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Net News

Improving communication during the palliative care of
children with brain tumours - learning from experience

CNPCC Net News

From 1994-1998, cancers
of the brain and spinal cord
were the second most com-
mon group of cancers among
Canadian children and
youth, which translates to
about 60 deaths per year in
Canada, due to childhood
brain tumours. The pallia-
tive care of these children
focuses on maximizing qual-
ity of life, with the goals of
alleviating physical pain,
fear and anxiety while pro-
viding adequate medical,
spiritual, social and psycho-
logical support to the child
and family.

Management of a child's
symptoms requires a good
understanding of his or her
personal feelings. A consis-
tent, reliable and efficient
means of communication,
verbal or non-verbal, is
critical for establishing and
maintaining supportive rela-
tionships among the child,
family and health care
team. Open and honest
communication bears sub-
stantial rewards encom-
passing spiritual and psy-
chosocial domains.

The majority of children
with brain fumours resis-

tant to treatment rapidly
lose their ability to speak
and write due to increasing
neurological impairment or
fatigue. It becomes in-
creasingly difficult to de-
termine whether the child
is in pain, uncomfortable or
to simply decipher their
preferences and wants.
Compromised communica-
tion can be emotionally dev-
astating, significantly in-
creasing the child and fam-
ily's distress and diminish-
ing their ability to cope.
Unable to communicate

(continued on page 2)

Mentorship Initiative
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It seems like yesterday
but a year and a half has
passed since we experi-
enced an extraordinary
mentorship initiative involv-
ing 3 great Canadian pallia-
tive care organizations. The
staff and volunteers of
Roger's House (Ottawa)

hospice

Canuck Place
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embracing life. a circle of caring

benefited greatly from the
support and mentoring re-
ceived from Canuck Place
Children's Hospice
(Vancouver), the Hospice at
May Court (Ottawa), and
the IWK Palliative Care
Program (Halifax) in the
spring of 2007. Since then
we have been anxious to
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IWK Health Centre

share our emergent exper-
tise, knowledge and skill.

Roger's House Hospice
(Ottawa, ON) in collabora-
tion with the Children's
Hospital of Eastern On-
tario (CHEO) Palliative
Care Outreach Team has
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Special points of
interest:
e Mentorship initia-
tive in Quebec

e Getting together
at the CHPCA
conference in
Winnipeg
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Improving Communication

hopes, fears and feelings, the child
may experience a loss of independ-
ence and autonomy and become with-
drawn and isolated. While communica-
tion skills are impaired, the child's
intellect is often intact, further con-
tributing to frustration and despair.
With progressive disability and gen-
eralized weakness, there is a pining
need to set up alternative communi-
cation strategies, such as lip reading,
pointing, or augmentative communica-
tion devices.

In order to meet this need, our
research team developed and admin-
istered an interview with 13 bereaved
families who had a child who was
voiceless while in the palliative care
of the Brain Tumour Program at Sick-
Kids Hospital, to collect and learn
from their experiences. Interviews
focused on 3 main themes: communi-
cative needs and abilities of dying
children; important messages and
issues for families to discuss; and
suggestions for the design of a com-
puter-based communication device.

Participants described a range of
strategies used to communicate with
their children including: framing
questions in order for children to

respond with 'yes' or 'no’; developing sig-
nals using facial expressions, hand ges-
tures and sounds; creating picture and
message boards; and computer-based
augmentative communication devices.
While picture or message charts and
computer-based devices created access
to a greater number of messages, some
families felt that strategies requiring an
interface between the parent and child
detracted from personal and emotional
aspects of communication.

Knowledge of these experiences and
preferred, modifiable strategies would
be invaluable to families and children
who do not have access or the ability to
use a computer-based device, or in con-
junction with such technology. To en-
hance communication opportunities for
children in palliative care so that pref-
erences, needs, concerns and emotions
can be appropriately respected and ad-
dressed, this feam is working to compile
this information in a clear, comprehen-
sive handbook for families, to assist
them in developing effective and mean-
ingful strategies for communication.

Submitted by: Ceilidh Eaton Russell

Originally published in: HotSpot: The News-
letter of the Rapid Response Radiotherapy
Program of Toronto Sunnybrook Regional
Cancer Centre, Volume 9 Issue 2. (2007)

Canadian Hospice Palliative Care Conference

, ' :/Congres canadien de soins palliatifs

October 18-21, 2009 in Winnipeg, Manitoba
For more information: http://www.chpca.net

It would be nice to get together for a dinner with pediatric palliative care
providers. Since the conference in in Winnipeg this year, I thought I'd
take on the role of social coordinator and plan for us to meet at a location
close to the conference center on one of the evenings when other events
are not planned. If this is something you are interested in, please email me
at sstenekes@wrha.mb.ca and I will send out further info via email.

Mentorship

Initiative

embarked on a mentoring initia-
tive with la maison Mathieu-
Froment-Savoie, a hospice in the
Outaouais (western Quebec). In
the past, la maison Mathieu-
Froment-Savoie has offered
mostly adult palliative care ser-
vices but it is poised to offer pe-
diatric palliative care in its new
and expanded location. At their
new location, one pediatric bed
will be available for respite and
end of life care. This is part of a
larger initiative supported by the
"Agence de la santé et des ser-
vices sociaux de I'Outaouais” to
enhance palliative care services
and supports in this region of
Quebec.

We have learned so much in the
past 3 years at Roger's Housel!
We have had great mentors and
have collaborated with many or-
ganizations! It is felt that it is
time to share our expertise re-
garding the care of children with
life limiting illness in the hospice
setting. We are pleased and
proud to be able to assist the
staff and volunteers of la maison
Mathieu-Froment-Savoie develop
and expand their pediatric ser-
vice in the Outaouais. We wish
them well in their new homel!

Submitted by:
Lynn Grandmaison Dumond

APN, Palliative Care Outreach
Program

Children's Hospital of Eastern
Ontario—Ottawa, Ontario
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PEDIATRIC PALLIATIVE CARE RESOURCES

This section of the newsletter is con-  recommend any resources to include, tion on a resource, just email:
tinuing to highlight pediatric palliative or if you would like to submit informa-
care resources. If you would like to

newsletter@cnpcc.ca

Excerpt from Introduction to Living

M- Dying: "This book is intended fo help
y y o you to understand the experience of a
Vd j child or teenager, to know what sup-
L/ L/ T port and information they need: and
/V\ /-/_‘ that’s ever happened, / how to meet those needs in healthy,
BYCRS rmoe o reoiize meaningful ways. Questions, quotes
how important my family R e
isand the people | love,” and strategies are based on clinical
) Y ~ work with families who have helped
— == B children and teenagers learn to live
They're too young .
to understand death,” with the death of a loved one. Strate-
/ i gies described in this book are meant

f.-/ = to help you support a child or teen-
[ "It will be hard no matter

{7 when | tell them. Can't! | ag?r no maT’re.r‘ what their r'e.la’r.io.n-
/" wait until after he dies?” ./ ship to the dying person—or if it is
(_ A /f the child themselves who is dying—

and regardless of whether the death
was expected or sudden and or even

if it has already happened.
The aim of this book is to help grief
be manifest rather than pushed aside,

A Guide for Adults Supporting Grieving Children and Teenagers so that it can be shared by loved
Written by Cellidh Eaton Russell, CCLS ones, offering a chance to support
one another an to find a new way live
with a deeper understanding of life
and relationships, together”

Artwork created by children and teenagers living with the death of a loved one

‘Living Dying’ Is for adults who know young people who have, or will
experience the dying and death of a loved cne, regardless of age,
relaflonship or the nature of the death. Common fears and sfruggles are
explored in a ‘Q & A" format, offering clear, concrete suggestions fo help
readers talk about illness and death, include kids and teens in the care of

An excellent Canadian resource for
families with children affected by the
iliness and death of someone impor-
tant in their life.

the dying and maintain @ meaningful connection affer a loved one has died. "

to orser o copy contect - iax and Beatrice Wolfe Centre for
R Children's Grief and Palliative Care

A Copies can be purchased for $7.50
\ 2 A | per copy or $5 if greater than 5
' ,ﬁ’ 1 copies are purchased. For further
/KD @ g . . _
. ﬁ information, contact:

i Q= e info@tlcpc.org

Email your suggestions for pediatric palliative care

resources to include in the next newsletter! Newsletter Editor:

Simone Stenekes
newsletter@cnpcc.ca
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