Fostering Resilience for Cancer Survivors

Resilience in children of parents with cancer A




Certified Child Life Specialist

Help children and families cope
with illness, injury and treatment
by providing evidence-based,
developmentally appropriate,
therapeutic play, preparation
and education to reduce fear,
anxiety and pain.




Diagnosis

Who, What, When, Where and Why to tell
the children about the cancer diagnosis




There 1s no right answer or perfect way...It depends on the family

* Who- A caregiver or loved one

 \What- Honest and concrete information

‘After my first appointment | told my children.

o _ : ; : | didn’t want them to hear me discussing my
When . Durmg dlagnOSIS pigigess elr ol diagnosis in hushed tones, and felt | should tell
after dlagnOSIS them the truth at the earliest possible stage.’

* Where- In a comforting environment Sharon

« Why- Kids are intuitive and will know
something is going on. They should be
taught how to cope.

A lump was growing in my body that wasn’t supposed to be there. It’s called
cancer. The doctors took 1t out in the operation I had. Now [ will have treatment
so that 1t doesn’t come back.




3 most important things for children to know:

1) They did not cause this.
2) They can not catch it.
3) How it will impact their life.

®® Sooner or later they were going to find out. Why
not tell them straightaway? | tell them frankly what
is happening. | think they find it much easier to cope
because they are ready for things. @@

Sumie, mother of three
chikdren aged £, 13 and 16
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* ragression, a.g. starting to suck their
thumb again

» comfort-sesking behaviours, such as
using a security blankst or special toy

# faar of the dark, monsters, animals,
strangers and ths unknown

* troubls falling asleep or alseping through
tha night, refusal to slsep

» bedwstting

» atuttaring or baby talk

= hyparactivity or apathy

= fzar of separation from parents or other

* repeated questions about the same
topic, sven if it has been discusasd
‘several fimee

* provide brief and simple explanations
about cancer; speat or paraphrasa
when necessary

« talk about cancer using picturs books,
ollz or stuffed animals

= read a story about iasuss such as
nightrarss or separation anxlaty

*» assurs them that they have not caused
tha illnses by their behaviour ar thoughts,
nor will they catch cancer

» axplain what children can expact;
deacribs how schedulss may changs

» reassura them that they will be taken cars
of and will not be forgotisn

« ancourags them to have fun

= fisten and ba alert to their feslings, which
they ey snpress through spesch or play

* let children get physical activity avery day
+o uss up excess anergy and provids an
‘outlet for any anxiety or aggression

« continue usual discipline and limit-astting




* ba alart to their feslings fexpressad through
- spesch or play) and lst tham know you cara
= uss books to explain cancer and trestmant

end toll them that its okay to have

* achoolmiatss say may not ahways be right —
encourags them to check with you

» dliscuss the lssua of dying if your kida bring.
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ask them about it - this can open the door
to a conversation about thalr concems
. them to talk about their feslings,

but realiss they may find it sasler to confide
in friands, taachers or ofher frusted peopls

= provide plenty of physical and verbal
expressions of love

« talk about role changss in tha family

» provide privacy as neaded

*» encourage them to maintain activities and.
s; talk about finding a balanca

‘means adults ara less likely to sea reactions

batwaen going out and staying at homa

« set appropriata limits

* provide opportunities for counseliing

= don't rely on them t ontoo many
axtra responsibilities

= provide resources for learning more about
cancer and getting support

* lat them know that you don't always want
totalk abaut cancer —you stil wart to chat

= sae also ideas for younger children (opposite)




During Treatment




Explaining Treatment and Medication Side Effects

*Physical changes
-scars from surgeries Lw crifing il
*|oss of hair night becausel

owe|ght Changes didn’t know what
was going to happen

or anything.’
Lack of energy to play with child or attend -

events

*Frequency and routines of treatment
*\Weekly clinic visits
Daily radiation




Including Children in Parents Care

» Have then help with medical care when possible such as flush lines, turn on
equipment, pick out supplies

« Bring them to an outpatient visit so they can get to know the medical team
caring for their parent

* Have teens update caring bridge pages

» Have them go on short walks with parent as it will help decrease stress for
both child and parent

'l was always really worried about my
dad and | didn’t know what | could do.
| couldnt make him be able to do the

things that he wanted to.’

Siana, 14




Additional Tips

« Communicate with the child's school

» Help the child find a safe person they can always talk to

» Encourage children to maintain friendships and normal activities
» Be sure each child knows who is taking care of them

» Have emergency plans- how to communicate to them, where they go if it's the
middle of the night, etc

« Maintain rules and limits you have set as a parent

» Reaffirm that you will keep children updated on changes of care




When Cure Is No Longer Feasible




Talking About Death

“There is no medicine that will make
mommy/daddy better.”

Death is a natural part of life and no one can ever
be sure when that will happen.

Use concrete words such as “death” and “die”, not

phrases like “passed away”, “resting”, “going to
sleep.”

Give little bits of information at a time when each
child is ready for it.

Reiterate that this is no ones fault and that
everyone did what they could.

When advanced
cancer is diagnosed

“Some people with this
sort of cancer get better,
but some don't. | am going
todo everything | can to.
getbetter.”

body stopped working —she
heart stopped beating. A

i o e move o
talkand it can't fael anything.
1t also can't coma back to
lifa. Wi won't be able to sea
Grandma again, but wa wil
always know she loved us.”

To explain death

of life is near




i . theem io talk, but
a s ange mﬂfwﬂg&}frusyﬁﬂml'l_g_uﬂih
sa death with sleep and do not 5 confids in frisnds, teachers or
man e s i other tnstad people.
 blama somaone & + provide plenty of physical and
verbal expressions of love
 be sensftive but stralghtforward
+ discuss changes to family rofes
= provide privacy as needsd
+ maintain routines and
: boundaries
+ avoid explaining death as o
‘sleeping’, becausa that can

| than after the death
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another trusted adult

* support them to express their
faslings in positive ways
(e.g. listening to music, playing

& 3 & e - : .‘ " m m in Iiﬂm
Possible reactions Suggested approaches ‘and worry about not baing able . role changes in

the family
» may fel It is somehow theirfault ~ « watch their play for clues to i i ol s A Ehm i

« offer comfort

* answer quastions in an open,
hanest way

g are avallabls (sea
‘page 51 for soma options)

* offer them the opportunity to
participate in a public or private
memoarial senice




How to Prepare Kids for Death

» Give choices and control when possible and respect their wishes.

* Do you want to visit the hospital? Do you want to hold moms hand? Do you want to
go to the funeral?

» Talk about who will take care of them when parent dies.
» Create positive rituals prior to death (Kissing Hand book).

* Engage in family memory making activities (family tree with hand prints).




Resources/References

After a Loved One Dies- How children grieve and how parents and other adults can support them:
https://www.thewatsoninstitute.org/wp-content/uploads/2017/10/New-York-Life-Foundation-
Bereavement-Guide-After-a-Loved-One-Dies-.pdf

American Cancer Society: https://www.cancer.org/treatment/children-and-cancer/when-a-family-
member-has-cancer.html

A Guide for Young People Taking Care of Someone with Cancer:
http://be.macmillan.org.uk/Downloads/Cancerinformation/ChildrenAndYoungPeople/MAC13009young
carersEO4lowrespdf20171115.pdf

The Gathering Place: https://www.touchedbycancer.org/resources

Helping Children When a Family Member has Cancer: https://www.cancercare.org/publications/22-
helping_children_when_a_family_member_has_cancer#

Kids Connected: https://www.kidskonnected.org/

Preparing a Child for Loss:
http://be.macmillan.org.uk/Downloads/Cancerinformation/ChildrenAndYoungPeople/MAC15372childf
orlossE1lowrespdf20151223.pdf

Sesame Street Grief: https://www.sesamestreet.org/toolkits/grief




Resources /References

Sesame Street: When families grieve:
https://cdn.sesamestreet.org/sites/default/files/media folders/Media%20Root/Grief CareqiverGui

de.pdf

Talking with Children and Teenagers When an Adult has Cancer:
http://be.macmillan.org.uk/Downloads/CancerIinformation/LivingWithAndAfterCancer/MAC5766tal
ktochildlowrespdfFP20170307.pdf

Talking to Kids about Cancer: A guide for people with cancer, their family and friends:
https://www.cancerwa.asn.au/resources/2016-06-21-talking-to-kids-about-cancer.pdf

When a Parent has Cancer
http://www.uhn.ca/PatientsFamilies/Health Information/Health Topics/Documents/\WWhen a Pare
nt Has Cancer.pdf

When Your Parent has Caner: A guide for teens: https://www.cancer.gov/publications/patient-
education/when-your-parent-has-cancer

McCue, K. (1994). How to help a children through a parents serious illness.




Comments or Questions?

Becky Halagarda, MSW, CCLS, CTRS
Child Life Specialist

bhalagarda@umm.edu
410-328-7440




