Overview
In 2018, Children’s Health Foundation of Vancouver Island (CHFVI) received funding to explore
different ways to better understand how the Foundation can play a role in supporting children and
youth living with cerebral palsy across the Island, as well as children/youth in the Capital Regional
District (CRD) living with additional complex medical needs.
The funding was used to hold a series of community meetings called ‘Let’s Talk CP’. The following
summary document outlines the purpose, process, and findings.

Special considerations
Support for this project was generously provided by two funds held at the Victoria Foundation. The Walter
Thomas, Sarah & Leslie John Lavender Trust was established in 1982 to support services for children with
cerebral palsy. The Emily Stoneham Fund was established in 2005 to support services for children with a
disability or serious medical condition in the Capital Regional District.
Community engagement for the Let’s Talk CP & complex needs session was supported by Karen Lai,
Inclusion & Accessibility Consultant.
Imagery in this document was created and provided by Fuselight Creative Inc (thefuselight.com).
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Executive Summary
Cerebral palsy (CP) is a life-long neurological impairment that can affect people in various ways.
Children’s Health Foundation of Vancouver Island (CHFVI) received funding to explore different ways
to better understand how it can play a role in supporting children and youth living with cerebral palsy
across the Island, as well as children/youth in the Capital Regional District (CRD) living with additional
complex medical needs. By engaging families with lived experience, service providers, and medical
professionals who understand the system, its limits and its opportunities, CHFVI will establish stronger
relationships with these important stakeholders.
As a result, CHFVI hired an external consultant to facilitate the community engagement process, which
included an online survey. An advisory committee was established to guide the process ensuring that
suitable questions were asked, and the appropriate people participated in the process. The advisory
committee included individuals living with cerebral palsy, parents or family members, medical, and
rehabilitation staff.
The community engagement process included five focus groups covering a significant portion of
Vancouver Island; they were hosted in Nanaimo, Comox Valley, and three in the Victoria area – in
the traditional territories of the Snuneymuxw, K’òmoks, Songhees, Esquimalt and W̱SÁNEĆ First
Nations, respectively; the Foundation wishes to thank these Nations for the opportunity to visit their
territories and engage in community dialogue. There were a total of 49 participants that attended in
person, representing family members, support networks, individuals with cerebral palsy, medical
staff, and rehabilitation professionals. This was complemented by an online survey to ensure that the
diversity of voices was captured from all across the Island. A total 23 completed surveys were
returned. Both engagement processes explored similar questions. Participants were given an
opportunity to highlight key themes and areas of opportunity for growth to strengthen the support
for children and youth with cerebral palsy and complex needs. Each focus group was complemented
by graphic facilitation; these visual recordings are included in their totality in this report. The
discussions were focused on 5 domains: Medical services, health and well-being of the family,
education and promotion, programs and services, and life transitions and independence.
It was evident that there are extra commitments when someone in the family lives with cerebral palsy
and/or other complex needs. It is overwhelming to navigate through the variety of systems to find the
‘right’ treatment, medical assistive device, funding, education supports, sport or recreation
opportunities… the list goes on. Often, people feel alone in the process or unable to take on everything
that needs to be done. An early diagnosis of cerebral palsy can influence rehabilitation and planning
ahead for the various milestones of life. But the dynamics of having cerebral palsy change over time
and ongoing and targeted supports are essential. Despite this, the Let’s Talk CP and Complex Needs
conversations hosted across Vancouver Island demonstrated that by coming together and focusing
on the opportunities, there are many options for overcoming current hurdles and improving the
experience and, subsequently, the lifelong outlook of children and youth living with cerebral palsy.
The discussions focussed on five domains and within each, several themes emerged. Based on the
collated themes from all conversations and surveys, there are several opportunities identified to
improve services and strengthen community relationships to better meet the needs of the cerebral
palsy and complex needs community, with specific focus on children and youth. In some cases,
regional differences are evident; for example, communities outside of Victoria were more likely to
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identify gaps in recreation opportunities, the challenges of traveling for appointments, and the
limited number of families with similar lived experience to connect with. There are themes that
surfaced connected to a particular domain (e.g. life skills training as a priority theme for life
transitions and independence). Simultaneously, there are themes that emerged that transcend a
particular domain. Key examples of these are:




Navigation supports (medical and rehabilitation systems, funding streams, applicable
and available programs and services, etc.)
Centralization of information for the CP community (individuals, families, service
providers, and medical community)
Greater awareness of a Spectrum of Cerebral Palsy to equalize understanding of the
complexity of CP and the ways that it does and does not impact a person’s experience.

As a result of this process, this report provides a detailed overview of the findings for each domain.
Subsequently, this report ends with seven calls to action based on the most frequently cited
opportunities. At a glance, these are:
1.
2.
3.
4.
5.
6.
7.

Awareness campaign(s)
System capacity building
Partnerships
Childcare and school capacity
Equipment and specialized supports
Support group options
Transition programming and services

The Foundation wishes to publicly thank everyone who helped contribute to this positive and powerful
first undertaking at coming together: Parents who juggled work and family commitments,
professionals who came outside of work hours, youth and young adults who confidently shared their
stories and ideas, and the many people who traveled, sometimes long distances, to participate.
Additionally, the Foundation wishes to acknowledge the additional contribution and effort of advisory
committee members, all of whom were volunteers with a variety of life and work commitments, who
made time for committee discussions. CHFVI staff left each conversation feeling inspired by the
resourcefulness, resilience and shared motivation to better support our kids. We hope you felt the
same.
What is clear from this process is that the Let’s Talk CP and Complex Needs conversations are a
starting point. This report serves as an invitation for further exploration of the opportunities identified
by participants and the co-creation of action plans to bring these ideas to life.

7 calls to action
The Let’s Talk CP and Complex Needs series is ultimately a call to action for system leaders, service
providers, families, individuals with lived experience and the philanthropic community to heed the
calls to action elicited through this process. There are so many wonderful people committed to
ensuring quality of life and access to care for the many children and youth on the island(s) living with
CP and other complex needs. Many creative ideas surfaced through this process – too many to
individually list here but they are captured in the visual recordings from the conversations (shown
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later in this document). Instead, this report seeks to highlight seven calls to action. These are areas of
opportunity highlighted through the process where real change in the lives of children and youth
could be created with focus, collaborative action, and additional research.
1. Awareness campaign(s)
Based on the collective conversations, one of the biggest opportunities is to build awareness about
Cerebral Palsy and complex needs among educators, policy makers, medical practitioners, and child
and youth peer groups. There are opportunities to leverage lessons from other jurisdictions and
advocacy groups, including World CP Day and autism awareness advocates in Canada. Small,
strategic steps can be taken to engage the community in a better understanding of what cerebral
palsy and complex needs can involve. With a champion organization, possibly the Cerebral Palsy
Association of BC (CPABC), there are people eager to step forward and support awareness building.
2. System capacity building
A strong system fosters positive outcomes. There are opportunities to build scaffolding to
strengthen the already good foundational pieces supporting children, youth, and their families in
community. Ideas include engaging with policy makers in conversation about how to transform
access to better meet the needs of children/youth, informed by those on the ground. Additionally,
opportunity exists for building infrastructure within the system to enable better support for
children, youth, and families. Ideas surfaced through this series that demand deeper exploration:
Integrated information management among acute, public, and community health providers; a
complex care clinic to provide coordinated health care; professional development for physicians,
educators, community planners, and so on.
3. Partnerships
The complexity of cerebral palsy and complex medical needs demands that system leaders and
service providers work together in partnership with families. There are opportunities to do more
outreach and partnership building. Other partners that more traditional health care providers and
families should prioritize relationship building with include municipal leaders, post-secondary
institutions, and community agencies with deep expertise in specific areas of service delivery.
Working with municipalities responsible for leisure and recreation programming, construction of
accessible public spaces for all bodies, etc. can ensure greater equity of access, particularly for
families living in rural and remote communities. Engaging with post-secondary researchers and
students also poses another huge opportunity; research projects and practicums establish
leadership and integrative thinking among the future workforce, while also addressing current
challenges and building a runway for progressive research. Post-secondary education programs also
have capacity to adapt their own programming to ensure children and youth living with complex
needs are also positioned to be future leaders. Additionally, there are community agencies steeped
in experience with great programming that is scalable into other communities (e.g. Power to Be;
Recreation Integration Victoria; CPABC; etc.) – in many cases the first step is to invite these agencies
into the community to dream about what is possible.
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4. Childcare and school capacity
All parents across the Island are experiencing challenges finding reliable, affordable and safe
childcare for their children. For families raising children with CP and other complex needs, the
obstacles for childcare increase. This extends into before and after school programming, and
beyond into the public education experience. There is an opportunity for system leaders to support
professional development for early childhood educators, educational assistants, before and after
school service providers and teachers. By equipping educators with skills and knowledge for how to
support children with CP and complex needs, educators will gain greater confidence in creating safe
and inclusive learning environments. In turn, (all) the children in their care will gain opportunities for
meaningful inclusion, connection, and confidence-building.
5. Equipment and specialized supports
Access to specialized equipment and supports is an Island-wide need. There is opportunity for
systems leaders and service providers to facilitate coordinated access to equipment – for trial
purposes or short-term basis. Equipment loan libraries exist on the Island, but are not equally
accessible to children and youth living in rural and remote regions. Additionally, there is room to
enhance and promote programs that support access to specialized equipment and supports; this
includes expanding the reach of resources such as the Foundation’s own Bear Essentials program.
Furthermore, there is room to support networking among professional navigators (these specialists
include social works, navigators, outreach workers, etc.) to enable better awareness of access to
equipment and specialized supports.
6. Support group options
Connection is an essential ingredient for human well-being. Revisiting support group models aimed
at supporting parents/caregivers, siblings, and children and youth living with complex needs is
timely. Families are turning to informal social networks but are missing the intimacy and expertise
that formal in-person gatherings offer. Families need a variety of options to enable connectivity,
mentoring, learning, and relationship building. Isolation caused by factors including remote living,
transportation barriers, and time constraints are essential to consider in planning programming;
however, consulting with families directly, the network has the ability to develop creative solutions.
7. Transition programming and services
Raising a child equipped for transitioning into adulthood is essential. Service providers have the
opportunity to build a network of experts who can support life skill development for youth and
families. There are best practices already in place that can be leveraged to enable future
independence – CanAssist’s TeenWork program for employment; numerous financial institutions
offer financial literacy and RDSP expertise; and post-secondary schools offer co-op and intern
programs that with support can prepare both youth and employers for inclusive work experiences.
Additionally, conversations about the transition into adulthood needs to be supported earlier in a
young person’s life.
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Advisory committee
Children’s Health Foundation invited individuals, families, and organizations that had deep rooted
experience in children/youth living with cerebral palsy and other complex needs. Those invited
included CHFVI board directors, service providers, families, community partners, and support
networks.
Committee (listed alphabetically by last name):
• Dianne Aikman, Physical Therapist, Comox Valley Child Development Association
• Sarah Bower, Manager Child, Youth & Family Rehab Services, Vancouver Island Health
Authority
• Karena Crumpler, parent
• Feri Dehdar, Executive Director, Cerebral Palsy Association of BC
• Michelle Kocourek, Resource Development Coordinator, Nanaimo Child Development Centre
• Debi LaHaise, RDSP Navigator, BC Aboriginal and Disability Society
• Melissa Lyon, youth
• Hanna Nagteggal, Senior Occupational Therapist, Dogwood Place Child & Youth Development
Centre
• Dr. Norgrove Penny, Orthopedic surgeon and CHFVI board member
• Erin Sloan, Acting Clinical Leader for Physiotherapy, Queen Alexandra Centre for Children's
Health
• Lyn Taylor-Scott, Director of Programs, Sundrops Centre for Child Development
• Tracy Trousdell, parent
The committee met several times via conference call over the course of this project, including
individual calls with the contracted facilitator. They learned about the goal of the project and
discussed the expected commitment as an advisory committee member. They played an
instrumental role in the development of the focus groups and the designing of the questions asked
for the focus groups. Following the focus groups, the committee met via teleconference to provide
an opportunity for them to give feedback of the focus groups and for Children’s Health Foundation
to outline the next steps of this project. The advisory committee was also invited to provide
feedback and recommendations to the final report draft.
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Graphic recordings

Nanaimo focus group, June 18, 2018

Comox Valley focus group, July 11, 2018
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West Shore and Victoria focus group, July 18, 2018

Saanich and Victoria focus group, July 19, 2018
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Victoria focus group, August 13, 2018
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