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BACKGROUND Reported barriers to diagnosis:

® Lack of knowledge and awareness of first line workers about the disorder (17%)

® Frontotemporal dementia (FTD) and related disorders (i.e., behavioural variant

FTD [bvFTD], primary progressive aphasia [PPA], progressive supranuclear palsy ® Limited access to specialized care (17%)

[PSP], corticobasal syndrome [CBS]) are the second most common ® Loved one not wanting to consult (12%)
nfeurodegeneratlve dlag.noses of early-onset dementia aft?r Alz.helmer S Caregiver Burden:
disease (AD), and the third most common neurodegenerative diagnoses of
late-onset dementia after AD and Lewy body dementia (LBD)?. Figure 2. Level of Caregiver Burden
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~ DISCUSSION
: ® Our survey respondents were, in majority, female spouses in a caregiving role,
Available to Caregivers of ‘g" T [ﬁ Newsletters and Social that interacted daily with their loved one for the last 6 years.
Individuals with FTD media ® Most loved one’s had a diagnosis of bvFTD. Of note, a great proportion (24%) of
RESULTS respondents didn’t know or were uncertain of their loved one’s exact FTD
diagnosis, highlighting the complexity of FTD and related disorders.
Respondent Characteristics: ® The current difficulties faced by patients and their caregivers in the Canadian
® 83% females, 17% males health care system were highlighted by:
® 60% spouses, 32% children, 7% other relatives, 1% o The process of receiving a FTD diagnhosis requires multiples years, clinic visits,
others and different physicians.
Survey completed by ® Mean (SD) duration of caring for their loved one of o Most (57%) respondents’ loved ones had a different diagnosis prior to FTD.
97 caregivers 5.7 (5.1) years ® The barriers to diagnosis identified by caregivers included: lack of knowledge and
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awareness by first line workers, limited access to specialized care, and limited

60 cooperation from their loved ones.
® Most caregivers reported experiencing moderate to severe caregiver burden and
40 very severe distress from their loved ones FTD neuropsychiatric symptoms.
20 CONCLUSIONS
£ 39 The barrlgrs |dent|f|eld by our study can be ao.ldresse.d by increasing pu.bI!c, cI|n|C|a.ns,
0 — and decision-makers' awareness on FTD and improving access to specialized care in
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Canada.
Journey To Diagnosis: NEXT STEPS:
® Mean (SD) time between onset of first symptoms and final diagnosis: 3.0 (4.5) yrs Knowledge translation of findings via various formats and channels to maximize impact.
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