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In 2016, the United States experienced 9,548 pediatric 

deaths between ages 1-14 (CDC, 2016).

In 2016, the infant mortality rate was 5.9 deaths per 1,000 

live births (CDC, 2016).

Modern culture struggles to process the death of children

Treatment vs. holistic care

The Code of Ethics for Nurses requires that the nurse plans 

care and practices with respect for the dignity and worth of 

all patients and this includes considering religious and 

cultural beliefs (ANA, 2015). 

BACKGROUND

Purpose:  Illuminate the lived experience of spiritual care 

provided to families who have lost a child within the 

modern healthcare system.

Research Aims - To understand:

1. families’ experience with care at the end of a child’s 

life,

2. wishes of a family during the loss of a child,

3. how nurses can better be prepared to meet the spiritual 

needs of a family during pediatric end of life care.

PURPOSE OF STUDY AND RESEARCH AIMS

SAMPLE, SETTING, DEMOGRAPHICS AND SAMPLE INTERVIEW QUESTIONS DISCUSSION AND CONCLUSIONS
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Encountered by Bereaved Parents
Examining Spiritual Support 

RESEARCH DESIGN/METHODS

Setting:  Individual interviews held within 

the family home located in the Finger 

Lakes region of New York State.

Sample:  Two married couples who 

experienced the loss of an infant or young 

child. Interviews were at least one year 

after the death of the child.

THEME DESCRIPTION SUPPORTING QUOTES

Relationship
▪ Respecting and trusting relationships 

▪ Continuity of care

▪ Listening and responding 

▪ Being present 

▪ Personal relationships

▪ Parental autonomy

▪ “They [medical staff] were amazing. They treated us like 

humans. They listened to us, they tried to sneak our kids 

in…if I said we’re not gonna do a test, they just didn’t do 

the test.”

▪ “I was like, what is going on right now…I’m like, I don’t 

understand.  And why are you ignoring me?  ….this is my 

child, I’m the one with the loss, not you.”

▪ “You gotta have a connection. Faith is too personal to just 

do with strangers…”

Support ▪ Four Pillars of Support:

▪ Informational

▪ Spiritual 

▪ Emotional

▪ Tangible

▪ Support was received through the generosity of family 

members, church family, healthcare professionals, and 

other families with similar experiences.

▪ “We were very, very lucky…we had the doctor that came 

alongside us, we had the family here to support us, we had 

the church family behind us. We had wonderful friends.”

▪ “My dad is awesome.  He was able to like, set up the noisy 

stuff downstairs and we fed lines up so that we didn’t have 

to hear the noise the whole time.”

Spiritual Care 

Concepts 

Important to 

Parents  

Spiritual care needs that health professionals can support 

include: 

▪ Hope

▪ Love

▪ Prayer 

▪ Sacred Music

▪ Dignity and Respect

▪ Connection with existing faith community

▪ “It [music] brings God, spirituality, faith in a very positive 

meaningful way to you…it’s like you could feel His presence 

through the music.”

▪ “We never gave up hope for her to be treated or for a 

possible cure. We didn’t want her to suffer.”

▪ “I feel like my entire four months was a prayer….there was 

no stopping.  The whole time was just a conversation with 

Him.”

Treasuring the 

Child

▪ Treasuring infants was demonstrated as parents:

▪ Wanted to spend  as much time as possible with 

their infant or child 

▪ Desired to have their infant in the home 

environment

▪ Desired to have infant as part of the family unit

▪ “I don’t have any pictures of him. If I truly understood, or 

realized at the beginning, I would have put a video – like a 

camera, just on him for a couple hours cause I had very 

little.”

▪ “I’m going with my son, regardless where you’re taking 

him. I will go as far as I can go and stand there until I see 

you wheeling him back.”

▪ “But, that last month of life he was actually here, in our 

home…we worked with the doctors and nurses, which meant 

more than anything, to bring him home.”

“We got to see for a very short time, through a very 
unfortunate situation what the hand of God is supposed to 

look like.”

Sample Interview Questions:

▪ Tell me about the end of life 
care for your child.

▪ How did your spirituality 
influence the choices you made 
for your child at the end of their 
life?

▪ How did you find spiritual 
support during this difficult 
time?

▪ Who provided the majority of
care for your child near the end 
of their life?

▪ Is there anything you would 
change regarding your child’s 
end of life care?

▪ Nurses must provide holistic care to children and 

families experiencing end of life care of their child

▪ A therapeutic relationship must be established prior to 

provision of meaningful spiritual care.

▪ Spiritual care and support may be in the form of 

supporting an environment of peace and hope for the 

patient and parents.

▪ Parents described the importance of presence and 

listening.  

▪ Support of spiritual needs were embedded in the 

everyday care provided.  

▪ Benefits of holistic, pediatric palliative care:

▪ Prevents unnecessary treatment and suffering

▪ Provides families with autonomy over their 

child’s care

▪ Reaffirms a child’s purpose and meaning in life

▪ Prepares family for a possible death

▪ It is important to:

▪ Be respectful of families’ wishes and beliefs,

▪ Foster a comfortable environment for the 

patient and family,

▪ Be patient with families and answer all 

questions in a clear and direct manner.
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▪ A descriptive qualitative design

▪ Recruited with snowball/network sampling

▪ Semi-structured in person interviews lasting 40-90 

minutes

▪ Interviews audio recorded and transcribed verbatim 

Demographics

▪ Parent Age Group:  

▪ 36-40 Year          3

▪ > 40                     1

▪ Religious Affiliation

▪ Christian             4

▪ Time since Child’s Death

▪ 5 Years                 1 couple

▪ 8 Years                 1 couple

▪ Length of Child’s Life

▪ 4 Months

▪ 3 Years
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