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Abstract

Background: driving disruptions have significant impact on individuals living with dementia, their care partners and family
members. Previous studies show that for older people with dementia, stopping driving is one of the hardest things that they
cope with. To date, no studies exist that address the expressed needs and experiences of people living with young onset
dementia (YOD) who are adjusting to life without driving, whose needs are not well understood and whose needs might be
expected to differ from those of older people with dementia.

Methods: a multi-perspective, qualitative descriptive phenomenological approach was undertaken. A topic guide was
developed in consultation with lived experience experts. In-depth interviews (7 =18) with 10 people with YOD and eight
family caregivers were conducted, to elicit lived experiences in relation to changing and cessation of driving. Interviews were
recorded and transcribed verbatim. Data were analysed using a hybrid approach, employing deductive and inductive coding.
Results: core findings reflected the impact and coping strategies employed by people with YOD and their care partners across
four themes: (i) losses and burdens, (ii) the unique challenges of YOD, (iii) coping and adjustment and (iv) how to meet
needs.

Conclusions: driving disruptions often come at a time when people living with YOD are likely to have significant financial
and family commitments, or they/their partners may be employed or raising a family, negatively impacting individual’s roles
and self-identities. Intervention to support emotional and practical adjustment and reduce social isolation is essential for
coping.

Keywords: young onset dementia, automobile driving, primary care, cognitive disorders, qualitative, older people

Key Points

* Drving cessation is a significant life transition.

* Drving disruptions present unique social challenges to people with young onset compared with late onset dementia.

* People with young onset dementia and their families require support for practical and psychological needs after driving
cessation.
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Background

Driving disruptions have significant impact on older peo-
ple living with dementia, their care partners and family
members. Driving cessation is identified as one of the most
difficult challenges faced by older people with dementia [1,
2] and a complicated area of practice by health care profes-
sionals [3]. Driving is an important instrumental activity of
daily living [4], signaller of autonomy, independence and a
way to access the community [5]. Accordingly, the transition
to non-driving comes at significant personal cost, including
increased risk of depression, anxiety, loneliness and isolation
(6, 71.

Despite a growing body of research, gaps remain about
the experiences of people living with young onset demen-
tia (YOD), any dementia diagnosed before the age of 65
[8]. YOD affects up to 3.9 million people worldwide and
accounts for up to 10% of all dementias in Australia [9, 10].
While the symptoms of dementia may be similar regardless
of age of onset [11], for people with YOD, the diagnosis
usually comes at a time when they have significant financial
and family responsibilities, are likely to be employed full-
time, have a care partner who is employed full-time, paying
off a home, caring for children and/or their ageing parents
[12]. The symptoms of YOD can adversely affect these
roles, relationships, self-identities and individuals’ self-worth
[13, 14].

Maintaining social relationships, social participation and
meaningful engagement is vital for preserving cognitive and
emotional health across the lifespan. For people with YOD,
sudden changes in life circumstances, such as loss of employ-
ment and occupational engagement, and relationship strain,
can lead to social isolation [13, 14]. Restricted community
mobility resulting from loss of driving privileges can further
intensify isolation. The aims of this study were to identify
issues, needs and experiences related to driving changes for
people living with YOD, through in-depth interviews with
those affected, people living with YOD and their family
members.

In Australia, as with most other countries, drivers with a
diagnosis of dementia must undergo some form of medical
fitness to drive assessment to determine if an individual is
fit to drive. According to the Australian and New Zealand
Society for Geriatric Medicine 2022 position statement [15],
drivers with mild dementia may drive safely for a limited
time but require regular review of safe driving capacity, at
least 12 monthly. People with moderate or severe dementia
are deemed unsafe to drive.

Driving is a complex task requiring a range of cognitive
and psychomotor capacities that are affected by demen-
tia, visuospatial skills, memory, judgement and decision-
making, attention, executive function and reaction time
[16]. Therefore, at some point, all drivers with demen-
tia must stop driving. Investigating the needs and experi-
ences related to driving cessation according to those with
lived experience of YOD offers health professionals and
researchers a deeper understanding to inform interventions
that support coping and adjustment to driving loss.
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A scoping of the literature suggests that this study is the
first published study to explore the lived experiences and
expressed needs of people living with YOD who are adjusting
to life without driving [17]. The research questions were:
(i) what are the lived experiences for people living with
YOD related to driving and giving up driving? and (ii) what
needs or issues should be addressed in relation to supporting
driving and driving cessation according to people living with
YOD and their family members?

Method

Study design, setting and participants

A descriptive phenomenological methodology [18] was
undertaken using semi-structured interviews for data
collection. A flexible approach to understanding a potentially
individualised and complex issue underpinned the research
design to allow for the elicitation of key shared aspects
of the lived experience of driving cessation, while also
considering the individuality of each person’s experience.
Semi-structured interviews were recorded with participants’
consent, de-identified, transcribed verbatim and analysed
using a hybrid approach [19].

Participants were (i) people living with YOD and (ii)
partners or family members of people living with YOD (‘care
partners’). Inclusion criteria were, people with YOD and
care partners who resided in the community and had lived
experience related to driving and driving cessation (including
planning to stop or having stopped). A purposive stratified
sampling approach was used, intended to include a variety
of age, gender and location (metropolitan and regional/rural
areas). Participants were recruited via a range of sources
including support groups, dementia research database
(StepUp for Dementia), health professional networks,
social media and newsletters. Recruitment continued until
a range of participant perspectives could be included.
However, no potential participant who volunteered to
take part and met inclusion criteria was excluded from
participating.

Procedure

Participants responded to a brief survey to provide basic
demographic and descriptive information either online
before, or at interview. Key interview questions were
e-mailed prior to interview to help participants recall
and communicate what they wished to. Interviews were
conducted by the first author (T.L.S.), a psychologist
with lived experience of dementia and driving, and an
experienced interviewer with no prior relationships or
familiarity with the participants prior to the study. Interviews
were held from 2020 to 2022. Interviews were conducted
by teleconference (e.g. Zoom) or telephone, based on
participants’ locations and preferences, audio-recorded
and later transcribed verbatim for analysis. In the case
of videoconference, only audio files were provided for
transcription.
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Data analysis

Transcriptions were analysed using a hybrid approach [18].
This approach employs a method of deductive and inductive
coding and was considered appropriate since there is existing
literature on the challenges of driving cessation for older
people with dementia; however, there is no published study
from the perspectives of people with YOD. Thus, theory-
and data-driven codes were developed.

Familiarity with the data involved listening to interviews
and revising transcripts several times by the first author
(T.L.S.), searching for key, shared aspects of the lived expe-
rience of driving cessation, while also considering the indi-
viduality of each person’s experience. Similarities and areas
of consensus between the two groups of participants’ data,
people living with YOD and care partners, were emer-
gent at this stage, and subsequently combined in thematic
analysis.

A code manual was created, and codes were assigned to
units of data: phrases, sentences and paragraphs. Data-driven
codes were developed in addition to theory-driven codes,
where the latter did not sufficiently describe the content.
Data coding was an iterative process, i.e. new codes were dis-
covered, or existing codes were altered, and coding continued
until consistency in shared experiences was observed. This
initial coding of data was reviewed and assessed for suitability
by two researchers (T.L.S. and D.R.), by reviewing transcript
segments assigned to codes. Themes were discovered based
on repeated patterns in the coded text and were corroborated
by two raters (D.R. and J.L.) by exploring the interaction of
text, codes and themes before theme labels and definitions
were finalised.

Rigour

To achieve rigour, we employed several strategies, including
accurate documentation of participant responses, all inter-
views were recorded and professionally transcribed verbatim
and we employed multiple data sources including transcripts
and interviewer’s memos. Additionally, we held regular peer-
checking meetings to discuss our interpretations and ensure
consensus on a logically sound interpretation and main-
tained an audit trail to track all decisions and changes made
during the analysis process.

Ethical considerations

This study was approved by The University of Queensland
Human Ethics Committees (#2018000257; #HE000232).
All participants were provided with an Information Sheet
and given time to consider consent, before being contacted
for interviews. Verbal informed consent was obtained and
audio-recorded before interviews started.

This work was supported by the National Health and
Medical Research Council of Australia Boosting Demen-
tia Research Initiative (#GNT1139400) and NHMRC
Dementia Research Development Fellowship (#1105924) to
T.L.S.

Findings

The findings represent the integration of perspectives of 18
participants, 10 people living with YOD, aged 50-74 years
(M =62, SD=7.4, 50% female), ex-drivers (7z=5) or still
driving but contemplating stopping (7= 5), and eight care
partners, aged 45-85 years (M =63.5, SD=11.9, 75%
female) of people living with YOD who were ex-drivers
(n=7) or still driving (z=1). The self- and proxy-reports
describe people with varying types of YOD, including
Alzheimer’s (33%), vascular (28%), Lewy body (22%),
frontotemporal (11%) and mixed (6%), who had been
diagnosed on average 2.5 years prior to interview, ranging
from 1 to 4.5 years. All participants’ demographic charac-
teristics are shown in Table 1. Unique identifiers are used.
Four overarching themes were identified from interviews: (i)
losses and burdens, (ii) the unique challenges of YOD, (iii)
coping and adjustment and (iv) how to meet needs. Table 2
shows themes, definitions and example segments from
transcripts.

Themes and example statements derived
from the analysis

Theme |:losses and burdens
A series of intense losses

Overwhelmingly the topic of discussions focused on grief
and loss experienced as a consequence, or potential conse-
quence, of no longer driving. This was by far the most salient
of topics raised by participants living with YOD and care
partners and related to the impact of no longer driving on
an individual’s independence, freedom, role, identity and
social connectedness. While some participants with YOD
had already stopped driving, for others, the experience of loss
was expressed in terms of their concerns for the future. As
one participant, still driving, expressed “Without a licence,
my life would change tremendously’ (RDO08).

The negative emotions associated with changes in driv-
ing status were described as so intense for individuals that
worsening of depressive symptoms and preoccupations with
death and suicide followed. ‘I miss the, the freedom to do
what I want, when I want. At times, when you're sitting at
home here for weeks and not being able to go anywhere, . ..
you just want to sort of go—if this is all life’s got to offer me
now, ah, I might as well go and end it, and that’s the way I
feel a lot of times’ (RD04).

The concept of freedom encapsulated a feeling of having
no boundaries, no rules, total independence in decision-
making, to go ‘where I want, when I want, just because I
want to’ (RDO06).

The difficulty in the transition from a highly valued role,
‘driver’, to non-driver was raised in relation to being the
main driver in the household or being a contributing driver
within the family unit. Stopping driving precipitated a series
of losses for some participants living with YOD including
cessation of work and feeling less involved in family roles.
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Table |I. Characteristics of participants.

Retired/retiring driver (RD)

ID Age Male/female Lives Geographic Still driving? Alternative Main driver
with/or location Yes/no driver/s at (is/was)?
alone home? Yes/no/shared

Yes/no

RDO1 50 Female Partner and Metro No Yes Shared
children

RD02 55 Female Partner and Regional Yes Yes Shared
children

RDO03 62 Male Partner and Metro Yes Yes Yes
children

RDO04 63 Male Partner and Rural No Yes Yes
children

RDO05 63 Male Partner Metro No Yes Yes

RDO06 69 Female Partner Metro No Yes No

RDO0O7 74 Male Partner Metro Yes, not at Yes Yes

night

RDO08 68 Female Alone Regional Yes No Yes

RD09 54 Female Child Metro No Yes Yes

RD10 62 Male Partner& Metro Yes Yes Yes
child

Care partner (CP)

ID Age Male or Lives with Geographic Person with Relationship Is/was person

female person with location YOD to person with with YOD
YOD driving? YOD main driver?
Yes/no Yes/no Yes/no/shared

CP010 58 Female Yes Regional No Spouse Shared

CP011 58 Female Yes Rural No Spouse Shared

CP012 60 Female Yes Metro No Spouse Shared

CP013 69 Male Yes Metro No Spouse No

CP014 45 Female Yes Metro No Child Yes

CP015 72 Female Yes Metro Yes Spouse Yes

CP016 85 Male No Metro No Parent Yes

CP017 61 Female Yes Metro Yes Spouse Shared

She had her own business, and driving was a huge part of that. ... ... so ‘upon diagHOSiS, you already lose so many friends, I feel like

to have to quit work was huge and extremely difficult for her, and then to
realise that part of the reason she had to quit work is because she knew she
just could not handle driving the highways anymore, ... ... all these things
just kind of were lumped together sort of in a ball in the beginning; the not
working and the not driving at the same time. ... definitely, it was like her
losing part of her identity (CP014).

The feeling of lost control and impact on social roles includ-
ing masculinity was described. One care partner stated *. ..
when him and I went into [licensing authority] and he
handed in his licence and he said, “You know, you've—
you’ve cut off my legs”. “And then a couple of weeks later we
sold his ute [udility truck]”... “And now you’ve gone and
cut off my balls”.—“that’s just the way he felt”” (CP010).

Impact on social isolation and participation

The person with YOD loses social connections following loss
of employment and ability to connect to the community,
together with loss of contact from friends and family fol-
lowing a diagnosis of dementia. A care partner described,
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... her social life took a hit long before she quit driving’
(CP014). Driving cessation impacts community mobility,
further minimising social engagements, especially if there are
limited alternatives available, ‘unfortunately, I think. . . itdid
affect her ability to get to social outings, but unfortunately,
because of the Frontotemporal Dementia diagnosis, there

was already less outings—people don’t know how to deal
with it’ (CP014).

Avoiding and living with new burden

Participants with YOD described experiencing driving cessa-
tion as a burden to others, not wanting to put family mem-
bers out for seemingly trivial trips they would previously
have done themselves: ‘this is my illness and I don’t want
to put people out—just because I want to go down the shop’
(RD04).

‘Having to rely on people’ (RDO06), particularly, family
members, was a common concern for the retired driver, ‘1
wait, wait, wait, wait all the time’ (RD09), as well as care
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Table 2. Themes, definitions and example statements.

Themes and definitions

Losses and burdens

This theme describes the grief and loss and feelings of
burden experienced by both persons with YOD and care
partners, as a consequence or potential consequence of no
longer driving. Participants’ discussions focused on the
impact of no longer driving on an individual’s
independence, freedom, roles, identity and social
connectedness.

Care partners described their own losses related to loss of
their own valued activities, roles, independence and
intimate relationships, along with feelings of strain with
taking on a partner’s transport and social support needs.

... I'sat down and I told [partner], I went, well, that’s it, no licence so I might as well just curl
up and die somewhere (ID RD04).

Taking a driver’s licence off of someone is taking their identity off them (CP012).

... now he is 100 percent reliant on having somebody else take him ... even if it's—it’s just,
‘Look, I just need to go and get a spray can of paint’. you know, so, ‘Oh, right, okay, well hang
on a minute while I finish a load of washing’ (CP010).

I took you to the morning melodies at church, I took you to the city to go to lunch with.. . .,
and then I took you to the doctor and then I took you back to the church for a trivia night and a
casserole night, so that was four activities that I was driving you and then waiting for you to
finish or whatever. It gets a bit much sometimes (CP012).

I find it difficult to get away on my own, simply because [RD] has got nothing else to do ... I
feel like I've lost my independence too (CP010).

‘Basically, everyone I know is at work’; the unique challenges of YOD

This theme highlights the unique experiences of people
with YOD who were occupationally and socially active
prior to diagnosis and driving cessation and wanting to
continue to retain their mobility post driving cessation.
The inconvenience of scheduling and planning and the lack
of spontaneity that is at odds with the lifestyle of peers and
personal expectations had a strong impact.

This theme also reflects the stigma and shame experienced
by those with YOD, in relation to licence removal, and
having a diagnosis of dementia, seen as ‘an older person’s
disease’.

Participants with YOD described the impact of no longer
driving as something that made them feel older than they
were and out of sync with peers and society.

Choosing to stop driving before a decision was imposed
enabled some to avoid embarrassment and exert control.

Coping and adjustment

This theme describes the process of transitioning to driving
cessation, experienced as a time of intense emotions, that
sometimes stay intense and sometimes move towards
acceptance.

Topics included decision-making, discussions around
driving, driving assessments and adjustment to the decision.
Safety, loss of confidence and feelings of regret were
discussed in relation to driving cessation and feelings of
anxiety and unfairness were associated with driving
assessments.

There seemed to be no consensus or easy way to assess
medical fitness to drive that would not create anxiety and
would feel valid to all participants.

How to meet needs

Participants with YOD and care partners identified areas of
need to support driving and driving cessation, and
strategies used to improve their outcomes. Topics included
preparation, education, accessing information and
supports, better driving assessments, alternative transport
options and support groups.

Dementia-specific groups were seen not only as a valuable
source of information and support but as facilitating
connections with others who have shared experiences. The
need for such connections was identified by those living
rurally, although the logistical challenges with organising
this in isolated communities was acknowledged.

Attention to acceptance of fitness to drive decisions through
involving trusted people was also recommended.

... basically everyone I know is at work (RDO01).

it’s limited her independence for activities in that she can’t just jump in the car and go down to
the shops, spontaneous stuff (CP013).

... he cannot sit at home on his own, he needs people around him and people that don’t have
dementia around him so I have gone out into the community as much as I can, and locally, and
found suitable activities to stimulate him (CP012).

Can you imagine your life if every time you went out, you had to call somebody to book to
come and pick you up? There would be no spur of the moment, I will pop down the shop and
get that or if something happens to the kids, I will dash up and sort something out for the kids.
It’s well, hang on I will see if I can get somebody to get me there and that’s not independence by
any means (RDO08).

Driving’s been a part of your life for so long—and when that goes it’s, yeah, you're lost and you
suddenly then sit there and go, I'm only 62 and I—I'm not that old, or am I? (RD04).

I reckon, it was—it’s easier for me, in a way because I voluntarily handed it [licence] in, but if
you had the police come up to you and go, “‘You're no longer driving Sunshine’, that would be a
real hit in the guts. .. where I did it voluntarily and—so the impact of such isn’t as bad. Yeah,
like I said, I still miss it, I miss it a lot and, yeah, my heart goes out for those people who had

them taken off them (RD04).

it’s like you get your legs cut off. .. (RD04).

... safety for him and for other people on the road, and for anyone who he had in the car with
him because he didn’t think he had a problem (CP011).

Arguments arise when I say she shouldn’t drive to a certain place (CP013).

None of the controls were like a normal car that I have driven .. .. I went to take the handbrake
off and there was no handbrake, I said to him, “Where’s the handbrake?’ and he said, ‘Oh you
just press that button’ and I said, “You’re kidding me, you are expecting me to become a pilot
and drive a car that doesn’t have normal controls like a car that most of us would be driving?’
(RDO08).

... that I have to go to my GP and then my GP, who’s never been in a car with me ever, and not
likely to ever be in a car with me, looks at me and I look at her and I go, ‘Look, if I felt in any
way I was a risk on the road ...” ... I'would be the first to go, ‘I have to stop driving because I
do not want to be at all responsible for causing an accident’. I mean, many able-bodied people
have accidents ... and if I felt that I was starting to make mistakes, you know, I'd self-diagnose
there and go, oh, you know, I just shouldn’t be driving (RDO1).

if the early detection was perfected maybe there would be more time for people to get used to the
idea that they’re probably going to have—not be able to drive (CP010).

I've been diagnosed with early onset Alzheimer’s, what's my duty of care—to notify someone
and who do I notify and how do I go about it? (RD010).

you see, where we are we’re so isolated it’s, even if you arranged, ... where they can get together
and, you know, ... that they’re not alone, they’re not the only ones that have had to do this,
had to hand licences in . . . but to do that you’d have to, like, arrange a bus or something to go
around and pick up all the ones in the country to take them there. . . it would be a logistics
nightmare to organise all that. .. (RD04).

. so I think if you can say you can’t drive and obviously be very empathetic, you know; this is
awful, we know that it’s terrible, these are the reasons why, but here’s some things we’re going to
do to try and ease the burden of not having a driver’s licence anymore (CP014).

... itis very hard to get the person to accept it. For them to actually recognise that they have
diminished in that capacity. That's where they need the support of people that, whose opinions
they respect (CP012).
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partners, ‘now he is 100 percent reliant on having somebody
else take him’ (CP010).

Care partners described a change in their own activities
and roles following the person with YOD retiring from
driving. One participant said ‘there are lots of things that
I can’t do anymore because I have to work my life around
his appointments’ (CP010), also expressing a desire to par-
ticipate in activities on their own, ‘they say “stay and have
a go” and I just politely said, “This is my respite...I don’t
want another activity that I have to do with my husband™
(CP011). However, this can only be achieved when there
is suitable support available. ‘T still try to get out and, you
know, ... ...itis all very much reliant on ... have I got
someone at home or nearby who can drive? Just in case
something happens. Because if I've got no one then I can’t
go ... (CP010). Some care partners experienced a feeling of
guilt at pursuing activities outside of the carer role, ‘it’s a real
escape for me. But I feel guilty every time I go because it’s
usually a day ... almost a whole day away...” (CPO11).
The nature of providing transport support could be time
consuming and tiring, ‘it all gets a bit much sometimes’
(CP012). Some care partners indicated they purposefully do
not share the impact ‘A lot of days it becomes an act. I say,
I’'m happy to drive you wherever you want to’ (CP011).

Theme 2: ‘Basically, everyone | know is at worlk’; the
unique challenges of YOD

This theme included concepts related to the unique expe-
riences of living with dementia according to a younger
population. Individuals with YOD were comparing their
own experience of life after driving to their expectations
of what they thought their life would be like, as well as
to what they thought the experiences of older people with
dementia and peers who do not have dementia would be.
The adjustment to finding ways to keep busy and people
to socialise with during the day was challenging for people
who led very active lives before driving cessation: ‘... the
difficult thing for me is, I'm only 50—and I've been working
since I was, you know, forever. And my circle of friends and
workmates . . . basically everyone I know is at work’ (RDO1).

The requisite change to daily life patterns seemed to be
at odds with how participants thought retirement should
work, as one person with YOD, currently driving, relayed,

. spontaneity is the thing, now we are retired, not being
able to do what want to do when we want to do it, that
will be a big change’ (RD03), a care partner anticipating the
impact of driving loss on her recently retired spouse ‘I would
hate him to be sitting watching Netflix 24/7. That would be
quite tough for him but also it will be really tough for me’
(CP017).

Loss of income and unplanned early retirement placed
additional financial strain on individuals with YOD, limiting
their ability to afford everyday travel expenses after driving
cessation. Alternatives to driving were described as incom-
patible with continuing the preferred levels and patterns of
activities and expectations for these participants with YOD,
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‘Occasionally I will get a taxi. .. but of course there is still
the cost involved ...and I can’t afford $40 a day on an
aged pension’ (RD08). Furthermore, community transport
was not always an option because of costs and availability:
‘...1iCs expensive for one; two, you can’t always get it when
you want it. .. (RDO08).

In certain situations, it was assumed that individuals with
YOD would be capable of using public transportation since
they may seem physically fit and healthy enough to do so.
While some participants with YOD described easier access
to public transport, they expressed a lack of confidence in
using timetables and knowing where to get on and off and
that ‘catching a bus would be an anxiety nightmare’ (RDO1).

When public transport is not suitable and always relying
on family and friends is not the preferred way to stay engaged
in activities, people may elect to rely on transport from
service providers. However, disappointment and frustration
arose because of the unreliability of such an alternative to
meet the greater transportation needs of people with YOD,
“Three weeks in a row I sat outside waiting for somebody to
pick me up to take me to craft ... they just don’t seem to
care’ (RD06).

For participants with YOD experiencing additional exclu-
sion, including those living in rural locations, the impact of
driving cessation was particularly arduous, as they did not
have options available to others, and did not fit local services
arranged around disability and aged care requirements. For
example, age-appropriate support groups, ‘I have no play
friends ... and even when I go to the Alzheimer’s Associa-
tion and catch-up with them, Id be the youngest’ (RDO1).
The challenges of accessing services in rural locations was
identified, ‘out here, unless you jump on a kangaroo’s back,
you’ve got no public transport, and so you’re relying a lot
on friends and family, and they can’t be there all the time
because they’ve got their own things to do so you could go
weeks just sitting at home’ (RD04).

Theme 3: coping and adjustment

A major concern for all participants with YOD and care
partners was a lack of available support for helping someone
cope with the process of, and after, driving cessation. Key
experiences to be navigated within the process included
monitoring safety, decision-making, formal assessment and

adjusting lifestyles.

Managing safety, navigating discussions and decisions

Importantly, safety concerns were commonly reported by
participants with YOD in relation to making the decision
to stop driving, ‘being told to stop means you’re probably
not doing it very safely already’ (RD010). Others cited a
loss of confidence and anxiety as a precursor to cutting back
or stopping, ‘I often ask my children to take me, because
of the stress of trying to find where I've parked my car—
and navigating back and forward through a very unfamiliar
environment becomes more difficult’ (RDO01).
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For some participants with YOD, independently making
the decision to stop driving was important, ‘I’d much rather
give up driving than be told to stop ... it’s finding that
right point’ (RD010), ‘I just made the decision ... I didn’t
ask, I knew that I wasn’t safe on the road, so I just stopped’
(RD07). However, this decision to stop was often followed
by a feeling of deep regret, ‘it was my decision to hand my
licence in and, ah, I do regretic’ (RD04), hurt, ‘Tt really hurts,
but I've done the right thing’ (RD06), and longing, ‘I made
that decision on behalf of everybody else who’s got to drive
on the roads ...you feel like your life has come at an end,
because I sit at the front and watch cars go up the highway’
(RD04).

Discussions around driving and driving cessation were
often fraught with emotion and some participants described
arguments that arose when restrictions on driving were
imposed by family members. One care partner participant
recalled the ‘main tipping point’ as an argument with their
grandson, who was involved in the decision-making and
monitoring of driving, ‘and [RD] sort of had an argument
with him and [Grandson] said, “No, you are not driving”.
So... he unscrewed this bottle of water and threw it at
[Grandson], and then stormed off (CP010).

Despite the emotion involved, participants wich YOD
were mostly open to discussing driving cessation with family,
friends and health professionals, but also acknowledged that
whereas there are people they can talk to about it, there
were few people to share the experience with, ‘Yeah, I've
got, a psychiatrist... ... who I see quite regularly. I've
got counsellors who, I see quite regulatly . . . there’s [partner]
and, my daughter, she cops an earbashing a fair bit. Both,
yeah, there’s people around I can talk to but sometimes they
don’t understand. That’s the thing. You know, you can tell
them how you feel—but unless you've been there and—
or doing that, you don’t know how that person is actually
feeling ...” (RD04).

Some people with YOD appeared to develop an eventual
recognition and acceptance over time that the right decision
was made, if recognition of the magnitude and meaning of
the loss was present. As one care partner recalled, ‘he was
probably scared and emotional and—and worked up. ...
when we talked about it later, he was just like, “You know,
I’ve driven so many miles all my life in trucks and tractors

and headers and cars and things, you know, you can drive”
(CPO11).

The role and impact of assessment

A range of ways of monitoring and deciding about medical
fitness to drive were reported. Some participants, those with
YOD and care partners, described a strong belief that an
individual’s driving fitness should be determined on a case-
by-case basis and that removing a person’s licence upon
diagnosis of a dementia, as some had experienced, was unrea-
sonable, ‘immediately the doctor said “you have a dementia”
then said “and you can’t drive anymore”, and it stopped
overnight sort of thing’ (CP16). Although, not all agreed, as
one retired driver with YOD indicated, ‘I think once you’ve

been diagnosed your licence should be taken off because you
don’t know what your brain’s going to do next’ (RD04).

Despite a desire for individualised decisions, the impact of
fitness to drive assessments was felt by drivers and care part-
ners. The strangeness of the test, feeling unable to prepare for
it and being scrutinised by two people were raised as adding
to the difficulty of the experience. Being fully informed of
the process of driving assessment was highly valued and may
mitigate some of the anxiety felt, ‘the [assessor] who was
going to do the test, was good and told me everything that
had to happen ...’°, which informed a decision to choose
not to have an on-road test on balance. ‘T would never have
gone through that ... I didn’c want to fail, so I just gave it
up. ... a bit of pride here’ (RD06). Although this positive
experience was not shared by some, as one participant with
YOD framed it as ‘a horrible experience, really horrible’
(RD08). While others, elected to avoid the experience of an
on-road assessment and embarrassment of potential licence
cancellation by taking control of the decision to stop, ‘She
wanted to do it on her own, on her own terms, not when
someone else tells her she couldn’t do it” (CP013).

Theme 4: how to meet needs
Accessing information and support

Challenges in accessing information and support were com-
mon concerns across both groups of participants. Regarding
the legal responsibilities of driving following diagnosis, ‘it
was very difficult because nobody tells you what to do
and what your responsibilities are...’ (RD010). Another
participant stated they had no knowledge about services,
supports and concessions and only became aware when they
attended a YOD group, ‘Nobody tells you the support unless
you get into a group like YOD group ... they said’, ‘Oh,
have you got this card, and have you got that card?” (RD050).

Some participants took on an active advocating role them-
selves within dementia-specific groups. As one participant
with YOD described their role in supporting those who
were newly diagnosed, . .. we work with other people with
dementia, who are newly diagnosed and just ring them on
a regular basis and maintain a buddy system type thing’
(RD08). While another care partner participant spoke of
advocating more broadly within the community, ‘[partner]
is really passionate about making people aware that young
people like him that look fit and healthy and strong can have,
something like this and still be able to be out and about in
the community’ (CP011).

Educating people about the effects of dementia on driving
safety, so that people are more likely to accept when they
should stop driving, was suggested, ‘if we had someone
who listened to us and was preparing us for a diagnosis of
early onset dementia ... people like us could have been —
prepared perhaps’ (CP0O11).

Having a plan and a system of supports in place that
facilitates continued participation in life and maintenance
of hope before removing someone’s driving privileges was
recommended, ‘so they don’t feel like you've just taken my
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licence and now what am I going to do, you know? ...
To give them hope instead of just sucking all the hope and
leaving them with no tools, nothing’ (CP014).

Given the impact of the lack of appropriate transport,
people would benefit from supports for building transport
skills, continued community participation and providing
feedback to improve transportation. Care partners, whose
lives may also be significantly disrupted, discussed the need
for person-centred approaches to finding and trying out
alternative transports, ‘don’t just give someone a brochure
and hope they read it ... you’ve got to have a program
organised too’ (CP013). The potential benefit of practicing
alternative transports in a supported way was highlighted,
‘I could probably learn how to call a cab or an Uber and
practice it and write notes and do that, and then I'd probably
feel quite confident . .. get my children to write notes for me
to say, so you phone this number or you save that URL and
get the app on your phone and—do this and this’ (RDO01).

Discussion

Previous research has explored the unique social challenges
and issues for people living with YOD and their families,
and this study focused on those related to driving and driving
cessation. In addition, we were interested in what lived expe-
rience experts perceived as acceptable ways of supporting
those needs.

The critical role that driving plays in individuals’ iden-
tity, lifestyle and independence can be seen in participants’
grieving for their former driving role. The negative emo-
tions associated with changes in driving status may become
so intense for individuals, placing them at a greater risk
of worsening of depressive symptoms and preoccupations
with death and suicide. Families also struggled with the
perceived and experienced burdens and role changes required
by driving cessation. Research with older people living with
dementia indicated the vital and challenging roles of families,
and the consideration of the relationship and family within
supports [20, 21].

While there are shared aspects of driving cessation in
terms of challenges and needs with older people with
dementia [3, 7, 22], and groups experiencing driving
cessation (e.g. TBI) [23], there were some unique experiences
related to driving changes with YOD. Participants with YOD
spoke about how the ability to drive was strongly tied to
identity and how they believed others perceived them, along
with substantial fear and stigma related to even discussing
driving issues. Importantly, participants indicated that
because of their age and patterns of participation, changes
to driving were linked with immediate changes to activity
levels, participation in essential and valued roles and social
exclusion. For younger people who may be navigating work,
family responsibilities and unplanned financial changes
this may precipitate their feeling of not being part of society
or not sharing experiences with their peers [12, 14, 24]. Par-
ticipants with YOD described not feeling part of their peer
group and also not feeling part of dementia-specific social or
service-related networks. It is well known that once

8

diagnosed, people with YOD may lose friends [25], driving
cessation may then have a compounding effect on people’s
social connectedness since they can no longer easily access the
community or participate socially if they rely on family who
may still be working themselves. Given that driving cessation
has a documented impact on social identity, perceptions of
self and ageing, and social isolation [2, 26], this indicates
an important need in supporting people with YOD and
their care partners with driving cessation. Specialised and
individualised supports to maintain identity, maintenance
of peer networks and creation of new ones are indicated.

Getting out and about in the community is important for
the well-being of people living with dementia, and having
access to suitable transport options is crucial in supporting
this [27]. Considering these needs, along with the isola-
tion and lack of belonging felt by participants, in creating
support services, including transportation support is recom-
mended. Future developments in transportation technolo-
gies, for example, may support this group, if their needs are
considered in their development.

While the safety considerations identified in research and
policy [15] were acknowledged by participants, the vexed
issue of assessing fitness to drive was also raised as a major
concern within the driving cessation process. Participants
indicated that blanket cessation of driving because of diag-
nosis was not generally welcomed, as is supported by local
and international guidelines [15, 28]. However, many noted
a lack of acceptance, perceptions of unfairness and high
levels of stress related to in-office or formal on-road testing
of driving ability. It may be impossible to find a way of
getting clear perspectives on personalised fitness to drive that
is acceptable to everyone, and the perception from some
participants with YOD that they will know when they are
unsafe is not supported by road safety research [29-31].
However, the importance of clear communication, support
during the process and compassionate engagement is needed
and valued. Support for families and health professionals
to encourage them to have the difficult conversations [3,
32, 33], including sharing the grief and loss and intense
emotions seems necessary.

This research indicates that it is possible that while gen-
erally improving supports for people who cease driving for
any reason and at any age might help this group, it is likely
that some specialised supports are required. Age-appropriate
support programmes are required to support social needs of
people after driving retirement, a recent international Delphi
study identified this need more generally in terms of care
programmes [34].

People living with YOD indicated that peers or people
in their cohort were wanted to share the emotional aspects,
to spend time with and to exchange strategies and ways
of getting things done. Given that a diagnosis of dementia
may occur close to the time of driving cessation for people
with YOD (or in some cases, at the same time), support
for dementia literacy and life planning at this time may
be valuable. People living with YOD and their families
may benefit from clear information about legalities and
responsibilities, nature of changes to driving performance
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related to dementia and strategies for feeling comfortable
with the decision, or adjusting to it over time. Support
to learn how to use alternative transport and to find ways
to preserve engagement with social networks, valued roles
and out of home activities and responsibilities are needed.
Additionally, ways to contribute to improving things for
others in the future were also raised by some participants. The
existence of driving cessation programmes with other groups
(e.g. [7, 35]) may provide a useful scaffold, along with these
findings, to co-adapt the programme with people living with
YOD, their care partners and supporters.

Strengths, limitations and future directions

An important strength of this study is that it draws on a range
of lived experience, integrating the perspectives of people
with YOD who are driving or have stopped driving, and care
partners of persons with YOD. This study also had an even
representation of the perspectives of male and female driver-
s/retiring drivers with YOD. A limitation is that this study
did not include non-English-speaking participants. Future
research should explore the perspectives from a culturally and
linguistically diverse group of participants.

Conclusions

The findings demonstrate the wide-ranging impact that driv-
ing changes may have on an individual living with YOD and
care partners. These lived experience perspectives highlight
that driving disruption and driving cessation support are a
critical period of need for people living with YOD and their
support persons. For younger people with dementia navi-
gating work, family responsibilities and unplanned financial
changes, feelings of fear and uncertainty about their future
may be intensified by driving cessation-related life changes
and associated perceived devaluation.

Acknowledgements: The authors wish to thank the partic-
ipants for their involvement in the study. We appreciatively
acknowledge the assistance of research assistant (RA) Oliver
Kenward in the analysis of data for this project.

Declaration of Conflicts of Interest: None.

Declaration of Sources of Funding: The National Health
and Medical Research Council of Australia Boosting
Dementia Research Initiative (grant number GNT1139400);
NHMRC Dementia Research Development Fellowship
[grant number 1105924 to T.L.S.).

Data Availability Statement: Source data (derived from
interviews) comply with human subjects protection and
Ethics approvals and as such are not publicly available.

References

1. Carr DB, Ott BR. The older adult driver with cognitive
impairment: ‘It’s a very frustrating life’. JAMA 2010; 303:
1632-41.

2. Sanford S, Rapoport MJ, Tuokko H et al Independence,
loss, and social identity: perspectives on driving cessation and
dementia. Dementia 2019; 18: 2906-24.

3. Scott TL, Liddle J, Pachana NA, Beattie E, Mitchell GK.
Managing the transition to non-driving in patients with
dementia in primary care settings: facilitators and barriers
reported by primary care physicians. Int Psychogeriatr 2020;
32: 1419-28.

4. Carr DB, O’Neill D. Mobility and safety issues in drivers with
dementia. Int Psychogeriatr 2015; 27: 1613-22.

5. Scott TL, Tulloch K. Is community mobility contingent upon
driving? Attitudes toward and intentions to use alternative
modes of transport according to a mixed-aged sample. ]
Transp Health 2021; 20: 100974. https://doi.org/10.1016/j.
jth.2020.100974.

6. Chihuri S, Mielenz TJ, DiMaggio CJ ez al. Driving cessation
and health outcomes in older adults. ] Am Geriatr Soc 2016;
64: 332-41.

7. Scott TL, Liddle J, Sidhu R ez 4/ Adaptation of the Car-
FreeMe driver retirement intervention to provide driving ces-
sation support to older people living with dementia. Brain
Impairment 2020; 21: 247-58.

8. Rossor MN, Fox NC, Mummery CJ, Schott JM, Warren ]JD.
'The diagnosis of young-onset dementia. Lancet Neurol 2010;
9: 793-806.

9. Hendriks S, Peetoom K, Bakker C ¢z /. Global prevalence of
young-onset dementia: a systematic review and meta-analysis.
JAMA Neurol 2021; 78: 1080-90.

10. Withall A, Draper B, Secher K, Brodaty H. The
prevalence and causes of younger onset dementia in
Eastern Sydney, Australia. Int Psychogeriatr 2014; 26:
1955-65.

11. Draper B, Withall A. Young onset dementia. Intern Med ]
2016; 46: 779-86.

12. Svanberg E, Spector A, Stott J. The impact of young onset
dementia on the family: a literature review. Int Psychogeriatr
2011; 23: 356-71.

13. Holdsworth K, McCabe M. The impact of younger-onset
dementia on relationships, intimacy, and sexuality in midlife
couples: a systematic review. Int Psychogeriatr 2018; 30:
15-29.

14. Werner P, Stein-Shvachman I, Korczyn AD. Early onset
dementia: clinical and social aspects. Int Psychogeriatr 2009;
21: 631-6.

15. Australian & New Zealand Society for Geriatric Medicine
(ANZSGM). Position Statement: Driving and Demen-
tia. 2022. hteps://anzsgm.org/policy-advocacy/position-state
ments/ (20 February 2023, date last accessed).

16. Herrmann N, Rapoport MJ, Sambrook R, Hébert R,
McCracken P, Robillard A. Predictors of driving cessation
in mild-to-moderate dementia. Can Med Assoc ] 2006; 175:
591-5.

17. Sanford S, Naglie G, Cameron DH, Rapoport MJ, on
behalf of the Canadian Consortium on Neurodegeneration
in Aging Driving and Dementia Team. Canadian consortium
on neurodegeneration in aging driving and dementia team.
Subjective experiences of driving cessation and dementia: a
meta-synthesis of qualitative literature. Clin Gerontol 2020;
43: 135-54.

18. Giorgi A. The Descriptive Phenomenological Method in Psy-
chology: A Modified Husserlian Approach. Pittsburgh, PA:
Duquesne University Press, 2009.


https://doi.org/10.1016/j.jth.2020.100974
https://doi.org/10.1016/j.jth.2020.100974
https://anzsgm.org/policy-advocacy/position-statements/
https://anzsgm.org/policy-advocacy/position-statements/

T.L.Scott et al.

19.

20.

21.

22.

23.

24,

25.

26.

27.

Fereday J, Muir-Cochrane E. Demonstrating rigor using the-
matic analysis: a hybrid approach of inductive and deductive
coding and theme development. Int ] Qual Methods 2006; 5:
80-92.

Jett K, Tappen RM, Rosselli M. Imposed versus involved:
different strategies to effect driving cessation in cognitively
impaired older adults. Geriatr Nurs 2005; 26: 111-6.

Liddle J, Tan A, Liang P er a/. “The biggest problem we've
ever had to face’: how families manage driving cessation with
people with dementia. Int Psychogeriatr 2016; 28: 109-22.
Liddle J, Bennett S, Allen S, Lie DC, Standen B, Pachana NA.
The stages of driving cessation for people with dementia: needs
and challenges. Int Psychogeriatr 2013; 25: 2033-46.

Liddle J, Fleming J, McKenna K, Turpin M, Whitelaw P,
Allen S. Adjustment to loss of the driving role following
traumatic brain injury: a qualitative exploration with key
stakeholders. Aust Occup Ther J 2012; 59: 79-88.

Harris PB, Keady J. Living with early onset dementia: explor-
ing the experience and developing evidence-based guidelines
for practice. Alzheimer’s Care Today 2004; 5: 111-22.
Chirico I, Ottoboni G, Linarello S, Ferriani E, Marrocco
E, Chattat R. Family experience of young-onset dementia:
the perspectives of spouses and children. Aging Ment Health
2022; 26: 2243-51.

Jetten J, Pachana NA. Not wanting to grow old: A Social Iden-
tity Model of Identity Change (SIMIC) analysis of driving
cessation among older adults. In: Jetten J, Haslam AS, Haslam
C, eds. The Social Cure: Identity, Health and Well-Being. New
York, NY: Psychology Press, 2012; 97-113.

Scott TL, Liddle ], Pachana NA. Driving and community
mobility for people living with dementia. In: Low LE Laver
K, eds. Dementia Rehabilitation. Cambridge, MA: Academic
Press, 2021; 129—-47.

28.

29.

30.

31.

32.

33.

34.

35.

Rapoport MJ, Chee JN, Carr DB e 4/ An international
approach to enhancing a national guideline on driving and
dementia. Curr Psychiatry Rep 2018; 20: 1-9.

Cooper PJ, Tallman K, Tuokko H, Beattie BL. Vehicle crash
involvement and cognitive deficit in older drivers. J Safety Res
1993; 24: 9—-17.

Cottrell V, Wild K. Longitudinal study of self-imposed
driving restrictions and deficit awareness inpatients with
Alzheimer disease. Alzheimer Dis Assoc Disord 1999; 13:
151-6.

Steward KA, Bull TP, Kennedy R, Crowe M, Wadley VG.
Neuropsychological correlates of anosognosia for objective
functional difficulties in older adults on the mild cognitive
impairment spectrum. Arch Clin Neuropsychol 2020; 35:
365-76.

Betz ME, Scott K, Jones ], Diguiseppi C. ‘Are you still
driving?” Metasynthesis of patient preferences for communi-
cation with health care providers. Traffic Inj Prev 2016; 17:
367-73.

Stasiulis E, Rapoport MJ, Sivajohan B, Naglie G. The paradox
of dementia and driving cessation: ‘It’s a hot topic,” ‘always on
the back burner’. Gerontologist 2020; 60: 1261-72.
Couzner L, Day S, Draper B ez al. What do health pro-
fessionals need to know about young onset dementia? An
international Delphi consensus study. BMC Health Serv Res
20225 22: 1-2.

Liddle J, Haynes M, Pachana NA, Mitchell G, McKenna
K, Gustafsson L. Effect of a group intervention to promote
older adults’ adjustment to driving cessation on community
mobility: a randomized controlled trial. Gerontologist 2014;

54: 409-22.

Received 20 February 2023; editorial decision 28 April 2023




	 A qualitative study exploring the experiences and needs of people living with young onset dementia related to driving cessation: 'It's like you get your legs cut off'
	Background
	Method
	Themes and example statements derived from the analysis
	Discussion
	Conclusions
	6  Acknowledgements:
	7 Declaration of Conflicts of Interest:
	8 Declaration of Sources of Funding:
	9 Data Availability Statement:


