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02 A MESSAGE FOR OUR PARENTS

Take time to talk to your
partner or family, even
though you may be
reacting differently to this
news, you are a team and
you need each other’s
support. It will get easier.
Love your child, enjoy
your child and try

to focus on the positive

as much as possible.

— Parent of child with CP

Thank you for coming to Sunny Hill and trusting
your child under our care. You may feel
overwhelmed with feelings of uncertainty,
sadness or perhaps relief or comfort there are
now answers to what is happening. These
reactions are all very normal. Recognizing how
you feel is an important step in coping and we
encourage you to check in often with a trusted
family member, friend, and doctor as you and
your child continue the journey of living with
cerebral palsy (commonly shortened as CP).

You are not alone. We hope this booklet offers a
start to answering questions about CP and
discovering the many possibilities for your child
to achieve their best potential. Developing a
strong support system can be helpful for both
you and your child. Don’t try to do it all yourself.
Who to involve in this support system is up to
you, but the following can help the process:

e Involve your family early on (including
grandparents)

e Seek out other parents of children with CP for
guidance and support

e Build up a support network of family, friends,
and neighbours.

With an early diagnosis, your child will be able to
access therapy, receive the appropriate medical
care to prevent health complications, and have
the best chance to thrive in life. As a parent or
caregiver, we also want to ensure you feel
equipped with knowledge and resources to care
for your child.
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Cerebral palsy (CP) is a term used to describe a group of disorders which
affect movement and posture. Different parts of the brain control the
movement of every muscle of the body. In cerebral palsy, there is damage
to, or lack of development in part of the brain (which occurs within the first
two years of life). The impact can range from mild to severe, affecting
everyday tasks and movements.

Symptoms of CP can be very different in every child. Children with cerebral
palsy may have problems with gross and fine motor skills, muscle weakness
or muscle tone (stiffness) and balance. It may affect other areas of
development like learning and speech.

Will it get worse? It's important to know that CP does not get worse over
time. The underlying brain disturbances do not progress although the exact
symptoms can change over a person’s lifetime.

There are several different types of cerebral palsy. One way of classifying
cerebral palsy is according to the type of movement disorder.

SPASTIC: BO-90% ® DYSKINETIC: 6%

Most common form. Characterised by
Muscles appear stiff involuntary movements
and tight. Arises ;uch as dystonia,
from Motor Cortex athetosis and/or choraa.
damage. Arises from damage to

the Basal Ganglia.

MIXED TYPES:
A number of children

ATAXIC: 5% with CP will have two
motor types present

Characterised by shaky movements. Affects balance and sense e.g. spasticity
of positioning in space. Arises from Cerebellum damage. and dystonia.

Authors: CP 360 Cerebral Palsy's Global Network, Cerebral Palsy Alliance,
CanChild Centre for Childhood Disability Research


https://www.yourcpf.org/
https://www.yourcpf.org/
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H UW WE The Gross Motor Function Classification System (GMFCS) is used to
describe the range of abilities in gross motor function seen in

D E S c R I B E children with cerebral palsy. It can be accurately assessed from the
time a child is two years of age. Knowing this can help your doctors

FU N CTI 0 N and therapists to predict the likelihood of experiencing certain
problems with bones, muscles, and joints as they grow .

The gross motor skills (e.9. sitting and walking) of children and young people with cerebral palsy can
be categorised into 5 different levels using a tool called the Gross Motor Function Classification System
(GMFCS) developed by CanChild in Canada.

AL 14 4

GMFCS Lewel 1 GMFCS Level 1l GMFCS Level 11
GMFCS Level IV GMFCS Level V

Authors: CP 360 Cerebral Palsy's Global Network, Cerebral Palsy Alliance,
CanChild Centre for Childhood Disability Research

w H AT TU At this time, there is no cure for CP as we

know. However, a tailored management plan ﬂ
EX P EBT? will be created in order to maximize your ' ‘.,
. child's potential growth and development. (]
Services and therapies will change over the
years, depending on your child's age, type of
CP, and changes to their medical needs and
preferences

We will be making the appropriate referrals to your local Child
Development Centre or Infant Development Program. Depending on
where you live, each region varies in what services are available,
the types of therapy staff and wait times.


https://www.yourcpf.org/
https://www.yourcpf.org/
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CUM M 0 N Every child with cerebral palsy should have a pediatrician who will
regularly see them and address any medical issues they are

H EA LT H experiencing. The pediatrician often is your first point of contact (If
your child does not currently have a pediatrician, please let us
ISSU Es know and we can refer you to one in your local community or

closest to you).

Saliva management

Sleeping L O 5?, B Asthma or pneumonia
zz)
((’ ‘ (@ Seizures
Hearing
and vision

\

% Tone management

CO Dental
Gastrointestinal - ’
nutrition and growth, @

feeding safety, Pain

constipation,
gastroesophageal reflux

Speech and communication
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HEALTH
CHECKLIST

FINDING

YOUR
WAY

v

There will be important routine check ups at different points of
your child’s life to ensure their healthy development. We suggest
working with your pediatrician to plan ahead and create a schedule
for these:

Clinical exams

When will this take place?

How often your child requires clinical exams and x-rays depends on
their ability to move according to GMFCS level.

By who? The Hip Surveillance Program Team

Spine and hip x-rays

When will this take place?

How often your child requires clinical exams and x-rays depends on
their ability to move according to GMFCS level.

By who? The BC Children's Orthopedics Team will follow up
according to findings

Vitamin D
For children who are not walking, we recommend a daily intake of
Vitamin D. Ask your pediatrician or dietitian about specific dosages.

Dental
At least once a year, your child should visit a pediatric dental clinic

Weight & growth
A pediatrician or dietitian should follow up twice a year to discuss
any concerns about nutrition, feeding safety, and growth.

Many families need help to navigate “the system” of the many
different disability and special needs programs. The process of
applying for these supports is often complex and not easy. We can
connect you to a clinical social worker at Sunny Hill or refer you to
community organizations who have dedicated navigators to help.


https://www.childhealthbc.ca/sites/default/files/Hip%20Surveillance%20Program%20Family%20Booklet%202018.pdf
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PEER-LED
SUPPORT

SERVIGES AND RESOURCGES

Below is a list of major services, benefits, peer resources, and funding
options. This is not a complete list by any means but a start of what is
available to find the support that is right for your child. Our hope is
that through time, you find the supports and services needed to unlock
your child’s potential.

A great place to start is connecting with the Cerebral
Palsy Association of BC. It offers a variety of services and
% resources specific for children and adults living with CP
Cerebral Paisy Association fncluding adapted recreational activities, financial
assistance, and family and individual support.

The support hotline is 604-408-9484 or toll-free 1-800-663-0004.

They also host a peer-to-peer support group called “CP Connections”
every week. This group aims to connect people with CP across the
province. https://www.bccerebralpalsy.com/programs/cp-connections/

Parent Support Groups also run monthly by Zoom and parents,
caregivers are invited to join for an informal, frank conversations.

CPABC's
Parent Support Group

You are invited to meet with parents of children
of all ages who live with cp for informal, frank
conversation sharing our joys and challenges.

Meetings are held once a month via Zoom and
topics are chosen by participants.

There is also a
Parent Support Group Facebook group
that supports our families and enables them to
connect as well as continue on with the
conversation(s) that were developed within
the zoom meeting. Please find below a
link to register for Parent Support Group:
Programs@bccerebralpalsy.com

Please find below a link to our Parent Support
Group Facebook group:
Facebook Group_

Cerebral Palsy
\I Association of We hope to meet you soon!

British Columbid

Cerebral Palsy Association
of British Columbia

If I could give one piece of advice, it would be to let other people into
your child’s life. We didn’t have family located close to us but we had
a lot of help from caregivers who developed their own unique
relationship with our child that enriched his life in ways we couldn’t.
— Parent of child with CP


https://www.bccerebralpalsy.com/here-to-help/
https://www.bccerebralpalsy.com/programs/cp-connections/
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PEER-LED
SUPPORT

FINANCIAL
SUPPORT

SERVIGES AND RESOURCGES

The Family Support Institute of BC

FAMILY SUPPORT  offers confidential support and
Institute of BC ongoing guidance by its staff and

(ﬁ/n///e&.911/)/)0/%'/(@(/%”11/&45" volu.nteers who are all parent; pr
family members of someone living

with special needs. It is a great place
to get support and connect with other
parents:

e Find Support BC is a database to search for services and supports
https://findsupportbc.com/

e MyBooklet BC is a customizable profile you can make about your
child and keep everything important about them in one place. It
makes it very easy to share with others and help them learn about
your child. https://mybookletbc.com/

Medical Benefits

Do you or a family member have extended health benefits through an
employer? If so, we encourage you to reach out to the provider and
find out what is eligible under your specific plan. You may also wish
to explore private therapy services that charge a fee. Typically, this
means paying out of pocket or through your employer’s extended
health benefits coverage.

Additional funding is available through the At Home Program,
designed to help parents with some of the costs of caring for a child
with severe functional limitations. The funding is for respite (a
short-term break or period of rest for primary caregivers) and basic,
medically necessary equipment and supplies. Either your pediatrician
or someone from our team can help you complete the application.

If you currently receive income assistance from the Ministry of Social
Development and Poverty Reduction (MSDPR), you may be eligible for
additional supplement to help with some of your child’s medical
costs.

Disability Tax Credit

The disability tax credit (DTC) is a non-refundable tax credit that
helps persons with disabilities or their supporting persons reduce
the amount of income tax they may have to pay. Being eligible for
the DTC can open the door to other federal, provincial, or territorial
programs such as the registered disability savings plan, the Canada
workers benefit, and the child disability benefit.


https://familysupportbc.com/
https://familysupportbc.com/portfolio/findsupportbc/
https://familysupportbc.com/portfolio/findsupportbc/
https://findsupportbc.com/
https://familysupportbc.com/portfolio/mybookletbc/
https://mybookletbc.com/

GUIDE TO CEREBRAL PALSY

09

FINANCIAL
SUPPORT

MORE
RESOURCES

SERVIGES AND RESOURCGES

A portion of the DTC application must be filled out by a physician.
Either your pediatrician, family doctor, or someone from our team
can help with this.

A plain language overview about the DTC is available through
Disability Alliance BC.

Other Tax Claims and Refunds

A number of other medical or disability related costs can be claimed
on yearly income taxes. The complete guide to disability-related tax
information can be found on the Government of Canada’s website

The BC Fuel Tax Refund for Persons with Disabilities may also help
reduce your transportation costs.

Charity Funding

These are privately-run foundations that offer various financial
assistance of supporting children living with disabilities

The Jason and Rand Equipment Subsidy
The JGL Foundation

Variety Club - The Children’s Charity
BC Rehabilitation Foundation Fund
CKNW Kid’s Fund

Shriners of BC

BC Cerebral Palsy Association

BC Children's Hospital Family Support and Resource Centre
https://bcch.andornot.com/en (type in search 'cerebral palsy’)
http://www.bcchildrens.ca/health-info/coping-support/cerebral-
palsy

Holland Bloorview Hospital in Toronto also has a comprehensive
guide to CP written together with families.
https://hollandbloorview.ca/services/programs-services/cp-
booklet

CanChild is a research centre dedicated to generating knowledge
& transforming lives of children and youth with developmental
conditions and their families.
https://www.canchild.ca/en/diagnoses/cerebral-palsy

US-based Cerebral Palsy Foundation has a fatnastic video series
called "Insights from Experts”
https://www.yourcpf.org/expert-videos-cp/



https://www.bccerebralpalsy.com/programs/equipment-assistive-devices-funding-program/
https://www.jglfoundation.com/grants/
https://www.variety.bc.ca/grants/individual-grants/
https://bcrehab.com/applications/individual-grant/
https://www.cknwkidsfund.com/
https://www.bcshriners.com/what-we-do/sycf/
https://www.bccerebralpalsy.com/programs/equipment-assistive-devices-funding-program/
https://bcch.andornot.com/en
http://www.bcchildrens.ca/health-info/coping-support/cerebral-palsy
https://hollandbloorview.ca/services/programs-services/cp-booklet
https://www.canchild.ca/en/diagnoses/cerebral-palsy
https://www.canada.ca/en/revenue-agency/services/forms-publications/publications/rc4064.html
https://www2.gov.bc.ca/gov/content/taxes/sales-taxes/motor-fuel-carbon-tax/refund-disabilities
https://disabilityalliancebc.org/category/publications/rdspdtc/
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