The I ent and their Child:

Strategies for Professional Leadership
When Everyone is “Lost™

Andrea Warnick, RN, BScN, MA

andrea.warnick@tlcpc.org

. ' .
MOUNT SINAI HOSPITAL 3 :s Max and Beatrice Wolfe Centre
el RETIE e o for Children’s Grief and Palliative Care

Temmy Latner Centre for Pallia




1 Identlfycmmon barriers regarding talking to
children and adolescents about death.

2. Recognize and learn from children’s and
adolescents’ extraordinary capacities to

understand, anc ;ef-li"ve with 1ssues related to
dying and death.

3. ldentify strategies and interventions to

faC|I|ta munication among family

en a parent is dying.










the Research Says

e “|t Is becoming clear that children’s levels
of anxiety are related to whether they are
told about the illness and to the quality of
the communication with their parents.”
(Kroll et. al., 1998)

= When children are not given accurate

i?iéiéi,;;,mforma ion, they will create information

~ to complete the story (M. Riely, 2003)



* What the Research Says Cont...

e Professionals are often inhibited by their
anxieties about saying or doing the wrong thing
and causing Iastlnaf,amotmnal damage (C.
MacPherson, 2005)

e Parents appear toéfbe unaware of significant
emotional & behavioral problems experienced by
their children . . . Health professionals may need

. to assist p

S In recognizing & coping with

555555555555:;;the|r children’s distress when it is present (A.S.

:'5'5"'"’We|Ch M E. Wadsworth & B.E. Compass, 1996)



at the Children Say

No one told mehe was dying, but | could see; he was
wicked skinny . . .

Andrew, aged 12

have to imagine what was

It was easier for us n
ve been worse.

happening. That w

Luke, aged 17

[My mom] told me she would tell me whatever she knew,
and | wasn’t as scared.

Ben, age 9

= We came to see him just before he died, so we were

~ there. | was scared, but | was glad, too, that I was there.

Christian, aged 11



Misconceptions

The child does not know

The child is too young

If the child isn’t talking ab
It’s better to say nothing t

There will be a “right” time

__ither should we

Children should not be at the bedside of the dying

- It’s better

I death is certain

The child \

__zJJout it all the time
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Ids Grieve
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| “For adults grief is like =

enormous river whereas for ||
children it's puddle |/
jumping, but when theyre ||
in that puddle it's no \
different to the river.” |

- Julie Stokes, Winston’s Wish \

| !lli \

{ | | A QK | \
BREE ? |

/ wading through this r



OF A CHILD’S

NDING OF DEATH

UN

< 2 Years: No real concept (but still react to
separation).

inged state. Doesn’t
understand flnallt / f;:j,.,,_lleve death is accidental
rather than inevita

5-6 Years: Grasp many ( o:mponents of a mature
concept oflzdeath such as finality and nonfunctlonallty,

I understanding of all components of
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eDid | CAUSE It?

eCan | CAT H it?

e, WhO l‘-ingto take CARE of




ring Kids...

Eééégéffbvisitap

, hospital or go to a funeral

Explain what they will see, hear and
smell, people’s behavior, any ‘rules’

Books

L1 foeings and Nkl
Model grief

to intera

d 'meaningful, age-appropriate ways

‘caretake’. Invite to join rituals.
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“riendly Explanations

e “DEAD” means that a body has stopped working and
will never work again. The body cannot move,
breathe, think, feel, ,,see smell, talk... The body does

00 fear

not feel pain or hunge

- “CREMATION” is whe lead body is put through very
high heat causing it to break di wn Into small pieces
(looks like sand/dirt).

Qo

.. ® “GRIEF” is all the different feelings that occur when

e about is dying or has died (sad, mad,

someoney

confuseld,fuf orried, abandoned, happy, lonely, etc...)




t to Say, Where to Start...

e Ask what t

ney know so far. Clarify.

e Encourage kids to ask questions or share

WOrries, reasst

) that all are “okay”’.

e Avoid minimizing fears or concerns.

e Answer honestly, be clear and concrete.

When yo

n’t have an answer, say so.



the llIness...

e the illness and its’ origin - it is

not their fault.

Address 3 C’s
»Reassure th
> “There is ni

hey can’t ‘catch’ it.
ou could have done to
ﬁacurelt

cause, 1o

Help find ways to in . “be” with parent.

Describe treatments that were tried.

/proof of disease progression.

Describe
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cells keep
rHelp Uk

— Narmal cells

on reproducing to form a tumour
Copyright @ Cance

Ciagram showing how cancer

A tumour is forming




t Dying"'

Explain that medicine can still help the person be comfortable.

Ask if want to know what to expect as person gets closer to dying?

Clearly say “going to die”, “Not going to get better” is not the
same thing. i

Wonder together.

Even though the person |5

They still care about the child
They will still be a part of the family
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h at Children Want

eDid | CAUSE it?

«Can | CAT

=Who lingto take CARE of




rces for Children

ié:éiézéféBrown L. K. (1996). \ 5'55??55en Dinosaurs Die: A Guide to

Understandmg Death

Goldman, L. (2005). Children Also Grieve: Talking about
Death and Healing. .

Mellonie, B. (1983). Li
Death to Children. "

. A Beautiful Way to Explain

Paterson, K. (1977). Bri?

... SChweibert, P

Recipe f
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 Lite sources for Adults

Eaton Russell, C. (2007) L|V|ng Dying: A Guide for Adults Supporting
Grieving Children and Teenagers.

Hamilton, Joan. (2001). When a Parent is Sick. Helping Parents
Explaln Serious llIness to Children.

Lowenstein, Liana. (2006 |

{ ve Interventions for Bereaved
Children.

y to Know: Death in

Silverman, P. R. (1999). Never Too
Children’s Lives. E

The Dougy Centre (2004) 35 Ways to Help a Grieving Child.

4). Helping Teens Cope with Death.

 Treoougycente

_hildren and Grief: When a Parent Dies.
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Resources

S e e

ath” ation and Counselling: www.adec.org

Canadian Virtual Hospice: www.virtualhospice.ca

Dougy Centre: www.dougy.orc A e,

Grief Works BC: www.grie

Hospice Calgary: www.hosf,

Kids Help Phone: www.kidsﬁ%
(1-800-668-6868)

Mind Your Mind (teens): Www.rr:{:ihhdyourmind.ca

ul2Soul (teens)

cities.com/newspaperpots/

;§;§winston$§7i/ish.org .Uk




offer them.’

“The greatest gift you can give your

children is not protection from
change, loss, pain or stress, but
the confidence and tools to cope
and grow W|th all that life has to

Dr. Wendy Harpham
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