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Presentation Notes
This presentation will serve to help with understanding ways to support children whose family member is sick or dying of COVID-19. 

Either of the following settings may be applicable:

Adult patient who is admitted to inpatient unit or ICU with COVID-19 and their children or grandchildren (or young relatives) are in need of support.
Adult patient in the clinic setting who is diagnosed with COVID-19 and their children or grandchildren (or young relatives) are in need of support.




Objectives

@ Discuss the role of the bedside nurse during the
COVID-19 crisis with caring for children of dying
patients

@ Describe the developmental stages of children

@ Discuss communication strategies to provide
optimal emotional support for grieving children
and to promote best practices

@ ldentify a variety of legacy building activities
appropriate for different developmental stages
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Case Study

@ 45-year old male with history of diabetes, hypertension,
COPD, and now with newly diagnosed COVID-19 who is
in the Intensive Care Unit (ICU) on a ventilator. He is
married, his wife is in the emergency room being
checked for fever and cough. The patient’s mother
contacts the ICU team to ask how to best assist her
grandchildren who are at home upset and afraid, ages 5
and 14 years old.

@ Where does the bedside nurse begin with providing
support for this family?
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This is not an uncommon scenario. 




Supporting the Children

@ Dad is sick, no one can
visit him
@ Mom is not here

@ Grandma is not telling us
anything

The quality of communication
with children about life-

@ | can’t go to school

threatening iliness and death has o | can’t see my friends
a long-term effect on their

psychological wellbeing and @ | am scared

family functioning (Rapa, Dalton,

Stein, 2020)
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Nurses and healthcare professionals need to actively promote and facilitate effective communication within the family. 
There are various blends of family structures and support members within a household, therefore nurses who are contacting relatives should assume that the patient has a vital role in the child’s life.


Key Questions to Consider

@ What is the meaning of illness to the family?

@ What is the child’s prior experience
with sickness/death? (family member,
pet(s), friend?)

@ What is the child’s developmental
stage?

@ How does the family typically
communicate difficult news?

www.aacnnursing.org/ELNEC/COVID-19
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 A redistribution of family tasks may be needed if the patient has to step back from certain regular responsibilities. 

Family members may have diverse emotional and behavioral responses and may for a time be “out of sync” with one another. 

physical development
cognitive development (thinking skills)
language development
social-emotional development



What Children of Dying Family
Members May Ask: The 3 C’s

@ “Canl catchit?”
@ “Did | cause it?”

@ “Who's going to take
care of me?”

Librach et al, 2011
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According to the American Academy of Pediatrics 2016 report - approximately 1 in 20 children in the United States experiences the death of a parent by the age of 16.

Caregivers who are struggling with their own personal grief may be particularly reluctant, or even unable, to recognize or accept their children’s grief. 

The reality is that many children in this situation are grieving alone, postponing expressing their grief until a time when it feels safer, or seeking support elsewhere, such as at school or after-school programs where they can talk about their feelings and concerns with adults who have personal distance from the loss.



Role of the Primary Palliative Nurse

www.aacnnursing.org/ELNEC/COVID-1¢

Assess
Educate
Advocate
Delegate
Plan

Follow-up
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Although well intentioned, attempts to “cheer up” individuals who are grieving are usually neither effective nor appreciated. 

Anything that begins with “at least” should be reconsidered (eg, “at least he isn’t in pain anymore,” “at least you have another brother”). 

Do not instruct children to hide their emotions (eg, “You need to be strong; you are the man of the house now that your father has died.”).

Avoid communicating that you know how they feel (eg, “I know exactly what you are going through.”). Instead, ask them to share their feelings.

Do not tell them how they ought to feel (“You must feel angry.”).

Avoid comparisons with your own experiences. 

When adults share their own experiences in the context of recent loss, it shifts the focus away from the child. If the loss is perceived by the child as less important, the comparison can be insulting (eg, “I know what you are going through after the death of your father. My cat died this week.”)



Infants

@ Understanding of death
> No formal understanding of death
> Fear of separation
> Responsive to emotions, the environment, anxiety level of
others

@ Reactions to death

> More irritable, clingy
> Cry more

@ Strategies to maximize coping
> Keep routine as consistent as
possible
> Positive touch
> Prioritize child over chores, ask
for help
> Assign a regular support person(s) (Knefley, 2019)
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Toddlers and Preschoolers

@ Understanding of death @ Strategies to maximize coping
> Not permanent > Prepare them for what to
> Seen as punishment expect
> Egocentric- caused by or > Be consistent in wording
related to self used, use concrete language
> Magical thinking > Address need for security
> Fear of dying > Address misconceptions
@ Reactions to death > Allow them to play, including
> May show little concern playing out death themes
> Regression m—— —

> Fear of separation
> Repeatedly discuss death,
may play out death scenes

(Knefley, 2019)

www.aacnnursing.org/ELNEC/COVID-19
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These strategies are typically provided by the nurse educating the family on how to move forward, not necessarily implemented by the nurse – time with child can be limited. 

Prepare them for what to expect: discuss simple details, remember that some preschoolers are more advanced than others with knowing colors. Red = blood 

Be consistent in wording used, use concrete language, avoid euphemisms, eyes closed = death not sleeping 

Address need for security: assure the child of who will be caring for them, keep that person close. 

Allow them to play, including playing out death themes (supported in the literature and can be best supported by having a Child life specialist involved). 



School-aged Children

@ Understanding of death e Strategies to maximize

> Progression of coping
understanding from > Explore possible reactions with
possible for others to child
possiblg ff).r themselves > Give permission to show (or

> Irreversibility not show) emotions

> More interest in biological > Honest explanations for death
aspects of death > Provide legacy opportunities

@ Reactions to death > Listen, validate

> Increased crying, anxiety

> Headaches, stomach aches
> Denial, hostility

> Guilt, blame

> |Inattention, withdrawn
(Knefley, 2019)
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Explore possible reactions with child: let them know that children react differently to loss and there is no expectation that they grieve like other people. They are watching the reactions of adults to imitate how to grieve (anger, yelling, withdrawal, humor) 

Give permission to show (or not show) emotions: sadness, permission to cry or not cry 

Honest explanations for death: grandfather died, his heart stopped working, the doctors could not save him. 

Listen, validate



Adolescents

@ Understanding of death @ Strategies to maximize

> Many have achieved a mature coping
understan‘dmg of death > Explore possible reactions with

> Able to think more abstractly child

> Better understands the
implications of death

> Can acknowledge that life is
fragile

> Still some invincibility

@ Reactions to death

> Assume more adult role

> Preoccupation with death

> Regression

> Practice denial by risk-taking
> More critical of parents

> Give permission to show (or
not show) emotions

Honest explanations for death
Provide legacy opportunities
Listen, validate

Music therapy, if desired

YV V V V

(Knefley, 2019)
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Preparing the Words

@ Be concrete
> Dead, died
> Body stopped working
> Heart stopped beating
> Lungs stopped breathing
> He/she does not feel pain
> Not able to talk, eat, walk

@ Avoid confusing terms and clichés

@ Allow for silence

@ Prepare answers for questions- both existential and
concrete (Knefley, 2019)
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Death means that we’ll no longer see the person we love except in our hearts and minds. 

Death means the person will no longer be physically there in our lives. 

They’ll no longer be with us as they were before, but we’ll still have memories of them. 

Be sure to explain that when a person dies, they don’t feel anymore; the heart doesn’t beat anymore; the person doesn’t breathe. 

Since young children don’t understand the finality of death, be sure to say that death is not like a trip; you don’t come back from being dead. 

Also, make it clear that death is not like sleeping.



Tips for the Discussion

@ Discuss the facts while paying attention to the child’s
developmental level

@ ldentify the best person to provide the disclosure
> May or may not be the parent

@ Remember, it’s okay to show/express emotion if you
are speaking to the child or
family via video call or
telephone

@ Seek to partner with Child
Life Specialists and Clinical
Social Workers.

www.aacnnursing.org/ELNEC/COVID




After the Disclosure

@ Communicate language used for consistency
@ Allow for play opportunities
e |ldentify ongoing support person/ people

@ Offer legacy building opportunities

ELNEC



Legacy Activities

@ Farewell Messages

> Opportunity to say good-bye
> Opportunity to share feelings

> Can be shared or private

(Knefley & Thaxton,
2019)
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Provide legacy opportunities: 

Allow the child to draw a photo for grandfather as a gift, since visitation to the hospital may not be possible – allow the child to hand the drawing “in a special place.”
Plant a small tree or flower bed together with the child in honor of the loved one that they will no longer see.
Use construction paper to make a paper chain and let the child give each color a name or phrase in honor of the sick/deceased loved one. 
Let the child or young adult write a poem or lyrical music in honor of the loved one. 
 



Resources

Patrice Karst

Illustrated by Geoff Stevenson
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Conclusion

@ The nurse must utilize a developmental approach
when caring for children whose family member is sick
or dying of COVID-19

@ The nurse must assess, educate, advocate, delegate,
plan, and follow-up while providing support to children
whose family member is sick or dying of COVID-19

@ The nurse should seek to partner with Child Life
Specialists and Clinical Social Workers.
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Assess
Educate
Advocate
Delegate
Plan
Follow-up 
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https://www.nebraskamed.com/patients/child-life/resources 
Kids Worry, Too- addresses hospitalization of a loved one
What Will I Tell the Children- developmental information on death
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