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Brain Injury Speaks: What is it?

Active Engagement Network of 
persons with lived experience, 
caregivers and family members 
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Need for a Provincial Voice

 Decisions are being made with 
little input from persons living 
with acquired brain injury and 
their family/caregivers

 The Brain Injury Speaks network 
aims to fill this system gap 

 Systematic approach to inform 
brain injury priorities and services 
across the province
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Goals of the Network

SHORT TERM: CREATE A 
COMMUNITY OF SURVIVORS, 

CAREGIVERS AND FAMILY 
MEMBERS WHO ARE OPEN TO 
SHARING THEIR EXPERIENCES

LONG TERM: INFORM THE 
FUTURE OF BRAIN INJURY 

CARE AND POLICIES ACROSS 
THE PROVINCE OF ONTARIO 



Network Organization

Persons with lived experience of 
brain injury, caregivers and 

family members

Brain Injury 
Speaks 

Facilitator

Provincial 
Advisory Team
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Stakeholder Engagement 
Network Operations



2-Way Communication Channel

Brain Injury Speaks 
Facilitator 

Persons with lived 
experience/family 

members/caregivers 
(members of BIS)Surveys

Newsletters
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3. Feedback from persons with 
lived experience & 

caregivers/family members is 
analyzed and summarized

2. Call to action is put out to 
Brain Injury Speaks members

• Surveys 
• Focus groups/Town Halls

4. Responses used to inform 
brain injury priorities and 

services across the province

1. Systematic issues facing the 
brain injury community are 

identified (by persons with lived 
experience and/or service 

providers/brain injury sector)

Gathering Feedback



Choosing Topics to Address

• Awareness of broader issues at ONF/OBIA

• Through PABIN (Provincial Acquired Brain Injury Network)

• From previous surveys

• Feedback from the members of the Provincial Advisory Team

• Insights from Brain Injury Associations
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Current Stakeholder Numbers

Total: 508

Family members/
caregivers: 126

Persons with lived 
experience: 382
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Data Matters
• We collect only the data we need and all data is deidentified 

You are a 
(Survivor/Person with 
Lived Experience OR a 
Caregiver/Family 
member)

Do you wish to tell your 
story or why you decided 
to join this network? 
(optional)

City/Town of 
Residence

Type of brain injury Date of the injury

Survivor (Person 
with Lived 
Experience)

I had my concussion in 
November of 2013…

Ottawa Concussion/mild 
traumatic brain 
injury

November 2013

Caregiver/Family 
member

My son has had multiple 
concussions and as the 
primary caregiver…

Sudbury Concussion/mild 
traumatic brain 
injury

April 2004

Survivor (Person 
with Lived 
Experience)

Since my car accident in 
1998, my life has been 
very difficult…

Toronto Moderate-to-severe 
traumatic brain 
injury

January 1998



COVID-19 Impact Survey Results





n=210
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Next Steps & Future Direction



Sharing Knowledge

• Survey summaries have been shared with a variety of individuals, 
organizations, service providers, Ministry representatives, etc.,

• Other communication vehicles:
• Published in OBIA Review
• Packaged with PABIN data for the Ministry
• Presentations at organizations/associations

• All survey summaries available on the ONF website 
(https://onf.org/impact/brain-injury-speaks-2-2/)
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Next Steps: Provincial Advisory Team Function

• 5 members from different regions in ON – champions! 

• Meet bi-monthly with BIS Facilitator 

• PAT informs the future goals and direction of the Brain Injury Speaks 
Network – provide suggestions on topics to be addressed, feedback 
on communicating with the Network, etc., 
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Next Steps: Strategic Direction and Planning

• Planning focus groups/town hall sessions in the New Year 
(Feb 2021)

• TOPIC: social isolation/community supports

• Housing is an important issue that has been raised across 
multiple stakeholder groups 

• Housing survey teaser…
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Why is it important to have a Provincial 
Voice for Persons with Lived Experience?
• The annual incidence of ABI is greater than that of Multiple Sclerosis, Spinal 

Cord Injury, HIV/AIDS and Breast Cancer combined

• Yet, brain injury doesn’t have a presence on the map! 

• Important to have a Provincial Network that is not connected with a particular 
service provider 

• Important to understand lived experience

• We have seen that real life experience and sharing stories is impactful 
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This is just the beginning! 



Toronto ABI Network Conference | Nov. 12th 2020



How to Get Involved



Get Involved
http://obia.ca/about-
brain-injury-speaks/

OR 

http://obia.ca/

Supports & Services > 
Brain Injury Speaks

http://obia.ca/about-brain-injury-speaks/
http://obia.ca/


How to join:



Contact Information

If you are interested in learning more 
about Brain Injury Speaks, please 
contact Gazal Kukreja (Stakeholder 
Engagement Coordinator)

Email: gkukreja@obia.ca

mailto:gkukreja@obia.ca
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