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Background: 
Driving and Dementia



Driving Cessation & Dementia

• Driving cessation is a complex, challenging and 

emotion-laden process for people living with dementia, 

their family/friend carers and their healthcare providers

➢ Making the decision to stop driving

➢ Transitioning to non-driving

• Requires a balancing of personal and public safety with 

psychosocial consequences



COSID – People with Dementia 
Driving

▪ Canadian Outcome Study in Dementia – mild and 
moderate dementia

▪ 28% driving at baseline

Time Period % Still Driving

2 Years ~50%

3 Years ~25%

Herrmann et al., CMAJ 2006



Estimated Numbers of Drivers with 
Dementia in Ontario

14,909
21,803 24,083 30,642 32,373

34,105

Hopkins et al. Can J Psychiatry 2004;49:434-8



Driving Performance with Dementia
• More problems with road rules, lane maintenance, lane changing, 

turning, maintaining road speed, stopping appropriately and 
avoiding collisions

• Less attention and slower decision-making

• Driving performance decreased with increasing dementia severity

• 6/10 studies found that drivers with dementia crashed more often 
than controls (~2x to 10x)

• 15-65% failed on-road driving assessment
Jacobs et al., J Neurol 2017

Man-Son-Hing et al., JAGS 2007
Chee et al., Am J Geriatr Psychiatry 2017



On-Road Driving Performance Pooled Data

Controls V. Mild AD Mild AD
(n=102) (n=73) (n=61)

Clear Pass       79%  49% 37%

Marginal    19%      38%    31%

Fail             2%  13%   32%

Duchek et al., JAGS 2003; Ott et al., Neurology 2008



Health and Psychosocial Outcomes of 
Driving Cessation

• Less social engagement and out of home activity

• More depressive symptoms

• Poorer general health

• Poorer functional status

• Greater cognitive decline

• Greater long term care placement

• Greater risk of mortality
Chihuri et al., JAGS, 2016

Sanford et al., Dementia, 2019



Emotional Impact of Driving Cessation

➢People with dementia
• Denial

• Grief/sadness

• Loss of identity, self-esteem

• Depression

• Anger directed at family members & 

healthcare providers

Sanford et al., Dementia, 2019

Sanford et al., Clinical Gerontologist, 2020



Emotional Impact of Driving Cessation

Sanford et al., Dementia, 2019

Sinnott et al., BMJ Open, 2019

➢ Family/Friend 

Carers
• Loss, sadness, grief

• Fear, anxiety

• Frustration, anger, guilt

➢ Healthcare providers
• Stress

• Remorse

• Emotional strain



Challenges of Driving Cessation

• Lack of understanding about the relationship between dementia and 

driving

• No one likes to talk about driving cessation issues (including 

healthcare providers)

• Lack of training and knowledge among healthcare providers about 

assessing fitness to drive, supporting quality of life post-cessation

• Few established interventions

• Resources difficult to access and their credibility hard to determine

Sinnott et al., PLoS One, 2018 

Silverstein & Turk, Gerontol Geriatr Educ, 2015

Stasiulis et al, Gerontologist, 2020



Development of the 
Driving and Dementia 

Roadmap



Project Aim

• To develop a resource to support 

people with dementia, family/friend 

carers and healthcare providers in 

the decision-making and 

transitioning to non-driving



Systematic Reviews



Qualitative Studies
• Explored key stakeholders’ perspectives of 

driving cessation and dementia

• Interviews and focus groups with 10 

healthcare providers, 6 organizational reps, 13 
family caregivers, 2 persons with dementia

• Examined factors relevant to effective 
implementation of a driving resource

• Interviews with 15 AS staff members in 4 
provinces



Meta-synthesis of Qualitative Studies

• Meta-synthesis of qualitative 
studies on key informant 
subjective experiences of  
driving cessation and dementia

• Included 9 studies published 
between 2002 and 2016



Key Findings and Implications

• Perceived lack of education and resources for advanced 
planning and decision-making about driving cessation and the 
transition to non-driving 

• Facilitating discussions about driving cessation are critical for 
early planning and promoting shared decision-making



Key Findings and Implications

• Addressing the emotional effects of driving cessation are as 
important as attending to the practical aspects (e.g., 
transportation planning)

“The trauma of losing her vehicle, the use of her vehicle was as traumatic as losing my 
dad. It was like losing a spouse….” (Family Carer)

• Family/friend carers need support in their role of maintaining 
purpose, roles and social participation of people with dementia



Driving and Dementia Intervention 
Framework (DD-IF)



Review of Resources & Tools

• Assembled resources and tools
➢Identified and assessed publically available resources and tools that 

address driving cessation
➢Assessment based on evidence base, relevance and usability
➢From a total of 75 tools reviewed, 24 tools were selected

• Curated the tools and resources to align with the 
Driving and Dementia Intervention Framework



Advisory Group Engagement

•4 people living with dementia and 4 family carers

•Recruited with help from the Murray Alzheimer 

Research and Education Program (MAREP)

•Provided on-going feedback on DDR’s content and 

design



Feedback from Healthcare Professionals 
& Driving Authority Representative

•Geriatric psychiatrist, occupational therapist and 

manager (driving authorities) 

•Provided feedback on the healthcare professional 

portal



Other Contributors

•Plain language writer with experience developing  

educational content for people with dementia 

•Web developers

•Graphic designers





www.drivinganddementia.ca
(This link will be active as of October 18, 2022)

http://www.drivinganddementia.ca/




Person with Dementia Still Driving



Getting help 
deciding to stop 
driving





Person with Dementia No Longer Driving



Getting around 
without driving





Family/Friend Carer of PWD Still Driving



Having 
conversations 
about giving 
up driving



Healthcare Professional



Assessing 

Fitness to 
Drive



Learning 

about 

reporting and 
licensing



Qualitative Implementation Evaluation

• To explore the DDR’s acceptability, adaptability and 

preliminary benefits and limitations

• 6 Alzheimer Society(AS) organizations in 4 provinces 

(NS, Ont, Man, Alb)

• 19 AS staff, 8 current and former drivers with dementia, 

13 family/friend carers



Qualitative Implementation Evaluation –
Preliminary Findings

• Reported high levels of acceptability; found the DDR “very, very useful”, 

“very enlightening” and “absolutely necessary”

• Brought deeper awareness and understanding about driving cessation, 

which impacted participants’ approach (e.g., more diligent about observing 

warning signs)

“Its (DDR) helping me to monitor her more.  I’m going to make sure that every few months that 

I either go in the car with her or follow her and talk to her about it on a regular basis.” (Family 

Carer)

“It (DDR) made me realize there’s an end to driving, somewhere in the future. Actually, I hadn’t 

even thought of it. Somewhere along the line, I know I’ve got to stop.” (PWD)



Qualitative Implementation Evaluation –
Preliminary Findings

• Emotion-specific content provided insight about grief and loss, enabling 

family members to attend to the emotional ramifications and initiate 

conversations with empathy and patience

• Strategies to remain mobile after driving cessation brought relief and hope

"It (DDR) gave me a little bit of hope that together as a team with my siblings, we can figure 

out a plan..." (Family Carer)



Exploring the DDR’s Uptake and Impact

• Official launch in mid-October 2022

• Research questions:
➢How does the DDR get taken up (i.e., adopted and utilized)?

➢How does the DDR impact the way users approach and manage driving 

cessation?

• Methods: 
➢Google Analytics 

➢Surveys 

➢Interviews



Questions?

THANK YOU! Contact:
Gary Naglie: gnaglie@baycrest.org
Mark Rapoport: mark.rapoport@sunnbyrook.ca
Elaine Stasiulis: estasiulis@baycrest.org

www.drivinganddementia.ca 
(Link will be active on Oct 18, 2022) 

mailto:gnaglie@baycrest.org
mailto:mark.rapoport@sunnbyrook.ca
mailto:estasiulis@baycrest.org

