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Caregiver Experience of Driving Cessation in Dementia: Results from the 
Alzheimer Society of Saskatchewan Driving and Dementia Project 

Caregiver Survey

Methods

Background and Objective

Dena Sommer MD, FRCPC, Patti Kelm, Elaine Stasiulis PhD, Mark J Rapoport MD, FRCPC, Gary Naglie MD, FRCPC and the CCNA Driving and 

Dementia Team Co-Investigators and CCNA Study Group.

Discussion and Conclusion

• The decision to stop driving and the transition through
driving cessation are challenging for people with dementia
(PWD) and their caregivers

• The needs and experiences of caregivers must be
understood in order to develop effective supports

• The Alzheimer Society of Saskatchewan (ASOS) distributed
email surveys to 1258 members of a client database and via
the ASOS Facebook page

• Questions addressed the experiences, perceptions, and
needs of caregivers supporting a PWD through the driving
cessation process

• Two surveys, with minor wording differences, targeted two
groups: those supporting a PWD still driving, and those
supporting a PWD who was no longer driving

• Data was analyzed in SAS with descriptive and inferential
statistics (Fisher’s exact test)

• Despite consensus that driving cessation planning should occur 
early in dementia care, this was not reflected in the experiences 
of most respondents

• Large gaps exist between desired and received supports, with 
most caregivers having perceived receiving no support through 
this process despite connections to the Alzheimer Society

• Caregivers of PWD who no longer drive were less likely to live in 
smaller communities, possibly due to lack of available 
transportation and support for PWD in those regions

• Caregivers anticipated that family doctors and driving regulatory 
bodies would be key players in decision making, yet their 
involvement occurred in only 1/3 of cases

• Over half of caregivers supporting a PWD who had stopped 
driving identified positive outcomes from this transition. 
Positive outcomes can be highlighted to PWD and caregivers 
undergoing driving cessation to support their transition

• Differences in expectations and experiences with the driving 
cessation process highlight important areas for education and 
intervention
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Challenges of Driving Cessation for Caregivers

PWD Still Driving PWD Not Driving

PWD

DRIVING 

(N= 44)

PWD NOT 

DRIVING 

(N=203)

P VALUE*

Caregiver 

Gender, 

n (%)

M 8 (18.2) 50 (24.6)

0.54F 36 (81.8) 152 (74.9)
OTHER 0 (0) <5 (<1)

Caregiver 

Age, n (%)

<60 14 (31.8%) 51 (25.1)
0.35

60+ 30 (68.2) 152 (74.9)

Relationship 

to PWD, 

n (%)

SPOUSE/PARTNER 23 (52.3) 115 (56.7)

0.65

CHILD 14 (31.8) 65 (32.0)
RELATIVE 5 (11.4) 13 (6.4)
OTHER 2 (4.6) 10 (4.9)

Where does 

PWD live?

n (%)

OWN HOME 39 (88.6) 118 (58.1)

0.0001OTHER 5 (11.4) 85 (41.9)

Size of 

caregiver’s 

community, 

n (%)

20,000 OR OVER 21 (47.7) 139 (68.5)

0.01
UNDER 20,000 23 (52.3) 64 (31.5)

PWD

DRIVING 

(N= 44)

PWD NOT 

DRIVING 

(N=203)

P VALUE*

Who do you think will 

be involved or who was 

involved in decision 

making regarding 

driving cessation? 

n (%)

Driving regulatory 

bodies

23 (52.3) 62 (30.5) 0.0083

Family MD 31 (70.5) 69 (34.0) <0.0001

Specialist 15 (34.1) 57 (28.1) 0.47

*Fisher’s exact test (2-sided)

*Fisher’s exact test (2-sided)

• In total, only 18% (N= 42) of survey respondents had made
plans for driving cessation with the PWD they supported

• 36% (N=13) of caregivers who supported a PWD still driving
expected something positive to come from driving cessation.
In comparison, 57% (N= 107) of those supporting a PWD who
had stopped driving already felt that something positive had
come from this change (p=0.0171).
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