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Welcome to the 67th issue of our Pediatric e-Journal. As all readers of this e-Journal know, loss, grief, and 
bereavement are central topics in pediatric hospice and palliative care. Team members, both professionals and 
volunteers, can expect to encounter these phenomena frequently in the course of their work. Children, adolescents, 
and family members need to be helped to cope in healthy ways with the challenges they face when they need the 
services of pediatric hospice and palliative care programs. In addition, professionals and volunteers need to learn 
from the bereavement experiences of the children, adolescents, and family members they serve. This reciprocal 
flow of learning applies both when such children, adolescents, and family members are coping with life-limiting or 
life-threatening conditions and after the death of a young person or someone who is significant to that young 
person. The needs of family members do not end with the death of their child or adolescent; such needs continue 
as surviving family members work to cope with their losses and adapt to the new world in which they find 
themselves without the physical presence of the child or adolescent who died.

As the members of the NHPCO Pediatric e-Journal workgroup began to plan for an issue on bereavement, we 
realized that this is a very broad subject area. That realization was reinforced as contributors submitted draft 
articles to us. The potential scope of a discussion about bereavement clearly is quite wide-ranging. Even though 
this issue contains what we believe to be the largest number of articles in any previous issue, we cannot expect that 
a single issue will cover every possible aspect of this topic, but we can hope to stimulate discussion on at least 
some of its major dimensions—and perhaps also to bring to readers’ attention some of its lesser-known aspects. 

This e-Journal is produced by the Pediatric e-Journal Workgroup and is a program of the National Hospice and 
Palliative Care Organization. The Pediatric e-Journal Workgroup is co-chaired by Christy Torkildson and Suzanne 
Toce. Chuck Corr is our Senior Editor. Archived issues of this publication are available at www.nhpco.org/pediatrics.

Comments about the activities of NHPCO’s Pediatric Advisory Council, its e-Journal Workgroup, or this issue are 
welcomed. We also encourage readers to suggest topics, contributors, and specific ideas for future issues. We are 
currently discussing topics like supporting siblings, care in the community, and standards for the issues 
immediately before us. If you have any thoughts about these or any other topics, contributors, or future issues, 
please contact Christy Torkildson at christytork@gmail.com or Suzanne Toce at tocess@gmail.com.

Views expressed in this and other issues of the Pediatric e-Journal are exclusively those of the authors and do not 
necessarily reflect the views of the Pediatric e-Journal Workgroup, the NHPCO Pediatric Council, or the National 
Hospice and Palliative Care Organization.
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This article is a meditation on grief, its expression, and the value of support. The article concludes with these 
thoughts: “The process of mourning is not one that can be and should be rushed. It cannot be bypassed for the 
sake of society’s comfort. It should not be suppressed or ignored. We should be actively working to create a 
community inclusive of grieving parents in order to support them through their grief no matter how long it lasts 
because after all, grief is the cost of a great love lost.”

“Love as It is Manifested in Institutions”: Reflections on the Art and Science  
of Bereavement Care in the Neonatal Ward	 3
Dr Tamarin Norwood

This article is a spin-off from a prize-winning essay (link provided) by this author. Here, the author writes: “In the 
months after our baby son died, I often reflected upon the compassion of the people who looked after us in the 
hospital during the brief hours that spanned his birth and death.” She offers applause for the care she, her son, 
and her family received: “I am reminded of the complexity of systems that must have been in place on the day our 
baby was born, even though at the time, in the depths of our sorrow, we just felt it as love.”

Kindness Matters	 5
JoAnne Auger, RN, CHPPN, Caritas Coach

“I wrote this email for my team last week in the wake of the loss of a special patient and in the chaos of the world, 
thought I’d share…” The argument here is that one can access joy even in difficult times of loss. A link is provided to 
pursue that thought, along with two suggestions “for starting a gratitude practice and finding joy.” 

I Thought I Was the Only One	 6
Scott Newport

Readers of this e-Journal will be familiar with the many essays this author has contributed. In this article, he 
reports that, “For the last ten years or so I have been mentoring families with children with terminal illness” and 
reflects on his interactions with one bereaved father and the sense of being alone when one is bereaved.

Grief Magic	 9
Alysha Lacey, LPC, ATR, FT

This article describes the sense of magic that is often experienced by those who participate in peer grief support 
groups. This magic results from “the intentional environment we create for children and families to openly express 
their grief,” an environment that is founded on “our fundamental understanding that grief is a natural and normal 
response to a death in our lives.” That environment is shaped by skillful listening that allows participants to 
describe their experiences and encourages connections made between participants.
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Jonathan Cahill, MDiv

“Guilt is a painful reaction frequently felt when grieving the death of a child.” This article explores some of the 
many dimensions of such guilt. More importantly, it offers a different perspective than the familiar view that we 
should try to get rid of guilt as soon as possible. Even while acknowledging that “guilt is unlikely to prove an 
effective coping strategy in the long run,” this author asks us to think of things in a somewhat different way: 
“Guilt reactions when grieving the death of a child serve a purpose, helping one make sense of an almost 
incomprehensible situation. Guilt, like every reaction and response to loss, has its time and place. But it need not 
have the last word. Through sharing guilt with fellow grievers, one’s sense of responsibility for a child’s death 
diminishes, and the dissonance between one’s expectations and one’s sense of failure similarly falls away. Though 
the reality of the loss remains, the pain that accompanies it can be eased.”

Family Pathways: Coping with an Advanced Serious Illness of a Family Member	 14
Alysha Lacey, LPC, ATR, FT

Coping with loss and grief are not only experiences that occur following a death; they can occur in many different 
ways during an advanced serious illness. This article describes a program that “provides peer support groups for 
family members, including the person diagnosed with the illness.” The article touches on topics like: sharing the 
hard news; different individuals have different needs for information; allowing for choices; validating emotions; 
listening without interrupting; and the value of a Family Questions Jar.

Building Therapeutic Alliances with Families at the End of a Child’s Life in the Pediatric Intensive Care Unit	 16
Markita L. Suttle, MD, and Kathleen L. Meert, MD

Therapeutic alliances or what might be called constructive collaborations are important in all supportive and 
community efforts to help individuals facing life-threatening challenges, loss, grief, and bereavement. This article 
argues for the importance of therapeutic alliances and stresses their special value in the fast-paced, often 
seemingly chaotic environment of the pediatric intensive care unit.

Companioning Families of Children with Severe Neurological Impairment:  
Opportunities to Teach Pediatric Trainees Grief-Informed Care	 20
Amy Porter, MD, PhD, Summer Segal, PhD, MS, LCGC, and Jori F. Bogetz, MD

Pediatric trainees, including residents and fellows, have the potential to play an important role in companioning 
families through loss; however, they face challenges connecting with patients with SNI (severe neurological 
impairment) and their families and providing grief-informed care. In response to this situation, the authors write, 
“In this article, we explore these challenges and provide specific recommendations for ways to more fully engage 
pediatric trainees in companioning children and families who are navigating ongoing loss.” Strategies for teaching 
pediatric trainees are identified for both throughout the illness course and throughout the bereavement period, 
along with sample texts for condolence writing and best practices for condolence phone calls.

An Introductory Review of the Utilization of Creative Art Therapies in Bereavement with Children	 28
Jessica Sturgeon, MT-BC, HPMT

As its title indicates, this article describes constructive ways to help grieving children. In particular, the focus here 
is on techniques used in the creatives arts, including “art, dance/movement, music, and play therapies [that] 
provide space for identification and exploration of emotions while simultaneously providing a space both for 
expression and coping.” Child Life specialists can often be helpful in implementing these creative arts with 
children, adolescents, and family members.
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Remembrance Photography	 31
Lorri Sisemore

This article offers a description and examples of the work of a volunteer group of photographers who provide 
parents with free, memorial photos of their baby who has died. Now I Lay Me Down To Sleep teaches that, 
“Photographs serve as a bridge to this type of parenting as well as offer healing for years to come.” To say this 
another way, “NILMDTS has found that families rarely regret what they did, but they often regret what they didn’t 
do.” This article describes the philosophy of NILMDTS, urges professionals to encourage family members to take 
as many photos as they can in these situations, explains a course that NILMDTS offers for professionals, offers 
suggestions for maximizing memory-making, and concludes with some testimonials and practical guidance.

Difficult Decisions in Perinatal Loss	 35
Patti Budnik, RN, BSN, CPLC, and Emilie Lamberg Jones, BSW, RN, C-EFM, CPLC

In the midst of joyful expectations that accompany most pregnancies, serious maternal or fetal diagnoses can 
bring about major changes. This article describes a multitude of difficult decisions that can face parents in such 
situations, including the possibility of terminating the pregnancy. Families in such situations need “empathetic 
care, knowledge of the grief process, and often advocacy on the choices and rights available to their baby for 
end-of-life care.” The article includes: tips for caregivers, resources for both parents and professionals, and two 
boxes: Rights of Parents When a Baby Dies and Rights of a Baby.

10 Desired Attributes of a Perinatal Bereavement Program	 39
Suzanne Toce, MD, FAAP

Many Americans are unaware that: “There are over 1 million fetal deaths (miscarriage and stillbirths) yearly in the 
US. The most recent CDC data noted that the perinatal death rate (>20 weeks’ gestation through 7 days after 
birth) was close to 6 per 1000 live births + fetal deaths.” For those who experience such deaths, the author 
identifies and describes 10 desired attributes of an appropriate bereavement program. It should be: continuous; 
interdisciplinary; comprehensive; inclusive; inquisitive; coordinated; informed; nimble/flexible; memorable; and 
sustained. The article concludes: “Fetal or neonatal death is a life-changing event for parents. Appropriate 
bereavement support can minimize the trauma and grief. All personnel dealing with such parents should have 
appropriate education and training. Where perinatal death is more frequent, there should be personnel 
specializing in perinatal bereavement available.” 

Grief and Bereavement Support for Underserved Communities around the World 	 43
Michael J. McNeil MD

This article argues that because most studies of bereaved parents “have been performed in high-income countries 
(HICs) amongst [white] mothers….we may not have a full understanding of the grief and bereavement experience 
of fathers or how to best support them after the death of a child. Also, we recognize that with the incredible 
amount of diversity in cultures, grieving practices, and mourning rituals around the world, the current literature is 
insufficient when considering interventions in low- and middle-income countries (LMICs). Therefore, we must 
consider how we can better support fathers and parents who reside in LMICs. Only in this way can we truly 
capture the global need of grief and bereavement support for parents after the death of a child.” After reviewing 
what is known about paternal bereavement and bereavement in LMICs, the article concludes: “More concerted 
efforts to be inclusive in grief and bereavement research are critical as we recognize the unique experience of 
parental grief and how that experience is influenced by a host of factors including the social, spiritual, cultural, 
and economic factors the parent faces.”
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“We Need Support Too”: Recognising, Understanding and Supporting Men  
through Their Grief after the Death of a Baby	 48
Kate Obst, PhD Candidate

Writing from an Australian perspective, this article expands on the previous article’s concerns about paternal 
bereavement. Drawing on extensive research, the article discusses: how men grieve; what factors impact men’s 
grief; and what support men want and need. The article concludes with practice recommendations for hospitals 
and bereavement care.

Readers’ Corner	 54
Suzanne S. Toce, MD, FAAP

In this latest version of her popular series of reviews designed to guide readers to new and important articles and 
books, Dr. Toce summarizes the content of a new book, Pediatric Palliative Care: A Model for Exemplary Practice, 
by Davies, Steele, and Baird. The review identifies: who should read this book; what is special about this book; 
where and how can the information it contains be applied; and when should one get this book (NOW!). Dr. Toce 
highlights her review with this comment: “I found this book more insightful and helpful than any other PPC text 
that I have ever read, as it not only told me what I needed to know and do but, more importantly, how I could 
obtain or enhance the skills to optimize patient, family, and provider outcomes.”
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Bereavement, a Parent’s Perspective
Becky A. Benson 
Elliot’s mother 
Family Services Manager 
National Tay-Sachs & Allied Diseases Association 
becky@ntsad.org

With Prolonged Grief Disorder, being added to the DSM-V for the first time, replacing Persistent Complex 
Bereavement Disorder, bereavement has now officially become pathologized. Prolonged Grief Disorder does not 
take into account extenuating factors such as previous traumatic experiences, depression, or anxiety. It is merely 
categorized and diagnosed by the persistent yearning for the person who has died and by exhibiting at least three 
of the eight symptoms listed here, one year after a loved one’s death. 

These include:

	▌Feeling as though part of you has died

	▌A sense of disbelief about the death

	▌Avoidance of reminders that the person is dead

	▌Strong emotional pain related to the death (anger, bitterness, or sorrow)

	▌Difficulty moving on with your life (socializing with friends, pursuing interests, planning for the future)

	▌Emotional numbness

	▌Feeling that life is meaningless

	▌Extreme loneliness (feeling alone or separate from others)

But what most parents who have lost a child already know is that many if not most of these so-called symptoms 
are normal and exhibited broadly across groups of bereaved parents specifically, and that for many, their grief is 
too nuanced to fit such a diagnosis. Many parents would note that there is no timeline to their moving through or 
beyond their grief. It’s an ongoing ebb and flow. When someone we love dies, we will likely miss them for the rest 
of our lives. It’s natural and part of the human experience. It poses the question, that what if grief cannot be 
overcome? And furthermore, should it be? When it is your child that dies, it’s incredibly difficult to reconcile due to 
the fact that it often it feels unnatural and untimely. It’s no surprise that many of us feel we have lost a part of 
ourselves; in a very real way, we have. 

Additionally, for those caring for a medically fragile or terminally-ill child, your daily routine and all aspects of care 
are wrapped up in your life with your child. It’s not surprising that when a child dies, these parents may also feel a 
loss of their sense of purpose, or even their sense of self. Many parents may contend with feelings of helplessness 
simply because they were unable to save their child. As a parent this can lead to feelings of both guilt and shame 
in their perceived failure to adequately care for their child, or even sustain their life. Kindness and self-compassion 
play an important role in a parent’s ability to move forward. At this stage accomplishing even the smallest tasks 
can seem overwhelming when you’re already emotionally depleted. I don’t know a single parent of loss who didn’t 
find themselves to be emotionally numb at some point in their grief. 
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While the symptoms of grief may become harmful, such as the inability to interact with the world around you, 
drinking too heavily, not being able to care for yourself, or becoming completely incapacitated, and medical or 
mental health treatment should be sought, it’s important to recognize the varying levels at which these and/or 
other symptoms will present for all who are grieving. Coding this natural reaction in such a generalized fashion as 
a sickness in order receive a diagnose to obtain treatment is risky considering the ramifications it presents down 
the line when those individuals look to work through their potential trauma, anxiety, and depression that is event 
related, and not otherwise broadly applicable. Additionally, it’s further stigmatizing for bereaved parents who are 
so stigmatized in society as is. 

Bereaved parents want so desperately to find a way to continue to walk in what feels for them, a world broken 
into two parts: the before and after. Parents desire to be able to share and talk about their child with others, 
much the way those who have living children continue to do. For the bereaved, their children are still very present 
in their thoughts. At the heart of it all, bereaved parents may feel fearful that as the world around them moves 
forward, it will forget about their child completely. One should not shy away from mentioning their child’s name to 
a grieving parent. It is music to their ears. Additionally, they may struggle to move forward themselves due to the 
emotionally pull of feeling that it may mean they are leaving their child behind. While this is, of course, not the 
case, it does take time for the bereaved to rectify their presence in this new world without their loved one and 
adjust to living in it, still.

Support is a key factor in a grieving parent’s ability to move forward. Many will express the thankfulness for the 
initial support they received, but may feel feelings of rejection, anger, or betrayal when those initial supports fall 
away. Most parents report not feeling supported after the initial wave of phone calls, cards, flowers, and 
casseroles ceases. Most wish the outside world didn’t expect them to suddenly be OK after a prescribed yet 
arbitrary time, such as six or twelve months. They wish their friends and family would still check in on them and 
recognize this will always be a paramount event in their lives. 

The experience of community has been a sustaining factor for me throughout my daughter’s diagnosis, illness, and 
past her death. Having a connecting, supportive group of other parents who understood firsthand was a safe 
space for my grief. It’s been ten years since my daughter’s death, and it’s still in this small, tight-knit group I find 
my solace. It’s with them I can relax, let my walls down, and share my vulnerability most fully. The parents I know 
who have lost their child report sharing this feeling as well.

The process of mourning is not one that can be and should be rushed. It cannot be bypassed for the sake of 
society’s comfort. It should not be suppressed or ignored. We should be actively working to create a community 
inclusive of grieving parents in order to support them through their grief no matter how long it lasts because after 
all, grief is the cost of a great love lost. 
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“�Love as it is Manifested in Institutions”: 
Reflections on the Art and Science of 
Bereavement Care in the Neonatal Ward

Dr Tamarin Norwood
University of Loughborough
United Kingdom
t.g.norwood@lboro.ac.uk

A bereaved mother reflects upon the care that inspired her to write her essay “Something Good Enough,” 
(Norwood 2021) which won the Lancet Wakley Essay Prize 2021 (Boyce et al., 2021; https://www.thelancet.com/
journals/lancet/article/PIIS0140-6736(21)02690-8/fulltext). 

Over time I have come to understand that these memories of our son’s birth and death were not formed 
by accident at all, but were crafted. They had been lovingly carved by the efforts of many, many people, 
some of whom we met in the hospital that day and some we never will, their part having been played 
long ago or far away.

In the months after our baby son died, I often reflected upon the compassion of the people who looked after us in 
the hospital during the brief hours that spanned his birth and death. How had they known exactly to help us 
through the intolerable sorrow of those hours? As the months went on, I found myself using my university library 
account to access scholarly journals on bereavement and neonatal death, and there I learned about the many 
studies undertaken to learn from the experiences of parents like me. I discovered the 500-page handbook 
Pregnancy Loss and the Death of a Baby: Guidelines for Professionals (Schott et al. 2016), created by SANDS, the 
principal baby loss charity in the United Kingdom where I live, and was greatly moved to find each of its care 
recommendations supported by references to many more such studies. 

I came to understand that the excellent care we received had begun long, long before the day our son was with us. 
The essay I wrote for the Wakley Essay Prize set out to acknowledge the history of planning and forethought 
behind the care that accompanies families when a baby dies, a history I described in my essay as institutional love: 

Even now, at the distance of calm reflection, I still think it was love. Not a simulation of love, but actual 
love as it is manifested in institutions.

The image I keep returning to, when I think of the loving choreography of this care, is that of a checklist printed on 
coloured paper. In the busy environment of a neonatal ward or midwife-let unit, tools like checklists are necessary 
to ensure procedures are followed correctly. However, mindful that checklists “inevitably emphasise what should 
be done at the expense of how it is done” (Schott et al. 2016: 225), SANDS recommends that checklists involved in 
bereavement care should be differentiated from clinical checklists by printing them on coloured paper to remind 
staff to use them with special care, with lists not “adhered to as directives” (ibid.), but used to inform sensitively 
judged conversations. For me, this idea of a checklist, printed on coloured paper to remind staff to use it with 
special care, epitomises the intersection of bureaucracy and love, and with it an acknowledgement that this kind 
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of care is rather more of an art than a science, depending as it does upon a kind of experienced and research-led 
improvisation in moments of compassionate interaction.

The checklist in question offers opportunities for memory making, including seeing and holding the baby, making 
prints of hands and feet, taking photographs, cutting a lock of hair. It includes space for additional notes, and 
space for each question to be asked up to two times (but no more than twice), implicitly acknowledging that 
parents may be unsure and may change their minds, that nuanced notes may be needed to supplement tick-
boxing to ensure adequate care, and above all that “parental choice is paramount” (ibid, 225, emphasis original). 

Parental choice is indeed paramount. Our experience is a case in point. I describe in my essay the precious memories 
my husband and I created with the support of trained healthcare professionals in the labour ward, including 
bathing our son and dressing him; memories we continue to hold dear, and which continue to nourish us. And there 
were other opportunities we declined, including staying in the hospital with our son’s body through the night and 
into the following days, or taking his body to our home to pay our last respects; practices which can be supported 
and made safe, and which we were offered, but which did not feel right to us. We were also made aware that the 
hospital could organise a cremation on our behalf; this we also declined, preferring to arrange a funeral of our own. 

I believe that parents faced with the death of baby are in desperate need of stories and memories to make up for 
the lack of life stories they and their child have been denied. Memory-making practices like those listed in the SANDS 
checklist can provide some relief in this regard, and a privately organised funeral or memorial service is another such 
opportunity. I remember our son’s funeral as a wonderful day. On that day, the little baby nobody had known, who 
had been with us for barely more than an hour, was as big as any of us. It was wonderful to acknowledge that he 
deserved a whole day, a whole funeral all his own, hymns and readings chosen, even a eulogy I had written partly 
before his birth and partly after, and the family gathered together, and tears wept just for him. Experienced and 
research-led bereavement care—institutional love, as I think of it—recognises that every baby matters as part of a 
family and a community with its own traditions and beliefs, memories to make, and stories to write.

Here in the UK we are still absorbing the findings of the recent Ockenden Maternity Review (Ockenden, 2022), an 
independent review of maternity services at two NHS Trusts which revealed multiple systemic failures, among 
them failures to listen to the concerns of families during pregnancy and childbirth, and failures of empathy and 
transparency when babies have died. The long-lasting anguish of the families affected by these events stands as a 
tragic indication of how important it is for institutions to integrate compassion at a systemic level. Reading the 
report, I am reminded of the complexity of systems that must have been in place on the day our baby was born, 
even though at the time, in the depths of our sorrow, we just felt it as love.
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Kindness Matters
JoAnne Auger, RN, CHPPN, Caritas Coach 
Supportive Care Nurse Coordinator
Peckham Center for Cancer & Blood Disorders
Rady Children’s Hospital – San Diego
jauger@rchsd.org

Hi all… I wrote this email for my team last week in the wake of the loss of a special patient and in the chaos of the 
world, thought I’d share… (And, CPR stands for Compassion-Peace-Renewal)

Dear friends… a few words of reflection for the sad times, here in our halls 
and across the world. In our work, we hold the circle of life closer than 
most. We are powerful witness to the brevity and beauty of life. Some 
days the witnessing is too much, and our hearts break. How do we mend 
the brokenness? Softly, with great care, which we don’t often give 
ourselves. 

The experts say that joy can be the remedy… that joy matters, it reminds 
us of our humanity. But is it OK to look for joy when there is suffering all 
around us? Brene Brown and Karen Walrond discuss accessing joy in the 
difficult times in the podcast below, sharing wisdom and insight about 

bringing light to the dark times. They also share some of their own practice to cultivate joy and gratitude. I hope it 
helps you as it did me. 

https://brenebrown.com/podcast/accessing-joy-and-finding-connection-in-the-midst-of-struggle/

And if you don’t have 30 minutes for the podcast, here are two of their suggestions for starting a gratitude 
practice and finding joy:

1.	� Take a picture on your cell phone every day for the next week of something that brings you joy… a beautiful 
flower, a child’s smile, a furry friend, a lovely sunset

2.	� Journal with these three questions as a prompt each morning…How can I feel connected? (text a friend) How 
can I feel healthy? (drink enough water) How can I feel purposeful? (this is a slam dunk for those of us who 
work in pediatric oncology) 

Brene Brown talks about a strong back (fierce courage), soft front (kindness), and a wild heart (love) to brave the 
wilderness of life. I see these things in all of you and I am so grateful 
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I Thought I was the Only One
By Scott Newport
Evan’s father
scotthnewport@gmail.com

“Hey guys, can any of you feel your fingertips?” Dean asked after taking a sip of his orange juice that January 
morning. Dean had just scooted over and dragged a chair up for me. Over my shoulder I could see, Lisa, the 
waitress on her way over with my Diet Coke. My 6 a.m. stop for material at Home Depot made me late.

The men were out for a Friday, free-food thing we do every week, a breakfast paid for by the cabinet and 
remodeling company us sub-contractors work with. We all toss out a five-dollar bill for the tip.

There were eight of us that morning gathered around two connected tables in a local diner. Dean is the owner of 
the tile installation company (over 40 years, I think).

“I haven’t been able to feel my fingertips for years now,” he added, almost as though part of his being has been 
stolen by the grip of many years of hard work. 

I wasn’t expecting what he had asked. The grizzled carpenter next to him nodded. I nodded too but I can still feel 
mine, even though my hands often ache. The young guys, who we refer to as runners or laborers at the end of the 
table, kept on eating. The youngest was scrolling through his phone.

I guess Dean was wondering if anyone else experienced the same loss he knew. Steve, the superintendent said, 
“Dean, what did you say?” Steve sits at the far end with his good ear in our direction (tips of the trade).

This story is not about starting over, but sometimes I wish I could.

For the last ten years or so I have been mentoring families with children with terminal illness. This past month has 
been no different. I’ve known Bill for about the same amount of time. Recently his son’s health has become unstable.

“Scott, can I run a few of the questions I want to ask the doctors past you. I respect you because I know you have 
been there before,” Bill said.

“Well, Bill, I would first ask you what one or two of the questions that are most important, maybe three,” I replied.

In a matter of minutes, Bill told me, “Scott, I have already eliminated four of them.”

Sometimes I wonder if I can offer dads, like Bill, anything. I keep committing myself to letting them know they are 
not alone. I don’t say it. I just do it.

Over the last week, Bill’s life seems more desperate.

“Hey Bill, would you say you’re desperate,” I asked.
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“What do you mean,” he replied.

“I don’t know,” I said, “I was just wondering.”

“Yea, I guess I am, but I had never thought about it like that before.”

A couple of weeks ago I was asked by Michigan medicine to say a few words at the annual Evan Newport Hope 
Award ceremony at the University of Michigan. Yea, Evan is my son who died at the age of seven on the day after 
Thanksgiving in 2009. Evan spent the first ten months of his life in the I.C.U. at C.S. Mott children’s hospital.

I started out by speaking of the recent victory the Michigan Wolverine football team had over longtime rival,  
Ohio State.

“Hope starts with grit,” I said. “Out of grit, comes abundance,” I added. Just think about the work the football 
team had to employ to successfully win. The endurance, the resilience, and belief they could win. I then talked 
about the hope that is realistic, not the type that is overly optimistic.

I ended with the statement, “Truth matters.”

Yesterday, I talked to Bill again. The calls have become more frequent now. I listen a lot. 

“Now, that I hear myself say those words, it sounds different,” Bill mentioned.

“Truth matters, “I said to him.

“Yes, it does,” he replied.

“You’re a good dad, you have taken the time to contact different hospitals for second opinions on heart/ liver 
transplants. And that’s the truth.”

He was silent for a moment; I thought he was about to cry. I continued, “Our minds can sometimes be a nasty thing.”

Again, he agreed.

“Ok, Bill, I gota go but feel free to call me anytime but just don’t do it at 3 a.m. unless it’s an emergency.”

I could hear him snicker and we said goodbye.

This morning, I woke up to a text from Bill that started with, “God never sends you into a situation alone.”

I can just see him in my thoughts on his knees praying things will turn out right.

I’m now thinking about what Dean said in so many words, “Can anyone else relate to the numbness?”

Maybe today, I should call Bill and tell him what I experienced so many years ago, not finding someone and being 
alone. Telling him about the numbness my heart experienced at times, mostly in the middle of those scary nights 
when I wasn’t sure if Evan was going to make it.
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I will be Praying he will maybe hear my words a bit differently and erupting from his thoughts, “I thought I was the 
only one.”

“Bill, you’re not alone.” I also know what the numbness feels like.

Truth does matter even when the feeling has been stolen from us. And maybe, none of us dads with sick kids, will 
ever get that back. I will never be afraid to ask the question, does anyone else feel the numbness? And that’s my 
hope, with a sprinkle of grit, hoping the abundance will someday show up one day. Even if it’s not exactly what I 
expected, even if we can’t start over again.
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Grief Magic
Alysha Lacey, LPC, ATR, FT
Director of Program Services
Dougy Center: The National Grief Center for Children and Families
alysha@dougy.org

“I don’t really know what it was, but tonight in group I just felt some of that Dougy Center ‘magic’ happening.”

I’ve heard this statement many times in the five years I’ve coordinated peer grief support groups for children and 
families. It comes up most often in our “post-meeting,” which is a time for Dougy Center staff and volunteers to 
debrief after the families leave for the night. Volunteers who talk about this “magic” usually have a distant, 
satisfied, almost stunned, gaze. There’s a shared sense that the group time had a special quality, that the sharing 
and caring was, well, magical. 

While I love a good fairy tale, I also know that the “magic” they’re experiencing results from the intentional 
environment we create for children and families to openly express their grief. Creating a safe space and everything 
involved to make that happen is an important aspect of  The Dougy Center Model for peer grief support. For over 
40 years, the children and families we have served in peer support groups have taught us what helps them as they 
traverse all the changes in their lives following the illness and death of a family member. 

One part of the “magic” is our fundamental understanding that grief is a natural and normal response to a death 
in our lives. Children and teens who are grieving want to know that how they feel, what they think or wonder 
about, how they act, and what they experience each day doesn’t make them broken or a problem to be fixed. They 
want to know they’re not alone in their grief, and that someone else understands what they’re going through. One 
dad who brought his daughter to Dougy Center for their first groups wrote to us after the group: “I have to tell 
you that she had a fantastic time! She’s asked me almost every day since we were there, ‘Dad, when do we go 
back to Dougy Center?’ On our way there, she was apprehensive, and shared with me, for the first time, she 
doesn’t like to tell people about her Mommy because she’s afraid they’ll laugh. After our group, she chit-chatted 
the entire way home telling me about the people she met, and that lots of people had someone die in their life, 
and she doesn’t feel scared to talk about it. Obviously, this was the reaction I’d hoped for, but I was shocked at 
how, in one visit, it opened the door for more conversation about her mom than I’ve ever heard her initiate, and it’s 
been two years since her mom’s passing.”

Another part of the “magic” is the skills we use to listen and invite more conversation. In a group for young adults 
ages 18-24, one of the participants shared a dream they had involving their mother, and but also mentioned that 
their dog was in the dream. The coordinator asked about the relationship between their mother and their dog, and 
they smiled for the first time since joining group. The participant then talked about how their mother had a real 
love/hate relationship with the dog. After group, this participant emailed to say, “I wanted to say how much joy 
your question about my mom’s and my dog’s relationship has brought me. I haven’t felt a lot of joy for a long time, 
but it truly brought the biggest smile to my face. Thank you!” Had the facilitator shifted to ask others about their 
dreams, or possibly reflected a different detail, that participant would have missed the opportunity to think about 
how their mother lived and not just that she died. 
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The combination of skillful listening and the perspective that grief is natural and normal creates an atmosphere 
where participants are willing to risk sharing their experiences. This is especially true in our groups for children and 
teens. When asked, “How would you explain Dougy Center to a friend,” a teen group member said, “We talk about 
stuff. Stuff I haven’t thought about. Processing different parts that I didn’t know I needed to process. That’s why I 
come to group. The activity was helpful because I started remembering little things I hadn’t thought of. Remembering 
things about my brother.…this stuff after he died and thinking back on this stuff is kinda healing I guess.” 

A participant in our groups for 11 to 14-year-olds described the safety she experienced being around others of a 
similar age who were also grieving, “I felt like if I talked in the open about this people would say ‘OK, weirdo,’ but 
everyone here is just so nice, and I can speak my mind, people understand here.” Another member of the group 
added, “I don’t really talk about my grief with my friends or anyone outside of Dougy Center…here I feel included, 
understood, and like people just ‘get it.’” A younger participant summed it up saying, “It’s like we’re all one big grief 
family! I just love it here!”

Another important part of the “magic” is the connections made between participants. They often relate to each 
other through even the simplest of statements, saying things like, “I have totally felt that way before!” when 
listening to a peer bravely offer their experience of jealousy over the attention their sister who died still receives. 
This was shared during a particularly quiet virtual group, one where most of the participants had their cameras 
off and the screen was full of small black boxes with just names. In this situation, the “magic” was rooted in 
choice, another important element in  The Dougy Center Model. Each of these participants knew they had a choice 
about how to engage — some by speaking and others by intently listening to one another. They don’t always have 
the same experiences, emotions, or responses, but they respect the differences as well.

The administrator side of my role as Program Director knows the “magic” we create in our peer grief support groups 
is the result of intention and hard work by our staff and volunteers. But I too often feel dumbstruck at the end of a 
group. I sit back and feel honored to bear witness to stories shared by trusting children and teens, who may have 
never told anyone what they’re experiencing. As one volunteer stated it, “There is something about these groups. It’s 
so magical to see the dynamic that’s created among the participants. People can talk candidly, and no one rushes in 
to judge, ‘correct,’ or disagree. Everyone is respected for their experience, even if it’s different from someone else’s. 
As one participant said, “I could have survived without Dougy Center, but with it I learned to live.” For me, that’s the 
ultimate compliment for how  The Dougy Center Model works. How can you not call that “magical?”

For information on Dougy Center, our model of grief support, and access to our Grief Out Loud Podcast, free 
downloadable Tip Sheets, and many more resources, visit our website at www.dougy.org.
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Guilt and Grief: A Burden  
Worth Exploring
Jonathan Cahill, MDiv
Pediatric Spiritual Care and Bereavement Coordinator
Hospice of the Western Reserve
Cleveland, OH
jcahill@hospicewr.org

Guilt is a painful reaction frequently felt when grieving the death of a child. It arises from the dissonance between 
our expectations for ourselves and our sense of having failed to fulfill them (Li, Stroebe, Chan, & Chow, 2014). 
Guilt feeds on terrifying questions that take root in the mind like the most stubborn of weeds:

“Is it my fault my loved one got sick?”

“What if I had noticed their illness sooner?”

“Was I a bad parent/sibling/friend?”

We try to answer these questions rationally:

“Illness is natural. There’s nothing I said or did that made them sick.”

“I did everything I could as soon as I could. Not even the best doctors with the best medicines in the 
world were able to cure them.”

“I didn’t always know what to do, but I always acted out of love.”

But even with the most well-reasoned responses, removing the pain of guilt can be difficult. Siblings, parents, 
providers, and friends who are left to make sense of the loss of a child can all experience guilt in their grief, and 
from a variety of sources. Writing on the stressors bereaved parents face, Worden and Monahan (2001) outline an 
extensive taxonomy of guilt.

Cultural guilt stems from the expectation that those under our care are to be protected from harm. If we cannot 
keep them alive, there can be a sense of not having done enough, of having failed them. Parents whose children 
die before them, medical practitioners whose patients die under their care, and other guardian figures who face 
the death of someone they are looking after are prone to carrying this burden. 

Amy Ambrusko, who created the blog “Callapitter” following the death of her two children, gives voice to the 
experience of a parent experiencing cultural guilt:

I blame myself for not being there to protect them. I realize this blame is irrational and unwarranted, 
however I am their mother. As far as I’m concerned, my job on this earth is to love them, take care of 
them and protect them from harm. And if I’m unable to protect them, I at least want to be with them 
when they experience bad things. And I wasn’t... (2009)
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Despite her acknowledgement that her feelings of self-blame are “irrational and unwarranted,” Ambrusko’s 
profound sense of failure arises from her own, and the broader culture’s, conception of a mother’s job as protector. 
The sense of having failed to live up to widely held expectations of parenthood can be devastating.

Causal guilt is when one feels responsible for the death of a loved one through real or perceived negligence, or even 
through the passing on of an inherited disorder. One grieving mother shared with me her pained thought that by 
using cannabis during pregnancy she contributed to the death of her infant son. She blamed his fatal 
chromosomal disorder on her use of this substance despite reassurances from her medical team that this had 
nothing to do with his illness. Her case shows how easily we can become our own harshest judge, even when our 
actions have no bearing on a loss.

Moral guilt is the sense that something we have done, which runs counter to our belief of what is right, is the 
cause of our loved one’s death. We perceive their death as punishment for some transgression. Worden and 
Monahan cite lingering turmoil following an abortion as a frequent source of moral guilt: “Because I elected to 
terminate a pregnancy [in the past], I am now being punished for that act by losing my child” (2001). Dennis Klass, 
reflecting on his years as professional advisor to the St. Louis chapter of The Compassionate Friends, notes how 
the search for an explanation for a child’s death may also result in moral guilt, as “fantasized, or historic faults in 
the family systems become enlarged in the griever’s mind” (1982). This can lead not only to further 
misunderstanding and estrangement among family members following the loss, but also to distorted 
interpretations of past events within the family. I have encountered this in the likes of the bereaved parent who 
blames their divorce, at least in part, for the death of their child.

Survival guilt is felt when we live on but our loved one does not. “I survived the car crash, why didn’t they?” “We both 
got COVID. Why am I the one still breathing?” “When my brother was sick, he got all the attention, and I used to get 
so jealous of him. I don’t think I was a good older brother. But now that he’s not here, I can’t make it up to him.”

Finally, there is recovery guilt, perhaps the most insidious of all. Klass (1982) observes that many bereaved parents 
think that all they have left of their child is their sadness. Furthermore, they might think that others will eventually 
forget about their loss, leaving the burden of being sad to them alone. If bereaved parents stop feeling this way, 
even for a brief time, they feel guilty for abandoning their child. Still others grieving a child’s death sometimes 
think that recovery dishonors the memory of the deceased. Several parents have told me that it seems “unfair” 
that they have the opportunity to be happy again, to resume activities that they enjoy, but their child does not. 
Recovery leads to self-blame, which leads to feeling trapped in an interminable cycle of guilt and grief.

Any one of these types of guilt can be unbearable. People often tell me that the sooner they can be rid of guilt, the 
better. But before dismissing guilt or viewing it as a strictly irrational emotion, I believe it is important to 
acknowledge that guilt serves a purpose. It offers an answer to the question “Why did this happen?” Guilt 
assumes a clear cause and effect and gives one a perception of control over what has taken place, a sense of 
agency, even if what occurred is horrific and its catalyst is misidentified.

There’s rarely a satisfying answer for why bad things happen, and guilt is unlikely to prove an effective coping 
strategy in the long run (Schroevers, Kraaij, & Garnefski, 2007). Yet in the face of a profoundly tragic event, guilt 
offers a way to make some sense of things. For some, finding a reason for a loss, even at the cost of misdirecting 
blame inward, is more tolerable than not being able to find any explanation at all. Guilt plays an important role in 
the grieving process, offering an island of meaning in a sea of despair.

Ultimately, however, one must venture on to safer shores. I have heard it said that shared grief is half the sorrow. 
Likewise, sharing reactions of guilt with others is the surest way to diminish its pain, especially when the audience 
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comprises others who have experienced the death of a child. In his discussion of self-help groups for the bereaved, 
Klass (1982) offers some important insights for breaking free of guilt. Sharing with fellow grievers helps disrupt 
the “conspiracy of silence” around the death of a child and reveals that many wrestle with the idea that they have 
failed as a parent, sibling, or friend. When stories about the child are shared, grievers also realize that others are 
willing to help keep their child’s memory alive. The burden of carrying sadness no longer falls on one person, giving 
them permission to feel other reactions to their losses and helping them overcome the pitfalls of recovery guilt.

Furthermore, finding a community of fellow grievers helps “lower the perception of preventability.” In other words, 
it helps grievers acknowledge that they did not have complete control over the events leading to their loved one’s 
death, lessening their sense of having failed in their role as protector. Processing guilt with others facilitates 
unbiased analysis of the events surrounding a child’s death, clarifying that often fault cannot be assigned to the 
griever. Even where there is fault, a person’s intent can be examined, and since few actually mean to kill their loved 
one (though they may have thought about it), the act of public confession and reflection can lead to absolution 
for the guilt-stricken griever (Klass, 1982).

Guilt reactions when grieving the death of a child serve a purpose, helping one make sense of an almost 
incomprehensible situation. Guilt, like every reaction and response to loss, has its time and place. But it need not 
have the last word. Through sharing guilt with fellow grievers, one’s sense of responsibility for a child’s death 
diminishes, and the dissonance between one’s expectations and one’s sense of failure similarly falls away. Though 
the reality of the loss remains, the pain that accompanies it can be eased.
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Family Pathways: Coping with an Advanced 
Serious Illness of a Family Member
Alysha Lacey, LPC, ATR, FT
Director of Program Services
Dougy Center: The National Grief Center for Children and Families
alysha@dougy.org

When someone in your family receives a life-limiting medical diagnosis, you might feel a range of responses: sad, 
afraid, angry, overwhelmed, confused, shocked. This news may raise concerns, questions, and anxiety about the 
future. When children and teens are involved, these reactions may be amplified as adults try to balance tending to 
their own needs with supporting their children. This mix can strain communication in the family, between 
individuals, and for the entire system. For 32 years, Dougy Center’s support programs for families served them 
following the death of a family member or someone close to their family. In 2014, in recognition of the need for 
services when a family member has been diagnosed with an advanced serious illness, we started the Pathways 
Program which provides peer support groups for family members, including the person diagnosed with the illness. 
Over the years, Pathways Program participants have shared deep insight into what helps them when they are 
navigating the changes and uncertainties which accompany this new reality. 

One common hurdle is figuring out how to share the hard news with a child or teen. While there will never be a 
perfect scenario, it is helpful to put some intention into the timing and location that will work best for the family. 
Use open, honest, and clear language and try to follow the cues that a child or teens gives. They may ask questions, 
they may be quiet, they may get angry, or they may initially need some space and return to the subject later. Some 
reactions are expected, while others may surprise a parent or caregiver. Eight-year-old Marcus shared, “I just came 
home from school and saw that my mom made me cookies. She told me that my dad had glioblastoma and I didn’t 
really know what that meant so I just said ‘OK’. Then she said it meant he was really, really sick and would be in the 
hospital a lot. Then I didn’t really feel like eating the cookies, but I did give my dog a big hug.”

Individual family members may need different information, which can also pose a challenge. In addition to thinking 
about a child’s age and developmental level, consider their personality, needs, and way of processing as you decide 
what to say. Each child may need to be told differently and given more or less information based on these factors. 
Mari, a mother whose wife was living with advanced ALS, said “Sometimes I feel guilty because my 14-year-old 
daughter usually hears things right away, while my 12- year-old learns them gradually. I’m not trying to hide 
anything, but I know my older child does better with concepts that are concrete and thorough and asks a lot of 
questions while my younger child gets easily overwhelmed and needs to take things in on her own timeline.” Giving 
children choices about how much information they receive, as well as how and when, can help them feel they have 
some sense of agency in a situation that feels very much out of their control. 

In addition to choices, validating emotions and listening without interrupting are excellent ways to improve 
communication within the family. It is reassuring for people of all ages to know it’s okay to feel how they feel and that 
they have someone to share those feelings with that will truly be present with them. When asked what adults should 
know about talking with their teens, 16-year-old Robert whose brother has leukemia offered, “My Uncle Joe and I have 
what we call ‘car talks’ where we just drive around together, and I can say what’s on my mind. He’s good at just being 
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quiet and listening and when I will bring up a problem, he usually says ‘Well what do you want to do about that?’ If I 
ask him what he thinks I should do, he will offer suggestions but mostly he just lets me talk it out.” Bianca, 11, 
participated in a group activity where participants could make a card for someone in their family and write what they 
would like to tell them on one side and what they would like to hear from them on the other. She said, “I want to tell 
my mom how much she hurt me. I want to hear that she gets it, is sorry, and that she loves me as I am.”

On an average day it can be difficult for family members to connect between juggling work schedules, school, 
homework, sports, and other extra-curricular activities, meals, and home upkeep, but when you add medical 
appointments, keeping extended family and friends informed, and the general lack of predictability that comes 
with an advanced serious illness, it can feel impossible. One solution is to create a Family Question Jar where each 
family member is invited to write a question and put it in the jar as needed. Roberta, whose partner has colon 
cancer, shared how her family uses this idea. She said, “Sometimes there are questions in there, like ‘will I get 
cancer too?’ and that showed me that it was something the kids were worried about, and we needed to talk about 
it with them. Other times there are comments like, ‘I like when we got ice cream together today’ or just ‘I love you’. 
I sometimes try to add memories in there too to remind the kids of days where things weren’t so complicated, or 
compliments that let them know how proud I am for enduring all of this.” 

One technical tip related to a Family Questions Jar: We suggest you use a clear container placed in a highly visible 
area, so it doesn’t go unnoticed. You can also assign a child to keep a close eye on the jar and alert family 
members when there’s something new inside or to call a family meeting. 

With frequent communication, there is also more opportunity for kids or teens to ask questions where the answer 
is unknown. Sometimes, you can defer to medical professionals or others who are helping your family for 
assistance, but even then, some questions don’t have clear answers. It’s okay to model that adults don’t always 
know the answer, which can sometimes feel scary and confusing. However, this normalizes these feelings and can 
lead to conversations about how to cope with those emotions. You may say, “When I’m nervous about something I 
can’t control, it helps me to talk to someone and to take a long walk. What do you think helps you when you’re 
nervous about something big?” 

Finally, remember each family member is doing their best to make it through an impossibly difficult time. 
Communication won’t always look perfect. Everybody will make mistakes as stress is high and emotions run deep. 
Carlos, whose wife Gloria died of breast cancer when their children were 8 and 12, spoke of the time between her 
diagnosis and death. He said, “I wouldn’t wish it on anyone. It was hard and I felt like I never knew the right thing 
to say or do. I know I wasn’t always well-spoken, but I just tried to be honest and remind the kids that they were 
loved, and we would make it through day by day. Sometimes I didn’t believe it, but by telling the kids, I also kind of 
convinced myself. And you know what, we did make it. We all miss Gloria constantly, but I think talking through all 
the hard things during that time made us better at doing it now.”

For more information from Dougy Center, including resources for supporting children and teens who are grieving, 
visit our website at www.dougy.org. 
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Building Therapeutic Alliances with 
Families at the End Of a Child’s Life in 
the Pediatric Intensive Care Unit
Markita L. Suttle, MD
Division of Critical Care Medicine, Department of Pediatrics
Nationwide Children’s Hospital
Columbus, OH
Markita.Suttle@nationwidechildrens.org

and

Kathleen L. Meert, MD
Division of Critical Care Medicine, Department of Pediatrics
Children’s Hospital of Michigan
Detroit, MI
Central Michigan University
Mt. Pleasant, MI
kmeert@dmc.org

The pediatric intensive care unit (PICU) is a highly technological and fast-paced environment that can lead to high 
levels of stress for the families of critically-ill and/or injured children. Parents of children in the PICU often 
experience physical, emotional, and psychological effects both acutely and long after their child’s discharge.1 
Parental stress reactions may develop from exposure to the sights and sounds inherent to the PICU environment, 
the uncertainty of their child’s course and outcome, and the impact of the admission on their overall family 
function and parental role.1 Because of the dynamic nature of the PICU, the ability of pediatric intensive care 
physicians to quickly form meaningful relationships with families may be hindered, potentially worsening parental 
uncertainty and leading to unmet family needs, especially for parents whose children are at the end of life.

The theory of Transitional Togetherness describes the dynamic nature of relationships between parents and 
providers in the PICU.2 At first, parents may welcome the providers’ expertise in caring for their child and 
relinquish their child’s care to the providers. However, as time goes on, parents seek to become part of the 
caregiving team and often look to providers to help them reconstruct their parental role. After their child’s death, 
parents gradually disengage from their child’s providers over variable periods of time. Parents often appreciate 
contact with the PICU team during bereavement and may feel abandoned if such contact does not occur. Strong 
alliances between parents and providers in each of these phases allows parents to feel supported and brings 
comfort not only during the PICU stay but often for years to come.

Originating in psychotherapy, “therapeutic alliance” is a collaborative relationship between a patient and 
therapist, or in the case of pediatrics, a family and a medical provider for the purpose of treatment.3 It is a 
complex construct that reflects the strength and quality of this relationship and contains elements of trust, 
caring, empathy, respect, and understanding. Therapeutic alliance has demonstrated a positive impact on specific 
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childhood illnesses. In children with juvenile idiopathic arthritis, strong therapeutic alliance is associated with a 
high level of treatment adherence.4 In young patients with eating disorders, a strong alliance between families and 
clinicians is associated with better overall treatment outcomes.5

In adult oncology settings, therapeutic alliance between the patient’s informal family caregivers and the oncologist 
has been associated with better caregiver experiences with their relative’s end-of-life care,6 and patient-oncologist 
alliance has been associated with better mental health and emotional wellbeing among caregivers during 
bereavement.7 In the adult intensive care unit (ICU), therapeutic alliance is highest when family caregivers have 
trust in their ICU team, when high-quality communication occurs, and when there is less conflict at times of 
decision making.8 Alliances with caregivers are also stronger when patient care is perceived as patient-centered.8

In the PICU, a strong alliance between parents and pediatric intensivists may lessen parental symptoms of 
complicated grief after a child’s death.9 Complicated grief, also referred to as prolonged grief disorder, is a 
maladaptive form of grief characterized by an intense yearning and preoccupation with the deceased, as well as a 
loss of meaning or purpose without the deceased.10 Symptoms of complicated grief overlap with symptoms of 
acute normative grief but are severe enough to interfere with daily functioning over months to years. The 
prevalence of complicated grief is estimated to be 6-9% in bereaved adults.10 Among parents whose children die in 
PICUs, greater that 50% have symptom levels consistent with complicated grief at 6 and 13 months after their 
child’s death.8,10 Parents whose children die a sudden and unexpected death and those with shorter PICU stays 
have greater symptoms of complicated grief.11 Additionally, parents with insecure attachment styles (i.e., 
discomfort relying on others or having others rely on them) also have increased risk for complicated grief.11 

Difficult relationships between families and medical providers are highly distressing for both parents and 
providers.12 Parents report that a core contributor to these difficulties includes lack of a connection or shared 
understanding with providers, while medical providers describe issues such as confrontational parent advocacy as 
a source of strained relationships.12 Communication remains an integral component of high-quality medical care 
and strong therapeutic alliance. Thus, the parent-physician relationship can be harmed when breakdowns in 
communication occur across teams or during transitions of care.13 Alliances can also be damaged when parental 
knowledge and perspective are undervalued.13 Parents of children at the end of life require communication that is 
sensitive, caring, and honest.14 They also require frequent updates on their child’s condition to aid their decision 
making.14 Meeting these communication needs at a child’s end of life fosters trust and can strengthen alliances 
between families and medical providers.

Trust, honest communication, and mutual respect are all key aspects of therapeutic alliance, and barriers to these 
attributes have consistently been identified when examining health inequities in medicine among historically 
marginalized communities in the United States.15,16,17 In the field of pediatrics, medical mistrust and poor 
communication have been described as factors contributing to racial differences in parental decision making at the 
end of a child’s life.18 Additionally, bereaved Black parents form weaker alliances with pediatric intensivists, putting 
them at higher risk for poor mental health outcomes after their child’s death in the PICU.19 Latinx families report 
experiences with discrimination as a barrier to receiving pediatric palliative care services.16 For Latinx families who 
immigrate to the U.S., limited English proficiency and infrequent access to interpreter services can lead to 
miscommunication, increased parental distress, and medical mistrust for families in need of palliative care.16 

Kaye and colleagues identified seven physician characteristics associated with building and sustaining therapeutic 
alliance with families of children with progressive cancer.20 Physicians that formed strong alliances were those 
that made human connection with families by recalling personal stories of the patient, those who were mindfully 
present in each moment, those who were inclusive and demonstrated shared decision making, those who used 
humor, were honest, and finally those with strong family partnership (i.e., families never felt abandoned).20 In 
situations where an alliance has been broken, strategies such as exploring the family’s experience of the fracture, 
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acknowledging their perspective, and focusing on the family’s future emotional experience may be helpful.21 At the 
end of a child’s life in a PICU, evidence suggests that parents who perceive greater fulfillment of their physical, 
emotional, psychosocial, and environmental needs by medical providers experience less mental health symptoms 
during bereavement including complicated grief.22

Building alliances with families from historically marginalized backgrounds requires a lifelong commitment to 
ongoing self-awareness and improvement. Multicultural competence is the ability to understand and relate to the 
uniqueness of others in light of the diverse cultures that influence their perspective.23 It includes aspects of cultural 
awareness and education, as well as identification and ownership of implicit biases.23 Providers that develop 
multicultural competence, in addition to expressing a belief in equality and empowerment, minimize the 
perception of discrimination and form stronger therapeutic alliances with marginalized patients and families.16,23 
Similarly, demonstrating empathy, positive regard, and genuineness can build or strengthen these alliances.23

Therapeutic alliance is a vital component to caring for families, especially at the end of a child’s life in the PICU. A 
strong parent-physician alliance can promote improved emotional well-being among parents and lessen mental 
health symptoms during bereavement.6,9 Strained relationships that impair therapeutic alliance between parents 
and pediatric providers exist, particularly in situations where communication breaks down or when parents feel 
undervalued.12 Providers that form a human connection with families, practice shared decision making, and 
demonstrate strong partnership with families are likely to strengthen alliances with families.20 Parent-physician 
alliances with parents from historically marginalized background have been negatively impacted by issues with 
medical mistrust, poor communication, and perceived parental discrimination.16,18,19 Overcoming these barriers to 
form alliances with parents from marginalized backgrounds requires the development of multicultural competence 
and a belief in equality and empowerment.23 These alliances are likely to be further strengthened by physicians 
who possess empathy, positive regard, and genuineness for the families in their care.23
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Background 

Among families of children with severe neurological impairment (SNI), grief begins long before the end of life.1 
With static or progressive central nervous system disorders that result in cognitive and motor impairment and 
medical complexity, many children with SNI experience frequent fluctuations in health status along their illness 
trajectories due to both chronic health decline and acute exacerbations.2,3 Accordingly, even as families of children 
with SNI find much to celebrate along the way, loss is often central to their illness experiences. Compounding the 
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potential for worsening disease status and decline in baseline function for the child, family members can lose 
personal and collective family identity; a sense of safety, predictability, and control in the world; and freedom to 
pursue personal goals, travel, and rest.1,4 

In the United States, children with SNI comprise <1% of the pediatric population but account for nearly a third of 
hospital admissions at pediatric centers, and approximately half of these children are cared for at end of life in 
acute care settings or the intensive care unit.3,5 The frequency with which children with SNI interface with 
inpatient healthcare teams offers an opportunity — and arguably an obligation — for professional caregivers to 
address the losses families experience throughout their child’s illness course. Unfortunately, the limited medical 
education focused on understanding patients’ and families’ illness experiences and the existential challenges they 
face leaves healthcare providers poorly equipped to support families as they recognize, process, and cope with 
these losses.6,7,8

“Companioning” is a model described in the bereavement literature that reflects a humanistic approach to 
grief-informed care.11,12 It is rooted in a philosophical framework that recognizes grief as an adaptive, 
nonpathological response to loss. As such, it views grief not as a condition to be resolved but as a process that 
evolves, and in doing so, it explicates the companion’s role as one of validating, normalizing, and witnessing the 
griever’s journey in the service of cultivating a therapeutic relationship. 

Pediatric trainees, including residents and fellows, have the potential to play an important role in companioning 
families through loss; however, they face challenges connecting with patients with SNI and their families and 
providing grief-informed care.9,10 In this article, we explore these challenges and provide specific recommendations for 
ways to more fully engage pediatric trainees in companioning children and families who are navigating ongoing loss. 

Barriers to Pediatric Trainees’ Understanding of the  
Lived Experience of Illness 

Pediatric trainees face a myriad of barriers to connecting with children with SNI and their families (Table 1). The 
nature of pediatric trainees’ interactions with patients and families makes engagement with children with SNI 
and their families especially challenging. Given that such interactions take place primarily during hospitalizations, 
trainees’ involvement tends to be fragmented — in direct contrast to those patients’ and families’ life-long illness 
trajectories. This pattern is a barrier to trainees’ development of deep and longitudinal understanding of patient 
and family experiences, both because they do not get exposure to what a family’s life is like outside of the 
hospital — including what a child is like when well (i.e., their “baseline”) and what makes their lives meaningful. 
Additionally, they are not often privy to ongoing conversations between the family and their multidisciplinary 
team.13,14 Jumping in to care for a patient and family amidst other clinicians with longitudinal, existing 
relationships can be overwhelming for trainees — and at times, it even feels counterproductive. Some trainees have 
described worrying about “opening a can of worms” by directly discussing a patient’s setbacks during a 
hospitalization. Recognizing the incurability of many SNI conditions and the difficulties inherent in managing 
hard-to-treat symptoms, trainees may feel disempowered to make a difference for the patient and family.9,10 
Further, the tasks that comprise clinical care as a trainee working on an inpatient service or in a busy clinic (e.g., 
placing orders for medications and tests, attending to acute symptom management, coordinating care, and 
getting through the required questions during a brief clinic visit) impede deeper conversations about personal 
experiences, hopes, fears, and losses.10 As a result, trainees have limited opportunities to take the lead on 
engaging families about their experiences including both the challenges and the joys of caring for a child with SNI.
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Additionally, pediatric trainees have limited education on how to address loss with patients and families.15,16 Due to 
the limited number of coordinated, integrated bereavement programs in children’s hospitals nationwide, residents 
and fellows often complete clinical training without being exposed to models of multidisciplinary bereavement 
care. Among children with SNI, unexpected death or death at home often occurs, making support for families 
through the end of their child’s life even more foreign to pediatric trainees and seemingly outside the scope of 
hospital-based physicians.17,18 Further, while attention has been called to hospitals’ ethical responsibility to 
continue caring for families through bereavement,19 division of labor around bereavement support for families 
after a child’s death is often unclear, particularly given that children with SNI receive services from numerous 
sub-specialties throughout the healthcare system. Each team’s determination that bereavement care is “someone 
else’s job” may ultimately lead to families not receiving the bereavement support they need after a child’s death 
and trainees never witnessing bereavement care provision. This is concerning, as families report that they want to 
hear from their child’s clinicians after their child dies and maintain these relationships in some small way.18

Opportunities for Mutually Beneficial Engagement Between Pediatric 
Trainees and Families of Children with SNI

Caring for children with SNI may be an important opportunity to teach pediatric trainees about how to 
companion families through the ongoing losses and anticipatory grief that are intrinsic to their child’s illness. 
Understanding shifts in baseline health can help inform pediatric trainees about how to recognize and 
acknowledge the losses that are generated by those shifts. Residents are often the first points of contact for 
children with SNI and their families during acute illness, as well as providing care for patients throughout all hours 
of the day, particularly at night when existential concerns loom large. 

Pediatric trainees are also an important resource for supporting families of children with SNI. Data suggest that 
when trainees attend to the lived experiences of illness and loss, parents notice and report that it positively 
influences their child’s and family’s care.1,9 Parents who have experienced this level of attunement feel supported, 
heard, and validated in their care of and concerns about their child.4 They also report feeling that their child is 
“seen” and that their quality of life, the challenges they are facing, and the things that give meaning and purpose 
in their parent-child relationship are acknowledged.1,4 

Caring for children with SNI in a way that attends to the many losses families must navigate from diagnosis 
through bereavement encourages a humanistic approach to practice in which trainees are not only invited into 
more meaningful clinical encounters, but also afforded the opportunity to learn from parents as teachers. Further, 
attending to these existential concerns can help pediatric trainees appreciate the value of therapeutic presence 
and recognize that, in the context of caring for children with life-limiting conditions, their most important 
interventions may have more to do with listening, witnessing, and accompanying, rather than fixing or curing.9

Ultimately, there may be significant benefits to integrating pediatric trainees in grief and bereavement care as a 
standard part of pediatric practice — both for the trainees and for the families for whom they care. Engagement 
between trainees and families of children with SNI may assuage the challenges families face secondary to 
exhaustion, being overwhelmed, and becoming isolated from living with acute-on-chronic losses; the work of 
extensive hands-on caregiving; vigilance regarding their child’s needs; balance of siblings’ and other family 
members’ needs; and advocacy for services and supports.1,4 Training in companioning and the provision of 
bereavement care can facilitate accompanying families through losses throughout the illness trajectory in ways 
that are also deep and enriching for pediatric trainees on their own personal and professional journeys. 
Accordingly, it is essential to develop educational strategies integrating longitudinal engagement with families of 
children with SNI in a way that confers the approach of companioning into standard pediatric training.
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Recommended Strategies

Training in grief-informed care with a focus on companioning can build pediatric clinicians’ capacity to walk with 
families through loss, from diagnosis through bereavement. Figure 1 illustrates the core components of the 
companioning model. It is important to note that learning how to stay centered as clinicians, so that one can be 
present to others’ suffering without becoming overwhelmed by it, is fundamental to the art of companioning. As 
such, incorporating training in awareness-based and contemplative practices is an integral part of this process.20,21

Teaching pediatric trainees how to companion families throughout the illness trajectory and through bereavement 
can enhance both residents’ and families’ experiences. Table 2 elucidates strategies for teaching pediatric trainees 
how to attend to loss, both throughout the illness course before a child dies and after a child dies in the 
bereavement period. Specific recommendations for condolence letter writing are shown in Table 3. A possible 
structure for condolence phone calls is depicted in Figure 2. These concrete skills can be taught to pediatric 
residents and fellows and practiced to enhance their capacity to support patients and families.

For all companioning-focused and bereavement outreach with families, taking the time to listen deeply without 
distraction, allowing for silence, and tending to emotion are recommended. Additionally, honesty about what one 
will do going forward (e.g., call in a week, talk with additional providers, attend funerals) should be prioritized 
above over-promising or committing. Similarly, boundaries are important to consider, with mindful attention to 
ensuring that the clinician’s emotional response to the loss does not interfere with their capacity to hold space for 
the family’s emotional processing. 

Importantly, when we succeed in supporting pediatric residents and fellows in developing the skill set needed to 
engage with families of children with SNI around their experiences of loss, those trainees then have the 
opportunity to share these skills with other professional caregivers who have less experience providing grief-
informed care. In exchange, pediatric trainees can benefit from apprenticing and partnering with interdisciplinary 
colleagues in social work, child life, spiritual care, and psychology, who are skilled in companioning practices. 

Summary

Grief-informed care for children with SNI and their families is lacking, and pediatric residents and fellows have an 
opportunity to play a crucial role in bolstering the support families receive throughout their child’s illness 
trajectory. This article recommends several strategies for engaging pediatric trainees in grief-informed care that 
both recognizes the losses families of children with SNI are navigating and supports those families’ processes of 
adaptation. These recommendations are aimed at building pediatric trainees’ skills for connecting with families of 
pediatric patients more meaningfully throughout the illness trajectory, from diagnosis through bereavement. 
Providing pediatric trainees with concrete skills, role modeling, and educational opportunities to develop practices 
and confidence in the art of companioning can strengthen pediatric clinicians’ practice of grief-informed care, 
yielding more effective relationship-centered care for patients with SNI and their families. 
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Table 1. Barriers to connections between pediatric residents and children with SNI and their families

Category Specific Facets

Nature of trainee interactions with 
families of children with SNI

	▌Fragmented rhythm of hospitalizations

	▌Hospital- or clinic-based interactions without view into life 
beyond the clinical space

	▌Limited insight into ongoing, longitudinal conversations 
Fear of “opening a can of worms”

	▌Lack of confidence and comfort in exploring existential 
challenges and attending to grief

	▌Pressure to complete tasks and see patients quickly

	▌Assumption that there is little to add given parent expertise 
about their child’s needs

Lack of coordinated, integrated  
grief-informed care, including 
bereavement care

	▌Limited education for residents on addressing loss with 
bereaved parents

	▌Bereavement care not considered part of standard care

	▌Lack of exposure to role modeling of bereavement care provision

	▌Unexpected deaths and/or deaths at home feel foreign to 
residents and beyond scope of hospital-based physicians

	▌Narrow conceptualization of bereavement care as solely 
following death rather than as part of a continuum of grief-
informed care centered on companioning
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Figure 1. Central tenets of companioning 
bereaved parents and families

*Adapted from Alan Wolfelt’s Companioning  
the Bereaved

Table 2. Strategies for teaching pediatric trainees how to attend to loss

Before a child’s death, throughout the illness course After a child’s death, throughout the bereavement 
period 

	▌Allotting protected time for pediatric trainees to 
connect with and talk with children and their 
families

	▌Virtual or in-person “home visits” with families in 
their home spaces

	▌Opportunities for interaction between trainees and 
Family Advisory Councils

	▌Education and skill development in grief-informed 
care

	▌Allotting time for bereavement follow-up as part 
of trainee responsibilities

	▌Offering trainees clinical rotations with 
bereavement programs (i.e., inpatient 
multidisciplinary programs, social work- or 
psychology-run support groups)

	▌Exposing trainees to best practices used by 
multiple disciplines (e.g., social work, child life, 
palliative care, hospice, psychology)

	▌Creating a culture that models and normalizes 
condolence expression and bereavement follow-up 
as part of standard of care

	▌Instruction on condolence expression (e.g., letters, 
phone calls, memorial service attendance, etc.)
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Table 3. Sample text for condolence letter writing22 

Letter Element Option 1 Option 2 Option 3

Greeting Dear [parents’ first names] Dear [Mr./Mrs./Ms./Dr./
etc.]

Dear [last name] Family

Naming the deceased 
and expression of 
emotion

I was so saddened to hear 
that [patient’s name] died.

There are no words to 
express my sadness in 
response to [patient’s] 
death.

[X] shared the news of 
[patient’s] death with me, 
and I wanted to express my 
deep sorrow.

Communication of 
sympathy and 
thoughts focused on 
family

You and your family are in 
my thoughts.

Please know that you and 
your family are in my 
prayers.

I am thinking of you and 
sending wishes for peace 
for you and your family.

Memory/story/
achievement

I will always remember… [Patient’s name] was such 
an excellent [X]…

[Patient’s name] had truly 
notable [character trait]…

Message to non-
parent family member

Please pass my condolences 
on to your parents…

Please tell [sibling’s name] 
that I am thinking of…

Please tell your entire family 
that the team at [hospital 
or clinic] is holding them in 
our hearts.

“Good parent” 
statement or 
acknowledgment of 
strengths

It was always wonderful to 
see how deeply you cared 
for [patient’s name], 
[sibling’s name], and each 
other, even amidst 
tremendous stress.

I always admired how you 
cared for [patient’s name] 
with so much love and 
thoughtfulness.

Your capacity to care for 
[patient’s name] alongside 
all of your other roles and 
responsibilities is 
remarkable; you are 
extraordinary/ parents.

Conclusion With deep care, With wishes for comfort, From our hearts to yours,

Figure 2. Best practices for condolence phone calls

Introduce yourself as a member  
of the child’s care team.

Offer a memory of the child or  
characteristic of the child that has  

stayed with you.

I am calling to...

▌Check in with you and your family
▌Let you know we’re thinking of you.

▌How are you getting through the days?
▌Make sure you have the resources you need

▌Ask if there is aything our team can do  
for you and your family

Gratitude statement 

(e.g. Thank you for the privilege of  
caring for [child].”

Silience and Space for  
parent to talk

I will be thinking of you and your family.  
If you need anything, please get in  

touch by ___.
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An Introductory Review of the Utilization 
of Creative Art 
Therapies in Bereavement with Children

Jessica Sturgeon, MT-BC, HPMT
Board Certified Music Therapist
Hospice Palliative Care Music Therapist
Accentcare Hospice and Palliative Care of Connecticut
Middlebury, CT
jsturgeon@seasons.org

Just as it is for adults, there is no “right way” for children to grieve. There is no timeline and certainly no rule book. 
The manner in which children experience grief and loss can vary widely based on the type of loss, experience of the 
loss, coping strategies, child development, family system, and supports in place. Each factor presents a unique 
opportunity to explore approach and response. Though children are typically oriented in the concrete, there is still 
often a beautiful connection that can be found in the abstract arts. Techniques utilized in the creative arts 
inclusive of art, dance/movement, music, and play therapies provide space for identification and exploration of 
emotions while simultaneously providing a space both for expression and coping. 

The National Alliance for Children’s Grief (NACG) provides numerous resources in assisting children, families, and 
professionals in navigating grief and loss. In their resource titled “10 Ways to Help a Grieving Child,” tips are 
outlined including: be honest; listen; acknowledge the child’s grief; share your own experience; maintain clear 
expectations and boundaries; provide reassurance; create rituals and family traditions; and be patient. The 
creative arts, especially when utilized within a therapeutic environment by certified and licensed individuals, offers 
the chance to touch on these various aspects of grief and loss. In fact, one notable tip even specifically outlines 
the importance of being creative through activities such as drawing, writing, doing crafts, listening to music, and 
playing games as it provides an outlet to express feelings (Gabbay, 2020). Additionally, the disarming nature of 
the arts provides an environment to learn the tools to continue moving through grief and allows a safe 
environment in exploring the tasks of morning in a child-friendly manner. The inherent flexibility in creativity found 
in activities and the arts that allows for processing and exploring of emotions and experiences. This review 
provides an opportunity to better understand the mission and purpose behind creative art therapies and offers a 
brief introduction as to how they can be utilized within a bereavement framework. 

Art Therapists (ATR or ATR-BC) are masters-level clinicians that utilize various mediums of art to create, 
interpret, and explore a client’s needs. Art Therapy as defined by the American Art Therapy Association is “an 
integrative mental health and human services profession that enriches the lives of individuals, families, and 
communities through active art-making, creative process, applied psychological theory, and human experience 
within a psychotherapeutic relationship (AATA, 2022). There is an allowance for deeper processing of feelings 
when providing a child the space to create with color, lines, medium, and device. Although there is certainly space 
for the art therapist to interpret meaning behind creations, there is also freedom for the child themselves to 
interpret the meaning and thus provide additional insight into their experience and perspective. Art Therapy also 
provides an outlet for non-verbal expression. As children do not always have the language to verbally participate 
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in expression, non-verbal activities inclusive of Art Therapy can be extremely beneficial at “letting it out” in a 
productive, safe, and healthy manner. Techniques utilized within Art Therapy can allow for better processing and 
exploring of experiences in bereavement with the development of a tangible product that exemplifies the child’s 
understanding and can potentially be used within a family-centered context to initiate conversation surrounding 
the loss. 

Since 1966, the American Dance Therapy Association has advocated for the effectiveness of using movement with 
individuals, including children, to explore the connection between body and mind. The association defines dance/
movement therapy as “the psychotherapeutic use of movement to promote emotional, social, cognitive, and 
physical integration of the individual” (ADTA, 2020). There are strong neurological processes involved in 
connecting movement to thought. For example, learning simple movements in conjunction with a song has been 
shown to improve recall and memory of the song itself. Many have discussed the idea of a “runners high” — the 
out-of-body experience that can happen when engaging in high-intensity cardiovascular activity that leads to a 
surge of dopamine and endorphins. In bereavement, providing space for movement to occur allows another 
non-verbal method of connecting with the experience. New insight might be gained by providing the freedom that 
exists through movement, breaking through potential mental barriers that could exist in the child, and offering a 
method of expressing energy that might be restricted. Dance/Movement Therapists possess the unique insight 
into interpreting those movements and starting a conversation on (quite literally) moving through the grief. 

The American Music Therapy Association defines Music Therapy as “an established health profession in which 
music is used within a therapeutic relationship to address physical, emotional, cognitive, and social needs of 
individuals” (AMTA, 2022). The assessment process of board-certified music therapists (MT-BC) allows for a look 
at the entire individual. Much like art therapy, music therapy also provides the opportunity for product creation. 
This allows for the therapeutic process of creating through improvisation, songwriting, music listening, and other 
interventions in a non-threatening context. The product that is then created can act as a tool to continue 
conversations within a family context, create a sense of mastery, and be utilized as measure of both success and 
progress towards goals.

One of the most fundamental activities for social, cognitive, and emotional development in children is play. 
Through connections made within the context of play, there is an opportunity to communicate on a more effective 
and basic level with children while also providing simultaneous outlets for energy release, projection, storytelling, 
and processing. The Association for Play Therapy (APT) was established in 1982 and works to communicate and 
foster relationships among qualified professionals that might utilize play therapy in their own clinical work. The 
APT defines Play Therapy as “the systematic use of a theoretical model to establish an interpersonal process 
wherein trained Play Therapists use the therapeutic powers of play to help clients prevent or resolve psychosocial 
difficulties and achieve optimal growth and development.” Play Therapy provides a non-threatening way to 
explore the grief experience and gain insight into the perspective of the child about what death is, what it looks 
like within their family system, and how they cope with the stressors related to grief and loss. As an assessment 
tool, play can be extremely beneficial at gaining direct insight from the child themselves.

 Child Life has been an integral part of many children’s hospitals throughout the country as they assist in 
navigating the medical paradigm from a child-centered perspective. Child Life specialists (CCLS) frequently utilize 
tools as aforementioned to provide support within the scope of their role. Although historically the understanding 
of the Child Life role has been limited to working with children actively seeking treatment for an illness, there is a 
robust use of certified Child Life specialists in anticipatory bereavement and bereavement work. Child Life is 
defined by the Association for Child Life Professionals (2020) as promoting “optimal development of children, 
families and their support systems, and reduces the impact of adverse childhood healthcare events.” This holistic 
view on providing care is ideal in bereavement as it integrates the child into the family and works within that 
context to provide care. Child Life specialists act as a conduit for support, assessing psychosocial and 
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development needs in addition to acting as an advocate from a child-centered perspective within the healthcare 
environment. There is a greater chance of success when collaborating with Child Life specialists that may have 
been involved in the child’s life. For example, a Child Life specialist may already be involved if a child is part of the 
family system in a hospital setting. In this case, there has likely already been an assessment of the child’s coping, 
processing, and involvement within the family system. This can provide better insight into what techniques and 
approaches will benefit the child in a bereavement context. 

Each creative arts profession explored in this introductory review offers unique and specialized ways to connect, 
assess, and treat children experiencing grief and loss. However, a commonality found in each is the importance of 
utilizing a trained, certified, and/or licensed professional in their respective field, as it allows for a deeper and 
more effective method of treatment. Access can unfortunately be limited in locating creative arts therapists, but 
there is still an opportunity to utilize methodologies and integrate these complementary techniques into 
bereavement practice within the clinician’s scope of practice. Whether bereavement care is geared towards a child 
or an adult, the primary goal is to find a way for the client to identify, express, process, and release symptoms of 
grief and loss and to develop appropriate and effective coping strategies to be utilized moving forward. Finding 
connection through the arts can assist in building rapport and enrich existing interventions while simultaneously 
meeting the child where they are at in their grief process. 
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Remembrance Photography
Lorri Sisemore
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www.nowilaymedowntosleep.org

Each year in the United States, nearly 40,000 babies are either 
stillborn or die within the first month of life. Over the past 17 
years, Now I Lay Me Down to Sleep (NILMDTS) has linked arms 
with tens of thousands of families experiencing the loss of a baby 
by providing the complimentary gift of remembrance photography.

NILMDTS has found that families rarely regret what they did, but 
they often regret what they didn’t do. And while there is a plethora 
of parenting resources available, very few address parenting in the 
face of loss. Though it may initially seem counterintuitive to 
encourage parenting in these situations, it greatly improves the 
psychosocial outcomes for these families when this type of 
memory-making is facilitated.

Whether a family’s loss is expected or not, parents and family 
members often find themselves in shock in those moments. They 
tend to forget to pull out their phone or a camera or they don’t 
even fully realize that they can hold their own baby.

Photographs serve as a bridge to this type of parenting as well as 
offer healing for years to come. The journal Illness, Crisis & Loss 
says that remembrance photography “did not simply produce 
mementoes, but invited families into a parenting role, to celebrate 
their baby’s life, to tell their story, and to help make meaning of 
their experiences in an often overwhelming and chaotic medical 
space” (Martel & Ives-Baine, 2014).

In 2008, NILMDTS CEO, Gina Harris had just delivered her stillborn son, Ethan. The doctors tried to prepare her 
and her husband for the condition he would be in but it was even worse than she could have imagined. A year prior, 
Gina and her husband were at the same hospital with Ethan’s big brother, David. David was also stillborn, but his 
death was due to different causes.

“As bereaved parents, we know firsthand the healing power of having portraits of our son David. Not having 
photographs of Ethan has made the healing journey more difficult. I only wish we would have captured something 
of Ethan. Even if it were just his hands and feet, it would have been instrumental in our healing and documenting 
Ethan’s life,” said Gina Harris.
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Remembrance photography is an important step in the healing journey. Photographs are one of the most precious 
and tangible mementos parents can have, showing the love and bond that was given and shared with their baby. 
These portraits will last for generations, and will honor a tiny life that is forever loved and cherished. As a medical 
professional, it is important to help families experiencing the loss of a baby facilitate these types of services 
through NILMDTS. Medical personnel should introduce the idea of photographs early and often, contact NILMDTS 
to see if a local photographer is available to capture images, and encourage families and caregivers to take as 
many photos as they wish.

Having these moments is especially important for parents in order to help construct the future identity of their 
family. Many bereaved parents are faced with difficult questions down the road, such as “Do you have any children?” 
or “How many children do you have?” These are difficult questions to answer because, as outlined in an article in the 
journal Death Studies, “Parents facing early child loss-perinatal death-suffer no less, yet they are faced with the 
additional burden that their baby is not socially recognized as significant” (Blood & Cacciatore, 2014).

Always encourage them to take pictures above and beyond what NILMDTS, or you as the caregiver, takes. They 
can never have too many. Let parents know that they never have to look at these pictures or keepsakes, but that 
they will always have them for when they are ready.

Through educational training courses like NILMDTS’ Remembrance Photography as a Best Practice in Perinatal 
Loss Populations, medical personnel will learn how photography is increasingly becoming a best practice when 
dealing with perinatal loss and medical providers are educated on the difference these photographs make in 
regards to psychosocial support moving forward.

In addition, the course covers essential communication skills during such a sensitive time, as well as tips on 
creating intimate portrait sessions to ensure high quality images. This continuing nursing professional 
development activity was approved by the Colorado Nurses Association, an accredited approver by the American 
Nurses Credentialing Center’s Commission on Accreditation. 

“As a labor and delivery nurse, the hardest days are the ones where we send families home without the sweet 
babies they have longed for, nurtured, and loved. The services provided by NILMDTS allow me to assist in 
supporting those families by honoring the little lives lost. Working with NILMDTS fosters the preservation of 
memories for these families during a whirlwind of heartbreak,” said Registered Nurse, Ada Murdock.

Through interactive demonstrations, providers learn how to offer and/or create an intimate portrait session for a 
family. The NILMDTS continuing education course is ideal for practitioners in areas that NILMDTS does not 
currently serve and those in areas that are underserved. The course allows nurses to help serve the families 
NILMDTS is otherwise unable to reach due to time of day, condition of the baby, and shortened timelines. With 
the knowledge and skills taught, providers will be able to give their bereaved parents the best patient experience 
possible under the circumstances. 

In order to facilitate as much memory-making as possible, the following is recommended:

	▌If your facility offers care packages for families experiencing loss, introduce that early and go through the 
contents with them so that they understand everything inside and can incorporate them into the memory-
making process.

	▌Don’t forget to capture photographs of the details of the day-room signage, flowers, memory box items, stuffed 
animals, special clothing, etc.
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	▌Call their baby by name and treat them as you would any baby. Point out features of the baby — cute noses, tiny 
hands, curly hair. Refer to family members as ‘mom,’ ‘dad,’ ‘grandma,’ ‘grandpa,’ This may be the first time 
they’ve ever heard themselves called by those names.

	▌Encourage parents to hold their baby as long as they want.

	▌Have parents dress and diaper their baby, bathe their baby, and brush their baby’s hair.

	▌Take handprints, footprints, and molds (if your facility offers them). Make multiple copies.

Suggestions like these and many more can be found in the NILMDTS course. With the knowledge and skills taught, 
providers will be able to give their bereaved parents the best patient experience possible under the circumstances. 
More information can be found at www.nowilaymedowntosleep.org/continuingeducation

Additional Information on NILMDTS:

Now I Lay Me Down to Sleep (NILMDTS) gifts heirloom remembrance portraits to parents experiencing the death 
of a baby. Since 2005, more than 60,000 families from around the world have received photographs free of 
charge from NILMDTS.

Testimonials:

“I found this training profoundly helpful. I had a patient pass away just last week and was unable to 
obtain a photographer due to all of the COVID-19 restrictions. Having this information would have been 
really helpful!! I feel so prepared now to be able to obtain quality photos in an emergency situation. Even 
though I took really good notes during the training, my only suggestion would be to generate a tip sheet 
based on a summary of this information for us to have and share with our Bereavement Committee 
members in the event they find themselves filling in as the photographer. Thank you!”

	 – Amanda Bielata, NILMDTS Medical Affiliate

“I don’t know the name of the nurse who took a few photos for us but I am grateful that she was there. 
To all the nurses and hospital staff that step out of your roles and into the rooms of grieving families to 
capture the few moments we have with our babies. Thank you!!!”

	 – Krysten Rivera, Jakob’s Mommy

How to Find a Photographer:

NILMDTS will assist in locating a local affiliated photographer to capture images for a bereaved family. If a patient 
delivers overnight, it is recommended that you call prior to delivery so that a photographer can be arranged for the 
first thing the next morning. Local photography contacts can be located on the NILMDTS webpage.
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Guidelines for Services:

At the request of the parents or medical staff, we will have a 
NILMDTS affiliated photographer, if available, come to the 
hospital or hospice location for a private and sensitive 
photography session. Our affiliated photographers are dedicated 
to making the photography session as loving, sensitive, and 
private as possible. When searching for a local NILMDTS 
photographer visit http://www.nilmdts.orgfor contact information 
in your area.

NILMDTS photographers provide the free gift of professional 
quality portraiture. Gently retouched black and white or sepia 
toned heirloom quality portraits are delivered digitally.

Retouching:

If a NILMDTS photographer is not available, please utilize the 
Posing Guide for Hospitals and Posing Poster located on the 
NILMDTS webpage. The guide includes instructions for submitting 
images for retouching to NILMDTS.
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and

Emilie Lamberg Jones, BSW, RN, C-EFM, CPLC
Fetal Care Coordinator
Fetal Concerns Center
Children’s Wisconsin
Milwaukee, WI
elambergjones@chw.org

For many families, pregnancy is a time for joyful preparation. Families work together to prepare their hearts and 
homes for a new member. Baby supplies are purchased, siblings are prepped to become big brothers and sisters, 
and baby names are considered. Prenatal appointments present opportunities to hear the baby’s heartbeat and 
ultrasounds are done to learn the baby’s gender and see the baby’s face. 

But all of this can change when there is a serious maternal or fetal diagnosis during pregnancy. There may be a life 
limiting diagnosis of the baby or one which would result in chronic disability. There may be maternal health 
complications that may worsen or could threaten maternal mortality if the pregnancy is continued. Multi-gestation 
pregnancies can be considered high risk and a selective reduction may be considered. In complicated twin 
pregnancies, a procedure may be offered that results in the loss of one twin in order to save the life of the other. 

The prenatal diagnosis of a fetal concern is a unique loss. Families grieve the loss of the expected or anticipated 
pregnancy. Ultrasounds are now performed to see what is wrong. Preparations are made for meetings with 
specialists. Decisions must be made regarding goals for care, options for continuing the pregnancy, fetal surgery 
or treatment, and the possibility of the baby’s death or chronic health issues. A time that should be joyous and 
celebrated with family and friends brings devastation and heartbreak. Even if the baby is expected to survive, the 
knowledge that there may be the need for surgeries or other treatments is its own kind of loss. 

Parents are asked to make a multitude of difficult decisions. They must learn and absorb medication information 
and technical language, integrate this new learning, and determine what it means to them and their families. 
Should we end the pregnancy? Continue with the goal of aggressive medical intervention? Provide comfort and 
palliative care? Attempt fetal surgery? Consider making an adoption plan? 

Parents need to be given the opportunity to explore all alternatives in a non-judgmental way, being fully informed 
of all options. While many families may find comfort in the option of continuing a pregnancy following a life-
limiting fetal diagnosis, other families may consider ending the pregnancy early. Aspects of perinatal palliative 
care planning and perinatal bereavement support can be integrated into the care of these families, as well.
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The parents’ decision to terminate following a terminal diagnosis is often impacted by concern that the baby is in 
pain or is suffering, the potential impact on their family or other children in the home, the prognosis of the baby, 
and the financial implications of ongoing care. The decision to terminate does not mean that the family will not 
grieve or that they don’t love or want their baby. These decisions are heart-wrenching and can be mentally and 
spiritually devastating to both parents. Parents often struggle with telling family and friends of the decision that 
they have made. This can both heighten the isolation that they feel and limit their support system.

Access to pregnancy termination services also complicates an already difficult situation. A family may desire a 
medical induction in a hospital which would allow more options for memory making and bonding with their baby 
only to learn that those services are not available due to their gestational age, availability of services in their 
community, or lack of insurance coverage. As legislation is enacted to limit access to pregnancy termination, 
patients may need to leave their support systems, travel out of state, and may not have the same options for 
perinatal bereavement care. 

Anticipatory grief is quite common with a life-limiting or terminal diagnosis. During the pregnancy, parents often 
grieve the impending death of their baby or the hardships that will be faced due to the diagnosis. Being connected 
with a Fetal Care Center and Palliative Care team can provide crucial support, consultation, guidance, and 
assistance with birth planning, no matter when or how the pregnancy ends. Providing a peer support connection 
with a family that has had similar circumstances can be a great comfort and an instrumental resource. 

Providing examples of what other families have chosen to do can help them to feel more comfortable in providing 
care for their baby, feel more confident in their decisions, and can help them to identify questions of which they 
had not yet thought. Sometimes there is nothing that can be said. Bearing witness and sitting with a family may 
be the most helpful thing you can do.

No matter what choice a family makes, a prenatal diagnosis can be a traumatic experience. Everyone grieves 
differently and there is no such thing as grieving “perfectly,” nor is there one “right” or “best” way to proceed. 
Families are changed after the death of a baby or the loss of a pregnancy, and it can be a very isolating 
experience. Feelings of longing and helplessness are common. Joy and visions of the future are replaced with 
unfulfilled dreams and heartbreak. Many families are never given a medical reason for their loss. The quest for 
answers and understanding of ’how’ or ‘why’ this happened can be overwhelming and self-blame can be common. 
Quality perinatal bereavement support is crucial for families as they make decisions, mourn what they have lost, 
and seek to accept their “new normal.” 

Family and friends often struggle with what to say or how to help. It is important to remember that they are also 
grieving. For this reason, seeking support from someone outside of their family or social circle is recommended. 
Parents and loved ones have limited memories, keepsakes, or opportunities to be with the baby. Providing ongoing 
aftercare support, memorials, or remembrances will help families lay a foundation for healthy grieving and 
opportunities to integrate the loss into their lives.

Ongoing support and follow-up with bereaved families are essential for their well-being and healing. Families 
grieving the death of a baby need empathetic care, knowledge of the grief process, and often advocacy on the 
choices and rights available to their baby for end-of-life care. Consider referral to specialized support groups and 
therapists who understand the complicated grief that may accompany perinatal loss when there is a pregnancy 
termination. Working in the field of perinatal bereavement can be challenging but it is often very inspiring and 
fulfilling. Providing supportive and compassionate care to families helps them in their future healing.



NHPCO.ORG    |    37National Hospice and Palliative Care Organization

ISSUE #67   |   MAY 2022Pediatric E-Journal   |   Bereavement

Helpful things to say to a family after prenatal diagnosis:

“I am so sorry you are going through this.”

“I am so sorry for the pain you are experiencing.”

“Have you thought about….?”

“Some parents have….”

Tips for the Caregiver

	▌Relationship-based care helps providers individualize care for families by working to explore their goals, 
suggesting potential interventions/options/choices, and identifying the family’s priorities and concerns. 

	▌Ensuring informed consent of procedure and care options will help to alleviate anxiety and empower the family. 

	▌All perinatal bereavement support practices can and should be offered to all families, including those that have 
made the decision to terminate following a life-limiting diagnosis. 

	▌There isn’t a “best” thing for families to do following a life-limiting fetal diagnosis. There isn’t one “right” or 
“better” way. The role of the caregiver is to support families in making the decision that is most livable for them. 

	▌Some families may want to see or hold their baby, and/or have memory-making opportunities, etc., while others 
may not want these options. Choices should be offered to parents and presented as options for them to decide 
what is best for them. Giving parents options and choices in their baby’s care helps to provide them with a sense 
of control. 

	▌Resecting the parents’ decisions and choices helps to build trust with the healthcare team. Understand that the 
choices they make may not be what you recommend, or think is best. Consider that they are making the best 
decisions they can under these circumstances. 

	▌Having a delivery plan can help to better allow for parents’ wishes to be honored and allow for questions and 
concerns to be honored. 

	▌Parents worry about what the baby will look like, and they may be scared to hold the baby. Educating the family 
on what to expect and what can be done following delivery is crucial.

	▌The actual time of delivery can be incredibly challenging. Parents may feel that the act of walking into a surgery 
department, pushing with a vaginal delivery, or cutting the umbilical cord is contributing to the actual death of 
their baby and they may find these actions difficult to complete. 

	▌Parents may decide to continue the pregnancy. They should feel supported in this decision, with a new plan of 
care started, and a continuation of palliative care. 

	▌Keep in mind: State laws, physician practices, and hospital or birthing center restrictions may prohibit the 
termination of a pregnancy. If a referral to an outside source is being made for the procedure, ensure that 
supportive bereavement care will be provided. 

	▌As the care provider, it is important that you are aware of your own personal biases and beliefs. If you feel 
ethically challenged in this care, it is in the best interest of yourself and the family to find them a new caregiver. 

	▌A continuum of care between the healthcare team and the family is the best practice. Having a care team that 
is fully aware of the family’s wishes, preferences, and concerns will aid in the best delivery of care. 
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Resources for Families

	▌Healing After a Difficult Decision – a support brochure from Share Pregnancy & Infant Loss Support http://
www.nationalshare.org

	▌Healing After a Difficult Decision: Ending a Wanted Pregnancy – Parent Support private & moderated Facebook 
page

	▌Perinatal Hospice & Palliative Care http://www.perinatalhospice.org

	▌A Heartbreaking Choice http:// www.aheartbreakingchoice.com/

	▌Ending a Wanted Pregnancy www.endingawantedpregnancy.com

	▌A Time to Decide, A Time to Heal by Molly A. Minnick, Kathleen J. Delp, & Mary C. Ciotta

Professional Resources

	▌PLIDA Position Statement: Pregnancy Termination Following 
Adverse Fetal or Maternal Diagnosis www.plida.org

	▌National Perinatal Association Position Statement: Ethical use 
of Assisted Reproductive Technologies & Egg Freezing www.
nationalperinatal.org

	▌Difficult Decisions – Share Pregnancy & Infant Loss Support 
online training https://nationalshare.org/26454-2/ 
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10 Desired Attributes of a Perinatal 
Bereavement Program
Suzanne Toce, MD, FAAP
Retired Neonatologist
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La Crosse, WI
tocess@gmail.com

While I am now retired, during my career I was frequently asked to provide consultation to parents experiencing 
the diagnosis of a fetal or neonatal life-limiting condition. Included in my consultations was a discussion about 
bereavement and a referral to our bereavement services. Prior to my retirement, our organization had a perinatal 
bereavement process closely linked with our perinatal palliative care consultation. It is from this experience, that I 
am writing about what I perceive to be ideal attributes of a perinatal bereavement service. 

There are over 1 million fetal deaths (miscarriage and stillbirths) yearly in the US. The most recent CDC data 
noted that the perinatal death rate (>20 weeks’ gestation through 7 days after birth) was close to 6 per 1000 live 
births + fetal deaths. Appropriate bereavement support can improve the outcome of these families.

Bereavement support should be:

1.	 Continuous

	 a.  �Bereavement doesn’t start after the death of the fetus/newborn. From the time of the diagnosis of a 
potentially life-limiting fetal or neonatal condition, parents benefit from anticipatory bereavement support. 
Many perinatal centers include bereavement specialists as part of their multidisciplinary high-risk OB 
teams. The concept of anticipatory bereavement is appropriately addressed during antenatal consultations. 

	 b.  �Transitions between providers and sites of care should be seamless

2.	 Interdisciplinary

	 a.  �OB and pediatric specialists, geneticists, advance practice nurses and physician assistants, OB and NICU 
nurses, midwives, doulas, ultra-sonographers, bereavement personnel; the list goes on. Each has a role 
and contributes to the aim of supporting the parents through the pregnancy, delivery, and perinatal death 
or discharge of the newborn with a life-limiting condition. 

	 b.  �The various subspecialties and pediatric palliative care services overlap with bereavement services and 
should be collaborative

3.	 Comprehensive: Perinatal bereavement support addresses

	 a.  �Grief over loss of the hoped-for experience of pregnancy and delivery 
	 b.  �Grief over the loss of the expected newborn in the first 7 days of life
	 c.  �Anticipatory grief following the diagnosis of a fetus or newborn with a life-limiting condition
	 d.  �Bereavement support includes the psychosocial, spiritual, physical, and practical needs for the parents
	 e.  �Possible bereavement following the death of the fetus or newborn
	 f.  �The team should support recognition of parenthood 
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4.	 Inclusive

	 a.  �Bereaved parents are multidimensional and come from different cultures, races, ethnicities, religions, and 
gender identities. Provide sensitive, individualized care. Inquire about grief and bereavement expressions 
in their culture or group and how others in their culture/identity group desire to be supported through 
bereavement.

	 b.  �Acknowledge that mothers and fathers may grieve differently and provide individualized support as needed

	 c.  �Consider needs of siblings, extended family members, and others as needed

	 d.  �Address needs of parents experiencing all perinatal losses

		  i.    Fetal death, miscarriage, still birth

		  ii.   Termination of pregnancy

		  iii.  Neonatal death

5.	 Inquisitive

	 a.  �Bereavement is not unidimensional. Inquire about what concerns the parents most.

	 b.  �Ask parents about previous experiences with loss

	 c.  �Ask about the meaning of this pregnancy/newborn

	 d.  �Inquire about the impact of the fetus/newborn’s likely death, and parents’ worries and concerns. 

6.	 Coordinated, consistent, and documented

	 a.  �Use clear, unambiguous language

	 b.  �Document parents’ goals of care 

	 c.  �A contingency advance care plan/birth plan is an important communication tool

	 d.  �Communications and documentation about the fetal/neonatal diagnosis, birth plan, and bereavement 
support should be shared with the entire health care team and follow up providers. Goals of care and 
treatment plans should be consistent across providers and settings.

	 e.  �Develop medical records tools to share information

		  i.   �Ensure that the advance care plan/birth plan is easily accessible however and wherever the pregnant 
woman accesses health care.

	 f.  �Plans for obtaining further testing after birth and/or death are specified

	 g.  �Handling of the body after death including possible autopsy and disposition of the body are noted

	 h.  �Perinatal bereavement services coordinate well with perinatal palliative care providers

7.	 Informed, ethical, and nonjudgmental 

	 a.  �Support shared decision making after inquiring who the decision makers are (in some cultures, it is not 
the parents)

	 b.  �Good ethics starts with good facts

		  i.   �Ethically permissible treatment options should be discussed with the parents and a contingency birth 
plan developed using shared decision making

		  ii.  �Parents should be informed when there are inadequate data to establish a treatment plan other 
than routine care

	 c.  �Be accepting of ethically appropriate treatment choices even if they are not what you would choose. 

	 d.  �Bereavement may be less likely to be complicated if parents feel confident that the decisions made were 
in the best interest of the mother/fetus/newborn.



NHPCO.ORG    |    41National Hospice and Palliative Care Organization

ISSUE #67   |   MAY 2022Pediatric E-Journal   |   Bereavement

8.	 Nimble/flexible

	 a.  �Prior to birth, and confirmation of the diagnosis and condition of the newborn, the advance care plan/
birth plan and bereavement support plan are amenable to change based on further information and 
parents’ preferences

9.	 Memorable

	 a.  �Support memory making and retaining mementos

	 b.  �Optimize time parents can spend with their newborn

	 c.  �Parents frequently prefer to hold their dying newborn and should be supported if this is their preference.

	 d.  �Parents generally report that bereavement support is aided by mementoes. Consider:

		  i.    Photography

		  ii.   Hand/footprints

		  iii.  Hand/foot castings

		  iv.  Snips of hair

		  v.   Family visits

		  vi.  Religious or cultural rituals

	 e.  �Some programs provide an object, such as a teddy bear, for the mother to hold on discharge so there will 
be no empty arms

10.	 Sustained

	 a.  �Bereavement support should be initiated soon after diagnosis of a possible fetal/neonatal life- limiting 
condition and continue at least for a year after death of the fetus/newborn.

What are the key components of successful bereavement programs?

	▌Administrative and financial support

	▌Leadership: this is a navigator; frequently a nurse or social worker, who supports the health care team and 
addresses the needs of the family

	▌Education: The depth of education may be linked to the frequency with which the staff deal with fetal or 
neonatal death. Adult ER or surgical ICU settings may experience perinatal bereavement needs less frequently 
than a high-risk OB perinatal service or neonatal ICU. Certainly, perinatal bereavement should be included in 
OB, nursery, and NICU staff education.

	▌Support of the staff: health care personnel also grieve

	▌Support of the families that is individualized, continuous, and coordinated. A preliminary birth plan can help the 
family participate in decision making and feel that they have some sense of control.

Fetal or neonatal death is a life-changing event for parents. Appropriate bereavement support can minimize the 
trauma and grief. All personnel dealing with such parents should have appropriate education and training. Where 
perinatal death is more frequent, there should be personnel specializing in perinatal bereavement available. 
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Introduction 

The death of a loved one is one of the most challenging experiences we face in our lives and the death of a child is 
particularly devastating.1,2 The surviving parents must navigate not only the grief of their child’s death, but also 
the loss of the hopes and dreams for their child’s future. This grief can have profound impacts on the health and 
well-being of surviving parents. After the death of a child, parents are at higher risks for anxiety, depression, 
post-traumatic stress disorder (PTSD), and psychiatric admission, than parents who have not experienced the 
death of a child.3,4,5 Childhood death, affects not only the psychological wellbeing of parents but may also impact 
the physical wellbeing of parents. This includes poorer health-related quality of life, increased cardiac morbidity, 
and increased mortality of bereaved parents as compared to non-bereaved parents.6,7,8,9 Because of these adverse 
health impacts, it is critical to provide support for these grieving parents. 

One of the challenges, though, is identifying the best ways to support parents after the death of a child. There are 
a host of interventions that have been studied to assist bereaved parents. These include pharmacotherapy, 
support groups and counseling, a variety of psychotherapy modalities (cognitive-behavioral therapy [CBT], 
psychodynamic, psychoanalytical, and interpersonal therapies), along with systems-oriented therapies, among 
others.10,11,12 

However, most of these studies have been performed in high-income countries (HICs) amongst mothers. One 
study showed that 75% of parents involved in pediatric palliative care (PPC) research are mothers, the majority 
being white mothers.13 Therefore we may not have a full understanding of the grief and bereavement experience of 
fathers or how to best support them after the death of a child. Also, we recognize that with the incredible amount 
of diversity in cultures, grieving practices, and mourning rituals around the world, the current literature is 
insufficient when considering interventions in low- and middle-income countries (LMICs).14 Therefore, we must 
consider how we can better support fathers and parents who reside in LMICs. Only in this way can we truly 
capture the global need of grief and bereavement support for parents after the death of a child. 
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Grief and Bereavement in Fathers

While not considered an underrepresented group in the larger community, fathers voices are not as prominent in 
the grief and bereavement literature as compared to mothers. Historically, comparisons between mothers and 
fathers suggested briefer and less intense grief reactions in fathers.15,16,17 Over the centuries in Western cultures 
men have had social expectations on them to be problem solvers and to not express emotions after difficult 
events in their life. These cultural perceptions of masculinity may have influenced how fathers experienced the 
death of their child.

We recently performed a systematic review evaluating the experience of grief in fathers after the death of a 
child.18 We focused on recent studies as the sociocultural role of fathers has evolved over the last several decades, 
to see if the bereavement of fathers was consistent with the previous literature. What we found was that fathers 
continued to grieve in isolation. Several studies showed that fathers attempted to avoid discussing their feelings 
after the death of a child, as opposed to more open channels of communications for mothers.19,20 This was 
deliberate choice by most fathers as they often tried to deflect attention to ensuring support to their partners. 
However, fathers did report how valuable it was when they were willing to open up and discuss their experience 
with others.19 Another critical finding was that fathers were much more likely to work throughout the child’s illness 
and return to work sooner than their partner after the death of their child.21 These fathers used goal-oriented 
tasks at work and at home as distraction techniques, which for some fathers was helpful. For many fathers 
though, these efforts did not result in the same satisfaction or fulfillment prior to their child’s illness and death 
and these fathers wished they worked less and spent more time with their child.22 

Finally, while we found that the grief intensity of fathers was less than that of mothers, the definition of grief 
intensity was poorly defined in the literature. Grief intensity was defined with many features being outwards 
expressions of grief. This may not perfectly grasp the grief experience of fathers and their gendered coping 
mechanisms of stoicism, isolation, and work. Additionally, while this grief intensity was higher in mothers it 
diminished over time it remained persistent in fathers.23 We hypothesized that for some fathers these gendered 
coping mechanisms may not be sufficient for grieving over time. The disparity in paternal participation in PPC 
research persisted though with only 31% of the participants in the studies evaluated for our systematic review 
being fathers.18 More work is needed including more inclusive definitions of grief intensity to better understand 
paternal bereavement and to better support fathers on their grief journey. 

Grief and Bereavement in LMICs

Another area in which there is need for improvement is providing grief and bereavement support for parents who 
live in LMICs. Most of the research understanding grief and bereavement in parents and interventions after the 
death of a child have predominantly been published from North America and Western Europe. However, this may 
not be adequate in understanding the global need of parental grief and bereavement after the death of a child. 
This literature may not consider the varied cultural, religious, and socioeconomic diversity that exists globally.24 For 
example, one comparative study between bereavement counselors’ experiences in Northern Ireland and Uganda 
showed there were significant differences in the grief experience after the death of a child.25 Those researchers 
found the individualistic culture and approach to bereavement in Northern Ireland contrasted to the communal, 
collective experience in Uganda. These findings emphasize how important it is to understand the unique contexts in 
which bereaved families live and how that influences their capacity to find meaning after the death of their child.
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Additionally, The Global Atlas of Palliative Care at the End of Life demonstrated that almost 98% of the global 
PPC need occurs in LMICs.26 However, despite this need only 35% of countries globally have PPC services 
available.27 For those that do have PPC provision, grief and bereavement support was the least available28 and the 
service healthcare professionals feel the most uncomfortable providing for their patients’ families.29,30 Therefore 
much more work is needed, to first understand the grief and bereavement experience of parents after the death 
of a child in LMICs, but then to identify interventions to improve capacity and training in grief and bereavement 
support for healthcare professionals.

A recent review of the literature has highlighted the current work in studying grief and bereavement in parents in 
LMICs.14 The most robust efforts have been done surrounding perinatal death. Over 30 studies evaluated the 
experience of death in the perinatal period with most studies being qualitative in nature. Many of the themes 
identified in these studies revolved around community support versus blame and stigmatization, health system 
barriers impeding respectful care and ensuring access to culturally appropriate psychological care, and that 
women want individualized support about future pregnancies.31 

Very few studies looked at potential interventions for bereaved parents in resource-limited settings. One 
intervention that was highlighted, known as the nine-cell bereavement tool,32,33 looks at the experiences of the 
bereaved parent and what they outwardly expressed versus felt, as compared to what is culturally allowed/
expected. This tool has been implemented in several countries globally with follow-up interviews with participants 
who stated they learned the importance of culture on the grief experience as well as the importance of a bereaved 
parent discussing their grief with others.32,33 

Conclusion:

The death of a child is one of the toughest things a parent may ever experience in their life. This loss may have a 
dramatic psychological and physical impact on a parent. There is a great amount of work looking into how to best 
support these parents as there is now a whole range of support services including group sessions, counseling, 
psychotherapy, pharmacotherapy, and systems-based approaches. However, most of the research performed on 
these interventions have been small, qualitative studies and further work is needed to demonstrate efficacy. 
Additionally, these studies have been done on a very narrow population, particularly mothers in HIC. There have 
been growing efforts to expand that population, including fathers, and experiences of parents in LMICs. Other 
communities not discussed in this article but are important to consider as well are underrepresented and 
marginalized communities within HICs. More concerted efforts to be inclusive in grief and bereavement research 
are critical as we recognize the unique experience of parental grief and how that experience is influenced by a host 
of factors including the social, spiritual, cultural, and economic factors the parent faces. Through a more expansive 
view of grief and bereavement on a global scale we can better understand how to best support all parents as they 
navigate that difficult journey. 
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“�Losing my children has changed me in profound ways…There will always be two holes in me, and I often 
wonder how different it would have been if I had more support at the time and over the years since.”

	 – Father of two babies lost to late-term miscarriage

For millions of families each year, the death of their baby prior to, during, or shortly after birth is a devastating 
reality. Such deaths represent a unique form of grief. In previous research, bereaved parents have described 
intense feelings of shock, sadness, disbelief, and yearning for their hopes and dreams for raising a child.1,2 However, 
in addition to these typical and expected responses, the death of an unborn, stillborn, or newborn baby can be 
further complicated by feelings of ambiguity surrounding parenthood,3 experiences of stigma,4 a lack of open 
social acknowledgement for the life of the baby, and uncertainty regarding shared social rules for how to mourn 
such a loss.5 When a medical termination of pregnancy for life-limiting or non-viable anomalies (TOPFA) occurs, 
parents can also face additional stigma and both perceived and overt judgement from others due to ongoing 
contentions in many countries surrounding abortion.6,7,8

In recent years, however, there has been increasing social recognition for parents’ grief after the death of a baby, 
as well as a growing body of empirical research exploring parents’ healthcare and social support needs. Best 
practice bereavement care guidelines have also been developed in many countries to guide healthcare 
professionals in caring for parents in the hospital setting and beyond (e.g.,8,9,10). While these developments have 
been undoubtedly important and influential in improving parents’ experiences of grief and care, men’s experiences 
of grief and support after the death of a baby have historically been under-explored; particularly when compared 
to the large body of research on women’s experiences. 

In acknowledging this important gap, our research team recently undertook a mixed methods program of research 
to comprehensively explore men’s experiences of grief and support after pregnancy loss and neonatal death. 
Comprising a systematic review,11 a nationwide Australian survey,12,13 and follow-up qualitative interviews focusing 
on men’s experiences following TOPFA14 and neonatal death,15,16 we triangulated findings from across the studies 
to inform a conceptual model of how men grieve, factors that contribute to men’s grief, and suggestions for how 
healthcare services, systems and policies can best support men in future.
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How do men grieve?

Across our studies, men’s grief was a highly individualised experience, with a wide range of grief scores on 
psychometric scales, as well as descriptions of grief varying from “overwhelming” and “intense” to focusing on 
“empathy for [my wife].” However, contrary to early studies in the field that suggested men generally display lower 
levels of grief than women (and are therefore less affected by loss),17,18,19 in our nationwide survey men’s average 
grief scores were above the cut-off for what can be considered a high degree of grief — regardless of loss type.

Doka and Martin20 described styles of grief ranging on a continuum from intuitive (emotion-focused including 
talking, crying, and seeking support) to instrumental (activity and problem-solving focused). In our research, many 
men coped with their grief through activities including returning to work, ‘keeping busy’ and engaging in hobbies. 
However, many also described intuitive grief styles, and/or recognised a need to balance the use of distraction-
focused coping with emotional expression and processing of grief. 

Many men described being preoccupied with their (female) partner’s needs immediately following their loss given 
the clearer physical health implications of pregnancy and birth. This aligned with previous research describing 
men’s primary role as a ‘supporter’ to their partner and family following a loss.21,22,23 Importantly, however, while 
early research had often conceptualised this role as detrimental to men’s ability to process their own grief, our 
studies suggested potential benefits of being a ‘supporter,’ including giving men a clear focus/purpose in the 
immediate aftermath of the loss. Although where this role took precedence over men’s own grief and needs, it 
could negatively impact upon grief. In addition, many men described experiencing a ‘delayed’ grief response as a 
consequence of focusing on supporting, with their own emotional needs surfacing only after they perceived their 
partner’s grief had begun to subside. One interview participant described:

“And so [wife] went from needing my help to — well, not not needing my help, but, yeah, needing support, 
to being okay. And I kind of felt like I got left behind a little bit […] I hadn’t taken any of that time to 
actually understand and process what had happened for myself.”

Men who have experienced a TOPFA have been substantially under-represented in previous research.24 In our 
interviews with these men, they expressed unique challenges associated with this loss type including complexities 
surrounding decision making, and for some, a perceived need to conceal the type of loss they experienced to avoid 
judgement from others. One participant said:

“…not a lot of people knew that it was a medical termination like of our choice, they just knew that it was 
a miscarriage. And it was very select people, only because we didn’t want people’s opinions of it.”

What factors impact men’s grief?

In our systematic review we proposed a Socio-Ecological Model of Men’s Grief11 to describe the various levels of 
inter-related factors that appeared to influence the intensity of men’s grief (see Figure 1). In our nationwide 
survey, we tested the relationships between men’s grief and these various factors. Findings indicated that at the 
individual level, for example, the depth of men’s attachment to their babies was strongly related to grief intensity. 
At the interpersonal level, a good quality relationship with their partner and higher levels of acknowledgement of 
men’s grief from family and friends was associated with reduced grief scores. At the community level, experiences 
of disenfranchisement due to a lack of social recognition for their babies, as well as masculine role expectations 
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including a need to be ‘strong’ and hide emotional expressions, were associated with worsened grief. Finally, at the 
system/policy level, a focus on woman-centred care in the hospital had the potential to lead to feelings of 
isolation which could complicate grief, and a lack of opportunities to take workplace paternal and/or bereavement 
leave meant many men returned to work soon after their loss. While an early return to work was helpful for some 
men, others felt they returned to work “too soon,” leading to burnout, stress, and decreased productivity.13

Figure 1. Socio-Ecological Model of Men’s Grief 
Adapted from “Men’s grief following pregnancy loss and neonatal 
loss: A systematic review and emerging theoretical model.” by K.L. 
Obst, C. Due, M. Oxlad, and P. Middleton, 2020, BMC Pregnancy and 
Childbirth, 20, p.12. Copyright 2020 by the Authors.

Factors impacting grief also varied depending on grief style. Findings 
indicated that intuitive grievers may benefit from increased levels of 
hospital support and inclusion, whereas instrumental grievers may 
benefit from increased social/peer support and partner 
acknowledgement for men’s grief.12

What support do men want and need?

While participants in no way wanted to detract from their (female) partner’s health and needs, a focus primarily 
on women’s health in the hospital environment represented a substantial barrier for many men in recognising their 
own needs, and seeking and receiving support for their grief. In this setting, men many described a struggle to find 
their fit where they existed as ‘neither patient, nor visitor.’14 

One participant described:

“In the hospital, I was certainly very much acknowledged in the room, I wasn’t just an outsider […] but it was 
very much geared towards my partner and her experience. Only really the one pamphlet about men and a 
support group, which I really wasn’t keen in that moment, or any moment following, to go and actually join.”

Similarly, while mental health assessments for mothers are standard practice in many perinatal health settings, 
some participants in our research were concerned that their own history of mental health difficulties was not 
formally assessed prior to discharge. Although many participants reported that they received standard 
informational brochures on grief and general supports available in the community, they also expressed a need for 
tailored information about how to both support their partner and find support for themselves. Some suggested 
that sharing of this information could be facilitated by nursing/midwifery staff or a grief support person taking 
men aside and “talk[ing] to them in their own language”. Another participant shared:

“the day after, they sent two counsellors in to speak to us together [… but] she spoke to [wife]. Unless I 
spoke up and said something in response to a question, she looked at [wife] […] So, I’m sitting there, and 
all I’m hearing is: I have to look after her. I have to support her. I have to make sure she’s okay. I have to 
be strong enough to bear the weight of my own grief, as well as support the weight of my wife’s [grief]”

Finally, due to societal expectations that men should ‘support’ their partners, many felt they were therefore less 
likely to seek out services for themselves. In this context, there appeared to be a need for active and direct follow-
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up from healthcare professionals to provide men with an opportunity to acknowledge their own needs and be 
reminded of support available to them. 

“There’s this sort of, societal thing, this pressure to be the bloke, be the dad […] I didn’t want to go and 
look for help after losing [baby] […] I needed someone to check on me, to push me to do something. And, 
that can’t be my wife. Because my wife is in the middle of it too.”

Practice recommendations: hospitals and bereavement care

While not all men will require formal support through their grief after the death of their baby, there is a pressing 
need to reduce existing barriers to accessing care for men, particularly at the health systems level. No matter the 
type of loss, it is important men receive acknowledgement and validation of their grief, as well as active inclusion 
throughout all stages of healthcare engagement. 

A number of key recommendations for hospitals and perinatal healthcare settings arose from our program of 
research. Firstly, that all fathers/partners leave the hospital with information about men’s grief and contact 
details for 24-hour follow-up support, and receive brief mental health screening for early identification of risk. 
Where possible, information on supports should be tailored to be men-specific and relevant to geographic 
location. Secondly, where possible and appropriate, couples/family units should attend post-loss healthcare 
meetings together; this may require flexibility regarding time and/or place to accommodate parents who may 
have returned to work. Finally, all fathers/partners should receive at least one individual follow-up call or visit from 
an appropriately skilled health care professional after their partner is discharged from hospital, including 
additional follow-up in the weeks/months following to account for potentially delayed grief presentations.

While there are recognised challenges for healthcare professionals to engage with men in busy perinatal 
healthcare settings,25,26 participants also highlighted that small efforts to promote inclusion of men can have a 
lasting, positive impact on their ability to acknowledge and deal with their grief. One father shared:

“…they kept on saying to me […] make sure you keep talking about this and don’t sit there and feel as 
though you can’t say anything […] because you’re part of this process. It’s not just your wife who’s going 
through this […] you know, are you alright, are you okay? […] quite direct and ensured that they’d spoken 
to me […] I didn’t want to take away from [wife], but I think what they did really helped.”

Overall, it was clear from this program of research that support and recognition received in the hospital or 
healthcare setting where the loss took place precipitated men’s ongoing and long-term experiences of grief and 
access to ongoing support in the community. Adequate acknowledgement for their grief and proactive support 
from healthcare professionals will not only ease the burden of grief for men, but could have a powerful influence 
on the health and wellbeing of all families facing the loss of their precious babies.
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Davies B, Steele R, Baird J. Pediatric Palliative Care: A Model for Exemplary Practice. Taylor & Francis; 2021

Summary: This is a well written, easy to read textbook geared toward optimizing the pediatric palliative care 
(PPC) provider relationship with the child/adolescent and their family by arming providers with the tools to 
become “exemplary pediatric health-care providers” (EPP). There is a gap in professional training concerning the 
principles and benefits of effective patient and family communication and relationship building. The assumption is 
that optimal hopeful and supportive communication will avoid missed opportunities to discuss care and prognosis 
and lead to not only improved satisfaction on both sides, but improved patient and family outcomes. 

Who: All providers who interact with children with medical complexity and families should read this book. It will 
reinforce positive practices and introduce strategies to further improve communications and hence outcomes. 

What is special about this book? 

	▌Approach: This book focuses on the application of the knowledge that is taught in professional school in order to 
optimize outcomes. Optimal communication is central to optimal outcomes. Most of the examples focus on the 
parents. I wish that they had commented more on exemplary communications with the children. The windmill 
metaphor is used to show the interactions of the various participants and components. While I occasionally 
found this a bit distracting, it was helpful in seeing interactions between the components. This approach is 
grounded in research. The practical examples are very helpful in providing a roadmap for professional 
improvement in communication and building relationships. 

	▌Target readers: All the PPC professionals who interact with the child/adolescent and family should read this 
book. We can all learn how to communicate more effectively and supportively. 

	▌ Impact: By communicating and listening effectively, providers are better able to get needed information and 
respectfully provide culturally-appropriate patient and family interventions that support the child and family. By 
avoiding misunderstandings, missed opportunities, and decisions based on inadequate information. improved 
communications enhance the outcomes of the child/adolescent, the parents and extended family, and the health 
care providers. Near the end the authors note that when the conceptual model was presented at conferences 
feedback included  “Your model is really more than a model for dealing with parents of an ill child; it is a model 
for living, for all of us.“ 

	▌Exercises: At the end of most of the chapters are “Questions for Consideration.” These questions help providers 
assess themselves and others and see how they can improve. Suggestions for enhancing these communication 
and relationship building skills in new team members are particularly helpful.
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Where and how can I apply this information? A provider can apply this information in every patient and family 
interaction. I found this book more insightful and helpful than any other PPC text that I have ever read, as it not 
only told me what I needed to know and do but, more importantly, how I could obtain or enhance the skills to 
optimize patient, family, and provider outcomes. Reviewing the chapter on institutional factors may give providers 
tools with which to interact positively with their organization to optimize care. 

When should I get this book? Now! It is widely available for under $40 in the paperback version. 

From the publishers: Pediatric Palliative Care: A Model for Exemplary Practice lays out a road map for healthcare 
providers interested in optimizing care for seriously ill children and their families.

Grounded in clinical practice and the study of positive rather than problematic encounters between providers and 
parents, the book presents an evidence-based model of exemplary interaction. Chapters offer a clear 
understanding of the complex, holistic process of interaction between providers and parents, as well as the 
personal and professional knowledge and skills needed to interact in optimal ways.

This is a one-of-a-kind guidebook for healthcare providers interested in (re)discovering how to maximize positive 
outcomes for both families and providers. It’s also a valuable source of inspiration for educators, supervisors, and 
hospital administrators who want to facilitate personal and professional development and create supportive 
environments for students, providers, seriously ill children, and their families.

BY THE WAY: THERE IS NOW A SECOND EDITION OF INTERDISCIPLINARY PEDIATRIC PALLIATIVE 
CARE, EDITED BY JOANNE WOLFE, PAMELA S. HINDS, & BARBARA SOURKES PUBLISHED IN MARCH 

2022. THE PREVIOUS EDITION WAS FROM 2011. HOPEFULLY A LESS EXPENSIVE SOFTCOVER 
EDITION WILL APPEAR SOON. 
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Items of Interest
In each issue of our Pediatric E-journal, we offer additional  
items of interest.

1.	 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

2.	 Pediatric Hospice and Palliative Care Resources:

	▌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

	▌NHPCO’s Palliative Care Resource Series includes pediatric palliative resources like:

	 •	� 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

	 •	� 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
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3.	 Trends in Pediatric Palliative Care Research

Every month, PedPalASCNET collects new pediatric palliative care research. For past lists visit their blog, browse 
in their library, or join the Zotero group. View the New Citation List in their library.

4.	 Pediatric Resource on Medication Coverage 

In an effort to standardize the medication coverage process for children receiving concurrent care, the NHPCO 
Pediatric Advisory Council developed a new resource for providers titled Determination of Hospice Medication 
Coverage in CHILDREN.

5.	 Pediatric Hospice and Palliative Care Training:

	▌Upcoming Webinars provided by the Pediatric Care Coalition:

	▌June 23: Understanding the Lived Experience of Siblings of Children with Significant Neurological Impairment

	▌July 19: Creating Legacy: Developing End of Life Protocols Following the Death of a Child

	▌August 18: Conversations Matter: pediatric Advance Care Planning (pACP) and Shared Decision Making with 
Adolescents Living with a Serious Illness -- The FAmily CEntered (FACE) pediatric Advance Care Planning Model

6.	 MyNHPCO Bereavement Community

Continue the conversation of this quarter’s e-journal on NHPCO’s member-only community for Bereavement 
professionals. Professionals whose practice and focus are on bereavement care and services to hospice and 
palliative care patients and families are welcome to join. The community hosts bereavement discussion boards, a 
library of resources, and monthly chats on a range of topics, including services, networking, and idea and resource 
sharing.

7.	 Subjects and Contributors for Future Issues of This E-Journal
We are currently discussing topics like supporting siblings, care in the community, and standards for the issues 
immediately before us. If you have any thoughts about these or other topics, contributors, or future issues, please 
contact Christy at christytork@gmail.comor Suzanne Toce at tocess@gmail.com.
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