
What does it take to care for a person after a 
Traumatic Brain Injury? The essential role of 

Primary Care

Dr. Mark Bayley
Judith Gargaro

Research Analysts: Aishwarya Nair, Parwana Akbari

Thursday, Oct 5, 2023, 12-1pm



Land Acknowledgement
We acknowledge that we are on the traditional territory of many Indigenous 

nations including the Mississaugas of the Credit, the Anishnabeg, the Chippewa, the 

Haudenosaunee and the Wendat peoples. Today, the meeting place of Toronto is still the home to 

many Indigenous peoples from across Turtle Island and we are grateful to have the opportunity to 

work and learn on this territory.

In this Land Acknowledgment, we recognize and respect Indigenous Peoples as 

traditional stewards of this land and the enduring relationship that exists between Indigenous 

Peoples and their traditional territories.We recognize the importance of reflecting on what occurred 

in the past as an important step to reconciliation with our Indigenous communities and 

other communities that have experienced hardship as part of our colonial past.

We also recognize the challenges and discrimination that can exist in the healthcare 

system towards persons with Indigenous Background. As system planners, it is our responsibility 

to identify and implement mechanisms to provide equitable and culturally sensitive care.



PRESENTATION OBJECTIVES

Key objectives for this presentation are to:

1. Understand the purpose of a Care Pathway and Clinical Practice 
Guideline (CPG)

2. Discuss the Guideline's updated recommendations and resources and how 
they relate to the Care Pathway.

3. Explore navigation and application of Pathways and CPG using case 
examples.



If you or a family member sustains a brain or 
spinal cord injury, the best possible care may 
NOT be at your local hospital or rehab center…

Neurotrauma requires specialized acute, 
rehabilitation and lifelong care



You or your family member will be discharged from 
formal acute and inpatient rehab care back into the 
community….

ohopefully back to the community you came from 

ohopefully to a setting that suits you and your needs

ohopefully with resources and support for you to continue 
your rehab and recovery over the rest of your life

All care and supports should be appropriate for who you are as 
an individual – respecting your background, your values and 

your preferences



INTRODUCTION

• The Neurotrauma Care Pathways Project is funded by the Ministry of Health to develop 
evidence-based Ideal Care Pathways for concussion, moderate-to-severe TBI, and 
traumatic spinal cord injury

• Care Pathways organize building blocks of care at each stage of the care continuum, and 
Clinical Practice Guidelines provides the clinical details

• The living Canadian TBI Guideline was designed to provide evidence-based recommendations 
for the rehabilitation of adults having sustained a moderate to severe TBI

Ideal Care Pathways



CURRENT STATE EVALUATION

Ideal Care Pathways

https://kite-uhn.com/brain-injury/en/prov-tbi-report-card

https://kite-uhn.com/brain-injury/en/prov-tbi-report-card


NEUROTRAUMA CARE PATHWAYS

• Over 200 key partners have been engaged; particularly persons with lived experience
• Each care stage contains building blocks (key elements of care), which are linked to 

existing evidence-based CPGs.

Ideal Care Pathways



CARE PATHWAYS

Ideal Care Pathways

The gaps between current and ideal 
practices can be eliminated through 
implementation of the building blocks 
and companion quality indicators by 
health care providers and system 
planners.



QUALITY INDICATORS

• Each Ideal Care Pathways building block of care includes
➢ the definition and technical specifications of the 

Quality Indicator to evaluate the care stage
➢ the status/feasibility of using the Quality Indicator

• Some building blocks contain multiple Quality Indicators 
that evaluate different aspects of that stage



CARE PATHWAYS WEBSITE

Neurotrauma Care Pathways 
Interactive Website:

https://www.neurotraumapathways.ca

Ideal Care Pathways

https://www.neurotraumapathways.ca


TARGET AUDIENCES

Ideal Care Pathways

• Care Pathways:
• Primary: Healthcare providers, clinical managers and system planners who can 

implement building blocks of care and companion quality indicators to eliminate 
gaps between current and ideal practices

• Secondary: Persons with lived experience and their families/caregivers

• Clinical Practice Guidelines:
• Primary: Clinicians, primary care providers and family health teams who may not 

specialize in working with individuals with brain injury, and/or who may not be up to 
date on current evidence and best care practices for working with patients with brain 
injury of any severity

• Secondary: Persons with lived experience and their families/caregivers



ERABI conducts literature 
searches and extractions

Expert panelists review evidence from ERABI & 
propose revisions to recommendations, tools, 

and resources

Recommendations sent to all guideline 
panelists for voting (80% agreement)

External Review

Canadian TBI Guideline website updates and 
peer reviewed manuscripts

LIVING GUIDELINE UPDATE PROCESS

Canadian TBI Guideline

https://erabi.ca/

https://erabi.ca/


‘LIVING’ WEBSITE

The Canadian TBI Guideline Website:
https://kite-uhn.com/brain-injury/en

Canadian TBI Guideline



SECTION 1

Canadian TBI Guideline

➢ Target Audience: Health 
system leaders who are 
designing systems

NEW 
Chapter



SECTION 2

Canadian TBI Guideline

➢ Specific strategies 
targeted at clinicians

NEW 
Chapter



TWO TYPES OF RECOMMENDATIONS

Canadian TBI Guideline

➢ Fundamental Recommendations

• elements that rehabilitation programs need to have in place to build the 
rest of the system properly

• primarily for program managers and their leaders as they reflect upon 
the service conditions for optimal rehabilitation provision.

➢ Priority Recommendations

• clinical practices or processes deemed most important to implement and 
monitor during rehabilitation

• practices most likely to bring on positive outcomes for people with TBI.



OVERVIEW OF RECENT UPDATES

• New/Updated recommendations, summary of 
evidence, tools, resources

• New chapters: Telehealth (B), Intimacy & Sexuality (U)

Canadian TBI Guideline



WHAT'S NEW?

Canadian TBI Guideline



RECENT PWLE ENGAGEMENT

1. Expert Panels: 3 persons with lived experience (PWLE) participated in expert 
panels, discussing new research evidence, and updating existing 
recommendations within the Guideline.

2. Feedback Surveys: 13 PWLE completed a series of three feedback surveys; 
each survey evaluated different sections of the Guideline. Careful attention 
was paid to accessibility needs while developing the surveys and 
communicating instructions via email.

3. Focus Groups: 9 PWLE participated in a focus group series, with the purpose 
to better understand the rehabilitation needs after sustaining a TBI and 
ensure that the Guideline reflects these needs.

Canadian TBI Guideline



IMPROVED RESOURCES

Canadian TBI Guideline



NEW RECOMMENDATIONS

• Three new recommendations developed from the feedback received 
from people with lived experience (PWLE)

➢ the need for ongoing therapy when transitioning into the community

➢ safe engagement in meaningful daily activities allowing PWLE to 
capitalize on the skills and strategies provided during formal 
rehabilitation

➢ emphasize that recovery after TBI is lifelong, and gains can continually 
be made over a period of months and years

Canadian TBI Guideline



LET'S NAVIGATE THE WEBSITE

The Canadian TBI Guideline Website:
https://kite-uhn.com/brain-injury/en

Canadian TBI Guideline



CASE EXAMPLE 1 - ROSS

Canadian TBI Guideline

Ross is a 45-year-old man 
who sustained a severe 
brain injury and had to have 
craniectomy and partial 
resection of the left 
temporal lobe due to severe 
elevated ICP.



CASE EXAMPLE 1

Canadian TBI Guideline

• Ross is just arrived on the floor from 
the ICU and is very agitated

• He is swinging at the nurses when they 
enter the room  and yelling loudly.



CASE EXAMPLE 1-ROSS

Canadian TBI Guideline

• With treatment with IM neuroleptics 
followed by oral neuroleptics Ross 
settles down but is still very concerned

• His blood work shows he has low 
sodium which is corrected

• He is more alert and has a decreased 
need for sedative medications



CASE EXAMPLE 1-ROSS

Canadian TBI Guideline

• Ross settles down but has 
gradually developed increased 
yelling when the nurses walk in the room

• Antecedent Behaviour Consequence 
charting  is completed, and the yelling 
occurs only when a nurse walks in the 
room, and not others

• Recognize the cause is pain
• Reassurance reduces the frequency, but 

the behaviour persists



CASE EXAMPLE 1-ROSS

Canadian TBI Guideline

• Ross improves but the subacute rehab team feels they could improve the 
efficiency of the care they provide to people like him

• What are some of the key practices?
• HINT: This is a system question



CASE EXAMPLE 1-ROSS

Canadian TBI Guideline

• A new doctor comes on the service and asks why the patient 
needs more intense cognitive rehabilitation

• “Where’s the evidence”



CASE EXAMPLE 1-ROSS

Canadian TBI Guideline

• Follow-up can be provided by acute care, primary care, 
family health teams, and community service providers

• Follow-up must be needs-based and integrated across 
providers so that there are no gaps or unnecessary 
delays in care

• Discharge planning needs to be patient centred
• Integral role of Team-Based Primary Care



CASE EXAMPLE 2 - LISA

• 30-year-old woman married with no 
children

• Skiing accident sustaining a severe TBI
• Initial Glasgow Coma Scale = 8
• Coma for 48 hours and PTA for 7 days
• Mild left hemiparesis
• Initially irritable/restless but improves – 

continues to be a little impulsive/ 
lack insight

• Admitted for rehab 3 weeks post injury

Canadian TBI Guideline



CASE EXAMPLE 2-LISA

Canadian TBI Guideline

• Rehabilitation activities must be strengths-based
• Rehabilitation activities must be based on the 

person's goals, interests, and injury 
status/progression

• Care must be coordinated, planned, and person-
oriented

• In inpatient rehab - became 
independent in ADL and minimal 
supervision with community living skills

• Receives outpatient rehabilitation and 
improves with PT and OT

• Husband notices some ongoing 
irritability and memory impairment

• Very supportive employer who is willing 
to take her back

• Returns to work 8 months after injury 
as a lab technician



CASE EXAMPLE 2-LISA

Canadian TBI Guideline

2 Years Later:
• Gained 25 lbs. Lisa is anxious about going to the gym because she is aware of the 

appearance of the very mild hemiparesis

• Her husband is reporting challenges in their relationship including lack of awareness of 
impact on others, impulsivity, and emotional lability

• Her employer has expressed concerns about her memory, occasional outbursts, 
and problem-solving skills



CASE EXAMPLE 2-LISA

Canadian TBI Guideline

2 Years Later:
• Lisa laid off with other more junior workers as her laboratory faces cutbacks due 

to decreased government funding

• Lisa's mood is low because of lack of meaningful activities

• Lisa would like to start a family however her husband is concerned that she may not 
be able to manage a new baby



CASE EXAMPLE 2-LISA

Canadian TBI Guideline

Problems illustrated by Lisa's Case:

• Irritability
• Memory
• Fatigability
• Cognitive communication
• Social cognition
• Vocational return
• Executive skills



CASE EXAMPLE 2 -LISA

Canadian TBI Guideline

Early rehabilitation - Problems with Irritability
• Lisa's husband is provided with education about the signs of irritability 

and, after working with the team to do an antecedent analysis, recognizes 
that Lisa is irritable when she is tired, has slept poorly, or if they spend 
longer than 1.5 hours in busy environments such as public places.

Early rehabilitation - Problems with Fatigue
• Lisa is found to have hypothyroidism and feels a little better after 

diagnosis
• Lisa is taught about sleep hygiene



CASE EXAMPLE 2-LISA

Canadian TBI Guideline

Optimization of learned 
activities in the Community:

• Lisa’s therapist takes her to 
the gym, and she gets into a 
routine that she follows



CASE EXAMPLE 2-LISA

Canadian TBI Guideline

Cognitive Communication:
• Communication impairments resulting 

from underlying cognitive deficits due to 
neurological impairment

• Difficulties in communicative 
competence (listening, speaking, reading, 
writing, conversation, and social interaction)

• Result from underlying cognitive 
impairments (attention, memory, 
organization, information processing, 
problem solving, executive functions) 
(CASLPO).



CASE EXAMPLE 2-LISA

Canadian TBI Guideline

Social Cognition:
• Social cognition includes processes such as emotion recognition 

from facial affect and voice and Theory of Mind (the belief that others 
have thoughts separate from one’s own and that these thoughts 
influence others’ behaviors).



CASE EXAMPLE 2-LISA

Canadian TBI Guideline

• With cognitive communication 
training, Lisa is better able 
to recognize the social cues

• When she loses track of 
conversation gets clarification from 
her boss or colleague



CASE EXAMPLE 2-LISA

Canadian TBI Guideline

• Commences use of her iPhone to address memory issues
• Let's move into the 21st century!
• Lisa is taught some internal strategies for memory in her 

own environment



CASE EXAMPLE 2

Canadian TBI Guideline

Behavioural Changes/Irritability
• Lisa and her husband have learned to avoid the busy malls however find 

that it somewhat limiting their lifestyle

Vocational Rehab
• With education the employer recognizes Lisa's situations that are 

problematic and prompts her when she observes issues.
• Lisa receives training in certain metacognitive training and executive 

problem-solving and adopts use of these on a regular basis



CASE EXAMPLE 2-LISA

Canadian TBI Guideline

• Avoids layoffs despite impairments
• Continues to require ongoing employment of techniques
• Now hoping to start a family



KEY TAKEAWAYS

Canadian TBI Guideline

➢ Evidence-based Care Pathways and Living Clinical Practice Guidelines and 
companion resources are easily accessible

➢ Value of providing education to patients (and families) about symptom 
management, treatment and prognosis

➢ Importance of timely comprehensive individualized assessment with validated 
evidence-based tools

➢ Team-based care is necessary with clear ways of evaluating the effectiveness 
of the treatment

➢ Importance of effective care coordination so patients can be seen by 
specialists and other clinicians with needed information at hand for timely 
and appropriate treatment decision-making



NEXT STEPS

• Pathways Project:

• Continue to focus on implementation and system evaluation

• Continue to engage key partners, particularly PWLE, to ensure priorities and gaps are 
being addressed

• Living Guideline:

• Continue to update and improve the content; add implementation tools and resources

• Gather feedback from a diverse set of knowledge users to improve the content, 
resources and implementation

• Knowledge Mobilization

➢ Regulated healthcare professionals, system planners, clinical managers and funders

➢ Brain injury and spinal cord injury organizations

Canadian TBI Guideline



HOW TO USE THE PATHWAY

Canadian TBI Guideline

https://www.neurotra
umapathways.ca/

https://www.neurotraumapathways.ca/
https://www.neurotraumapathways.ca/


HOW TO USE THE TBI GUIDELINE

Canadian TBI Guideline

https://kite-uhn.com/brain-
injury/en/guidelines

https://kite-uhn.com/brain-injury/en/guidelines
https://kite-uhn.com/brain-injury/en/guidelines


LIVING CONCUSSION GUIDELINES

Living 
Concussion

Guidelines for 
Adults:

https://concussionsontario.org/

https://concussionsontario.org/


LIVING CONCUSSION GUIDELINES

Pediatric
Concussion 
Guideline:

https://pedsconcussion.com/

https://pedsconcussion.com/


CONTACT INFORMATION

Contacts:
mark.bayley@uhn.ca

judith.gargaro@uhn.ca 
aishwarya.nair@uhn.ca

@NeurotraumaPath, @DocMarkBayley

Neurotrauma Care Pathways



IMPORTANT WEBSITE LINKS

Neurotrauma Care
Pathways:

Canadian TBI
Guideline:

Living Concussion
Guidelines for 

Adults:
Can-SCIP

Guidelines:

Peds Concussion 
Guideline:

http://www.braininjuryguidelines.org/https://www.neurotraumapathways.ca/ https://kite-uhn.com/can-scip

http://www.braininjuryguidelines.org/
https://www.neurotraumapathways.ca/tbi
https://kite-uhn.com/can-scip

	Judy
	Slide 1
	Slide 2
	Slide 3
	Slide 4
	Slide 5
	Slide 6
	Slide 7
	Slide 8
	Slide 9
	Slide 10
	Slide 11
	Slide 12
	Slide 13
	Slide 14
	Slide 15
	Slide 16
	Slide 17
	Slide 18
	Slide 19
	Slide 20
	Slide 21
	Slide 22

	Mark
	Slide 23
	Slide 24
	Slide 25
	Slide 26
	Slide 27
	Slide 28
	Slide 29
	Slide 30
	Slide 31
	Slide 32
	Slide 33
	Slide 34
	Slide 35
	Slide 36
	Slide 37
	Slide 38
	Slide 39
	Slide 40
	Slide 41
	Slide 42
	Slide 43
	Slide 44
	Slide 45
	Slide 46
	Slide 47
	Slide 48
	Slide 49
	Slide 50
	Slide 51


