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This quide is a resource for those supporting a school-aged child with a serious illness. A serious illness is a
condition that impacts life and daily functioning; with unknowns about the future and/or the condition; and is
difficult to manage in symptomes, treatments, or family stress.
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Partnering with children in healthcare decisions supports children to feel
valued and empowered. Involving children can help them cope better with
treatments and build trust with the hospital environment and the people
involved in supporting their health and care.

When children have a serious illness, there are many decisions to be made
as a family. Making decisions about care and treatment involves the choices

and preferences about the diagnosis, treatment options, and the impact
the decisions will have on life. The experience of serious illness decision-making can feel like a maze. There
are many decisions to consider, which can then lead to a series of more decisions to make. This experience is

complex and requires ongoing evaluation.

Goals of this guide

This guide is dedicated to improving the healthcare
experience and quality of life for children, youth, and
families. The intention is to provide information and
activities that will:

Promote partnership with children through
child-focused ways to engage in a serious illness
conversation.

Provide a tool to support children when a serious
childhood illness is part of their care.

Help families talk with children about goals,
questions, wishes, and worries when healthcare
decisions arise.

Offer approaches to guide conversations
between children, their families, and the
healthcare team.

Help families understand the importance of child
participation in healthcare decisions by sharing
evidence and recommendations from medical
literature.

Provide direction to families to know when they
may need help with serious illness conversations
and where they can access support.

The development of this guide was made in
collaboration with patient and family partners and
pediatric healthcare professionals who support
families with serious illness conversations.
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Partnering with
decision-making

In a shared decision-making process,
everyone works together to decide on plans
for care management and/or treatments.

A shared approach considers the views
of parents/caregivers, the perspectives of
children, and the health care team.

These three views, like a three-legged stool,
provide a sturdy and supportive foundation
for everyone.

This process promotes evidence-based,
child-focused decisions that support the
best interest of children that balances the
risk and benefits with the child/family values
and preferences.



Research has shown...

Children report a desire and have a right to be
involved with conversations that impact their health?.
This viewpoint is supported by the Canadian Pediatric
Society and the UN Rights of the Child®.

Children can express themselves when they feel
supported and included. To know what children
understand and need, we must ask.

Inviting children to participate communicates
permission and acknowledges that their views and
involvement are valued.®

Including children in healthcare conversations does
not change the communication experience of

Some children are cautious about sharing what
they think and feel. Parent/caregiver permission
and support are essential when including
children with decisions in a safe and respectful
manner.®

Shared responsibility for decisions ensures
everyone is supported to express important
information, feel listened to, and to consider all
expressed views.?

Children are more likely to follow a plan that
they helped create. When parents, children,
and the healthcare team work together to
make a decision, the decision that is made is
a fully informed one. This process can lead to

parents. There is no reduction to the information
parents receive about the condition, the quality of
information, and the quality of the communication
process.’

a decision that everyone feels comfortable to
follow?!o 1

When there is a diagnosis of a serious illness, new knowledge and experiences
automatically become part of the child's world, which informs them. Whether
children are informed or not impacts how well they will adapt and adjust.

Children can learn and grow with their serious illness and healthcare
experiences. Children learn through guidance from knowledgeable and trusted
supporters as well as through social interactions in their environments.*?

Children are capable of understanding how they feel, knowing what is right
and wrong for them, and taking actions based on this knowledge.’* Sometimes
this is referred to as their autonomy when children have agency and consent
for decisions.

The Youlube video: Vygotsky's Social Interaction Theory describes how
children learn and grow. This model can be applied to healthcare experiences
with parent/caregiver guidance.

The more informed and involved children are, the more able they are
to participate with decisions. This ability is a process and increases with
development, experience/practice, and/or maturity.*
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The goal of participation

To provide a process of engagement that has different levels of opportunity, that can change and is decided by

the child and family, to promote inclusion and respect.

Consult

Inform

Involve

Collaborate

Increasing impact on the decision ®

Participation provides ways to:
Help children understand the situation.
Support children to explore their preferences.
Help children take part in conversations.
Respect children and honour their needs.*

Participation supports children’s adjustment

to the situation, builds confidence, a sense

of control, cooperation with treatments, and
manages anxiety."

Participation provides an opportunity for children
to learn and grow with their care decisions.
Participation with conversations provides the
opportunity for children to process information
and time to consider questions for the next
discussion.

Participation takes time and effort but is an
opportunity to build cooperation with children '8

Video resources

: @ Responsible Decision Making

e @ Consent for Kids®
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As a team, children, their caregivers, and

the healthcare providers need to consider
the information, principles, rights, and
responsibilities to make the best decisions
together while collectively remaining focused
on the child and their best interest.

Children have the right to be supported:

To understand (to the best of their ability)
their condition and care.

To know what to expect and anticipate.

To share their preferences and participate in
decisions related to their health.

To be involved in important decisions in
meaningful ways, even when they are not
the primary decision-maker.

Parents/Caregivers are responsible for the
welfare of their children; to support and guide
children, so they can understand, to their ability,
and contribute to the decisions that involve their
bodies, health, and care.

Healthcare teams have the responsibility to
seek the participation of children, by respecting
to the extent possible, their developmental
ability, and expressed preferences. The
healthcare professional's role engages with
families and explores how experiences may
impact decision-making—supporting the
diversity of families by guiding and presenting
health care options while respecting their
culture, beliefs, and values.


https://www.youtube.com/watch?v=yWSSPnTB6OY
https://www.youtube.com/watch?v=h3nhM9UlJjc

Note: Readiness to partner as a family, consider a “goodness-of-fit” approach
As a family, how are decisions usually made?
Does your family have experience with medical decision-making?
At this time, is your child open and ready to participate?
As parents, what are your views and beliefs?
Are additional supports needed to support your family with this process of decision making?
Does the goal of collaboration support your family at this time?
Does a shared approach fit for your situation?
Are there ways to modify/adapt processes to accommodate the needs of children, your family, and

the situation?

How can inclusion and well-being with decisions be supported?

If you need additional support to explore these questions, contact members of your healthcare team or
consult with the BC Children’s Hospital Clinical Ethics Department at 604-875-3182.

Serious illness conversations are difficult

When healthcare professionals want to talk about the condition/illness and planning, it can
be overwhelming. These conversations can and are meant to be meaningful and supportive.

These conversations are important, and the support for children to participate is available.
Situations and reasons may occur that challenge everyone's best intentions. Keep trying to
find the time and ways to have conversations.

It is natural for parents to want to protect children as they often worry about how children
will cope. Serious illness requires families to balance the need to support children and help
them cope and manage the changes to their health, body, and life.

Serious illness conversations
with children can be

tricky. It may take time

and many attempts to find
opportunities to facilitate
and find the right balance for
each family.

Your healthcare team can
help you prepare, provide
guidance, and assistance
with challenging questions
that may arise.

Children may be afraid or resistant to treatments. Begin a dialogue
that encourages children to share their thoughts and feelings. This
supports their developing autonomy and shared understanding on
their desired role in treatment decision-making.

Consider the capability of children and ways to promote their
developing autonomy. Help children achieve a developmental
understanding of their illness and inform them of what to expect.
Ask for and support their perspectives, assess reactions, and
explore their acceptance of care.?®

Having conversations about serious illness decisions with children
is hard, scary, and can be awkward. There may be conversations
that you will feel you need help with.

Talk to your healthcare team and/or find the supports to assist you
with this challenging experience. This guide can be utilized with
your healthcare team. They are here to help and care for you too.
Children think about things even though they may not bring it

up. Children often attempt to participate but are confronted with
barriers, protect others, and may learn to be passive in their care.®

2Katz, A. L, Webb, S. A, & Committee on Bioethics. (2016). Informed consent in decision-making in pediatric practice. Pediatrics, 138(2), €20161485,

1. (2008). Children's participation in consultations and decision-making at health service level: A review of the literature. International Journal of Nursing Studies, 45(11), 1682-1689. http://doi:10.1016/j.ijnurstu.2008.05.002
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Remember:

O Children can
communicate in many
ways, even if they are not
able to talk.

O Feelings are normal and
help us know what we
need.

O There is no one way to
do this or right thing to

Note: Prepare
and plan for these
conversations

O What would your family
like to know about the
illness and the next steps?

O What information would
help your family make
decisions?

O What is important to your
family?

O What are your questions
and concerns?

O What ways can children
participate?

Offer choices of how children wish to be involved with conversations and decisions. (Listening to the
conversation, being part of the conversation—part/all of the time)

Ask how they wish to have information shared with them; how much they want to know; and from
whom, when, and where.

Communication with children can be combined with play. The use of drawings or pencil/paper activities
may support children to express their views.

Choose a time that is not rushed and a
place that feels comfortable.

Ask permission and clarify the control of
preferences as it can vary.

Communicate the shared goal, to
connect, understand, and work together.

Decisions change. Be open to the
moment, and try to remain flexible.

Provide information in ways that everyone
can understand.

It may be helpful for someone to take
notes.

It may be helpful to invite a family
member or friend to be a support.

Keep communication open and plan to
talk again.
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Communicating and seeking permission to
include children with decisions begins with
introducing the opportunities and preparing
them for the conversation.

Use opening statements like:
| am wondering how you are feeling
about...

| am curious to understand your
thoughts...

It would be helpful if I knew what you...
| am hoping that...



Once permission has been communicated, children need control of how involved they wish to be with
exploring decisions.?? Be clear as to the choice of preferences children have. Age does not always reflect a
child’s communication needs.?* For example, older children may choose to refrain from difficult discussions
and younger children may seek out more information.

Children need to know:

The decisions they can have control over.
The decisions will include their view as much as possible.
If there are situations when others will need to make the decisions for them

Wants the Parent/ Wants to share their Wants to be included
caregiver to view with parent/ with conversations,

represent them ‘ caregiver. May or ‘ share their view and

and share the may not want to be involved with
information and be included with decisions.
outcome later. conversations.

Range of Preferences:
can change with development, experience, practice, and/or maturity
Acknowledge and communicate that children can change their mind of their preferences.

Communication helps everyone to know what matters most.

Children benefit from having open and honest conversations. Some parents/caregivers hold
back from having conversations with children out of fear of saying the wrong thing. Others
may avoid such discussions for doubt that children are too young to understand or will not be
able to handle the information.

Children have great instincts and usually know that something is going on. Children notice
and observe behaviour, overhear information, or bits of conversations. They observe changes
that may be happening and may pick up on the stress or feelings of their family members.

When children are left without answers to their questions, they may feel left out and/or alone.
Without truthful explanations as to what is going on, children often use their imagination to try
to make sense of the situation. Their interpretations can be inaccurate and can cause anxiety
about things that are not true.

22Degner, L. F, Sloan, J. A,
& Venkatesh, P. (1997). The
control preferences scale.
Canadian Journal of Nursing

® Invite children to ask questions and welcome their inquiry with openness and ii?fi?f:?‘hﬁfi“i
without judgment. When children ask questions, it can reveal so much about what EZEL“,"JL&S&SEES,B,NJ"M
the child is thinking and feeling, which can guide our efforts to support them. ezt gl s on
Before providing an answer to children’s questions, explore what they already know, what i
they think, and what information they are seeking. e concer 2985
Child: “What will happen with my treatments?” 7 (018 The detad
paricpation mmeacal
Supporter: “What do you think will happen?” Soumarof Boeiics 1603,

4-9. http://doi:10.1080/152651
6120171418921

Child: “I hope that they will help me get home faster.”

(Clarification reveals what the child is wondering about and provides an opportunity to explore further.)




Know that it is okay to respond with, “I do not know" when you do not
have all of the answers as there are some questions in life that do not have

answers.

If unsure what to say, it is okay to respond with, “| need to think about that”
or ‘| need to ask someone, and will get back to you” if you need time to

think about your response.

Child: “I heard the nurses talking that the treatments are not working, is that

true?

Supporter: “I do not know. Who do you think we should talk to about your

question?”

Child: "Maybe you can check with the doctor. | do not know if | want the

answer.”

Providing space and time for the child to consider their question can allow them to come

to their own conclusions.

Ask children

How do they want to
be comforted, and what
supports this?

Who can make decisions
for them if they wish not
to?

What do they want the
healthcare team to know?

What makes them feel safe?

What matters most to them
right now?

What are they interested in
knowing about their care?

What do they understand?

Keep explanations clear and concise
Respond to what you heard. Provide only
the information the child has asked to
know.

Help the child to understand. Use simple
and direct words to help the child
understand complex medical terms.

Use plain language without expressions
that may confuse children.

Provide child-focused explanations.
The following is an example of
describing cancer (Kids Health, 2015).
To learn more visit kidshealth.org.

that all have to do with cells. Cells are the
tiny units that make up all living things,
including the human body. There are billions of

Cells in each person’s body. Cancer happens when
some cells in the body grow differently and spread
very fast. Normal body cells grow, divide, and
know when to stop growing. Over time, the cells
die and make room for new ones. Unlike these
normal cells, cancer cells just continue to grow,
divide out of control, and don't die when they're
supposed to. Cancer cells usually group or clump
together to form tumours. A growing tumour
becomes a lump of cancer cells that can affect the
normal cells around the tumour and damage the
body's healthy tissues. This can make someone
very sick.”

9 ‘Cancer is a group of many related diseases
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Use open communication when having
conversations as a family.

Below are a few videos that provide a quick
overview of important communication
tools: empathy, non-verbal communication,
reflection, active and empathetic listening.

Video resources

@ Empathy

@® Non-Verbal
Communication

. Reflective Listening

@ Active Listening

@ Empathetic Listening


kidshealth.org
https://www.youtube.com/watch?v=1Evwgu369Jw
https://www.youtube.com/watch?v=SKhsavlvuao
https://www.youtube.com/watch?v=SKhsavlvuao
https://www.youtube.com/watch?v=95lANl1oeBk
https://www.youtube.com/watch?v=4VOubVB4CTU
https://www.youtube.com/watch?v=t685WM5R6aM

Decisions may change

Preferences may range and change from

day-to-day and from one decision to another.

Children may shift between wanting to be
involved and wanting to rely on others to
consult on their behalf.

Children can be involved in important

decisions in meaningful ways, without being
the primary decision-maker or having the full

capacity of an adult.

Permission for children to participate always

needs to be communicated when revisiting
preferences.

Note:

Parents/caregivers know their children best.
Trust that children are capable and will lead
you as to what supports them.

Children often know more than we think.
Be patient if children do not want to talk,
let them know you are there when they are
ready.

Connecting, giving children permission,
and providing support ensures they are not
coping alone.

Supporting children and their families with serious illness conversations is different from supporting adults.

Explore goals, hopes, fears, worries, and
strengths

It may be difficult for children/youth
to share their thoughts and wishes in
words.

When we do not have the words,
finding different ways to express
ourselves can be supportive and helpful
to externalize thoughts and feelings.

Expressing emotions can help people
cope better and understand the
problem more fully, which can assist in
moving forward with the next steps.

The needs will be different based on
your unique situation and the child.

Activities

The following pages will provide you with some
ways to explore together as a family and help build
your confidence in approaching serious illness
conversations with children.

The activities are only suggestions as to ways to
engage and explore together. All family members
can use them.

The activities may not be a fit for everyone, but
they are all ways to support understanding and
participation if desired.

The information shared with these activities is
personal and confidential. To share with others
requires permission from the person who shared it.

Activities provided can help explore:
Goals and hopes
Fears and worries
Strengths
Making decisions



Activities about goals and hopes:

This activity is a way to explore thoughts and preferences.

1. Fold a 8x11 paper in half then half again 2. Unfold the paper, there will be
creases outlining 4 boxes

3. Write in each box a W to consider.

| wish... | worry... 4. Pose the question that is being
considered.
5. Provide drawing and writing
materials.
6. Invite the child to write /draw
their thoughts.
--------------------------------- _"""""""""'" /. Provide time and sit quietly while
| wonder... I will... witnessing their work.

8. When the child is finished, invite
them to share. Sharing is a
choice.

9. These thoughts can also be
shared.

Pediatric Serious lllness Partnership Guide®© - Susan Poitras



Activities about goals and hopes:

This activity is focused on
sentence completion to prompt
exploration of thoughts and
feelings.

Below a list of sentence starters
you may use, or your family can
create your own.

The child and/or members
of the family can choose
statements to complete to
explore thoughts and feelings
together about a situation.
Provide time for everyone to
complete their statements.
Do not put names on the
statements

Use a container (jar,

basket, hat, bowl) to place
completed statements in.
You can take turns to read
out the statements and
discuss.

These statements can also be
shared with your healthcare
team.

| wish...

| feel the happiest when... I need...

| wonder... | feel sad when...

Something that makes
me nervous is... Others can help
me by ...

| worry... What gives me strength is...

Something_ that The hardest thing for
scares meis... me right now is...

| want...

| feel comfortable
when... | wish others
knew...

| feel angry

when... | know that |

can...

Usually, | feel...



Activities about goals and hopes:

This activity is a way to explore and reflect on goals, situations, and hopes.

Fold an 8.5 x 11 paper into 3 parts, then unfold.

In each section write one word to consider (see diagram) Past — Present - Ponder.
Consider a topic (e.g. our family, health, hopes, goals).

Provide drawing and writing materials.

Invite the child to write /draw their thoughts about the topic in the past, now in the present
and anything to ponder.

Provide time and sit quietly while witnessing their work.

When the child is finished, invite them to share.

These thoughts can be shared with your healthcare team.

Past Present Ponder
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Activities about fears and worries:

This activity is a way to identify
with experiences and express
feelings.

° Colovr how wov feel
Provide drawing and writing
materials.
Draw an outline of a person
on the paper
(see diagram).
Invite the child to think
about the feelings they
have about the situation or
decision.
Ask the child to identify the
feelings and pick a colour for
each feeling they identify to
represent the feeling.
Invite the child to colour
in the body to show how
much of each feeling they
are feeling (egq. if the colour
yellow was picked for happy
and the child feels happy
most of the time they would
use the yellow colour most).
Provide time and sit quietly
while witnessing their work.
When the child is finished,
invite them to share their
feelings, for how long they
last and what helps them
cope with their feelings.
If the child chooses not to
share, that's okay.



Activities about fears and worries:

This activity is a way to explore big feelings.

Pediatric

Provide drawing and writing materials.

Draw an outline of a heart on the paper and divide into 4 sections (see diagram below).
label feelings.

Starting with MAD invite the child to think about the feeling.

Invite the child to write or draw about what that feeling feels/looks like for them.
Repeat process, next to SAD, then WORRIED and last SCARED.

When the child is finished, invite them to share (note: sharing is a choice).

SCARED

WORRIED

- Serious lllness Partnership Guide© - Susan Poitras



Activities about fears and worries:

No distress

0 1 2 3 4 5 6 7 8 9 10

Distress ++

This activity is a way to rate experiences, reactions and coping.

Ask the child to indicate on the scale below the number between 0 and 10 that best
describes how they are feeling.

A zero (0) means no distress and a ten (10) means the most distress.
A way to ask children to rate how they are feeling (mood, anxiety, fatigue, pain etc).
Explore and inquire as to the reason for their rating.

Can be used when we notice signs that the child may be having difficulty, but having a hard
time talking about what is happening for them.

Using the vertical line, please mark your current level of distress on the line below.
Explore with the child their thoughts and feelings about the number chosen.
Inquire with the child where they would like the number to be.

Plan together ways that would support them to bring the number down if indicated.



Activities about strengths:

This activity dentifies and affirms important abilities.

Provide drawing and writing materials.

Draw an outline of a tin can on the paper (see diagram below).

Invite the child to decorate the can with pictures, words, objects that describe the
abilities that are most important to them (you can use collage/magazines if preferred).
Provide time and sit quietly while witnessing their work.

When the child is finished, invite them to share what they have identified and why.
These thoughts can be shared with your healthcare team.

Pediatric Serious lllness



Activities about strengths:

This activity uses the child’s name to explore the abilities and things that are important to them.

Provide drawing and writing materials.

On a piece of paper invite the child to write their name along the left side of the page (see
diagram below of the word.

< — ZZ > T

Ask them to think of words that begin with each letter of their name (you can use a few
words to describe as long as one word starts with the letter).

Provide time and sit quietly while witnessing their work.

When the child is finished, invite them to share their thoughts.

un

A ccepting of me
M y support system

nteresting adventures

oving

' ummy food



Activities about strengths:

This activity is a way to identify people in the child’s life and to consider the support and/or the

trust in the relationship.

Provide drawing and writing materials.

On a piece of paper invite the child to draw a target and to put their name in the middle.

Invite the child to think about all the different relationships they have in their life (make a list).
Consider one name at a time and invite the child to consider where to write that name on the
target.

The names closer to them in the middle are relationships that they trust and support them
most.

As names move away from the middle are relationships that may not be as close or people that
they may trust less.

When the child is finished, invite them to share what they have identified and why.

Child/youth
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Activities about making decisions:

This activity is a way to indicate attitudes or views towards different situations and experiences.

People can indicate their preferences in many ways
(smile/frown, nods up/down, blink

once/twice).

Thumbs up/thumbs down provide a simple way to
indicate a positive or negative view on something.
Preferences can still be determined without the use
of words.

This activity is a way to compare two choices or decisions.

» Provide drawing and writing materials.

PRO CON

On a piece of paper invite the child to divide the paper into
four boxes (see below diagram).

» |dentify each choice/decision #1 and decision #2.

e For each choice/decision consider the PROS (positive/

2 1 desirable/wanted outcomes).

e For each choice/decision consider the CONS (negative/

undesirable/unwanted outcomes).

1 2 e List the pros and cons on the table to compare and consider.
e Discuss together as a family.

¢ You may discover that you need more information.

e It may be helpful to review and come back to as you
consider the options.



Activities about making decisions:
Control of Preferences Cards

This activity provides a visual way to indicate how involved an individual wants to be in the
decision making process.

@ Each card represents different roles and ways to participate.

@ The degree of control can be revisited and reaffirmed quickly with the child.

@ Offers an opportunity for children to express their preference about their participation when
decisions are being made.

@ Cards can be used at any time, to indicate how involved children wish to be during meetings,
appointments and with discussions.

@ Cut the cards out, fold, glue the two sides together and use.

» Child/Youth

Child/Youth does not want to
or cannot participate at this

involved in the decision,
but isn't the primary
decision mal ker

time. Parent(s)/Caregiver(s) and

Decision

AN

Healthcare Provider(s) inform
decision.

Child: “Please represent me.”

Collaborate

Parent(s) Healthcare
Caregiver(s) Provider(s)
» Child/Youth .
i decson moter Child/Youth wants the Parent(s)/
_ Caregiver(s) to represent them and
secenmeter share the information and outcome

later. Parent(s)/Caregiver(s) and

Decision Healthcare Provider(s) inform

N

decision.

Child/Infant: “Please represent me

and let me know.”

Collaborate

Parent(s) Healthcare
Caregiver(s) Provider(s)
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» Child/Youth

primary decision maker

Child/Youth wants to share their
view with Parent(s)/Caregiver(s)/

involved in the decision,
but isn't the primary
decision maker

Healthcare Provider(s). May or

Co/kw(

may not want to be included with
conversations.

Child: “Please include my view
with the decision chosen.”

Collaborate

Parent(s) Healthcare
Caregiver(s) Provider(s)

Child/Youth

primary decision maker

Child/Youth wants to be included
with conversation, share their view,

involved in the decision,
but isn't the primary
decision maker

j and be involved with decisions.
Child: “Please support and work
with me as we make the decision

together.”

Collaborate

Parent(s) Healthcare
Caregiver(s) Provider(s)

» Child/Youth

primary decision maker

Child/Youth wants to choose and

involved in the decision,
but isn't the primary
decision maker

have agency with the decision and
is empowered to do so.

N

Child: “Please support and work
with me as | make the best

decision for me.”

Collaborate

Parent(s) Healthcare
Caregiver(s) Provider(s)

Informed by: The Control of Preferences Scale (Degner et al., 1997) & The Public Participation Framework (IAP2,
2007). The following cards have been developed by Susan Poitras and illustrated by Zoe Schmidt.




stress

mind.

Mindfulness practices can help manage

Thoughts feelings and sensations inform, influence and impact
parents/caregivers.

Invite intentional awareness of yourself in the present moment,
without judgment.

Helps with focus, actions are more intentional and supports a calmer

Can affect the brain areas that regulate memory, empathy and stress.

Mindfulness has many health and wellness benefits.

Tools and Resources

N2

How Mindfulness Empowers Us

Stress and Thinking: The mind/body connection
Mindful Parenting

3 Keys to Mindful Parenting

Everyday Mindfulness

The Samurai and the Fly

Headspace

Breathr

Calm

Family Support Institute of BC
Courageous Parents Network

Caring Together: Talking With Your Child
Living My Culture

First Nations Health Authority: Preparing Your Basket for
what Matters Most to You
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Kids" Health: Child and Youth Health
Six Steps of Shared Decision Making

® @

i

Serious Illness Care

The Conversation Project: For Caregivers of a Child
with Serious Illness

Me and My Iliness
My Life, Their Illness
My Wishes/Voicing My Choices

Supporting a Child/Youth with Pediatric Advance
Care Planning

BC
. Children’s
Resource Center and Family Library Hospital"‘

Clinical Ethics

Decision-Making Tool for Patients and Families
Facing Difficult Healthcare Decisions

Voice
Child Life Services


https://www.youtube.com/watch?v=vzKryaN44ss
https://www.youtube.com/watch?v=KYcLfBf-T9c&list=PLjJtOP3StIuXFJ3jjjR3THLhHNMrFFJkM&index=8
https://www.youtube.com/watch?v=XIryQI2m_oE
https://www.youtube.com/watch?v=ffFxSNFJyFo
https://www.youtube.com/watch?v=QTsUEOUaWpY&list=PLjJtOP3StIuXFJ3jjjR3THLhHNMrFFJkM&index=1
https://www.youtube.com/watch?v=R5-HNXxc5kk
https://www.headspace.com/
https://keltymentalhealth.ca/breathr
https://www.calm.com/
https://familysupportbc.com/
https://courageousparentsnetwork.org/core-concepts
https://caringtogether.life/articles/talking-with-your-child/?catId=1119
https://livingmyculture.ca/
https://www.fnha.ca/Documents/fnha-advance-care-planning-brochure.pdf
https://www.fnha.ca/Documents/fnha-advance-care-planning-brochure.pdf
http://www.cyh.com/SubDefault.aspx?p=255
https://www.healthit.gov/sites/default/files/nlc_shared_decision_making_fact_sheet.pdf
https://www.ariadnelabs.org/areas-of-work/serious-illness-care
https://theconversationproject.org/get-started#For-Caregivers-of-a-Child-with-Serious-Illness
https://theconversationproject.org/get-started#For-Caregivers-of-a-Child-with-Serious-Illness
https://caringtogether.life/media/sn5dibux/me-and-my-illness-book-english.pdf
https://kidsgrief.ca/local/staticpage/pdf/My-Life-Their-Illness-EN.pdf
https://store.fivewishes.org/ShopLocal/en/p/VC-MASTER-000/voicing-my-choices#:~:text=Voicing%20My%20Choices%20empowers%20young,a%20guide%20for%20this%20discussion
https://can01.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.canuckplace.org%2Fresource-hub%2Fsupporting-a-child-youth-with-pediatric-advance-care-planning%2F&data=05%7C02%7Cnathalie.green%40canuckplace.org%7C7b7be104bba54d0338d008dc21aa6c2e%7C31f660a5192a4db392baca424f1b259e%7C0%7C0%7C638422263058671864%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C0%7C%7C%7C&sdata=2%2BizGq%2FEX1xOB4AQDc1pHcW%2FzsSB%2F0cJh6F69Q5hglw%3D&reserved=0
https://can01.safelinks.protection.outlook.com/?url=https%3A%2F%2Fwww.canuckplace.org%2Fresource-hub%2Fsupporting-a-child-youth-with-pediatric-advance-care-planning%2F&data=05%7C02%7Cnathalie.green%40canuckplace.org%7C7b7be104bba54d0338d008dc21aa6c2e%7C31f660a5192a4db392baca424f1b259e%7C0%7C0%7C638422263058671864%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C0%7C%7C%7C&sdata=2%2BizGq%2FEX1xOB4AQDc1pHcW%2FzsSB%2F0cJh6F69Q5hglw%3D&reserved=0
https://can01.safelinks.protection.outlook.com/?url=http%3A%2F%2Fwww.bcchildrens.ca%2Four-services%2Fsupport-services%2Ffamily-library&data=05%7C02%7Cavery.nicholson%40canuckplace.org%7C54195e88a8b04944b17608dc9fa14909%7C31f660a5192a4db392baca424f1b259e%7C0%7C0%7C638560762276814840%7CUnknown%7CTWFpbGZsb3d8eyJWIjoiMC4wLjAwMDAiLCJQIjoiV2luMzIiLCJBTiI6Ik1haWwiLCJXVCI6Mn0%3D%7C0%7C%7C%7C&sdata=RqiFFc36oXo4tr%2BFFaT8Mvdu0aMsfprZzhp6DEF0sUc%3D&reserved=0
http://www.bcchildrens.ca/our-services/support-services/clinical-ethics
http://www.bcwomens.ca/Support-Services-site/Documents/Goals-of-Care-Framework-2017.pdf
http://www.bcwomens.ca/Support-Services-site/Documents/Goals-of-Care-Framework-2017.pdf
http://www.bcchildrens.ca/our-services/support-services/transition-to-adult-care/youth-toolkit/voice
http://www.bcchildrens.ca/our-services/support-services/child-life

Your experience is important

We invite your feedback and anything you wish to share about your family’s story navigating serious illness

conversations.

Please

to be connected with a brief voluntary quality improvement survey to continue to learn

and improve the care of families in similar situations as you. Thank you in advance for your time and
consideration.

Parent and caregiver feedback

‘I believe it is a guide that can be utilized at several times
throughout the healthcare journey.”

“The guide is informative and gives families permission to
discover how best to recognize and include their children
on a level they may not have pondered previously.”

"An excellent guide for both families and healthcare
providers to utilize.”

‘I like that the guide is meeting the child where they are at.”

“The guide provides ideas and activities on how to have
these conversations with children.”

“Having gone through this experience with my child, the

The Hernandezes, Canuck Place Family

partnership guide would have helped ALL involved
in her life... and ultimately, would have contributed
to her quality of life.”

“Parts of the guide | could read with my child and
ask how she felt. Explain why we are going over
this and tell her we want her to choose what
makes her most comfortable.”

‘It is reassuring as parents and children that
whomever the healthcare team is that they are
here going through this journey with you. You are
not alone.”

Acknowledgements

Acknowledging all the families whose lives have been impacted by complex, serious illnesses. With the
challenges, you must move through; we hope that you find partnership with your process.

Thank you to the children, youth, and their families whom we have had the privilege to support and learn

from their stories.

Extending gratitude to BC Children’'s Hospital and Canuck Place Children’s Hospice for the support to
develop this guide and their work with children and families.

The content of the Serious Illness Partnership Guide was created by Susan Poitras.
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