their
positions within the next year. According to Zimmerman (2017), 7 out of 10 nurses burn out of their jobs.
Many factors have been cited in articles relating to burnout; therefore, | cannot conclude that every
person can and will stay in the health care field and remain healthy mentally, physically, and emotionally.
| do know if we do not start recognizing the trauma we are going through and begin treating that trauma,
we will not stay in the field and we will not stay healthy, causing those who need us most (our patients
and families) to suffer.
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THINKING ABOUT HELPING WHEN TRAUMATIC EVENTS OCCUR

Patti Anewalt, PhD, LPC, FT
Director, Pathways Center for Grief & Loss
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www.pathwaysthroughgrief.org

Jumping into Traumatic Events: A Caution

The fall of 2017 saw an unprecedented number of community disasters between hurricanes, wildfires,
and the Las Vegas shooting. This caused many who work in hospice and palliative care to wonder how
they would, or should, respond if a traumatic event occurred in their community. Yet just because
pediatric hospice and palliative care professionals work with dying children and their family members,
does not mean they have the training, experience, or skill set to help in situations such as suicides or
mass casualties in community tragedies. One actually has very little to do with the other.

Traumatic sights, sounds, and experiences are an inherent part of community tragedies. Working with the
community, as well as with the first responders who are frequently exposed to these traumatic
experiences, takes specific training and experience. This is why, after the Las Vegas shooting in October
2017, when the Association for Death Education & Counseling put out a Call to Action, it specified the
need was for licensed therapists with 5 or more years of experience with violent traumatic death.

As tragic and difficult as it is to be present with a family whose child is dying of cancer, for example, that
involves a natural death. This is what pediatric hospice and palliative care staff helps families face
regularly. Losing a child in a school shooting, a school bus accident, or a terrorist incident is very different
because someone else caused their child to die. There may be aspects that could have been done
differently that might have changed the outcome, details are far more public rather than private, many
more people are affected, and the trajectory for healing can be even longer than it is for a parent whose
child died from a natural death.

Managing Priorities

Another consideration is the fact that the first priority in all pediatric hospice and palliative programs is
managing the needs of the patients and families they serve. When a community tragedy occurs, if some
staff were to reach out and offer assistance by responding on scene, this means they would not be
available to meet the needs of the patients and families they had been serving. And in many cases with
community tragedy, if you do respond, you may continue to be needed beyond the initial engagement. Do
you have that kind of availability and back up? Many hospice and palliative care programs do not have
that kind of staffing flexibility.

Another fact to be aware of is that when a community tragedy occurs, there is so much media attention
on the situation that patients and families who are currently enrolled in pediatric hospice or palliative care
programs and who do have needs can feel disenfranchised and be apologetic when they express their
needs. So hospice and palliative care professionals need to be particularly sensitive to this possibility at
times of community tragedy. By paying close attention to the needs of parents and family members who
are currently enrolled in their programs, care providers can reassure the patients and families whom they
serve that their needs continue to be their priority. They can ensure that those needs are just as important
as they always were and continue to be so.

Anticipating Involvements

Hospice and palliative care programs that want to play a role when community tragedies occur need to
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prepare for such involvements by developing relationships with the local stakeholders that are already
actively involved in community crises. The American Red Cross, Emergency Management and Critical
Incident Stress Management (CISM) Teams, Disaster Crisis Outreach & Referral Teams (DCORT),
Victims’ Advocates, Medical Reserve Corps (MRC), The Salvation Army, and local hospitals are some of
the organizations to develop relationships with. All of these are already existing organizations with teams
of individuals who are trained and respond regularly to community crises. They are the first ones to be
involved or to appear on the scene, in addition to dispatch and fire, police, and emergency responders.

In Las Vegas after the shootings in October 2017, Nathan Adelson Hospice’s chaplain department
reached out to one of the local hospitals who were overloaded with patients. They offered to provide
some coverage for a few days because the hospital’s chaplains worked overtime in the days that followed
the shooting. In so doing, they offer an example where collaboration worked well because the hospice
already had a good working relationship with the local hospital. On the other hand, in Chattanooga
Tennessee in 2016 there was a horrific school bus accident where six children died and 23 were
hospitalized with six in critical condition. The local Red Cross Disaster Mental Health Team coordinated
the crisis response and although a local counseling agency also responded on scene, those counselors
were frustrated to find they weren’'t needed because of the Red Cross involvement. As a result of that,
going forward, those local counselors started meeting monthly with the Red Cross. Their hope was to
better understand the Red Cross system with the goal of improved collaboration in the future.

How Best to Help

Another aspect for pediatric hospice and palliative care professionals to consider is where they might be
most needed. When a local tragedy occurs, many tend to think of the immediate response on the day of
the crisis. In reality, the mental health fallout from community tragedies only becomes evident in the
weeks that follow the actual incident. Providing some education in the form of written materials or local TV
spots, for example, about grief, loss and trauma, might be something you as a hospice and palliative care
provider could offer. This could be in collaboration with the other organizations that are active in your
community who are offering education and support in the weeks that follow after a community tragedy.

Perhaps you already offer grief support groups for parents in your program or in the community who are
grieving the death of a child. If so, you might consider adding a group specifically for the parents and
family members who had a child die in a situation like a mass casualty resulting from a school shooting in
your community. Of course, it would be important to consider when it would be best to offer such a
service. Very likely, given the horrific circumstances and public nature of the incident, parents and other
family members would not be ready to engage with your services for months, not weeks, after the tragic
event.

Conclusion
What is most important for pediatric hospice and palliative care professionals who are thinking about

helping when traumatic events occur is to look at what the needs are in each situation, as well what their
expertise, experience, and availability is, to determine where the best fit will be.

-HiH-
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RESOURCES FOR PROVIDING SUPPORT FOR CHILDREN AND FAMILIES

EXPERIENCING OR GRIEVING FROM CRISIS OR TRAUMA

Compiled by Ann Fitzsimons, BS, MBA
Executive Director of here4U, Inc.
Ann@here4U.net

The following websites are offered as additional resources to help professionals who find themselves in a
position to care for a child or family, who is experiencing or has experienced some type of crisis or
trauma—from a suicide of a loved one or peer, to a school shooting, to a natural disaster, to some other
type of personal crisis or trauma in a family. To some families, this could include caring for, and living
with, a child who has a life-threatening illness. While some of these resources are geared more to school
teachers/administrators, the supportive care advice offered has relevance for professionals and families
practicing and living in the hospice and palliative care world.

CRISIS HOTLINE NUMBERS

National Suicide Prevention Lifeline 1-800-273-8255
Suicide Hotline 1-800-Suicide

Depression & Crisis Hotline 1-800-784-2433
The National Institute for Trauma and Loss in Children  1-877-306-5256
Families Anonymous (Addiction/Recovery) 1-800-736-9805
Al-Anon Family Groups (Addiction/Recovery) 1-888-425-2666
Post Partum Depression 1-800-944-4773

SCHOOL-RELATED CRISES/TRAUMA/GRIEF

Coalition to Support Grieving Students (https://grievingstudents.orqg/)

This Coalition is a collaboration of some of the leading professional organizations in school education and
administration whose purpose it is to create and share a set of industry-endorsed resources that will
empower American school communities in the ongoing support of grieving students.

Their website provides video and downloadable grief support modules for school personnel on topics like:

Talking with Grieving Children

Providing Support Over Time

Peer Support of Grieving Children

Developmental & Cultural Considerations of Grieving/Bereaved Families

Practical Considerations

Reactions and Triggers

Professional Preparation & Self-Care

Crisis and Special Circumstances (e.g., death in a school community, suicide, commemoration
and memorialization, and support for students with life-limiting conditions

The website also has a Compendium of mini articles on these topics at the following link:
https://grievingstudents.org/wp-content/uploads/2016/11/mini-articles.pdf

National Center for School Crisis and Bereavement (www.schoolcrisiscenter.orq)

The NCSCB offers free educational materials for school professionals and communities preparing for or
responding to crisis events. They also offer expert consultation and training, as well as the following
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resources/guides, many which can be downloaded from their website:
e Guide: Grief Over the Holidays
e Guide: Student Commemoration

- Recommended guidelines for schools on commemoration of students at graduation

Book: How to Prepare for and Respond to a Crisis

Book: The Grieving Student: A Teacher’s Guide

Teacher Training Modules geared toward school professionals supporting grieving students

Line-of-Duty Deaths: Police & Military

- Provides guidelines for supporting children and family survivors of line-of-duty deaths

e Clinical Guidelines: Bereavement
- Aclinical report offering practical suggestions for pediatricians and other child healthcare

providers on how to support grieving children and families

e Clinical Guidelines: Support After Disaster

- Aclinical report offering practical suggestions on how to talk with grieving children about
disaster to help them better understand what has happened

e Guidelines for Schools Responding to a Death by Suicide

- Guidelines designed to help school administrators, teachers, and crisis team members
respond to the needs of students and staff after a suicide has impacted the school
environment, as well as when an individual student’s life may be impacted by a suicide within
the family

Psychological First Aid for Children, Parents, and Other Caregivers After Natural Disasters

- This Guide provides practical advice for parents and other caregivers on the three steps of
psychological first aid to help children cope with natural disasters

To speak to one of their experts (if you are a school or other organization), contact them at:
prepare@scoolcrisiscdnter.org or call 1-877-536-2722.

SUICIDE-RELATED CRISES/TRAUMA/GRIEF

American Association of Suicidology (www.suicidology.org)

The American Association of Suicidology offers a variety of resources and programs to survivors in an
attempt to lessen their pain as they grieve the loss of someone to suicide. These include:

A Survivors Info Kit

A booklet and handbook on coping from a suicide loss

A Resource Catalog of books, pamphlets, etc. for children and those who care for them
A Directory of Survivors of Suicide Support Groups

Resources are available for those individuals who attempt suicide, clinician survivors, and loss survivors.

American Foundation for Suicide Prevention (www.afsp.orq)

This is a voluntary health organization whose mission it is to try to save lives and bring hope to those
affected by suicide. This is done by funding scientific research on the topic, educating the public about
mental health and suicide prevention, advocating for public policies in mental health and suicide
prevention, and supporting survivors of suicide loss and those affected by suicide. This organization has
local chapters in all 50 states and also sponsors national programs and events.

Website support is organized by these categories:
e I've lost someone

e |I'm worried someone might be at risk
e |'ve made an attempt
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e My loved one has made an attempt

This organization also conducts a Facilitator Training Program which offers suicide prevention organizers
a way to create and facilitate a community support group for suicide loss survivors in the aftermath of a
suicide. One of the training sessions is to teach facilitation of a Suicide Bereavement Support Group for
Children and Teens.

Survivors of Suicide (www.survivorsofsuicide.com)

This is a website established to help those who have lost a loved one to suicide find resources to help
them resolve their grief and pain in their own, unique way. It includes a Circle of support, Tips to Help a
Survivor Heal, FAQ’s about suicide, and a Directory of support groups, among others.

The Trevor Project (https://www.thetrevorproject.org)

This is the leading national organization providing crisis intervention and suicide prevention services to
lesbian, gay, bisexual, transgender, and questioning young people aged 13-24.

The website has sections on Getting Help, Education, and Resources, and includes:

e A Lifeguard Workshop, which is a free online learning module for teachers in middle and high
school classrooms

e Trainings for Professionals which include trainings designed for adults who work with youth.
These trainings are designed to help counselors, educators, administrators, school nurses, and
social workers discuss LGBTQ-competent suicide prevention.

The site also has specific resources for youth on how to take care of themselves and how to help a friend
who may be struggling with suicidal thoughts.

This organization also offers a 24/7 crisis line for a young person who may be feeling suicidal and/or in
need of a safe and judgement free place to talk with a counselor. The Trevor Lifeline is: 866-488-7386.

DISASTER-RELATED CRISES/TRAUMA/GRIEF

American Academy of Pediatrics (https://www.aap.org/en-us/advocacy-and-policy/aap-health-
initiatives/Children-and-Disasters/Pages/default.aspx)

The American Academy of Pediatrics hosts several resources and links for pediatricians/other doctors
who care for children to reference/use in preparation for, during, or after disasters. These include:

¢ Information on treating/caring for children and youth with special needs during an emergency
situation
o Family Readiness Kit
- Downloadable document to assist families to prepare for disasters
o Disaster Preparedness in NICUs
- Guidelines to help doctors develop disaster response plans within their units, hospitals, and
regions
e Ensuring Child Health in Disasters
- Pediatricians role in preparing and treating families in cases of disasters
e Providing Psychosocial Support
- An AAP Clinical Report titled Providing Psychosocial Support to Children and Families in the
Aftermath of Disasters and Crises
¢ Infant Feeding in Disasters
- Steps pediatricians can take to support breastfeeding during a disaster or emergency
e Youngest Victims
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- Disaster preparedness to meet children’s needs
¢ Helping Children Cope

- Details on how adults can promote adjustment and help children cope in a disaster
¢ Among others

American Red Cross Disaster Preparedness Training (https://www.redcross.org/take-a-
class/disaster-training)

The American Red Cross offers online training modules on the following topics:

e Disaster Mental Health: Introduction for individuals interested in becoming a Red Cross Disaster
Mental Health responder

e Disaster Health and Sheltering for Nursing Students designed to introduce nursing students to the
role of health and functional support needs in Red Cross Disaster Shelters

This website outlines ways individuals can serve their community before/during/after disasters including:

Joining a Local Disaster Action Team

Teaching/Educating about Preparedness to individuals/groups

Becoming a Disaster Mental Health Volunteer

Teaching Courses to Medical/Public Safety professionals on disaster preparedness

The American Red Cross also offers training in the Fundamentals in Disaster Spiritual Care.

Experiencing Grief in College (https://www.accreditedschoolsonline.org/resources/managing-

grief/)

This site provides expert advice on recognizing symptoms of grief, accepting loss, and getting help when
it's a college student who is away at school. The site touches on the topics of taking care of themselves,
identifying symptoms of grief, and knowing when and where to seek help.

National Institute for Trauma and Loss in Children (https://www.starr.org/training/tic)

This Institute’s mission is to provide services to traumatized children and their families. They also work to
give school professionals, crisis intervention teams, medical and mental health professionals, childcare
professionals, and others the training and resources needed to help children, parents, families, and
schools thrive. They do this by equipping professionals with the right tools for trauma counseling by
providing online training courses, resources/materials, and conferences to therapists and other
professionals and caregivers to help guide children, adults, families, and communities through the
devastating effects of trauma. The website includes downloadable resources as well as an online store
for books, interventions, and more.

The Centering Corporation (https://centering.org/)

The Centering Corporation is a non-profit dedicated to providing education and resources for the
bereaved. This includes Children and Teen Grief Resources for when friends die, for school deaths, and
when unexected traumas/crisises/accidents happen. They also have a section of books and resources on
Suicide, Homicide, Drug Overdose and Trauma Resources for children and adults.

It is important to note that in the last 10 years, Centering Corporation has donated free books to 30
regional and national tragedies, with 2,000 books being donated in the last 18 months via
www.freegriefbooks.org.

National Organization of the Parents of Murdered Children, Inc. (http://www.pomc.com/)
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The mission of this organization is to provide support and assistance to all survivors of homicide victims
via ongoing emotional support, education, prevention, advocacy, and awareness.

POMC has state/local chapters which hold monthly meetings to provide support, advocacy, and court
accompaniment to these parents. The website also hosts an Ask the Experts™ service where people can
ask legal experts non-case specific questions.

Scholastic Children and Grief Guidance and Support Resources
(http://www.scholastic.com/childrenandgrief/)

This website includes resources for families and teachers. Family resources include downloadable guides
on Children and Loss as well as Bereavement Camp information.

Resources for Teachers include:

e About Children and Grief
e How Teachers Can Help
e Loss and the School Community

The LLost Foundation (Loss of Loved Ones to Sudden Tragedy) (http://llost.org/)

This organization was created to provide support to those who are living with the loss of a loved one to
sudden tragedy. It helps provide funeral expenses for families in need, as well as offers online support via
a private Facebook page and links to books/resources for many types of death, including from homicide,
suicide, and of someone in law enforcement or the armed forces.

The Moyer Foundation (https://moyerfoundation.org/resources/)

The mission of the Moyer Foundation is to provide comfort, hope, and healing to children and families
affected by grief and addiction. Their resources and programs aid to address the needs of children
experiencing all that comes with the death of someone close to them or by having substance abuse
present in their families. Their resources include those for families, school communities, and the general
population on topics like:

Building resilience skills to help deal with loss and grief

Trauma and grief center guidelines for parents/caregivers for helping bereaved youth
Guidelines for responding the death of a student or school staff (for teachers/administrators)
Information on how teachers and schools can help when “bad stuff” happens, among others,
among others

The Sudden Unexplained Death in Childhood (SUDC) Foundation (https://sudc.org)

This Foundation is dedicated to increasing the awareness of sudden unexpected deaths in childhood, and
funding crucial research to better understand and prevent these tragedies. They aim to support and meet

the needs of both families and professionals touched by unexpected/unexplained deaths in children. Their
services are provided at no cost to the families, and include:

Individualized case advocacy with navigating the death investigation process
Personalized support by licensed clinical social workers

Unique private web-based support groups

Peer support programs matching trained family volunteers with newly bereaved
Resources for siblings and grandparents

Memorial and event planning websites

DNA banking services

Research opportunities

Private access to a Family Directory

48



http://www.scholastic.com/childrenandgrief/
http://llost.org/
https://moyerfoundation.org/resources/
https://sudc.org/

Tragedy Assistance Programs for Survivors (https://www.taps.org/)

This program offers compassionate care resources to all those grieving the loss of a military loved one,

including:

Survivor Care Team
Grief Counseling
Casework

Suicide Loss Survivor
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They also offer programs to help the spouse/family feel companioned with as they grieve, and supported
as they go about rebuilding their lives. These include:

Seminars

Youth Programs

Retreats

Peer Mentors

Online Community

Care Groups, among others

-HH#-
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10 Tips on Talking to a Child after a Tragedy

Diane Snyder Cowan, MA, MT-BC, CHPCA
Director, Western Reserve Grief Services
Hospice of the Western Reserve, Inc.
Cleveland, OH
hospicewr.org/griefandloss

Tragic events such as the recent mass shooting at a Florida high school are difficult for anyone to
comprehend and process. Locally and across the country, we collectively mourn the loss of life every time
such a senseless tragedy occurs. In addition, children’s own sorrow, fear and despair can be heightened
as they watch and hear about the plight of grieving students, teachers and the affected community in
school, on social media and the nightly news. As parents, it is important that we reassure our children that
though we hear about these tragedies, we, their school and other adults in their world are always working
to ensure their safety.

Diane Snyder Cowan, Director of Western Reserve Grief Services, offers these tips for talking to children
after a tragedy:

1. Process through the tragedy yourself before talking with your children.

2. Remain calm. Your ability to manage your fears and emotions will help your child manage their feelings
and build healthy coping skills.

3. Allow yourself and your child/children to be angry and question why horrible things like this happen in
the world.

4. Be patient and available to answer questions honestly and in an age appropriate manner. It is okay if
you cannot answer certain questions due to a lack of information or comfort level. “I don’t know,” is an
acceptable answer!

5. Be honest about your feelings. Sharing your feelings and fears with your children gives them a sense
of hope and validates their emotions.

6. Consider how this event might trigger grief reactions related to recent deaths or other traumatic events
in your life.

7. Remember that your child may need to revisit the event and ask the same question repeatedly in an
effort to understand their emotions and process the event.

8. Provide your child/children with a safe place to share their feelings, discuss nightmares they are having
as a result of the tragedy and fears.

9. Take a break from the media exposure. Turn off the TV, radio, refrain from using Facebook and Twitter
and limit adult conversation.

10. Ask about the emergency security protocol at your child’s school. Share these plans with your
child/children to promote a sense of safety in their school.

Following such a crisis, expert on-site support frequently plays an instrumental role in helping students
and faculty navigate the painful experiences of trauma, grief and loss. Locally, the bereavement center at
Hospice of the Western Reserve — now called Western Reserve Grief Services - has offered a Crisis
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Response Program to provide immediate, on-site crisis response to deaths in the school communities of
Northern Ohio for more than 15 years.

The program has been utilized by the Cleveland Metropolitan School District and many others. The
services are available to any school system in the nonprofit agency’s service area. Trained bereavement
professionals are available to provide on-site response. A single phone call from the school is all it takes
to mobilize resources. In a typical year, trained grief and trauma support specialists from the organization
deliver immediate on-site crisis support to 1,000 students and 250 adults.

In coordination with the school, trained and experienced bereavement professionals are available to lead
classroom, small or large group student discussions, hold informational meetings with parents, provide
individualized sessions during a crisis response and offer guidance to teachers and staff. Follow-up
services such as memorial activities, small support group interventions and educational programs are
available as needed. Proactive services are also offered including crisis response planning.

The program is one of the many ways Hospice of the Western Reserve extends its expertise in end-of-life
care and bereavement support to the community at large.

For more information on these services and to obtain additional resources on speaking with children on
grief, visit: hospicewr.org/griefandloss.

-HH-
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TALKING WITH CHILDREN AND TEENS
ABOUT SUICIDE AND VIOLENT DEATHS

BelnA
Neutral, Safe
Setting

Have Some
Of Their
Favorite Adults
Present

Use Age
Appropriate
Language

Deliver
Information
in Bite-Size

Pieces

Be
Prepared
for Mixed
Emotions

Give
Physical And
Creative
Outlets

It's Ok To
Talk About
The Person
Who Died

Suicide:

Homicide:

How To Help:

Normal Grief
Responses:

Suicide:

Homicide:

How To
Help:

Normal Grief

Responses:

Suicide:

Homicide:

Normal Grief
Responses:

3-6 YEAR OLDS

They made their body stop working.

Someone hurt his body so bad that his body
stopped working and he died.

Play, physical activity, creative outlets, maintain
routines and structure, reassure them that
they are safe and loved

Regressive behaviors, repetitive questions/play,
crying, clinginess, increase in fears, acting out
behaviors, unclear about finality of death

7-11 YEAR OLDS

Your person caused their own death.
This is called suicide.

Someone killed your dad. He is no longer living.

Play, physical activity, creative outlets, maintain
routines and structure, answer questions
truthfully, address issues around fears and safety,
validate their experience without judgement

Crying, shocked, confused, scared, angry, sad, acting
out, regression, isolation, declining grades, curious,
can feel stigma, is clear about finality of death

12-17 YEAR OLDS
They died by suicide or, he killed himself.

She was murdered.

Give them space, connect them with peers who
have experienced a death, maintain routines,
disclose details when asked, be a good role model,
ask them what they need

Angry, confused, scared, acting out, promiscuous
behaviors, isolation, tearful, declining grades, can
feel stigma, depressive like symptoms, changes
in sleeping, eating and moods




Disseminate information with
minimal details. Answer
questions as they arise; be clear
and concise. If you do not know
the answer, it is ok to say, “I
don’t know, but I will tell you
when | do know.”

If possible, have
child’s favorite adults
present.

Favorite
adults

Neutral,

safe setting language

Deliver information in a
quiet, familiar setting
such as a living
room or kitchen.

Avoid euphemisms such as
“passed away,” “went to
sleep,” or “went away”. These
terms are confusing to a
young child. Instead, use
words like “died, “dead” or
“killed.” Keep verbiage simple
and easy to understand.

EXPLAINING SUICIDE
TO CHILDREN

“It is difficult to understand why someone would want to end
his or her life on purpose. But what we know is that just like
people can get sick in their bodies, such as pain in their
stomach, people can also get sick in their brain. This can
cause them to feel very sad and lonely for a long time.

When people feel like this, they sometimes think about
hurting themselves or even killing themselves. That is what
your mom did. This is called suicide. Do you have any
questions?”

Bite-size
pieces

Mixed
emotions

Be prepared for a variety of
responses such as, shocked,
confused, indifferent, angry, sad,
anxious, stoic, withdrawn, and
isolative. Children may wish to
return to regular activities right
away (i.e., school, sports, social
engagement, peer interaction)
while others will want a respite;
allow them to decide.

Make sure to give time for
physical activity and
creative outlets. Play is a
child’s language and will
allow them to process the

heavy news. ¢ O

Provide
outlets

Talk about
them

It's ok to talk about the
person who died. Share
memories but be respectful
of child’s desire to
share/receive memories or
stories. Make sure you aren’t
using your child as your
sounding board for your grief
work. Share truthfully, as a
child is ready to hear more.

EXPLAINING HOMICIDE
TO CHILDREN

“There are people in this world who might make a
decision to hurt someone else on purpose. Someone
killed your dad and he is no longer alive. It can be difficult
to understand why someone would want to cause others
harm like this. This is called homicide. Do you have any

questions?”

Source created by:

Lynn M. Snyder, LPC, ATR-BC, FT
Common Ground Grief Center
67 Taylor Avenue~ Manasquan, NJ 08736
732-606-7477
www.commongroundgriefcenter.org

Melissa Lunardini, MA
The Elizabeth Hospice

0 La Terraza Blvd. Ste. 130
Escondido, CA 92025

760-737-2050

www.ehospice.org




Talking to children
about terrorist
attacks and school
and community
shootings in the news

This guide offers advice on how to
talk to children about tragic events,
such as shootings and terrorist
attacks, that they are likely to hear
about at school and/or on the news.

THEY WILL ASK WHAT HAPPENED

Children and teenagers are better able to cope with upsetting
news when they understand more about the event. They need
information just as adults do. Begin by asking what they already
understand about what happened. They have likely heard about
it on TV, on the internet or social media, at school, or from their
friends.

However, much of their information may not be accurate. As
they explain what they know about the event, you can figure
out what it is they don’t already know or understand. Look for
misunderstandings or frightening rumors. Tell the truth and do
not try to mislead them “for their own good.” Children and youth
of different ages understand and react differently according to
their developmental age and unique personal experiences. It is
important to remember that we cannot assume that children’s
worries are the same as our own. When we listen to children and
come to understand their feelings and worries, we can better help
them make sense of these experiences and how they affect us all.

The amount of details that children will find useful will depend
upon their age. The older the child is, the more details will likely
be needed to answer their questions and address their concerns.
Provide the basic information in simple and direct terms and then
ask for questions. Take your cues from children in determining how
much information to provide. Older children may wish to discuss
the larger implications of the event. Provide reassurance whenever
possible. Our government, police, and schools are taking steps to
protect us from something like this happening again and to keep
us safe. Children often look for reassurance that they are now safe
after such graphic reminders of danger and hatred.

Terrorist acts and school and community shootings remind us
all that we are never completely safe - but now is the best time

to reassure children that they can and should feel safe in their
school, in their home, and in their community. While it is useful for
children to know enough about what has happened to feel that they
understand what has occurred and what they should do, it isn’t
helpful for children (or adults) to be exposed to graphic images or
information or to continuous or repetitive media coverage. Such
images and details are often included in coverage of the event
on television, radio and print media, as well as in social media
and elsewhere on the internet. Limit the amount of exposure to
media coverage and discussion in social media. In the immediate
aftermath of a crisis event, it’s a good time to turn off television,
computers, and smart phones and come together as a family and
community for discussion and support.

COULD | HAVE DONE ANYTHING TO
PREVENT THIS?

After a tragic event, we all wonder what we and others could have
done to prevent this from happening.

Even when it is obvious that there is nothing children could have
done to prevent or minimize the crisis, they may still feel helpless
and wish they could have changed what happened. Let children
know that this is a common reaction; we all wish that there is
something we could have done to prevent this or any tragedy.
Instead, suggest that together you can concentrate on what can
be done now to help those most directly affected and to promote
safety, tolerance and acceptance in our communities.

WHOSE FAULT IS IT?

In some ways, blaming is a way to feel as if you can regain control
of uncomfortable feelings and a sense of personal risk.

1-877-53-NCSCB (1-877-536-2722)
www.schoolcrisiscenter.org
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While it is natural to engage in thoughts of blame, this doesn’t ease
the immediate feelings of grief and fear nor does it provide any
solutions for the future. It is understandable that people would be
angry at the individuals who commit acts of terrorism and hatred,
but sadly sometimes people are also angry at those people that are
easier to find and blame - such as people who look like they might
belong to a larger group that includes those who were responsible.

Children should be told that although it is common to feel angry,
terrorists and those that commit violent acts do not represent a
particular racial, ethnic, religious or other group. The violence may
also cause children and teenagers to become frightened that they
may be targeted by people because they may fear others do not
approve of who they are. We as Americans take pride in having
members of many different races, religions, sexual orientations and
ethnic backgrounds. This is a time to join together and continue to
be inclusive, accepting and supportive of all who seek peace.

IS THIS GOING TO CHANGE MY LIFE?

This is a question that we all struggle to answer, not only for
children but also for ourselves.Especially in difficult times, children
may act immaturely. Teenagers may want to spend more time with
their peers. Children and teenagers are often very concerned about
themselves. When there is a tragic event, they may become even
more concerned about what affects them personally. Adults who
do not understand this may see this as being selfish or uncaring. It
is important to make children feel comfortable in asking questions
and expressing their feelings.

Expect children to think more about themselves for the time being.
Once they feel reassured that they are being listened to and their
needs will be met, they are more likely to be able to start to think
about the needs of others.

CAN | HELP?

Once children start to feel safe and understand what is going on,
many will want to help. While there may be little that they can do
now to help the immediate victims of a particular crisis, there is a
lot they can do to help. They can start by taking care of themselves -
telling you when they are upset or worried, being honest and open.
They can also offer help to other members of their community -
their friends and classmates, their teacher, and other adults. Over
time, they can think about how they, along with other members
of their community, might be able to do something helpful for the
victims and survivors.

| DON’T WANT TO MAKE THINGS WORSE,
SO SHOULD | SAY NOTHING INSTEAD?

Often what children and teenagers need most is to have someone
they trust listen to their questions, accept their feelings, and be
there for them. Don’t worry about knowing the perfect thing to
say - there is no answer that will make everything okay. Listen to
their concerns and thoughts, answer their questions with simple,
direct and honest responses, and provide appropriate reassurance
and support. While we would all want to keep children from ever
having to hear about something like this, reality does not allow this.
Being silent on the issue won’t protect them from what happened,
but only prevent them from understanding and coping with it.
Remember that answers and reassurance should be at the level of
the child’s understanding.

WHAT IF THIS UPSETS THEM?

During these discussions, children may show that they are upset
- they may cry, get anxious or cranky, or show you in some other
way that they are upset. Remember, it is the events that are
upsetting them, not the discussion. Talking about the event will
permit them the opportunity to show you how upset they really
are. This is the first step in coping with their feelings and adjusting
to their new understanding of the world. Pause the conversation
periodically so that you can provide support and comfort and ask
if they wish to continue the discussion at another time. But it is
helpful for children to realize that it is okay to show you when they
are upset. Otherwise, they may try to hide their feelings and will
then be left to deal with them alone.

SHOULD | BRING IT UP EVEN IF THEY
DON’T ASK QUESTIONS? WHAT IF THEY
DON’T SEEM TO WANT TO TALK ABOUT IT?

When a major crisis of this nature occurs, it is a good idea to bring
the topic up with children, no matter how young they are. At first,
older children and teenagers may tell you that they don’t want to
or need to discuss it. It is generally not a good idea to force them
to talk with you, but do keep the door open for them to come back
and discuss it later. Be available when they are ready to talk, but let
them choose the time.

Often children find it easier to talk about what other children are
saying or feeling instead of talking about themselves.

HOW CAN I TELL IF CHILDREN NEED
MORE THAN | CAN PROVIDE? WHERE
SHOULD I GO FOR SUCH HELP?

When a terrorist attack or school or community shooting occurs,
most people will be upset. However, should children continue to
be very upset for several days and be unable to recover from their
fears, or if they are having trouble in school, home or with their
friends, then it is a good idea to speak with someone outside the
family for advice. The event may have triggered other distressing
experiences, worries or concerns they have. You may wish to
speak with a teacher or school counseling services, pediatrician,
mental health counselor or member of the clergy for advice.
Please remember that you shouldn’t wait until you think they need
counseling - you should take advantage of counseling and support
whenever you think it will be helpful.

IF | HAVE MORE QUESTIONS, WHERE
CAN I TURN FOR ANSWERS?

For more resources, visit SchoolCrisisCenter.org, the website of the
National Center for School Crisis and Bereavement (NCSCB), or
contact the Center at 1-877-536-2722.

For information on how to support children who are grieving, visit
GrievingStudents.org, the website of the Coalition to Support
Grieving Students.

1-877-53-NCSCB (1-877-536-2722)
www.schoolcrisiscenter.org
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Interdisciplinary Guidelines for
Care of Women Presenting to the

Emergency Department with
Pregnancy Loss

Abstract:

Members of the National Perinatal Association and other organizations have collaborated to identify
principles to guide the care of women, their families, and the staff, in the event of the loss of a
pregnancy at any gestational age in the Emergency Department (ED). Recommendations for ED health
care providers are included. Administrative support for policies in the ED is essential to ensure the
delivery of family-centered, culturally sensitive practices when a pregnancy ends.

Definitions:

e Pregnancy Loss: Depending on what the ending of a pregnancy means to a woman, any of the
following terms may be appropriate: products of conception, fetal remains, miscarriage,
stillbirth, and baby.

e Emotional Emergency: The term “emotional emergency” is used to describe an event that is
traumatic emotionally and provokes an emergent need for support.

Abbreviations:
e ED - emergency department
e ER-emergency room
e D and C- dilatation and curettage
e UNOS - United Network for Organ Sharing

Introduction:

When a woman comes to the ED with the threatened or impending loss of a pregnancy at any
gestational age, she is experiencing an event with emotional, cultural, spiritual, and physical
components. A challenge exists in simultaneously providing treatment that is both physically and
emotionally therapeutic, including holistic and spiritual support for the woman and her family, and
providing bereavement care.

The following principles and practices are recommended:

1. The ED health care team uses a relationship-based, patient-centered, family-focused, and team-
oriented approach. The team provides personal, compassionate, and individualized support to
women and their families while respecting their unique needs, including their social, spiritual,

and cultural diversity. !

www.nationalperinatal.org



2. The ED health care team provides effective, timely, attentive, and sensitive care to all dying
patients and their families, including families experiencing a perinatal death. This care is defined
as anticipation and management of all symptoms related to the death or impending death of an
unborn or prematurely born baby and the provision of physical, emotional, and spiritual comfort
to the woman and her family. **

3. The ED team provides a coordinated response, including sensitive triage as an “emotional

emergency” " and a potentially serious physical event.

4. The ED health care team should provide privacy and safety for the woman and family. > *° A
suggested location is the room where private or forensic pelvic exams are done.

5. Each facility should use a recognizable marker that designates pregnancy loss. '’ The marker
may be used on the room, stretcher, bed, medical record, or any other item deemed
appropriate. All health care personnel (e.g., medicine, nursing, social work, chaplaincy,
pathology, laboratory, ultrasonography, radiology, and patient transport) should be taught to
recognize this marker and provide sensitive care in response.

6. Transportation to and from ultrasound to confirm perinatal death should be done with dignity
and compassion, and the presence of a loved one, support person, or advocate should be
encouraged.

7. Bad news should be delivered with compassion and concern, and how to do so effectively
should be included in the training of all health care providers. Cultural sensitivity and individual
circumstances are important; some families may not consider this to be a loss and others may
be deeply affected. 17 To determine the pregnancy loss meaning, providers can simply ask,
“How are you feeling about this?” '® If the provider is uncomfortable, enlisting the assistance of
a colleague is recommended.

8. Many families consider perinatal loss to be as significant as the loss of a living child. ***°
Providers should attempt to determine how the woman and family consider this loss, i.e., do
they view the end of this pregnancy as a minor event or do they view this as the significant loss
of a baby?

9. The ED health care team should identify and notify the obstetric provider (if one exists) of the
death or potential death. This is important for follow up obstetric care and to avoid having the
woman continue to receive communications from the provider regarding prenatal screening
tests and pregnancy classes when she is no longer pregnant. Also, the provider may wish to
order specific testing on the mother or fetus. An Rh immunoglobulin injection is ordered as is
policy of that institution. *°

www.nationalperinatal.org



10. Sorrow for the pregnancy loss should be expressed by anyone in close contact with the family,
unless all family members have stated that this is not a sorrowful event to them.

11. When providing physical care of the woman, the provider should tell her what to expectin
terms of the normal clinical course of post-pregnancy loss recovery,’* including vaginal
discharge, possible lactation and breast care, > hormonal changes and their effects, and
postpartum depression and anxiety. Sanitary napkins and ice packs may be provided for home
care. After-care instructions should include being told that they should see a health care
provider as soon as possible if the following occurs: ** significant bleeding, such as clots the size
of a plum, accompanied by lightheadedness or fainting; fever; or foul-smelling discharge or
uterine tenderness.

12. If a woman needs a dilatation and curettage (D and C) procedure, ** it is recommended that this
be done in a sterile and calm environment outside of the emergency department. If the
procedure must be done in the ED, the woman should have access to the same level of comfort,
sedation, and nursing support as is the standard of care outside of the ED.

13. Some families may wish to bury the remains of a baby after a D and C. Products of conception
should not be discarded automatically with medical waste without prior discussion.”

14. Patients and families should be given specific information for dignified disposition of any
product of conception. This discussion is now mandated by law in several states and countries.
?® patients and families should have choices about taking fetal remains home; having them
buried or cremated; or leaving them at the hospital for respectful disposition according to local,
state, and federal laws. In some states, remains can be released only to a funeral home that
would then involve the family in decision making. When hospital staff members are transporting
miscarried babies or remains to the laboratory or the morgue, this should be done with respect,
in the same quiet and dignified manner that an adult body would be transported.

15. f the pregnancy does not end in the ED and patient is sent home to “watch and wait,” the ED
team should fully inform her about what may happen physiologically if the pregnancy does
come to an end, and at what point she might want to return to the hospital or her health care
provider. >’ The team should explain how to use a hat or strainer when using the toilet, in case
tissue, baby, or placenta is passed. Such collection items should be offered to the motherin a
convenient and dignified manner. Simple written instructions in the preferred language are
essential.

16. Emotional support can be given as adapted from the Kazak’s Pediatric Preventative Psychosocial

Health Model.28 All women may be given grief and bereavement materials from organizations
listed below.

www.nationalperinatal.org



17. Specific education '’ regarding the management of loss of a desired pregnancy should be
provided to all ED personnel, including physicians, nurses, and technicians; and all trainees, such
as emergency medicine, obstetric, and pediatric residents, medical students, nursing students,
and emergency nurse orientees. Education should include:

e Giving the news in a culturally competent, compassionate, supportive, and honest
manner

e Assessing the meaning of the pregnancy loss to the woman and family, and directing
care accordingly

e Informing the family that grief takes different forms and timeframes for each culture
and each individual within a culture, and giving them permission to grieve in their own
way 18

e Teaching how nurses and providers can learn to feel comfortable with showing products
of a miscarriage or fetal loss to a woman or her family should she ask for this (See
further description in Table 1).

e Providing support with decision-making about procedures, family involvement,
memory-making, and saying goodbye

e Providing names and contact information for local grief counselors or pregnancy loss
support groups and community caregivers dedicated to pregnancy loss support

18. Grieving parents and their families can be offered bereavement care. This can include cultural or
spiritually appropriate support, such as a baptism or blessing. Parents may wish to take pictures
and a digital camera in the ED may be helpful. Other options are available for babies of larger
sizes. Skin-to-skin holding, bathing and wrapping the baby in blankets or dressing the baby in

www.nationalperinatal.org



specially made clothing may be appropriate. Families can be provided a memory box which may

have a lock of hair, hand and foot prints, or other keepsakes. 2931

19. In most cases of pregnancy loss at greater than 20 weeks gestation, women are transferred to
the maternal child department, where bereavement support is available. In cases in which the
patient will remain in the ED for the duration of care, ED personnel should know the processes
for:

e Completion of state-mandated birth, death, and/or stillbirth certificates

e Contacting the state UNOS organization, if gestation allows for consideration of tissue or
organ donation

e Policy related to sending the placenta/cord to Pathology

e Maternal toxicology screen, if indicated by locale

e Lab work for genetic or other studies

o If gestational age permits, a gentle discussion of full or partial autopsy of the body or
placenta and obtainment of necessary consent

e Discussion related to disposition of remains in a culturally competent and sensitive
manner that offers all options legal in the state, and provision of written materials
related to dispositions that are written at patient’s literacy level

e Information regarding hospital memorial services and/or burial ceremonies, if available

20. Ongoing perinatal bereavement care in-services should be available, and materials such as
supplies and policies and procedures should be reviewed. Many of the following organizations
provide pregnancy loss training for ED personnel. All provide selections of written material that
may be ordered for patients.

* Gundersen Health System Resolve Through Sharing
(http://www.gundersenhealth.org/resolve-through-sharing )

e SHARE Organization (www.nationalshare.org)

e A Place to Remember (www.aplacetoremember.org)

e Babies Remembered (www.BabiesRemembered.org)

e Centering Corporation (www.centering.org)

e The Miscarriage App (a mobile phone application for iPhone and Android phones)
e Position Statements and Practice Guidelines for health care practitioners from the
Pregnancy Loss and Infant Death Alliance (www.PLIDA.org)

21. Hospitals should provide the ED with human resources to assist the ED team, such as a perinatal
bereavement team member, chaplain, social worker, behavioral health staff, maternal child
nurse, and hospice or palliative care staff. The assigned bereavement coordinator within or
outside of the ED may follow up with a phone call to the family at one week and text, email, or
phone the family at one month. *’
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22. Emotional support for ED staff who care for these patients and families is important. Staff
should ask for help in an immediate situation if needed. Debriefing after a difficult loss situation
is encouraged. *” Self-care is essential for ED personnel who often have difficult or troubling
cases. The hospital chaplain or social worker should be called on as needed. An appointment
with the facility’s Employee Health may be helpful.

Funding from a Northern California Kaiser Permanente Nursing Research Community Benefits
Grant and support from the National Perinatal Association is acknowledged.

History of how this position statement was created can be found in Catlin, A. (2017). Creation of
Interdisciplinary Guidelines for Care of Women Presenting to the Emergency Department with
Pregnancy Loss. Journal of Perinatology, in press.

Participants in the National Perinatal Association Summit that created these guidelines can be found in
Catlin, A. (2017). Interdisciplinary Guidelines for Care of Women Presenting to the Emergency
Department with Pregnancy Loss. MCN, The American Journal of Maternal Child Nursing, in press.
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Table 1. Recommendations for ED Nurse on Seeing and Showing After Miscarriage

Seeing and Showing

Some women choose to see and/or hold the remains after a miscarriage; others do not. As she is
making that decision, hearing someone say, “I don’t think you should” or “We don’t allow that
here,” or, trying to induce her to hold the baby when she prefers not to, can be harmful. Such
statements may increase the woman’s sense of powerlessness and create a lifetime of wondering.
Patients often wonder how the remains/baby will be cared for following miscarriage. You could say,
“The baby will go to the laboratory (in some facilities this is the morgue). The transport will be
made with dignity and we have this specially designed fabric bag for the transport.” You can say,
“You can see your baby whenever you want.” The facility may be working towards an annual burial
service or have one for inclusion of the remains.

Contents of the Uterus after a Loss

In order to anticipate what the remains will look like, the nurse or health care provider reflects with
the pregnant woman on what she can expect to see: How many weeks’ gestation was the
pregnancy (the longer the pregnancy, the greater the likelihood of a visible baby)? In early
pregnancy, there may be only blood clots, perhaps the size of a plum, whitish tissue and watery
fluid. How long has the baby been dead, or how long has the pregnancy been over, or how long did
it take to have the miscarriage (A pregnancy over for a period of time may result in a macerated
product and decomposing of conception when passed)? If the diagnosis of this miscarriage was a
“blighted ovum,” this means there was no fetal pole and the embryo/fetus did not develop. The
uterus appears empty on ultrasonography. Therefore, there would be no embryo or fetus, but
there could be placental tissue. If gestation continued for a significant period, there will be a
formed fetus or baby that is passed.

Careful explanation from the provider can set the tone. A sensitive statement from the nurse or
care provider would be, “l want to help you be prepared for what you will see. Based on what has
happened so far, what are you expecting the remains/your baby to look like?” Then verify or clarify.
“Because your miscarriage happened so early, you usually will see tissue, blood, liquid, and maybe a
formed (but very tiny) baby. | will let you know what you will see so you feel prepared, and | will be
with you if you’d like me to be.” Or “Because this miscarriage happened late, there will be a very
small baby to see.”

Viewing Uterine Contents after Surgical Intervention

Surgery (dilation and curettage; dilation and evacuation) typically results in the tissue being
disrupted so that an identifiable baby comes out in parts. It might be difficult to see this for
both the staff member and the woman. Some nurses have made footprints for the mother
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when possible as a cherished memento. Respectful handling of tissue after miscarriage or surgery
includes placing the remains on something soft (blanket, gauze) or within a special box with a
blanket. You might say “We have a special purple box with a tiny blanket inside for your baby’s
remains. “

Guidelines for Working with Laboratory and Morgue Staff

If one or both parents wish to see the baby after an identifiable embryo/fetus/baby has been
placed in formalin in the laboratory or morgue, the most important aspect of this viewing is that the
baby’s body first be placed in 100% alcohol for a period of time.

Formalin darkens skin tones; alcohol returns the skin to its normal color (the larger the body, the
longer this takes). This requires written guidelines regarding rinsing the baby’s body if it has been in
formalin; guidelines for parents who wish to remove the baby from the laboratory; checking on
state and hospital guidelines, and establishing strong, enduring relationships with
laboratory/morgue staff. Those who work in the laboratory or morgue should understand the
tremendous difference they can make in the lives of parents.

The Importance of Respectful Disposition

Clinical experience and research consistently demonstrate that anything that could be interpreted
as disrespectful to the parents’ baby should always be avoided when showing the remains, such as
use of emesis basins, buckets, bedpans and suction canisters. If you do not have a special box or
blanket, use something soft, such as gauze or a soft cloth. Even if your ED has only curtains
separating one patient from another, provide privacy through a soft tone of voice, being seated,
engaging both parents or the mother and her support person, assess the meaning of the
miscarriage (e.g., if the woman/mother uses the term “baby” or “my baby,” then the provider
should use those terms as well--but not before the patient/mother does).

Explain when questions are asked, but avoid talking nonstop while the parents are being with their
baby. Ask, “Would you like me to step out for a few minutes so you have some time alone?”

This single snapshot memory stays with parents for a lifetime.

Compassionate and respectful care in this singular moment when they see their baby who was
miscarried are critical. Hold in mind that you are a part of a time in your patient’s life in which she
knows very little of what to expect. She will remember always the difference you made.

Author Table 1: Rana Limbo, PhD, RN, CPLC, FAAN, Resolve Through Sharing®, with assistance from Cathy
Mikkelson Fisher, MA, ELS and Anita Catlin, DNSc, FNP, FAAN (editing) and Marie Walter, MS, RN, CPLC (content).
June 2017

www.nationalperinatal.org
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Trends in Pediatric Palliative Care Citation List and Commentary

2018; #3

This citation list and commentary are generated monthly by PedPalASCNET to collect
new articles in pediatric palliative care research. To see past citation lists and expert
commentaries visit our website.

By Khaliah A. Johnson, MD (Attending Physician, Pediatric Palliative Care, Children’s Healthcare of
Atlanta, USA)

Featured Article: Lindley, L. C. & Newnam, K. M. (2017), ‘Hospice Use for Infants With Life-Threatening
Health Conditions, 2007 to 2010°, J Pediatr Health Care 31(1), 96—103.

Other Feature Article: Brock, K. E. & Mullaney, E. (2018), ‘High-risk communication at the time of
hospice enroliment: Standardizing pediatric hospital to hospice sign out’, Pediatr Blood Cancer

In reviewing the list of citations for the month of February, | was most struck by the breadth of work
examining the experiences of children and families facing life-limiting, life-threatening iliness across the
age and disease spectrum. Palliative care experts note how important it is for services to be introduced
upon diagnosis and to ideally continue throughout the disease trajectory. However, | believe we might
actually be at the cusp of research reflecting what we have intuitively and anecdotally known to be true
about the impact of our work. As we find increasing evidence for the value of palliative care in all pediatric
age groups with a multitude of diagnoses and disorders, we must continue to examine ways to ensure
that high-quality, comprehensive palliative care can be delivered to diverse populations, in a variety of
practice settings.

To this end, there is growing emphasis on the importance of and need for community-based palliative
care. | believe this need is particularly true for children with life-threatening illness; children’s growth,
development, and overall well-being are integrally linked to their experience of community. In turn, how
they navigate through illness and attain quality of life cannot be separated from what happens at home, at
school, and in other supportive community-based settings (such as church or even the primary
pediatrician’s office). In the last 5 years | have spent at Children’s Healthcare of Atlanta (CHOA), | have
worked with colleagues throughout the state to explore the role of hospice and other community-based
services in supporting children and families with life-threatening illness. Collaborative efforts between our
inpatient palliative care team at CHOA and independent hospice organizations has allowed for improved
continuity of care from hospital to home, increased confidence amongst hospice providers in caring for
children, and improvement of state-wide policies and procedures around access to hospice care for
children and families despite their treatment preferences. While we have clearly seen the benefits of
partnering with hospice in our practice setting, the articles published by LC Lindley and KM Newman,
and K Brock and E Mullaney remind me of gaps that still exist in ensuring for optimal utilization of
pediatric hospice care.

In their study, Lindley and Newnam used a conceptual framework to examine the association between
infant and family factors and use of hospice services in California Medicaid patients between 2007 and
2010. They found that of all infants who died during that time frame, 15% were enrolled in hospice
services (with an average length of stay of 5 days) despite approximately 80% having access to hospice
within their geographic region. In turn, infants with congenital anomalies were more likely to use hospice
services than infants with cardiovascular or respiratory conditions, which might suggest a bias in referrals
made from hospital to community hospice. This study highlights the importance of pursuing research to
understand clinicians’ referral practices and factors that impact families’ receptivity to hospice.
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Brock and Mullaney highlight the importance of stream-lined communication and collaborative care in
supporting pediatric oncology patients referred into hospice services from the hospital setting. Their
proposal of a check-list based approach to sign-out can assist inpatient providers in thinking through the
practical medical and psychosocial elements of the home care plan and support hospices in
understanding the intricate details of care that often link back to patients’ medical homes within
oncology. Brock and Mullaney’s commentary is a poignant reminder that exceptional comprehensive care
of patients with serious, complex illness does not exist within a silo. We should all be thoughtful of
strategies that can be leveraged to improve continuity of care for this fragile population.

| look forward to the day when every child and family has access to high quality hospice and palliative
care, wherever they are. In the meantime, | remain thankful that “we’re on the cusp, on the brink of
enormous change.”
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ITEMS OF INTEREST

In each issue of our ChiPPS e-newsletter, we offer additional items of interest.

1.

2.

NHPCO Palliative Care Online Resources:

NHPCO has a variety of pediatric hospice and palliative care resources available at
www.nhpco.org/pediatrics. Also, more palliative care resources are available at
www.nhpco.org/palliativecare, including:

Community —Based Palliative Care

Legal and Regulatory Resources

Webinars and Courses

Plus more for NHPCO members

Palliative Care Programs and Professionals

Founded in 1978, National Hospice and Palliative Care Organization (NHPCO) is the world’s
largest and most innovative national membership organization devoted exclusively to promoting
access to hospice and palliative care and to maintaining quality care for persons facing the end of
life and their families. Join NHPCO Today!

Individual Palliative Care Membership

Palliative Care Group Application - Save by registering your entire team

Pediatric Hospice and Palliative Care Resources:

e Caringinfo, a program of the National Hospice and Palliative Care Organization, provides
free resources to help people make decisions about end-of-life care and services before a
crisis. www.caringinfo.org

When Your Child is in Pain

Talking With Your Child About His or Her lliness

Talking to Your Child's Doctor: When Your Child Has a Serious Iliness
When a Child Dies: A Guide for Family and Friends

Helping Children Cope with the Loss of a Loved One

o NHPCO's Palliative Care Resource Series now includes pediatric palliative resources such
as:
= Communication Between Parents and Health Care Professionals Enhances
Satisfaction Among Parents of the Children with Severe Spinal Muscular Atrophy
= Consideration for Complex Pediatric Palliative Care Discharges
=  'Who You Gonna Call?' Men with Duchenne Muscular Dystrophy Discuss End-of-
life Planning
= Songs of the Dying: The Case for Music Therapy in Pediatric Palliative and
Hospice Care
Nonpharmacological Pain Management for Children
Sibling Grief
Pediatric Pain Management Strategies
Communicating with a Child Experiencing The Death of a Loved One:
Developmental Considerations

o Center to Advance Palliative Care: Did you know there are new tools to support your
program? CAPC is pleased to announce the launch of three new resources for pediatric
programs.

= Pediatric Palliative Care Survey in the CAPC National Registry: Submit your
program data now to generate individualized performance reports on program
structure and operations, as well as comparisons to other pediatric palliative care
programs. CAPC membership is not required.
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» The Pediatric Palliative Care Field Guide: A catalog of field-wide program
development tools, support sources for field research, and an updated value
statement to help programs make the case for pediatric palliative care resources.

= The CAPC Pediatric Palliative Care Toolkit: A collection of new, practical tools
and technical assistance for pediatric palliative care programs developed by
leaders and experts across the country. Available to members now in CAPC
Central.

“A Perinatal Pathway for Babies with Palliative Care Needs” from Together for Short Lives in

the U.K., developed in conjunction with ethicists and clinicians working across obstetrics,

antenatal and neonatal care, and children’s palliative care. Full pathway available for free

download via this press release and links here:

http://www.togetherforshortlives.org.uk/news/11605 together for short lives launches vital
resource

Three Years ago Holland Bloorview Kids Rehabilitation Hospital launched the Chronic Pain
Assessment Toolbox for Children with Disabilities. The Toolbox has received over 6000
downloads to date! Since then three eLearning modules have been developed. The modules
will introduce you to:

1. Chronic pain in children with cerebral palsy and the development of the Toolbox

2. The sections of the Toolbox and how to start with based on your needs

3. A case study of a complex patient from one of our nurse practitioners, and how a

chronic pain assessment tool supported her clinical examination.

Check them out here: http://hollandbloorview.ca/Toolbox

3. Pediatric Hospice and Palliative Care Training:

The Hospice and Palliative Credentialing Center (HPCC) is conducting a role delineation
study (job analysis) to update the Certified Hospice and Palliative Pediatric Nurse (CHPPN)
exam specifications. An online survey will be used to identify critical tasks performed by
nurses who provide care to children (i.e., perinatal period, infancy, childhood, adolescence,
and young adulthood) facing serious and potentially life-limiting ilinesses. Results from this
survey will be used to ensure that CHPPN exam content reflects current practice of pediatric
hospice and palliative care nurses.

For those of you providing pediatric palliative and hospice nursing care, we invite your
participation. By completing this survey (it should take about 20 minutes), you will help
promote the work of nurses who provide care to children and their families facing serious and
life-limiting illnesses. Please complete the survey using your best judgment no later than May
31, 2018. To begin, click on the link below. If clicking on the link does not take you to the
survey, try copying and pasting the entire link text into your browser address field and
pressing enter.

https://www.research.net/r/chppnrdsnhpco

Upcoming 2018 Webinars provided by the Pediatric Care Coalition:

o June 19th or 20th
Pain & Symptom Management in Children
with Audrey Foster-Barber, MD-UCSF

o September 25th
Transitioning Adolescents into Adult Care
with Parag Shah, MD and Rebecca Boudos - Lurie Children's Hospital
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o October 18th
Medical Marijuana
with Elissa Miller, MD Nemours/Alfred |. DuPont Hospital for Children
and Billie Winegard, MD Children's Hospital of Illinois

o November
Bereavement/Parent Perspectives

¢ Pediatric Hospice and Palliative Care: Advances and Innovations (Pedi-Innovate):
This summer pediatrics course will be a forum for interdisciplinary healthcare professionals
and others with an interest in pediatric palliative care to deepen their knowledge and
understanding of this nascent and rapidly-evolving field.
Through this course, we aim to advance pediatrics in hospice and palliative care for children
with serious illness, thereby optimizing their quality of life, regardless of treatment course or
illness trajectory. Learners will improve their knowledge, competence, and change their
performance, leading over time to enhanced patient outcomes.
August 9-11, 2018
Minneapolis, MN
http://aahpm.org/meetings/pediatrics-course

e NHPCO’s Interdisciplinary Conference
Preconference Dates: November 3-4, 2018; Expert Interdisciplinary Care for the
Developing Pediatric Team
Main Conference Dates: November 5-7, 2018
Hyatt Regency New Orleans, New Orleans, LA
https://www.nhpco.org/IDC2018

4. Journal/News Articles

o The Long Ride Home: “Honesty works. It is deservedly our gold standard. But perhaps even
in our culture of full disclosure, there are times when we give more to families when we give
them less.” A perspective piece by David N. Korones, M.D. Read more here

¢ New Rutgers App Seeks to Reduce Infant Mortality: Each year, about 3,500 infants under
the age of one year die in the United States due to a sudden unexpected infant death. To
better educate parents and to create a more efficient way for health care providers to share
information on safe sleep recommendations, Barbara Ostfeld and Thomas Hegyi of the SIDS
Center of New Jersey, based at Rutgers Robert Wood Johnson Medical School and
Hackensack Meridian Health, have developed the free SIDS Info app for iPhone and Android.
Read more here

e Treating childhood trauma: Oprah Winfrey reports on how trauma plays a role in childhood
development and what new methods are being used to help kids who have experienced it.
Read more here

5. Subjects and Contributors for Future Issues of This E-Journal. For upcoming E-Journal
issues, we plan to address issues related to: Hospice and Bereavement for Crisis Situations, and
Caring for Diverse Families and Populations. If you know of good topics and/or contributors
(including yourself) for these and/or other future issues of this e-journal, please do not be shy!
Step right up and contact Christy Torkildson at ctorkildson@mail.cho.org or
christytork@gmail.com; or Chuck Corr at ccorr32@tampabay.rr.com. We will work with you!

6. Reader's Corner. Our Reader's Corner columns provide brief summaries and bibliographical
information about journal articles and other publications that are important and likely to be of
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widespread interest to individuals who are involved or interested in pediatric hospice and
palliative care, but that may not be known to readers. We welcome suggestions for publications to

include in our Reader’s Corner and/or summaries and comments on such articles. Please send
suggestions to Christy Torkildson at christytork@gmail.com.

-HiH-
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