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Executive Summary

Narrative ResearchInc.

Contract Number: 6D016-203943/001/CY
POR Registration Number: 078-20
Contract Award Date: December 8,2020

Contracted Cost: $108,835.95

Background and Research Methodology

In June 2019, Canada’sfirst dementia strategy, A Dementia Strateqy for Canada: Together We Aspire was
released. The strategy setsout the vision of a Canada in which all people living with dementia and care
providers are valued and supported, quality of life is optimized, and dementia is prevented, well
understood and effectively treated.

The main objective of this research is to inform the development of an online portal providing useful and
comprehensive information on dementia. More specifically, the research is intended to provide insight on
the types of featuresand resources target audiencesare looking for when using aninformation portal,
including source and type of content, and to examine measures that make information more accessible.

Specific research objectives related to the study included:

e To capture awareness and perceptions of existing dementia information online resources;

e To understand current dementia information needs and gaps;

e To evaluate perceptions and preferences related to features, tools and information resources
that users expect to see as part of a dementia information portal; and

e To determine whether additional tools are needed to effectively educate the general public,
people living with dementia, care providers and health care providers beyond an online
portal (e.g., resources that can be printed out, links to local support groups, etc.)

To achieve these objectives, a qualitative research approach wasundertaken. Four focus groups were
conducted with each of the following audiences: members from the general public, individuals whose
healthand living conditions put them at higher risk of developing dementia, unpaid care providers to
people living with dementia, and people who have been diagnosed with dementia who confirmed their
ability to participate. It is noteworthy that membersfrom the general public and those in higher risk
groups included a few who reported a family member with dementia, despite not actively caring for that
person. These participantsare referredtoas family membersin this report where relevant. Additionally,
three focus groups were conducted with each of the following paid care provider audiences, who care for
and interact with people living with dementia at work: first responders, healthcare professionals, and care
and support personnel. Good geographic coverage wasachieved across Canada and various community
sizes were represented, including large urban, small/medium size urban, and ruralareas. This entaileda
total of 25 online focus groups conducted from February 1-11, 2021.
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Group discussions were held in English with the exception of those in Quebec, which were conductedin
French. Sessions withindividuals living with dementia each lasted one hour, while sessions with other
audiences lasted one and a half hours. Participation incentivesranged from $100 to $200 based on the
target audience. Across all groups, atotal of 181 individuals were recruitedand 151 participated. Four
additional participants had technicalissues and could not take part in the sessions but still received
remuneration.

All participantswere recruited in accordance with Government of Canada specifications. Recruitment was
conducted through qualitative panels stored on Canadianservers, with follow up calls to confirm the
details provided, and to ensure quotas were met. This report presents the findings from the study.
Caution must be exercised when interpreting the results from this study, as qualitative techniques are
used in marketing research asa means of developing insight and direction, ratherthan collecting
guantitatively precise data or absolute measures. Results cannot be attributedtothe overall population
under study, with any degree of statistical confidence.

Political Neutrality Certification

| hereby certify as a Representative of Narrative Researchthat the deliverables fully comply withthe
Government of Canada political neutrality requirementsoutlined in the Directive onthe Management of
Communications. Specifically, the deliverables do not include information on electoral voting intentions,
political party preferences, standings with the electorate or ratings of the performance of a political party
or its leaders.

Signed ? f if
Margaret Brlgley, CEO&Pa rtner{’l Ngrratlve Research
Date: March4,2021

Key Findings and Conclusions

The following summarizesthe key findings and conclusions from the focus groups on the Priorities for an
Information Portal on Dementia (POR-078-20) research study.

Findings suggest that thereis a strong desire and a clear needfor anonline portal on dementia that
would provide a cohesive, comprehensive and trustworthy source of information and help to locate
services and support. Information on dementia appearscurrently to be scattered on different websites,
incomplete, not sufficiently detailed and not alwaysrelevant to people living with dementia, as well as
paid and unpaid care providers.

Understanding dementia was considered paramount to enable people living with dementia and unpaid
care providers to create the best and most positive living environment, as well as plan for the future.
Family members who do not provide active care are also interestedin better understanding dementia, to
ensure theirinteractions with the person living with dementia remain positive. The need for information
is varied and topics of interest ranged from better understanding dementia, caring for someone living
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with dementia, identifying the risk factors, and understanding how to prevent or manage dementia over
time. Apart frominformation, participants expressed a desire to more easily locate servicesand resources
available toboth people living with dementia and unpaid care providers. As such, to meet their needs, an
online portal on dementia wasexpectedto be a comprehensive library of detailed information and
services, including local resources.

Given that the target audiences under study have different roles and levels of engagement with people
living with dementia, it is not surprising that their information needs vary. People living with dementia,
family membersand unpaid care providers indicated being focused on managing their daily lives in the
best way possible, while trying to plan for the future. This entails understanding how tocreatea
favourable environment for people living with dementia, how to establish positive interactionsand
communication, how to minimize or address crisis situations, and planning for future care.Unpaid care
providers were also acutely aware of their own need for support and respite. As such, these audiences
were looking for a portal that offers practicalinformation and local, accessible resources.

Unpaid care providers also voiced a desire for more information on how to positively interact with people
living with dementia, especially during a crisis situation. This wasalso of greatest interest tofirst
responders who mentioned that they are mostly involved in managing and de-escalating crisis situations
rather than providing ongoing care. The information needs of healthcare providersand personal care
attendantsare more limited given their current knowledge and accessto workplace resources. That being
said, healthcare professionals expressed interest in having dementia-relatedinformationina format that
can be relayedto their patients(e.g., a brochure or pdf document with informationin simple language).

Nonetheless, all audiences saw value in an online portal on dementia that is primarily designed for unpaid
care providers, other people close tothose living with dementia who do not provide active care (relatives,
friends, colleagues, neighbours), and to alesser extent for higher risk groups withinthe general
population. While people living with dementia were recognized by others as needing information, it was
believed by many paid and unpaid care providers that an online tool may not be the right vehicle for
them depending on the stage of dementia. However, people living with dementia expressed interestin a
site that is easy to use and provides actionable information and resources to assist with their day-to-day
lives. In addition, this audience felt it would also be important to receive assistance by phone to navigate
information online or locate the resources and services they need. In termsof how informationis
presentedon the portal, all audiencesfelt that in addition to on-screen, text-based information, the
portal’s content should be provided in a variety of formats (for example videos; checklists; podcasts) for
different usage and toappeal todifferent audiences.

During the focus group, participants, with the exception of those living with dementia, were briefly shown
an existing online portal on dementia (Dementia Australia: www.dementia.org.au) and asked for their
general reactionson its structure, format and content. Given the shorter session length, the discussion
with people living with dementia focused on the information gapsand needs for the Canadian portal,
ratherthana review of the Australiansite.
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The Dementia Australia website was considered an excellent template for the development of a Canadian
online portal. The site’s clean and calming design, its positive imagery, as well as its perceived
comprehensive content and ease of navigation contributed to its appeal. Most notably, the manner in
which the information is organized was praised. A single, simplified menu on the home page with a quick-
view accessto section contents helped quickly locate information of interest on the Dementia Australia
site. At the same time, organizing the information by topic and by audience was appreciated. In fact, it
was believedthat a Canadian portal should give more prominence on grouping information by audience
in its structure than what is on the Australia site, including groups such as people living with dementia;
family, friends, colleaguesand neighbours; unpaid care providers; healthcare professionals; and first
responders. Accessibility features, such asthe email support helpline web chat, the ‘listen” and ‘share’
functions and having materialsavailable in multiple languages, were noticed, appreciated and considered
essential.

Trust was viewed asan important consideration with online resources, and decisions about the
development of the online portal must consider how to establish its credibility. There were various ways
suggestedto establish trust in the online portal, most notably hosting the portal on the Canada.ca
website and using a URL that ends in “.ca’ or “.gc.ca’. That said, if the site was hosted through a non-
governmental partner organization, but funded by the Public Health Agency of Canada, most felt strongly
that such a site should be visibly supported and endorsed by the government toinstill confidence. This
could be done by displaying the Canadianflag; visibly stating the Government of Canada’s endorsement;
providing a link to the online portal from the Canada.ca website; providing contact information for
validating the site; identifying the sources of information posted on the site; and getting endorsement
from well-known and respected associations in the healthcare field or those related to dementia.
Participantsalso expect that links to online resources found on the dementia portal would be endorsed
by the Government of Canada, and thus that information on those sites can be trusted.

Given that multiple online resources on dementia currently exist, thereis a need to clearly position a new
government-sponsored online dementia portal and create general awareness, perhaps by working with
healthcare professionals, first responders and specialized associations to promote this tool, and by
advertising the portal on social media, among other things. Online search engine optimizationis also
important giventhat a generalinternet search wasoften identified as the first step in locating online
information on dementia.

Finally, despite the appeal of anonline portal as a source of information on dementia, suggestions were
made to also consider the development of a variety of other complementary resources, or to raise
awarenessof those that currently exist. The resources that were mentioned included such items as:
printed information; a social media awareness campaign; podcasts; listings of local support groups and
resources for people living with dementia; self-diagnosis tools; an ombudsman for people living with
dementia; aswell as various tools to assist people living with dementia, family membersand unpaid care
providers during emergency situations (e.g., listing of personal information; GPS tracking; registering a
person).
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Introduction

Context

Dementia hasan increasingly significant impact on Canadians, with more than 432,000 Canadiansaged
65 year and older living with diagnosed dementia in 2016-17.1 Additionally, two-thirds of those diagnosed
arewomen.! With a growing and aging population, the number of Canadiansliving with dementiais
expectedto increasein future decades.

In June 2019, Canada’sfirst national dementia strategy, A Dementia Strateqy for Canada: Together We
Aspire was released. The strategy setsout the vision of a Canada in which all people living with dementia
and care providers are valued and supported, quality of life is optimized, and dementia is prevented, well
understood and effectively treated.

The main objective of this researchis to inform development of an online portal providing useful and
comprehensive information on dementia. More specifically, the research is intended to provide insight on
what featuresand resources the target audiencesare looking for in using a portal, including the source
and type of content,and to examine measures to make information more accessible.

Objectives

Specific research objectives included:

e To capture awareness and perceptions of existing dementia information online resources:
o Sources of dementia information
o Credibility and quality of content
o Essential and popular dementia topics

e To understand current dementia information needs and gaps:

o ldentify which dementia topics were seen as lacking accessible and credible online
resources/information (such as sighs and symptoms of dementia; prevention and risk
reduction; screening and diagnostic tools/tests; treatment and management; stigma; and
dementia inclusive communities)

o Assess dementia information/resource gapsand/or barriersfor a variety of key target
populations: paid care providers; people living with dementia; family/ friend care
providers; populations at higher risk of developing dementia and those facing barriersto
equitable care; and the general public

e To evaluate perceptions and preferences related to features, tools and information resources
that users expect to see as part of a dementia information portal:

1 Public Health Infobase. Canadian chronic disease surveillance system dataon dementia, excluding Saskatchewan and Yukon.
Government of Canada. 2018; https://health-infobase.canada.ca/ccdss/data-tool/
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Determine elementsof a portal that support credibility, accessibility and visibility
Assess perceptions of sample approachesto dementia information portal relatedto:
navigation; visual appeal; resources; overall content; credibility; accessibility, inclusivity;
and community creation or development

e To determine whether additional tools are needed to effectively educate the general public,
people living with dementia, care providers and health care providers beyond an online
portal (e.g., resources that can be printed out, links to local support groups, etc.)

This report presents the researchfindings. It includes a high-level executive summary, a description of
the methodology used, and findings of the online focus group discussions, including recommendations
made. Working documents appended tothe reportinclude the recruitment screener (Appendix A),
moderator’s guides (Appendix B),and materialstested (Appendix C).

Health Canada © Narrative Research, 2021 e
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Research Methodology

Target Audience

For the purpose of the study, there were seven target audiences, namely:

e Members of the general public (including a mix of age, gender, household types and cultural
background). Of note, a few of these participants reported having, or having had, members
of their family living with dementia, and thus they at times commented on this situation.

e Those who have been identified as likely to be at higher risk of developing dementia or facing
barriers to equitable care (i.e., individuals with hypertension/diabetes/high
cholesterol/obesity, older adults, Indigenous people, those with an intellectual or physical
disability, racialized groups, those who identify as LGBTQ2+, those living in rural and remote
communities). Recruitment included a mix of gender and household types. This audience also
included a few individuals who reported having, or having had, relatives with dementia.

e Unpaid care providers, which were often family members, friends, or neighbours providing
care without financial compensation. Support provided by an unpaid care provider may
include assisting with the activities of daily living and helping with advance care planning.
This group included a mix of gender and cultural backgrounds.

e Paid care providers (PCP), including:

o First responders (PCP First responders; e.g., police officers, firefighters, paramedics,
search and rescue personnel).

o Healthcare providers (PCP Healthcare; e.g., family physicians, nurse practitioners,
geriatric specialists, registered nurses, and pharmacists). In their professional role,
these individuals are directly involved in providing healthcare to people living with
dementia.

o Social assistance/general care providers (PCP Care;e.g., social workers, occupational
therapists, developmental service workers, personal care workers; nutritionists). In
their professional role, these individuals are providing support services to people
living with dementia and their family, by offering personal care and addressing
situational changes related to housing, nutrition, and support services, among other
things.

e People diagnosed with dementia who confirmed their ability to participate in the research.
Where possible, a mix of gender and cultural backgrounds was selected for each session.

Paid care providers acting in healthcare and care positions included only those who are currently
interacting with people living with dementia, while first responders included a mix of those who had
already had such interactions, and those whose position offered the potential for this interaction.

Health Canada © Narrative Research, 2021 o
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Research Approach

The study included a total of 25 online focus groups conducted from February 1-11, 2021. The following

tables provide a breakdown of sessions based on audience region and language and specifies the number
of focus groups, the number of recruits per group and the length of the session. Although group
segmentation wasinitially planned to include a geographic component (e.g., west and east), difficulties in

securing participationinrural communities led to expanding recruitment for the rural groups toinclude

communities across Canada. At the same time, the population size criteria for each of the small/medium
and large urbanareas,as well as rural areas, was modified to ensure that these groups were well
represented.

Number of Online Focus Groups

Session
Audience LargeUrban Rural Small/ Medium Urban Mixed Urban vt TOt“.il
Length Groups Recruits
G | 1 English 1 English 1 English 1 French 1 5t02 4
Pe;fra Full Group Full Group Full Group Full Group h ° Full 40
ublic ours u
West (MB/SK/AB/BC) Canada-wide East (ON/NB/NS/PE/NL) Quebec
Higher Risk 1 English 1 English 1 English 1 French 15t02 4
) .5to
Population Full Group Full Group Full Group Full Group hours Full 40
East (ON/NB/NS/PE/NL) Canada-wide West (MB/SK/AB/BC) Quebec
Unpaid Care 1 English 1 English 1 English 1 French 1 502 4
Provider Mini Group Mini Group Mini Group Mini Group h ° Mini 24
East (ON/NB/NS/PE/NL) Canada-wide West (MB/SK/AB/BC) Quebec ours ini
PCP (First 1 English 1 English 1 French
. . . 1.5t02 3
Responders) N/A Mini Group Mini Group Mini Group hours Mini 18
Canada-wide West (MB/SK/AB/BC) Quebec
PCP 1 English 1 English 1 French
. . . 1.5t02 3
(Healthcare) Mini Group Mini Group N/A Mini Group N Mini 18
East (ON/NB/NS/PE/NL) Canada-wide Quebec ours in!
PCP (Care) 1 English 1 English 1 French
- . . 1.5to02 3
Mini Group N/A Mini Group Mini Group h Mini 18
ours ini
West (MB/SK/AB/BC) East (ON/NB/NS/PE/NL) Quebec
People living 1 English 1 English 1 English 1 French 4
with Mini Group Mini Group Mini Group Mini Group 1 hour Minl 24
ini
Dementia West (MB/SK/AB/BC) Canada-wide East (ON/NB/NS/PE/NL) Quebec
| TOTAL 6 6 6 U 25 182

Community sizes are defined as follow:
Large Urban (pop. 150,000+; and within 50 km of it)

Small/Medium Urban (pop. 10,000-150,000)

Rural (population of up t09,999 and min. 50 km from urban centre)
Mixed Urban (pop. 30,000+)

Sessions with people living with dementia each lasted one hour while all other sessions lasted between
one and a half andtwo hours. Each participant of the general population and higher risk population
groups received an incentive of $100, while unpaid care providers were each provided with a $125

Health Canada
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incentive. Individuals living with dementia were each provided with an incentive of $150, as were paid
care providers working asfirst responders and social assistance/general care providers. Paid care
providers in the area of healthcare eachreceived an incentive of $200. In total, 181 individuals were
recruitedto take part, while 151 attended a focus group. More specifically, participationtotalled 21
people living with dementia, 32 membersof the general population, 33 individuals with higher risk, 19
unpaid care providers, and 46 paid care providers (16 paid care providers who offer social assistance and
general care and support, 15 first responders, and 15 within healthcare). In addition, four recruitswere
paid althoughthey did not participate inthe focus groups due to experiencing technical difficulties.

A number of measures were put in place to enhance accessibility, especially for people living with
dementia. The discussion length for those focus groups was kept at one hour, each session included a
small number of participants,and the sessions were scheduled earlierin the day. In addition, an assistant
was on hand prior to, and during the session, to help participantswiththe technology, if required. People
living with dementia were also offered to receive the researchinstruments (i.e., recruitment
questionnaire and discussion guide) in advance, giving them an opportunity to prepare for their session.

During the focus groups, the moderators adjusted their facilitation approach when needed. This included
restricting unnecessary probing, using simple or familiar language, using shorter, more pointed questions
that offer simple choices in response, providing participants sufficient time torespond, speaking slowly,
minimizing distractions during the session, and offering reassurance. In addition, if responses appeared
out of context, moderators would encourage more details or rephrasing and assist in structuring thought
processes whenrequired. A number of participantsreceived assistance from a care provider during the
focus group.

All participantswere recruited according to the Government of Canada's recruitment specifications.
Recruitment was conducted through qualitative panelsstored on Canadianservers, with follow up calls to
confirm the details provided and to ensure quotas were met. Those with current or past employment in
sensitive occupations were excluded from the research, in addition to those who have othersin the
household in this situation. These sectors included marketing, marketing research, advertising, media,
web development, and health-related communications positions for the federal or provincial
government.

Context of Qualitative Research

Qualitative discussions are intended as moderator-directed, informal, non-threatening discussions with
participantswhose characteristics, habitsand attitudesare considered relevant to the topic of discussion.
The primary benefits of individual or group qualitative discussions are that they allow for in-depth probing
with qualifying participantson behavioural habits, usage patterns, perceptions and attitudesrelatedto
the subject matter. Thistype of discussion allows for flexibilityin exploring other areasthat may be
pertinent to the investigation. Qualitative research allows for more complete understanding of the
segment in that the thoughtsor feelings are expressed in the participants’own language and at their own
levels of passion. Qualitative techniguesare used in marketing research asa means of developing insight
and direction, rather than collecting quantitatively precise data or absolute measures. As such, results are

Health Canada © Narrative Research, 2021 o
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directional only and cannot be extrapolatedtoall Canadiansfalling within the key groups participating in
this project.
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Research Findings

This section provides a detailed account of the focus group discussions and the topics are presentedin
the orderin whichthey were discussed. Each session beganwith participants describing their previous
searches for information on dementia, as well as identifying what information was of greatest interest to
themregardless of the sources and what information wasunavailable or difficult to find. Following that,
participantswere asked to express their opinion regarding the possibility of a new Canadian online portal
on dementia, in addition to identifying topics and related content they would like to find on this website.
Finally, participantswere briefly shown anexisting online resource on dementia, the Dementia Australia
website, and asked to comment on the relevance of its content, as well as its navigation and functionality,
in order to better understand preferencesand priorities for a Canadian portal on dementia.Keeping the
session format in mind, findings presented below may appear repetitive at time, although they present
different points of views on information needs and interests.

Information Needsand Sources

There were wide-ranging needs pertaining to dementia information, although interest in specific topics
varied based on the role of the person in interacting with someone living with dementia.

Prior to introducing the idea of a Canadian portal on dementia, the first part of the discussion entailed
better understanding what informationrelated to dementia is of interest and where this information has
been found. In addition toinformation needs and sources of information, the discussion aimed to assess
information gaps.

Information Needs

Regardless of the type of participantsin the focus groups, a variety of basic information needs were
consistently identified. Specially, participantswere interested in having a clear definition of what
dementiais, what are the signs and symptoms, how it is diagnosed, information on the various types of
dementia that exist, what the stages of dementia include, what progression looks like depending on the
type of dementia, treatment options, and what can be done to prevent or mitigate risks of developing
dementia (i.e., what proactive steps can people take todiminish the likelihood of having dementiain the
future). Some would also like to understand if dementia is a direct result of other pre-existing medical
conditions.

With the exception of those working in health-relatedfields, there was often confusion between
dementia and Alzheimer’s disease, with participants often viewing Alzheimer’s disease as being separate
from dementia, rather than being a type of dementia. Some felt the twoterms were synonymous. Even
those who have done past research on the topic of dementia often noted a lack of clarity betweenterms
in the information they found online.

“In my experience, the information is not clear, and it doesn’t often distinguish between
Alzheimer’sand dementia.” General Population

Health Canada © Narrative Research, 2021 @
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Those who have been impacted by dementia (such asthose living with dementia or providing unpaid
care)identified additional information needs including what can be done to delay or slow down the
progression of dementia (i.e., physical activities, diet, medication, brain stimulation activities), whether or
not dementia is hereditary, how quickly progression will occur, and when lifestyle choices or changes (i.e.,
home care, assisted living, institutionalization) will need to be considered for someone living with
dementia.In addition, they believed that informationis needed to clearly outline what supports (physical,
emotional and financial) are available for those who have been diagnosed with dementia, and where
someone would goto access such supports.

The following provides further details on how some information needs varied by audience.

Paid Care Provider - Healthcare

Healthcare providers were most interestedin information on health and community resources to provide
assistance to people living with dementia and their family upon diagnosis. Some also felt that it is
important to inform the patient and their relatives about the legal aspects of caring for someone during
the later stages of dementia.

“C’est quoi le processus pour ce qui est de curatelle, le curateur; ¢a peut étre compliqué
a prendre des décisions. Souvent quand les patients ne sont plus aptesa prendre ces
décisions il n’y a pas d’autres personne dans leur entourage quisavent cela.” (What is
the process for curatorship, the curator; it can be complicated to make decisions. Often
timeswhen patientsare no longer able to make these decisions there are no others
around them who know it.) Paid Care Provider - Healthcare

Most healthcare providers who frequently interact with people living with dementia believed that they
have sufficient understanding of dementia to conduct their work, or felt that if they did have questions,
they would simply rely on their professional connections (e.g., they would have easy access to specialists
in the field of dementia to get information). That said, those who did not have frequent contact with
people living with dementia expressed an interest to learn more about the best waysto interact and
communicate with this audience.

“L’autre info qui est utile de savoir comme intervenant c’est au niveau comportemental
comme l'anxiété. C’est utile pour obtenir la collaboration avec les patients. Il faut savoir
comment interagir avec le patient.” (The other information that is useful to know as a
person interacting with them is at the behavioural level, such as anxiety. It is useful to
gain patient collaboration. You needto know how to interact with the patient.) Paid
Care Provider - Healthcare

“There are different approaches—gentle persuasive approaches, non-violent crisis
intervention, how to redirect their frustration, etc. We all have the benefit of it being
taught to us, but having resources for others who aren’t in those pathways would be
good.” Paid Care Provider — Healthcare
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In addition, it was identified that it would be useful to access information on the specific situation of a
person living with dementia, to provide immediate and tailored care, although privacy concerns were
identified.

Paid Care Providers — First Responders

The role of first responders was somewhat more limited in terms of assisting people living with dementia
and their family. Indeed, theirinteractions were often happening in a time of crisis where medical
assistance is needed. As such, they were mostly interestedin properly assessing the situationand finding
immediate resources to care for people living with dementia and their family, as well asbeing able to
guide family members to assistance they mayrequire in the future.

“Quand ils (les personnes atteintes de démence) sont en crise, c’est rare que j’ai une
conversation avec eux. C'est au niveau de la famille (avec qui j’ai des contacts) parce
qu’ils ne savent pas comment gérer la situation et quelles sont les ressources.” (When
people living with dementia are in crisis, | rarely have a conversation with them. My
contactsare with the family because they don’t know how to handle the situation and
what the resourcesare.) Paid Care Provider - First Responder (Police Officer)

For many first responders, having the ability to accurately assessthe situation is largely dependent on
having information about the individuals involved, specifically knowing prior to intervening that the
situation involves someone living with dementia. Understanding how much the person living with
dementia and the people withthem during the crisis knows about dementia, if there is erratic behaviour
anticipated, and what is the best way to respond based on the family’s experience, were expressed as
important information to determine the best way to handle the situation.

“What | needis information. They are usually in a state where they are confused. They
believe we can solve their problems. We need more information on how to deal with
specific situations. Oftentimesa person is missing. Sometimesthey may remembera
house they lived in 30 yearsago in the area. Any past history would be good.” Paid Care
Provider — First Responder (Firefighter)

“Families don’t always offer the info we need up [front] prior to arrival. How do they
function? What year are they functioning in? What part of their life are they in? That
lets us adapt our response.” Paid Care Provider — First Responder (Paramedic)

As such, first responders did not consider that they need information on dementia beyond the basics they
learned at work through formal training, informal discussions with colleagues, access to specialized
resources (e.g., police officers trained in mental healthissues) or their knowledge learned from
experience.

“On a une section qui s‘occupe des personnesvulnérables et on fait le dossier et eux font
les démarches. On fait un peu de recherche et avec toutes lesinterventionsqu’ona eu,
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on a une faconde faire.” (We have a section that deals with vulnerable people and we
fill out the paperwork andthey do the legwork. We do a little research and with all the
interventions we have had, we have developed a way of doing things.) Paid Care
Provider - First Responder (Police Officer)

Across first responders, police officers, security guards and firefighterswere least likely to believe they
required additional information or knowledge about dementia as part of their work. As they most often
get involved with people living with dementia in a crisis situation, it is likely that paramedics or other
healthcare professionals would also be involved to address the situation from a medical perspective.

“On n’a pas beaucoup de temps de fureter sur Internet. Quand on a des gens qui ont la
santé mentale ou la démence souvent on est accompagné par des ambulancierset les
gens sont déja référésa méme le service hospitalier.” (We don't have a lot of time to
browse the Internet. When we have people with mental health issues or dementia, we
are often accompanied by paramedics and people are already referred to the hospital.)
Paid Care Provider - First Responder (Police Officer)

First responders recognized the need for themselves to have basic knowledge about dementia, but they
also mentioned that the work they do is influenced by how much family membersknow about the person
living with dementia and the condition itself. For instance, one first responder mentioned that family
members need tounderstand the implications of dementia decline, and how family members’ own
actions could impact a first responders’ ability to offer assistance in a time of need.

People Living with Dementia

People living with dementia who indicated having recently been diagnosed expressed during the focus
groups great interest in understanding the various forms of dementia, and how their condition might
evolve over time. They were also looking for tools and resources to assist with their daily tasks (e.g.,
checklists; information with pictogramsfor ease of understanding).

For people living with dementia, there seemed to be a sense of urgency tobetter understand what
actions can be takento live a quality and positive life to the fullest while they are still able to. They were
looking for practical guidance for daily living as dementia progresses, and how to manage symptoms.
Further, there wasa need for information that is positive and uplifting, offering direction as someone
learns how to navigate their life with dementia.

“[It’s important to have information on] living well with dementia —it’s not all doom and
gloom...what can you do to have a good day.” Person living with dementia

“Fear of the unknown is scary. | don’t know what to expect. It’s scarier than it has to
be.” Person living with dementia
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Some of the general questions people living with dementia expressed having include:

e (Can a diagnosis of dementia evolve over time to become one for Alzheimer’s?

e What can | do to slow down the development of dementia?

e Does everyone go through all the same stages?

e What stage am | at currently (where on the scale do | fit)?

e What is a realistic timeline (i.e., what will | be like in 2 yrs. and 5 yrs.)?

e What local resources are available through government and other organizations to provide
assistance to those living with dementia?

e What treatments are being researched?

e What treatment options are there?

e What are the side effects or risks associated with treatments?

e How can | tackle daily tasks as the symptoms of dementia evolve?

e What supports will I need in the future?

e What tools might help me as dementia progresses?

e What resources are available for me if | don’t have access to care providers and live alone?

e What activities or social groups are available for people living with dementia?

e How do | prepare for the future? How do | make decisions now about my long-term care?

e What healthcare professionals specializing in dementia can | access?

“What state am | going to be in, what are the consequences, how do I live in the future —
this scares me. | needto know how it’s going to affect me. My family needs to know if
they’ll have tolook after me.” Person living with dementia

“I don’t need a lot of information. | want basic things. | needto know how todeal [with
dementia]inthe simplest of ways.” Person living with dementia

Paid and unpaid care providers were asked what information they believed people living with dementia
should have regarding the condition, based on their interactions withthem. Understanding dementia and
how it evolves over time, aswell as what can be done to manage or delay the development of symptoms
were topics often cited. A good number considered it important for people living with dementia and their
families to know what resources are available tothem, as well as being informed of anything that could
improve their daily lives and assist with long-term planning. This could include guiding them to organized
activities or support groups for those living with dementia, available supports for unpaid care providers
(e.g., respite care services), and financial supports.

“Pour nous en médecine souvent (les gens atteints de démence) demandent quelles sont
les options thérapeutiques, des informations sur les médicaments, des ressources dans
la communauté, des groupes de soutien, d’autres organismes dans la communauté, et
des facons de préserver 'autonomie de la personne le plus longtemps possible.” (For us
in healthcare, people living with dementia often ask what treatment optionsthere are,
information on medication, community resources, support groups, other organizations
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in the community and ways to stay autonomous as long as possible.) Paid Care Provider
- Healthcare

Information that provides direction and a sense of preparedness wasdeemed by paid and unpaid care
providers as essential to people living with dementia and their family members.

“Early on, give them (people living with dementia and family members) ideas of what to
expect, what they can do to help themselves, and what actions can be done to assist.
Help them prepare for the transition and for the hard conversations.” Paid Care Provider
— First Responder (Police Officer)

Unpaid Care Providers

Unpaid care providers wantedto understand and get advice on how to better care for their loved one as
their condition evolves. This wasalso expressed by family members of people living with dementia who
were included as part of the general public and were not the primary care providers. Both of these
audiences expressed aninterest to better understand how their interactions or responses can be
improved, as well as what actions or reactions should be avoided. Appreciating and recognizing how to
best address specific behaviours was considered paramount as the situation evolves, as well as finding
out the best ways to interact or communicate to minimize anxiety. Further, understanding how to deal
with changes in behaviour, sleeping adjustments, and repeating storieswere all deemed important.

“What | really needis a practical guide on what | should do, and how I should react and
interact asthings change. What coping mechanisms are there ?” Unpaid Care Provider

“How do | validate the experience of the person?| know | should agree withthem and
go along with what they say to diffuse the situation. Learning to agree with them - not
challenge or correct - is modifying my behavior.” Unpaid Care Provider

It wasalso believed by paid care providers that unpaid care providers, relativesand close family members
of people living with dementia also need to be informed of how to best interact with people living with
dementia, how to interpret the signs and symptoms, how to adapt their communication approach when
interacting with a loved one with dementia, and how to diffuse or address feelings of anxiety or agitation.

General Public

Membersfrom the general public were less interestedin learning about dementia at this time. Apart
from those who currently care for someone living with dementia, or those with a relative with dementia,
few saw a need for increased knowledge, as it is not something which is relevant tothem at this time.

Higher Risk Populations

Similar tomembers from the general public, participantsin the higher risk focus groups expressed more
limited interest in dementia-related information. That said, a number of them would like to learn more
about correlations between dementia and other health conditions, as well as location and socio-
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economic status. Their desire for information wasdriven primarily by a personal concern for potential
links with their own medical conditions.

“Are there correlations between dementia and existing health conditions? As a three -
time cancer survivor, we joke that | have chemo brain’. Does that predispose me to
dementia? |l tried tofind out, but information is very generic.” General Population —
Higher Risk

“I've had a brain injury from an accident. My mind is not as sharp as it was before the
accident. What does that mean in relation to dementia?Should | be concerned?”
General Population— Higher Risk

Sources of Information on Dementia

Health professionals were identified as the most trusted source of information on dementia. While there was
a general perception that considerable information is available on the subject online, those directly impacted
by dementia often struggled to find information that is clear, concise, complete and personally relevant.

Current Sources of Information

Participantswho had searched for information on dementia in the past were asked to describe their
experience, including what sources of information they used. For those directly impacted by dementia
(people living with dementia and unpaid care providers), the primary source of information was health
professionals, most often a family doctor, but also sometimes a nurse, pharmacist or social worker. That
said, participants noted not always being able to readily access their family doctor as questions arise,
even though their doctor would be their preferredinformation source.

“My family doctor would be the one I'd trust the most [for information on dementia],
but the problem is that they don’t have the time to discuss what’s going on, and a lot of
the doctors are not that well informed themselves [on dementia specifically].” Person
living with dementia

Unpaid care providers also turned to seniors’ homes, community groups and long-term care facilities for
information and guidance about dementia and relied on advice and insights from friends and family who
have been personally impacted by dementia in the past. In addition, the Alzheimer Society was
consistently named asa resource explored, with the Society being often recommended to them by a
health practitioner, particularly following diagnosis.

Across audiences, those who looked for information on dementia were most likely to turn tothe internet
initially, with a general online search. Search results were consistently described as daunting and
overwhelming, given the wide range of listings and links for informationto any specific question. There
was often no clear starting point, and many were unsure asto which listings or links would provide the
most relevant, up-to-date, trustworthy and accurate information. As such, many reported randomly
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exploring a wide variety of sites to cross-reference information. Indeed, as a matter of course, most
indicated that multiple sites were visited and numerous links explored, in an effort to validate any
information they found. In essence, if information was consistent across multiple resources or sites then
the information was deemed credible and trustworthy.

“A person can easily get lost on the internet —one article leadsto another, to another...”
General Population

“It’s difficult to see what’s fact-based information versus someone’s opinion.” Person
living with dementia

“..if it follows the rest of the information I’'m seeing, and it’s repetitive —then it’s
credible.” General Population

Other key sources for information included public health agencies or government departments (both
provincially and federally), with Health Canada often mentioned by name. Governments were
consistently deemed both reliable and credible in the information they provide, primarily because their
information was considered fact-based and supported by health professionals and scientific evidence.
Further, it wasfelt that governmentsgenerally have a vested interest to provide accurate information,
given their responsibility for the public’s health and wellbeing in Canada. That said, government sites in
general were often considered difficult to navigate toget todesired information.

“For me personally, | try to stay with government websites like Health Canada. If | find
information somewhere else, | try to fact check on Health Canada’s website...” Person
living with dementia

Due to association, any site linked to a government website wasalso often deemed credible, as
individuals felt government would only provide links to external resources that have been thoroughly
vettedin terms of qualityand accuracy of information.

Online discussion forums, Facebook groups, and books on dementia were also considered a resource for
people living with dementia and unpaid care providers, often providing a much-needed opportunity to
share commentswith others going through similar experiences. That being said, there wasan expectation
thatany forum on a government-sponsored portal would be professionally moderated. Moreover, given
that those living with dementia can have very different experiences, these resources were seen as a way
to reachout to othersfor support and advice.

“I saturated myself with reading about other people’s experiences.” General Population
(who is also an unpaid care provider)

“I want to share information with others who are dealing with the same situation.
Those who give us the best information, they are the first line of defence.” Unpaid Care
Provider
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“If a site is not trying to sella product or push a service, then | consider it legitimate.”
Unpaid Care Provider

Paid care providers expressed that they typically rely on their work training or employer for education
and information on topics such as dementia, and most do not actively search out dementia information
elsewhere. Healthcare providers tended to place greater reliance on medical peer reviewed journals or
formal research papers. Althoughinformation on dementia wasgenerally known and accessible to
healthcare providers, they lacked easy accessto information on local resources to support or assist
people living with dementia and their families. In hospital settings, this informationis often sourced from
social workers, with printed materialsalso being readily available in some pharmacies.

“Pour les services dans la communauté, c’est plus les travailleurs sociaux a I’hépital.
Sinon on peut chercher via Internet maison a quand méme des listes pré-faites a
I’hépital qu’on peut remettre aux familles et patients.” (Social workers provide
information on community services. Otherwise, we can search on the Internet but we
still have lists available at the hospital that we can give to families and patients.) Paid
Care Provider - Healthcare

Specific Websites Used

As mentioned, across audiences and locations, online searches for information about dementia were
typically genericin nature and not site-specific. When asked which websites come to mind when
considering information on dementia, very few were named, with the Alzheimer Society and Mayo Clinic
most often mentioned. These sites were usually found as a result of a generalinternet search. A few
family membersalso cited Dementia Alliance International (DAI) as a site that they or their family
member living with dementia had either visited for information or to take part in discussion forums.
Other broader mentions included Health Canada, Wikipedia, web.md, health authoritiesfrom other
countries, the World Health Organization, and university sites.

When looking for more general health related information online, participantsgenerally relied on
information provided by public healthagenciesor government departments, aswell as information
recommended or supported by health professionals. To be considered reliable, medical information
needs to be perceived to be endorsed by well-known and trusted organizations or grounded by sound,
medical research. In addition, the inclusion of contact information and credible resources helped to make
a site legitimate tomany.

“l evaluate whether a site is credible or trustworthy by what it includes. Is it updated
regularly? Are sources named?|f it’s legitimate, they put contact information, and their
location is listed so you can find them. And their web addressis important. Websites

with “edu’ or “gov’ usually meanit’s coming from a credible source.” Paid Care Provider
- Care
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“Government of Canada sites are trusted. You trust the science behind the source —
anything government related. Web.md makes my eyes roll.” Paid Care Provider - First
Responder

Information Gaps

Being able to obtain specific and detailed information on dementia from a single, credible location was felt
to be lacking, including information about local resources and support groups.

Basedon past personal experiences, information on dementia wasgenerally viewed as limited both in
termsof scope and availability. While there may appear to be much information on the topic available
online, it was considered incomplete, disorganized, scattered, and sometimes untrustworthy, making
researching information difficult. Those closely impacted by dementia (people living with dementia and
unpaid care providers) also expressed frustration with finding information relevant to their specific needs
(e.g., information on a specific type of dementia), and presentedin a manner thatis easily
understandable (e.g., short bullet points, presenting information in visuals ratherthanonly in text).
Further, those living in ruraland remote areas considered it hard tofind easy accessto advocacy support
services.

“...there’sdefinitely resources available to patients and families, but getting the families
on the right track to find the information that they need [can be difficult].” Paid Care
Provider— Healthcare

“It’s difficult to navigate for advocacy services. You have to be living in a larger city to
find any organizations that offer support services.” Unpaid Care Provider

In addition, a few healthcare workersin a number of locations mentioned difficulty in sourcing culturally-
appropriate resources. At the same time, Quebec healthcare providers cited the lack of sufficient
resources and information available in French.

“Il n’y a pas assez d’endroit oti on peut référer les gens de différentes ethnies pour
recevoir cette aide. Ily a une barriére de langue et de croyances.” (There are not
enough places where we can refer people from different ethnic backgrounds for help.
There is a language and belief barrier.) Paid Care Provider — Healthcare

Across most audiences, participants consistently voiced frustration withthe apparent lack of a
comprehensive online resource on the topic of dementia, and frustration with trying tofind a credible online
starting pointintheir search for information. People living with dementia and unpaid care providers were
especially hindered by an inability to locate thorough and reliable resources to satisfy all of their
information needs, particularlyif trying to find specific information on rarer types of dementia. Having to
sift through many different links to ascertain whichsites are relevant, and then checking other sites to
confirm the information’s legitimacy was deemed problematic and at times stressful.
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“I found there was a wide variety of information available from many different websites.
Going from website to website there isa lack of uniformity.” Unpaid Care Provider

“The information is scattered and because there are so many forms of dementia the
informationis so broad.” Unpaid Care Provider

This situation wasfelt more acutely by people living with dementia and some of the unpaid care providers
who have todeal withthe shock and grief resulting from a diagnosis of dementia, in additionto
difficulties finding information and specialized care or support.

“On est dans un flou et on ne sait pas trop ou s’informer et a qui le dire, le partager.”
(We are in the fog and we don’t really know where to get information and who to tell,
withwhom toshare.) Person living with dementia

Dueto these information gaps, even those personally impacted by dementia had limited knowledge of
some dementia topics. Participants consistently felt that @ ‘one-stop’ credible resource was needed to
provide accurate and directional information for multiple audiences . This was believed to be necessary
especially as they learn to deal with the emotional impact of a diagnosis of dementia over time.

“Part of the struggle for me — they sit you down and tell you this is what you have and
send you out the door. Asocial worker givesyou a contact at the Alzheimer society, but
that hasn’t been helpful at all for me...allthe information that | need is simply not out
there.” Person living with dementia

“I know very little about dementia...| want basic information about what it is, are there
treatments|can getinvolvedin? Is it curable?ls there a place | can go for
information... ?” Person living with dementia

While there appearedto be sufficient information available on dementia in general, including the signs
and symptoms, some felt that information specific to different types of dementia and the stages of
dementiaisnot easyto locate, especiallyin understanding how dementia and Alzheimer’sdisease relate
to eachother.

“Démence versusAlzheimer; la ligne est mince et c’est trés mélangeant de savoir
comment on catégorise les deux.” (Dementia versus Alzheimer's; the line is thin and it is
very confusing to know how to categorize the two.) Unpaid Care Provider

“The stages of dementia. | would like to learnthat. How do you determine what stage ?
Understanding how the situation evolves.” Unpaid Care Provider

Another type of information deemed important but difficult to find is the housing options available to
people living with dementia, and what steps need to be taken to prepare for future housing needs. Indeed,
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a number of participantsfelt that family members were focused on taking care of the immediate needs of
their loved one, but were not sufficiently informed of planning for the future.

Similarly, information on legal matters, including setting up power of attorney and personal care
directives, wasfelt to be lacking despite its perceived importance. While some informationis currently
available, it wasmentioned thatitis not alwayspresentedin a mannerthatis easyto understand to
effectively assist people living with dementia and family members with navigating long-term planning.

“Ce qui m’a chicoté c’est le volet juridique : quels sont mes droits versus les siens? Quoi
faire dans le cas X pour I'aidant naturel. Jaimerais savoir : voici les étapes. Quelque
chose de plus pratico-pratique.” (What bothered me wasthe legal aspect: what are my
rights versus his? What should the unpaid care provider do in situation X? | would like to
know: here are the steps. Something more practical.) Unpaid Care Provider

A number of unpaid care providers also mentioned a lack of easy-to-understand information on current
treatment and medication for dementia, aswell as current research being done in the field, both in Canada
and abroad.

“Ce qui manque c’est de I'information vulgarisée sur les différents traitements. On aide
la personne au jour le jour mais j‘aimerais savoir qu’est-ce que les médicaments que je
lui donne font.” (What is missing is information in simple language on the different
treatments. We help the person day-to-day but what | want to know does the
medication | provide do?) Unpaid Care Provider

Unpaid care providers also expressed an interest for resources and information to help manage their own
stress. Although few have looked for this information, there wasa sense that it is somewhat lacking.

“lam losing my patience at timesand | am trying my best not to. But my husband can
read my body language good. He can see my annoyance and he says, ‘don’t get mad at

me’. | am trying tolearn some answersor methods and ways to [be more patient].” —
Unpaid Care Provider

“L’information sur la démence elle est la. Il y a beaucoup d’information. Mais pour aider
aidants c’est ca qui manque.” (Information on dementia exists. There is a lot of
information. But to help care providers that is what is lacking.) Unpaid Care Provider

A few unpaid care providers felt that they lack sufficient information to prepare them to deal with crisis
situations, including how to recognize signs and behaviours that canlead to such a situation, how to

interact and communicate with someone living with dementia when in a crisis, how to protect themselves
and theirloved one, and how to de-escalate the situation.

“We had an incident a couple of weeksago...... my husband got weepy and he said, I
don’t know what is wrong with me and | want to say so many things and the words just
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don’t come out’. He is having more and more trouble understanding... instructions and
conversations are not happening any more. He does not know or understand what | am
saying. | can’t explain to him what is going on; | don’t know how to tell him what is
going to happen.” Unpaid Care Provider

There were a few mentions regarding the lack of information specific to family members that may not
provide care to a person living with dementia and who may have varying degrees of interaction with that
person. Knowing what to expect and how to communicate so as to ensure a successful interaction with
their family member was of interest.

“You might not be the primary care provider [but you needto know] how to interact
withthem; how the interaction might change; how to not cause additional stress for the
person.” Unpaid Care Provider

In general, paid care providers were most interested in additional information toassist people living with
dementia and their family, rather thaninform their professional activities. The most acute need is for a
centralized list of local resources and support available to people living with dementia and their family.

Membersfrom the general public and those in higher risk groups were less likely to know what
information is missing, because they were less likely to have searched for it in the past.

As mentioned, first responders and paid healthcare providers generally relied on courses offered by their
licensing body to provide them withinformation on dementia and other related topics. However, first
responders recognized that in these training sessions informationis lacking on topics relatedtodealing
with people living with dementia.

OnlineFile Format

There was widespread appreciation for information being provided in a broad range of online formats
primarily based on the type of audience.

Participantswere told there are many ways information could be accessed online on any website,
including: reading text on a website; downloading files; seeing listings or libraries of information or
resources; using assessment tools / questionnaires; reviewing videos or audio files; or taking partin an
online forum.

File Format

Across groups, participantsgenerally made use of multiple formatswhen accessing information online.
Which format is used at any given time was largely dependent on when the informationis sought, what
the informationis used for, what level of detailis required and who the information is intended for. There
was general agreement thathaving information available in multiple formatsis necessary for any
effective website.
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“I hate to say this, but | would like to have themall. | like watching videos, downloading
information, taking part in forums. WhenI’'m hungry for information, I like to have them
all so I can figure out what’s going on.” General Population

For many, reading text on a screen wasthe preferred format, particularly if looking for a quick reference
or answer to a question. This was especially the case for those searching for information on a mobile
device.

By contrast, others indicated that they preferred to download a document on their computer so they can
print it off to share with others, save it as an easy reference in the future, and mark up any commentsor
questions on the document itself. Multiple participantsliving with dementia voiced preference for
downloading and printing documents, primarily so they don’t have to navigate how tofind the
information in the future. Having a hard copy on hand or saved on their desktop was appreciated for
ease of reference, allowing individuals the ability to consume information at their own pace.

That being said, it wasbelieved by a few people across audiences that to make text-based or printed
information useful to people living with dementia and their relatives, it is important that it remains
concise, visually attractive and uses simple language.

“Si je veux aller chercher de I'information a transmettre c’est bien quandil n’y a pas trop
d’information et que c’est bien vulgarisé. Par sous points, par exemple.” (If | am looking
for information to give away, it is good when there isn’t too much information and it is
well popularized. In bullet point format, for example.) Paid Care Provider - Care

Having accessto videos or podcasts was especially appealing to some. Many participants were self-
professed visual or active learners, and found it easier to absorb and comprehend information in an audio
or video format, rather than exclusively through text. Others appreciated having the ability to listen to a
podcast while multitasking. It wasalso noted that anaudio-visual format could be useful for individuals
with lower literacy levels. However, healthcare providers noted that access to video or audio file formats
are blocked in some workplaces.

“I like something that keeps me connected. Watching videos and listening to podcasts.
The use of social media and watching storieson Instagram.” Unpaid Care Provider

“Dansle cadre de mon travail a I'hépital tous les fichiers audio et vidéo sont bloqués au
travail. Lestrucs qui se lisent c’est plus accessible pour moi.” (In the course of my work
at the hospital, all audio and video files are blocked at work. Things that can be read are
more accessible to me.) Paid Care Provider - Healthcare

“Lesbalados ou les ‘audiobook’ c’est quelque chose que j’ai découvert récemment. Des
fois, il faut que je relise la méme page deux, trois fois. Donc je peux faire autre chose en
méme temps que j'écoute les balados.” (Podcasts or audiobooks are things | recently
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discovered. Sometimes| have to reread the same page two or three times. So, | can do
otherthings while listening to podcasts.) Person living with dementia

It was mentioned that audio and video files should be short, visually attractive, present informationin an
easy-to-understand format, and be professionally produced tobe of interest.

“Dans un site gouvernemental je m’attends a ce que les capsules soient bien faites,
courteset efficaces. Les vidéos, ¢ca vient alléger la prise d’information.” (On a
government site | expect the capsulesto be well made, short and effective. Videos make
it easier to take in information.) General Population

“Videos are particularly helpful, especially when sharing with others. You might catch
their [people living with dementia] attention. But it needs to be visually attractive and
short —like 2-3 minutes.” Unpaid Care Provider

“Jaime les capsulesvidéo d’information et de témoignages quand c’est orchestré par
des professionnels avec des exemples concrets.” (llove video information and
testimonial videos when orchestrated by professionals with real life examples.) General
Population - Higher Risk

It wasalso expressed that video files are appropriate torelay information that was originally shared
during anevent, like a conference. During the discussion, a number of rural participants conveyed a
desire to have easier accessto this kind of information/event, and having a link to a recording of
presentationsor conferences would be appealing to them.

“S’il se donne une conférence a Montréal, j'aimeraisy assister en ligne [ou] de voir
I'enregistrement.” (If there isa conference in Montreal, | would like to attend online or
to watch the recording.) Unpaid Care Provider

Having accessto listings of resources and supports (either with or without links), waswell received and
considered extremely useful on any site. Such information was especially valuable if local resources and
supports areincluded.

Questionnaires or surveys were considered helpful tools to guide action and decision-making, although
with some reservation. Unpaid care providers and people living with dementia felt that such tools could
be useful and directional to help identify when help should be sought, or what resources would be most
appropriate based on the stage of dementia they have reached.

“Cet outil pourrait étre utile sila personne n’est pas certaine de la situation et pour
diriger a des ressources— pour la gestion des risques et dessymptémes.” (This tool could
be useful if the person is unsure of the situation and to refer to resources - for risk and
symptom management.) Unpaid Care Provider
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That said, some health professionals and first responders expressed concern with the potential of
individuals self diagnosing or inaccurately interpreting results, and felt caution was needed in designing
such tools.

“I caution against memory tests. They’re difficult to interpret and I'd be worried about
people misconstruing results.” Paid Care provider - Care

Finally, the use of online discussion forums where individuals can share conversations with others was
well received, particularlyamong unpaid care providers, people living with dementia,and members of the
general public (especially those in higher risk groups). These audiences welcomed the opportunity to
learnfrom others’ experiences, and were generally receptive to both reading comments from others and
actively engaging inthe exchange of information. That said, participantsexpressed the importance of
having such a resource be well-structuredand carefully facilitated and monitored to ensure accurate and
reliable information is being shared and that privacy is being respected.

“Having a group discussion can help you feel like you’re not alone.” General Population

“I know several people who have or had dementia and their experiences are totally
different, but out in the web world, someone is going to be going through what you are
going through with the same symptoms.” Person living with dementia

Other audiences (notably paid care providers) had less interest in an online discussion forum, and
typicallyindicated that they would not likely interact with others on a forum on dementia.

“I stay away from chat rooms. You don’t know whois on the otherend.” Paid Care
Provider - First Responder (Police Officer)

Online Portal Content and Functionality
There was recognized value in having an online dementia portal that is all-inclusive in terms of content.

At this point in the focus group discussion, participantswere informed that the Public Health Agency of
Canada is working on a website that would provide information on dementia.

Overall Reactions

Not surprisingly giventhe perceived lack of a central credible source of information on dementia,
participantsacrossall audiences were receptive to the idea of a government-sponsored online portal on
dementia.Across groups, it wasfelt that this tool would be most useful to unpaid care providers and
family members, as a source of information and to identify local resources. Paid and unpaid care
providers believed that apart from those who have mild symptoms of dementia, people living with
dementia would be unlikely touse anonline portal given its complexity. That being said, the idea of a
centralized online resource for information on dementia held appealamong people living with dementia
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as long as the navigation remainssimple (e.g., not too many clicks needed; not too much information on
each page) and provides access toinformation that can guide immediate actions(e.g., where to find
resources locally). In addition, people living with dementia felt it would be important to make information
accessible on the website by also including a phone number where questions could be answered or
where someone could provide direction on how to easily access information and resources.

Paid care providers, including healthcare providers and toa lesser extent those providing more general
care and first responders, expressed that they would be most likely to recommend the website to people
living with dementia and their families rather than use it as a source of information for themselves.
However, some felt that such a resource would provide an effective training tool for first responders.

“Honnétement je ne l'utiliserais pas sauf pour le référer a des familles. C’est utile pour
les familles parce qu’ils se sentent démunies et laissées a eux-mémes.” (I honestly
wouldn't use it except to refer it to families. It is useful for families because they feel
helpless and left to fend for themselves.) Paid Care Provider — First Responder

“Including brief courses or quizzes on dealing with people with dementia would be
helpful. We have ... training in our hall where every morning we have a quick briefing on
something we learned today. Having something on how to approach a person living with
dementia [ranging from them being cooperative, scared to aggressive ] would be good to
have.” Paid Care Provider— First Responder

“I think if they are going to make a website, it should be the only one that family
members should have to go to [for information] ...it [would be] so comprehensive you
don’t have to go elsewhere.” Paid Care Provider - Healthcare

Regardless of expected use, it was largely believed that an online portal on dementiais an important tool
and one thatis currentlylacking.

Topics of Importance

This section explores the expectations for an online portal on dementia, including what information and
functionalitiesit should include. Participantswere shown a list of topics that could be included on the
portal, in addition to being asked what else would be of interest tothem for the online portal. The topics
shown included (with bolded italicized topics being most commonly selected as important toinclude on
the portal):

e Signsand symptoms of dementia

e Dementia care such as management of symptoms

e Information needed by care providers

e Dementia service organizations (listings / links to organizations / support groups available for
those living with dementia)

e Care provider resources (services / self-care / groups)
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Prevention / how to reduce risks of developing dementia symptoms

Tools that help with diagnosis

How to reduce stigma (negative stereotypes) and make communities more inclusive and
supportive for people living with dementia?

Government policies and strategies about dementia

Current dementia research projects and results

Dementia information adapted to specific populations

Online forum (ability to ask questions / have discussion online with other people using the
website)

Nearly all topics listed were considered important despite those listed in bold and italics being most
commonly selected as important for the portal. Participantsalso mentioned a variety of other
information type they would like to find on the portal, as listed below. Unsurprisingly, many of the topics
deemed important were consistent with the information needs and gaps expressed in the beginning of

the session. Across audiences, participantsconcurredthat anonline portal on dementia should be all-
inclusive and provide a wide range of information as informational needs would vary notably across
audiences. It should also be noted that for most of the topics of interest, there was a desire for detailed
information to be available to assist with unigue, unusual or infrequent situations.

“Everyone would be looking for different things, at different stages. All that information
will be important to someone.” General Population

In general, priority topics consistently included:

Understanding and Defining Dementia

There was a desire for the portal to define dementia, notably in terms of the signs and symptoms,
the different types of dementia, how it compares to Alzheimer’sdisease, the genetics of
dementia, information on the various stages of dementia, understanding the progression of
dementia, how to reduce risks of developing dementia and tools that help with diagnosis. Gaining
a better understanding of dementia was particularlyimportant to unpaid care providers and
people living with dementia.

“Je veux savoir la définition exacte de la démence en comparaison avec les autres
formesde maladies mentales. Une anxiété profonde est-ce que ¢a fait partie de la
démence?” (I want to know the exact definition of dementia compared to other forms of
mentalillness. Deep anxiety is that part of dementia?) General Population - Higher Risk

“Understanding the different types of dementia and how it affects your loved ones —
thatis important to know early on. Focusing on distinguishing the typesof dementia and
how it can look.” Unpaid Care Provider
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“Mieux comprendre dans quel état je suis et quelle maladie je pourrais avoir selon les
symptémes.” (Better understand in what state | am and what type of illness | could have
based on the symptoms.) Person living with dementia

When providing information on the signs and symptoms of dementia, it wasfelt that the manner
in which the informationis provided and the tone should be carefully chosen to avoid being
alarmist. Paid care providers largely believed that a self-diagnosis tool should not be provided on
its own, without guidance on how to interpret the results. As such, thereis perhaps a need to
position such tool carefully if itis used on the portal, so asnot to give theidea that it can be used
on its own without professional assistance.

“I worry about people diagnosing themselves or their family members without health
advice. Signs and symptoms are one thing, diagnosis is another.” Paid Care Provider —
Care

It wasalso mentionedthat dementia should be explainedto children in a manner thatis age-
appropriate.

“[There should be] a section for small kids because when they see grandpa and grandma
go through this it is confusing and it is so hard to explain to them. Short animated

videos, games and activities.” Unpaid Care Provider

Living with Dementia

There was aninterest on the part of both people living with dementia and unpaid care providers
to understand how dementia affects someone’s daily life. Specific information of interest for the
portalincluded a practical guide of how to live well with dementia, aswell as a list of dementia
service organizationsthat provide information, assistance, and activities for people living with
dementia and care providers/relatives.

A few healthcare professionals also noted the importance of including information regarding key
decisions that need tobe made by people living with dementia and family members as the
symptoms of dementia evolve, such asassessing driving capabilitiesand the use of a vehicle, or
how to react whena person living with dementia removes their clothes for comfort. It was also
believed that information should be provided toassist care providers and family members in how
to bring up difficult topics in discussions with people living with dementia.

“Jai une cliente quine peut plus conduire mais elle a le droit de conduire. Elle préte son
auto a n’‘importe qui qui va faire des courses pour elle mais elle ne connait pas les
conséquences. Elle ne comprend pas ses responsabilitéslégales.” (I have a client who
can no longer drive but is allowed to drive. She lends her car to anyone who goes
shopping for her, but she doesn't know the consequences. She does not understand her
legal responsibilities.) Paid Care Provider — Healthcare
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“Addressing the feeling and caring for people who have dementia is about the lived
experience. Allowing them to share what they live and the behaviour patterns would be
useful; they don’t know how to handle what comes up. Nudity for example. The person
who has dementia starts taking their clothes off for comfort. Things like that. How do
people live that experience ? They need day-to-day practical advice. And see that
someone else has gone through the same thing.” — Paid Care Provider - Care

A suggestion was made to clearlyidentify what services are available from resources, thus guiding
unpaid care providers and people living with dementia in contacting the right resource to meet
their needs. Indeed, there wasa great level of frustration among unpaid care providers in
searching for resources available to themas the need for various supports arise.

Treating Dementia

Although many realized that dementia is currently incurable, a few participants were under the
impression that a cure might be found eventually. Nonetheless, there wasa desire from unpaid
care providers and people living with dementia for information to be included on the portal on
what type of treatments might be available, including various types of medicationand their
respective roles, understanding what dietary choices are best, and what activities or exercisesare
recommended, including brain stimulation.

Care Information

Not surprisingly, unpaid and paid care providers (those in a caring or support role only) were
highly interested in information related to dementia care, including practical advice for dealing
with dementia and managing symptoms. Providing tips and tricks on how to respond, how to help
others, and how to best interact and communicate with people living with dementia were topics
of interest for the portal.

“Somewhere to see what stepsto take when someone has dementia. What to do next.
You also needto know where to access local resources and financial support.” General
Population— Higher Risk

Across locations, care providers, most notably unpaid care providers, felt that information on
how to deal with stress and anxiety, how to protect themselvesin crisis situations, and what
resources, support and assistance are available for unpaid care providers was paramount. Paid
and unpaid care providers also mentioned that a discussion forum would be most useful for
people living with dementia and their families to share experienceswith others in the same
situation.

“Aforum is a good idea to apply a sense of family or community for families and care
providers, as long as it is moderated.” Paid Care Provider —Care

Planning for the Future
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Unpaid care providers and, to some extent, people with mild dementia symptoms conveyed they
would be looking to the portal for information and assistance to help them plan for the future.
The most acute need wasfor legalinformation (e.g., when and how to set up power of attorney)
and housing options (e.g., what specialized housing options exist and when and how to access
continuing care facilities). It was also mentioned that family members, regardless of their care
provider role, sometimes have difficulty with obtaining consent from people living with dementia
to be formally assessed and thus they may benefit from information and guidance on how to
obtain atreatment order.

“Tout I'aspect financier et 'assurance. Qui s‘occupe de quoi. Par rapport a une personne
qui n’est plus indépendante.” (All the financial and insurance aspects. Who does what?
Comparedto a person who is no longer independent.) General Population

“Have a good focus on care planning; these are the behaviours; thisis what we will do
with them. And also, advanced care planning: attorneysand directives. People want to
plan.” Paid Care Provider—Care

“Avant d’avoir un diagnostic la personne [qui est atteinte de démence] ne veut pasaller
voir le médecin donc la famille doit avoir une ordonnance de traitement ou d’évaluation
psychiatrique. Les personnes [la famille] ne sont pas au courant que c’est eux qui doivent
le faire. Nous on peut le faire pour un traitement de 48 ou 72 heures mais pas pour plus
longtemps.” (Before being diagnosed, the person who has dementia does not want to
see the doctor, so the family must have a prescription for treatmentor psychiatric
assessment. Family members are not aware that they have request it. We can do it for a
48- or 72-hour treatment but not for longer.) Paid Care Provider — First Responder

Multiple first responders felt that it would be helpful if family members or people living with
dementia were directed to provide key information on a secure platform thatis readily accessible
in case of emergency. Providing a description of the person living with dementia’s current
situation, how symptoms will progress, what to do if they are prone to wander, and medications
were key items that could be especially helpful in a time of crisis.

It wasalso mentionedto include information to help people living with dementia, parentsand
unpaid care providers to speak about dementia tochildren, especially if dementia is affecting a
close relationship. It was believed that information would be helpful regardless of the age of the
children, whether young or in adulthood. Similarly, information on how to make the home safe
for someone living with dementia wasdeemed useful and relevant for an online portal on
dementia.

“It would be how much information or how to relate to my growing children who are
concerned about their dad and what is happening to him. As a mother | want to protect

them from having to worry about their dad. A lot of time | don’t relate how their dad is

doing, | don’t give them the information they are asking from me. | don’t want to add

more stress totheir lives. [It would be nice to have information about] accepting the
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diagnosis of a parent and how to relay that information to your children, even to
growing children. How they can accept what their parentsare going through.” Unpaid
Care Provider

Some topics presented for consideration received less enthusiasm. Although these topics were still

considered important by a majority of participants, they were deemed more secondary topics for the
portal:

e How toreduce stigma (negative stereotypes) and make communities more inclusive and
supportive for people living with dementia. Many, in fact questioned if there was actually a
negative stigma toward dementia; however, those who did see it as a concern (particularly
those with a personal connection to dementia) felt stigma was very real and may prevent
individuals from reaching out and seeking assistance. Across audiences, healthcare
professionals and unpaid care providers were more likely to have selected it asa ‘must have’
topic for the portal. While there is recognition for the need to address stigmatisation for
people living with dementia, some questioned if the online portal was the most appropriate
channel to do so.

“Comment réduire la stigmatisation, c’est trop théorique. Les débats de société n’ont
pas leur place ici.” (How to reduce stigma is too theoretical. Social debates have no
place here.) Unpaid Care Provider

e Government policies and strategies about dementia. Unless directly related to service
provision for those living with dementia, there was a general perception that information on
policies and strategies lacked actionable relevance in people living with dementia’s day to
day lives, and thus the portal might not be the best place to provide this information.

“Less about government policies and more about the practical day-to-day stuff. If you
are a care provider or may have dementia, policies don’t matter.” Paid Care Provider —
First Responder

e Current dementia research projects and results. Thistopic was considered less actionable,
though of interest to those who were keen to better understand dementia and what can be
done to address it. This topic was also more commonly chosen asimportant among
healthcare providers, first responders and to a more limited extent among people living with
dementia (notably those with early symptoms of dementia). A few people expressed a desire
for simplified information on research initiatives to assist with comprehension. Others were
interested because of the sense of hope research projects might offer.

“Lesétudes doivent bien étre vulgarisées et non seulement donner un lien qui mene a
Pub Med.” (Research findings should be popularized and not only provided through a
link that goes to Pub Med.) Paid Care Provider— Care

Health Canada © Narrative Research, 2021 @



I\

Priorities foran Information Portal on Dementia (HCPOR-20-16)

e Dementia information adapted to specific populations. Many participants felt dementia is not
a condition that is more prevalent in specific groups within the general population (e.g.,
based on ethnicity), but is relevant to the community at large. Accordingly, they questioned
why information should be adapted to specific populations.

e Online discussion forum. Across audiences, this tool had mixed appeal, with some finding it a
good idea to share experiences and gain knowledge on dementia. Consistent with previous
parts of the session, respondents expressed an expectation that a discussion forum on the
portal would be professionally moderated to ensure respectful discussions and prevent
unsound medical advice from being shared. That said, a good number of unpaid care
providers felt it could be a useful tool for them to communicate with other care providers for
advice and support. They especially appreciated the opportunity to converse directly with
those who are experiencing the same challenges in their life.

It was also mentioned by some, including unpaid care providers and members from the
general public, that this kind of tool would be useful if it would allow individuals to ask
questions to healthcare providers who are knowledgeable about dementia.

e Preventing Dementia. Some questioned if ‘prevention’” was appropriate and considered it a
misleading topic, given that many did not believe dementia could be prevented. It should be
noted that information related to prevention and how to reduce the risk of dementia was
considered less important by paid and unpaid care providers and people living with
dementia. While it may be perceived as an important consideration for the general public
and higher risk populations, participants in these target groups did not express a particularly
strong interest in this topic. Nonetheless, it was believed it would still be an interesting
component of the online portal.

“Pour une personne atteinte, la prévention n’arien a voir la. Les projets, la recherche,
c’est trop tard. Ce qui nous intéresse comme professionnel c’est d’avoir une liste de
choses d’urgence. Qu’est ce qui arrive quand on ne peut pas avoir accés a des logements
sociaux? Si les gens se retrouve sans droits parce qu’ils n‘ont pas remplileurs obligations
de citoyens?” (For someone who is affected, prevention is no longer possible. Projects,
research, that’stoo late. What is of interest to us as professionals is to have accessto a
list of urgent things to take care of. What happens when you cannot access social
housing? What if people find themselves without rights because they have not fulfilled
their obligations as a citizen?) Paid Care Provider - Healthcare

In additionto the topics presented above, it was felt that the tone of information on the website was
paramount and needs to convey a sense of optimism and hope, rather than being presentedin a way
reflective of doom and gloom or suggestive of a death sentence. Further, across audiences, participants
generally concurredthat priority should be givento both people living with dementia (i.e., people with
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early symptoms of dementia who still have the cognitive capabilitiesto use this kind of online tool) and
their family members / unpaid care providers in the way the portalis designed, with the information
needs of those audiences given priority.

Functionalities and Tools

A variety of tools and functionalities were suggested to enhance an online portal on dementia. These
included:

e Inclusion of Frequently Asked Questions (FAQS)

e Live chat with a health professional (ability to ask specific questions to a nurse or other health
professional in real time that may not be adequately covered on the site).

e Search bar,to assist site navigation, if necessary.

¢ Inclusion of a prominent national hotline

e Ability to download an emergency information guide sheet (recommended by first responders
so information is readily at hand if first responders arrive at the home).

e Offer the optiontosigninand create an account toenable users to create a personal library
where they can save or flag site contents, as well as access a personal virtual notepad.

e Atranslation feature; toprovide the ability to have the site content translated.

e Social media presence, including live Facebook chats with a feed.

Reactions to an Existing Online Portal on Dementia

The Dementia Australia site was considered a good template for a Canadian portal. It was held in high
regard for its visual appeal, ease of navigation and the breadth, depth and trustworthiness of information.

For the last part of the discussions, participantswere briefly shown an Australian website (Dementia
Australia) that provides information on dementia (dementia.org.au). Following a brief live tour of the site,
participantswere asked for their reactionsto the site, particularlyinterms of its look and feel, general
layout, organization and presentation. The Dementia Australia website was not shown nor discussed with
people living with dementia given the shorter session length. The following section provides comments
for all other audiences (paid and unpaid care providers, general populationand those with higher risk).

Overall Reactions and Graphic Elements

Across audiences and locations, participants overwhelmingly endorsed the Dementia Australia site. The
website was considered visually appealing, well designed, very professional and easy to navigate.The
site’s colours and use of graphicswere generally well liked and considered calming, positive and
attractive, although a few felt that it wastoo bland.

“It looks easy to navigate. Well presented. People don’t want to dig for information.
Oftenyou don’t know what you want until you see it. It seems easy to narrow down
information.” Paid Care Provider - Healthcare
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“Lescouleurssont calmes. Les personnes avec la démence on doit les garder calme. Pas
trop de stimulant.” (“The colors are calm. People with dementia should be kept calm.
Not too much stimulus.) Paid Care Provider — Healthcare

The design was believed to include a good level of contrast, though some felt it was text-heavy. The
website’s overall optimistic design created a sense of hope for some. The presence of visuals and
photographs of happy people/situations also helped set the tone, although it was believed at timesthat
the imagesshould show a wider age range torecognize that dementia also affectsyounger people.

Site Content and Navigation

The Dementia Australia site was praised for its extensive and thorough information, presented in an easy
to navigate format. While there appearedtobe a lot of information on the site, simple banner points and
extensive drop-down menus provided easy direction for visitors. As such, participantsappreciatedthe
fact that the site could be easily navigated both by those looking for basic information, as well as by those
looking to do a deep dive for more detailedinformation on dementia.

“You don’t have to search around for what you are looking for, it is right there (in the
menu and sub-menus). For me that is easy to navigate that way.” Unpaid Care Provider

“This is very informative and covers a lot of material. It’s very user-friendly and looks like
it’s being kept up-to-date. Knowing what we have with the Alzheimer Society [website |-
this is really, really good. It gives people options.” — General Population— Higher Risk

“Je trouve ¢a intéressant —Le menu du haut est bien fait et tu sais aisément ol te diriger
pour aller chercher I'information que tu recherches. C’est facile a utiliser. Le fait qu’on
voit le menu sans avoir a cliquer c’est bien pour visualiser rapidement ce que tu
recherches.” (Ifind it interesting - The top menu is well done and you easily know where
to go to get the information you are looking for. It’s easy to use. The fact that you can
see the menu without having to click is good for quickly seeing what you are looking for.)
Paid Care Provider— Healthcare

Quite a few participants noted that the informationis presentedin small chunks, which makes it
manageable.Yet, the site appearedto provide detailed information for those who are interestedin
digging further. The topics are presented from general and gradually become more specific as you move
throughthe site.

“Ca va du plus général [sujet] au plus détaillé. Les textes ne sont pas trop chargés mais
on peut aller chercher plus loin si on veut plus d’information.” (It goes from the most
general topic to the most detailed. The texts are not too busy but we can look further if
we want more information.) General Population
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“I personally find the colours and layout of the site to be bright and cheerful. It is a
bright turquoise and immediately there are pictures. If you go and click on something,
you see that you go from general [information] to more specific to even more specific as
you click. It’s certainly not overwhelming.” Unpaid Care Provider

Further, having the ability to see each section’s content by hovering the mouse over each of the main
menu items was generally considered useful. Only a few felt that the listings were too long and suggested
visual clutter.

“Tout est accessible rapidement et le téléphone est mis en avant plan. Les sous-titres
dans le menu c’est quand méme bien détaillé.” (Everything is accessible quickly and the
phone is in visible. The subtitles in the menu are still very detailed.) Paid Care Provider —
First Responder

Headerson the Dementia Australia home page was suggestive of the sections’ content. Including the
option of a more icon-based menu (when clicking on a topic), which was appreciated for its brevity,
limited text andvisual appeal.

Some felt the site would be further enhancedif it provided a more upfront division of audience on the
home page, rather than having to goto the information tabto get there. This approach would ensure that
visitors do not get overwhelmed with the amount of information on the site and are only presented with
content thatis more relevant to their situation and information needs. In fact, the desire to have
information organized by user type was mentionedin some of the focus groups while discussing the
topics to be included in anonline portal on dementia (before showing the Australian website), suggesting
that this is an intuitive way of organizing the information. Suggested breakdown by audience included:
people living with dementia; family/friends/colleagues; unpaid care providers; andvarious sections for
paid care providers based on the type of work or workplace (e.g., first responders; healthcare
professionals; personal care providers).

In additionto breaking down the information by user-type, it was believed that resource listings should
be provided by region, or atthe very least, by province/territory. Further, it was considered important
that any Canadiansite include both urban and rural resources.

“Il faudrait que ce soit divisé par personne-cible. A qui I'information serait le plus utile.
De réfléchir a comment diviser tous les themes. Il faut aussi diviser les services par
région ce qui permettraitde voir si dans certainesrégions on manque de service et
(déterminer) comment ajuster le systéme de santé pour soutenir ces résidents.” (It
should be divided by target audience. Who the information would be most useful to.
Thinking about how to divide all of the themes. Services should also be grouped by
region which would allow to see if services are missing in some region, and determine
how the healthcare system could support those residents.) Paid Care Provider - Care
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Site Functionalities and Accessibility Features

The prominence of the National Helpline and other accessibility features (free tool kit, email support,
helpline web chat, and multiple language options) were well liked and appreciated, especially giventhe
fact that manyindividuals with dementia tendto be older. However, a few participantswere under the
impression that the helpline would provide assistance to locate the desired information on the website or
from other resources, thus suggesting the need to clarify its purpose.

“Je ne sais pas combien de fois j'ai été obligé d’expliquer ma situation pour avoir des
ressources. La tu appelles des gens qui savent ce qu’est la démence.” (I don't know how
many times| had toexplain my situation in order to have the resources. There you call
people who know what dementia is.) Unpaid Care Provider

Inclusion of a ‘listen’ feature that readssite content wasalso enthusiastically received, as was the
prominent search bar. Some suggested thatinclusion of a font size adjuster tool (the abilityto enlarge
font size) and a zooming function would further enhance thessite’s accessibility.

The ability to share the site contentswith others via email waswell liked, especially by paid care providers
who would use this tool to provide informationto people living with dementia and their family members,
as wellas share interesting information with colleagues.

“I'really like the ‘share’ option. Instead of printing everything or telling a family to go to
the website | could email them specific resources, or to other colleagues.” Paid Care
Provider— Care

Many also looked favourably on having resources available in diverse languagesand would want tosee
this incorporatedinto a Canadian portal. It wassuggestedto incorporate a translate function into the
website, thus allowing users to have all of the website contentstranslated, rather thanonly selected
areas.

“Is there a way to have a translate function instead of having separate documents
translated? Language is definitely an issue. The most important thing is to empower
people who have dementia as much as we can.” Paid Care Provider - Care

Trustworthiness

Information on the Dementia Australia site was perceived to be trustworthy and reliable, primarily
because of the site’s professional design, the depth of information provided, the inclusion of multiple
contact sources, the presence of the acronym ‘org’ in the URL, and its hosting of the National Dementia
Helpline. Having the site display a registered charity symbol further added to its credibility. That said, the
presence of a “donate” section made some question the objectiveness of the information provided on
the website.
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Perceived Target Audiences

It should be noted that across paid and unpaid care providers, as well as some members of the general
public and higher risk groups, questions were raised as tothe usefulness of anonline portal like the
Dementia Australia site for people living with dementia giventhe amount of informationincluded and the
text-heavy layout. It was generally felt that this type of site would be most useful tounpaid care providers
and family / relatives. Paid care providers believed they would primarily recommendit to those
audiences, or as a meansfor themto source out local resources to assist people living with dementia.
Since the review of the Dementia Australia portal was excluded from the sessions for people living with
dementia, their views on who would benefit from an online portal were not captured.

Trust/Confidence

Giventhe inherent level of trust in governments, there would be merit in clearly identifying a Canadian
online portal on dementia as being endorsed by the Government of Canada.

There would be great confidence in the informationincluded on a website sponsored by the Government
of Canada.That said, if the site washosted through a non-governmental partner organization, but funded
by the Public Health Agency of Canada, most felt strongly that such a site should be visibly supported and
endorsed by the government to instill confidence.

Across groups, consistent suggestionsincluded making it easyto determine the source of information,
prominently indicating that the site is supported and endorsed by the Public Health Agency of Canada,
and potentially ensuring a “.ca’, ‘gc.ca’, or “.edu’ URL or the lock symbol in the address bar. Other
suggestions included displaying a Canadianflag on the site, and providing clear contact information
(phone, address, contact listings) to add legitimacy, and providing a means for someone who may not be
computer-savvy tostill access information. These approacheswere considered particularly important if
the portalis to be hosted outside of the Canada.ca website.

“At school a few years ago, they told us that when doing a website review, you are
checking the name [.org] and copyright logo; and one thing that is important is contact
numberson how toreachthem.” Paid Care Provider - Care

“Definitely there needs to be the Canada logo and branding. If it is a joint partnership or
project funded by PHAC, you need to have that level of branding in the ‘About Us’
category. Who helpedto create the content; where the information come from; the
resources and sources.” Paid Care Provider - Care

“After the domain name. | see ‘dot com’, ‘dot ca’, ‘dot edu’ to know what kind of
website it is. “Dot org’ and ‘doc edu’ are generally more reliable than the regular ‘dot
com’site.” Unpaid Care Provider
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On the Australiansite, information suggesting that resources are available nationally elicited a sense of
confidence to a few participants, who felt that national resources would normally be endorsed or
supported by government. At the same time, the overall breadth and depth of information, the variety of
tools, the community presence through activitiesand the organisation’s presence on social media all
contributedto participants having trust in the information provided on the Dementia Australia website.

“Je rechercherais unlogo gouvernemental. Virai vérifier les références sous les articles si
ellessont crédibles. Le nom ‘Dementia Australia’suggére que c’est national, c’est a la
grandeur du pays. Le ‘National Dementia Helpline’, c’est national aussi et ¢ca donne
I'impression que c’est fait parle gouvernement.” (lwould look for a government logo. |
will check the references under the articlesifthey are credible. The name ‘Dementia
Australia’ suggests that it’s national, it’s nationwide. The 'National Dementia Helpline'is
national too and it looks like it's done by the government.) Paid Care Provider — Care

“Any site that has gone to the effort to include so much information, be so easy to
access and have a 1-800 resource, suggests to me that it is trustworthy. You recognize
the level of effort. It has a familiar feel — and you trust what is familiar.” Paid Care
Provider — First Responder

“Oui j’ai confiance [dans le site Dementia Australia]. C'est comme une encyclopédie [le
site Dementia Australia]; c’est complet. Il semble en partenariat avec d’autres
organismes; il y a un calendrier, des activités, la possibilité de chatter et d’aller sur les
réseaux sociaux. lls ont une version mobile. Donc c’est trésélaboré.” (Yes| trust the
Dementia Australia site. It's like an encyclopedia [the Dementia Australia site]; it is
complete. It seems in partnership with other organizations; there isa calendar,
activities, the ability to chat and go on social media. They have a mobile version. So, it's
veryelaborate.) General Population - Higher Risk

“It is so complete. Headings for all the things people want to know. They have the
‘about us’ link, so you can see who it includes. The fact that they have the option for
health care professionals means a lot. If health care professionals would go there you
would trust the site.” Paid Care Provider - Healthcare

“Le contenu [du site Dementia Australia] est guand méme fourni, il est bienrédigé. |l y a
un éventail d’articles différents qui va des symptémes a la prise en charge. Les derniéres
recherchesenla matiére. [l met aussi en relation les gens a traversdesrencontres.” (The
content of the Dementia Australia site is comprehensive; it is well written. There isa
variety of different articles ranging from symptoms to management. The latest research
in the field. It also connects people through meetings.) General Population

In additionto having the site endorsed by government, a few felt that it would be beneficial tohave the
Canadiandementia portal endorsed by key health organizationsandassociations (e.g., Canadian Medical
Association, Alzheimer Society of Canada, etc.) or perhaps respected and well-known scientific bodies or
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educationalinstitutions. This would add further credibility to the quality of information provided on the
site. Adding a link to the portal from the Canada.ca website wasalso suggested to further legitimize the
portal, if it is hosted outside of government.

Finally, knowing the sources of information provided and ensuring that they are credible would
contribute to enhancing a sense of trust in the Canadian portal. This includes ensuring that the published
information is endorsed by qualified experts.

“Du point de vue scientifique, sans alourdir la présentation du site, donner des citations
et des références pour prouver la source d’informations et pour savoir qu’elles viennent
de sourcescrédibles.” (From a scientific point of view, without overloading the
presentation of the site, include quotes and referencesto prove the source of the
information and to know that it comes from credible sources.) Paid Care Provider - Care

Additional Resources

While development of a portal on dementia held high appeal, additional resources were deemed necessary
to meet the diverse needs of those looking for dementia information.

When asked what other tools or support about dementia should be made available, beyond a website or
online resource, participants provided a number of suggestions:

e Printedinformation (e.g., brochures) in public places such as retail stores, pharmacies,
doctors’ offices and senior centres/complexes. One person mentioned the Berkshire Blue
Book on dementia as a good example of a printed reference tool. Having information
available in multiple languages (beyond English and French) was deemed important.

e Develop a national helpline (1-800 #) with health professionals (e.g., nurse) available to quickly
answer guestions about dementia.

e Develop a podcast with key information on dementia.

e Establish a presence on social media, including a Facebook page, where users could obtain
information and exchange with other users. This could be part of an awareness campaign on
dementia or a means to promote the portal. Social media could also be used to post notices
for the latest information posted on the portal.

e Listing of local support groups for people living with dementia, as well as unpaid care providers. A
few paid care providers suggested to show this information in a listing format but also in a
visual format (e.g., a “care map”). At the same time, many stressed the importance of
developing accessible healthcare resources to support unpaid care providers and family
members.
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“Il faut des groupes de soutien pour I'entourage et la famille qui eux aussi vivent de la
détresse. lls ne savent pas comment communiquer [avec une personne atteinte de
démence] et comment aborder les sujetsimportants avec eux.” (Support groups are
needed for those around people living with dementia, and their families, who are also in
distress. They don't know how to communicate with a person with dementia and how to
discuss important matters with them.) Paid Care Provider —Care

e Offerself-diagnostic tools that provide tailored advice on support and resources based on the
results (i.e., based on the stage of dementia). There was an interest to use this tool multiple
times as the situation of a person living with dementia evolves over time.

e An ombudsman oradvocate toensure the rights of patients and family members are respected
when they receive treatment.

In addition, first responders suggested a number of other supports for people living with dementia,
including:

e A cardthat lists the dementia website and 1-800 number that first responders can give to those
in need.

e An emergency help sheet template/form that can be provided to those diagnosed with
dementia, whereby information is completed and ready to access if a first responder is called
to their home. Alternatively, development of an app that would provide quick and easy
access to important information was suggested.

e Increase availability of GPS bracelet or tagthat can be worn by those with dementia, similar to a
medic alert bracelet, to aid first responders should the person living with dementia wander
away from home. Such a tool would allow police to tag or track an individual and ensure a
more efficient recovery.

e Information on the Vulnerable Persons Registry, whereby family members can register a person
living with dementia so first responders have access to information when needed.
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Participant Suggestions

At the end of the sessions, participants were askedif they had any final suggestions for the Public Health

Agency of Canada asit looks to develop a portal on dementia. Anumber of consistent suggestionswere
given, including:

Use the Dementia Australia site as a template; don’t re-create the wheel
Ensure the site provides information on all types of dementia

Information directed to the general public should be void of medical jargon, ensuring content
is easily understood at various reading levels

Once developed, educate the public about the site (via traditional media, social media,
inserts in CPP payments, printed materials at doctors’ offices / clinics / pharmacies, etc.)

Establish a national toll-free helpline, with a live person on the line (using a simple number)
that can provide immediate assistance, but also provide information and access to resources

Include province/territory-specific (and if possible, region-specific) resources / supports, as
available resources may vary considerably across provinces / territory / regions; ideally
include a searchable resource tool

Ensure any chat / online forum is regulated or monitored

Ensure an online resource is supplemented by printed materials

Do not include advertising on the website

Include multiple information formats on the site (video, podcasts, downloadable docs, etc.)
Make sure the portal is well formatted for mobile usage

Provide the ability to adjust the font size on the site

Ensure the portal is regularly updated to showcase latest developments in the field of
dementia research and treatments

Consider inclusion of multiple languages (in addition to English / French), or ideally a
language translator

Consider inclusion of a glossary of terms

Display a Canadian flag on the site for added credibility

As mentioned, once the site is developed, the importance of proper positioning and communication was
underscored across groups. Most notably, it wasdeemed that the site would be an important resource,
either directly or indirectly, for a wide range of audiences, though with greatest perceived use for those
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personally impacted by dementia (people living with early onset dementia and their unpaid care
providers).

The site’s ease of use was considered fundamentalto its success. Aside from ensuring the siteis
formatted with mobile usage in mind, it wasfelt that any site should be tested among older Canadiansto
ensure thatitis truly easyto navigate.

Further, recognizing the breadth of information on dementia available online, participants expressed the
importance of a broad public educationawarenesscampaignto inform the population and professionals
of the portaland related resources. Moreover, since many participants often begantheir online search
for information through a general internet search, several participants noted the importance of search
engine optimizationand ensuring Canada’s dementia information portalis at the top of search results.

“Il faut rendre I'information plus visuelle et faire de la publicité pour qu’on sache que
c’est disponible.” (We need to make the information more visual and advertise it so that
we know it's available.) Person living with dementia
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Conclusions
The following provides broad conclusions from the summary of research findings.

e There were wide-ranging needs pertaining to dementia information, although interests in specific
topics varied based on the role of the person interacting with someone living with dementia.

To varying degrees, there wasinterest in understanding what is dementia, the different forms of
dementias, the expectedsigns and symptoms, the stagesof dementia, treatment optionsand what
can be done to prevent, reduce or delay the development of symptoms, the influence of genetics,
and how other conditions or illnesses affect the development of dementia symptoms. In addition,
with the exception of those working in the health sector, there was confusion as towhat
differentiatesdementia from Alzheimer’s disease. Knowing what services and assistance are
available, especially local resources, wasalso considered important, notably for people living with
dementia, family and unpaid care providers.

While these topics were broadly considered as important to inform people living with dementia,
family and care providers, the need for information was somewhat different across audiences.
Specifically, paid care providers who are healthcare professionals generally felt they have the
knowledge needed to understand dementia, though they were seeking information and resources to
provide to people living with dementia and their families. Better understanding the stages of
dementia would also enable them to adapt theirinteractionsand the care they provide. By contrast,
first responders (other than paramedics) were primarily concerned with how to deal with people
living with dementia and their relatives during crisis situations and the relevant supporting resources
available.

For people living with dementia and their close relatives, there was a sense of urgency in
understanding how to navigate their daily lives with dementia in a positive manner, as wellas how to
plan for the future. Relativesand unpaid care providers are also looking to better understand how to
care for and communicate with a person living with dementia, as well as accessing respite and
support resources for themselves. Interest in dementia-related information wasless prevalent among
members from the general public, though higher risk groups were somewhat more inclined to be
interested in understanding the correlations between dementia and other health conditions, as well
as location and socio-economic status.

e Health professionals were identified as the most trusted source of information on dementia. While
there was a general perception that considerable information is available on the subject online,
those directly impacted by dementia often struggled to find information that is clear, concise,
complete and personally relevant.

People living with dementia and their family members mostly relied on health professionals to learn
about dementia, as well as specialized organizations (e.g., Alzheimer Society) and general online
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searches. Paid care providers primarily relied on their existing knowledge, their employer and
colleagues, andto a much lesser extent the internet, to find dementia-relatedinformationtoinform
their work. Across audiences, however, there wasa sense that there is no single online source of
information on dementia that is reliable and comprehensive.

Likely due to accessibility, the internet was animportant source of information on dementia, with
most investigating the topicfirst through a generalinternet search. This led to a random exploration
of websites listed in search results totry to identify reliable online sources. Cross-referencing the
same information across sources wasanother way to establish credibility. Known organizations (e.g.,
Mayo Clinic; Alzheimer Society) and government sites were most trusted overall. Other websites used
included Dementia Alliance International, Wikipedia, WebMD, health authoritiesfrom other
countries, the World Health Organization and university websites. Online forums and Facebook
groups were also often relied upon.

e Being able to obtain specific and detailed information on dementia from a single, credible location
was felt to be lacking, including information on local resources and support groups.

Information on dementia was generally viewed as limited both in terms of scope and availability.
While there appearedto be a lot of information available on dementia, it was perceivedto be
generic,incomplete, disorganized and scattered, making researching information difficult. Difficulties
in sourcing culturally-appropriate resourcesand French-language material were also mentioned.

Most notably, there wasa strong interest for more detailed information on the different types and
stagesof dementia, and a simple explanation of the various medicationand treatmentsavailable, to
provide people living with dementia, their family members and care providers a positive experience
in their daily lives. Better explaining dementia would also help differentiate it from the more well-
known Alzheimer’s disease. Information and resources for long-term planning, whether related to
legal mattersor housing, was also deemed insufficient. Resources specific to unpaid care providers,
such asinformation about support group and respite services, were viewed as lacking, especially
outside of large urbancentres. It wasalso felt that information generally targets people living with
dementia and unpaid care providers, but less so other family membersand children in particular.

e There was widespread appreciation for information being provided in a broad range of online
formats, primarily based on the type of audience.

When using the internet in general, the type of online format used wasgenerally dependent on when
the informationis required, what it will be used for and who will access it. As such, there was
widespread belief that the same information should be provided in different formats. On-screen
information was considered most accessible to the general public and care providers, although
participantsunderscored the importance of ensuring that such informationis presentedin a mobile
friendly format. Downloadable files were considered useful acrossaudiences as reference material,
particularly when shared with others. Audio-visual files provided an opportunity for multitasking,
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while being accessible for people with lower literacy levels. This format wasalso considered
appropriate torelay event presentations or conferences.

Of the other formats discussed, the listings of resources and supports were particularly valued to
identify what help is available. Likewise, questionnaires and surveys can help to direct personal action
and decision-making, though care providers cautioned their use without proper medical
supervision/interpretation of survey results. Finally, the value of an online discussion forum wasseen
in the opportunity it could provide to exchange with other people who are in similar situations, not
only for information, but also for support, as long as the forum discussions are moderated. In
addition, paid and unpaid care providers mentioned that formats considered most useful for people
living with dementia included concise printable information using lots of illustrations, and audio-visual
materials (videos and podcasts).

e There was a recognized value in having an online dementia portal that is all-inclusive in terms of
content.

There was a high degree of appeal for a central credible source of online information on dementia,
especially one that is government-sponsored. While this type of tool held great appeal across
audiences, its content was perceived as most useful for people recently diagnosed with dementia,
their family members and unpaid care providers. Paid care providers would mostly recommendit to
people living with dementia and their familiesrather than using it themselves.

There was an expectationthat anonline portal would provide a comprehensive tool on dementia,
and include diverse and detailed information. Topics of greatest interest related to understanding
and demystifying dementia and how it manifests itself, and how to adapttoor live well with
dementia now and as the symptoms of dementia evolve. Additional topics of interest included
existing medicationand treatment optionsto address dementia, how to reduce the risk of dementia,
care informationincluding how to establish positive interactions with people living with dementia,
and what to consider when planning for the future. A listing of resources for supports and services
available to people living with dementia, their families and unpaid care providers was considered
important as well. The manner in which informationis provided on the portal, including the tone,
needs to stay positive and avoid being alarmist.

Some topics were deemed less important in comparison, though still of value for the online portal.
These included addressing the stigma associated with dementia, making communities more inclusive,
government policies and strategiesabout dementia, dementia research projects and results,
dementia information adapted to specific populations, and an online discussion forum. Referring to
‘preventing’ dementia wasalso questioned as it was seen as not fully preventable.

A variety of tools and online functionalities were suggested for the portal,including: a frequently
asked question section; a live chat with health professionals; a search bar; a national hotline; and a
downloadable emergency information guide/sheet. An option to create anaccount enabling users to
createalibrary of contentsand take notes was also suggested by a few.
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e The Dementia Australia site was considered an excellent template for a Canadian portal. It was held
in high regard for its visual appeal, ease of navigation and the breadth, depth and trustworthiness
of information.

A brief review of the Dementia Australia website (dementia.org.au) revealed the site’s high appeal
primarily because of its simple layout, pleasing design, perceived ease of navigation,and
comprehensiveness of information. For the most part, the blue and greentones and use of white
spacing were deemed calming and the presence of visuals/images of people helped convey warmth
and positivity. While the site was considered text-heavy andthere appearsto be a lot of information,
it is streamlined through a simple main menu with meaningful labels. Further, navigation was
facilitated by detailed sub-menus available directly from the home page on the main menu, as well as
by organizing the information by topic and target audience. In fact, it was felt that the primary
categorization should be done by audience (including people living with dementia; relatives, friends
and coworkers; unpaid care providers; and paid care providers segmented by type of work or
workplace). The site’s structure that entails ‘drilling down’ into topics was appreciated for its
provision of extensive informationin an organized and manageable way, presenting each topic from
general to more specific.

Accessibility features were highly visible and appreciated, especially the National Helpline, email
support, helpline web chat, ‘listen” and ‘share’ functions, and having materialsavailable in multiple
languages. It wassuggestedto add a zooming function, a font size adjusterand a translationtool.

e Given theinherent level of trust in governments, there would be merit in clearly identifying a
Canadian online portal on dementia as being endorsed by the Government of Canada.

Regardless of where the Canadianonline portal on dementia is hosted, findings clearly suggest that
demonstrating clear endorsement by the Government of Canada will be important in establishing its
credibility. Suggestions included to use a recognized URL suffix (whetherit be “.ca’ or “.gc.ca’),
displaying the Canadianflag onthe website, visibly stating the federal government endorsement on
the home page, and providing a link to the dementia portal from the Canada.ca website.

The provision of contactinformation (e.g., physical address, telephone number), a public presence on
social media, and identifying sources of information were also mentioned as additional means of
instilling confidence in the website. Consideration should also be given to having the portal endorsed
by well-known organizations such as the Canadian Medical Association and the Alzheimer Society of
Canada.

e While development of a portal on dementia held high appeal, additional resources were deemed
necessary to meet the diverse needs of those looking for dementia information.

Apart from the website, participants suggested a number of additional tools that would be useful for
information on dementia. These included: printed information; a national helpline; a series of
podcasts; establishing a presence on social media; listing of local support groups for people living with
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dementia and unpaid care providers; self-diagnosis tools; and access to an ombudsman or advocate
to represent the rights of people living with dementia.

First responders also suggested providing people living with dementia witha cardthat lists the
dementia website and a toll-free number for support; an emergency help sheet to record personal
information that can easily be accessed by first responders, increase accessibilityto a GPS bracelet or
tag, and information on the existing Vulnerable Persons Registry.
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Direction

As the Public Health Agency of Canada workson the development of an online portal on dementia,
findings suggest the following actions should be considered:

1. Anonline portal on dementia should be developed and structured primarily to respond to the
needs of people diagnosed with dementia, their family members and unpaid care providers.

Although the online portal was considered by participantstobe an important tool for a variety of
audiences, many felt it would be most helpful in assisting people living with dementia and those who
frequently interact with a person living with dementia with a focus on understanding the condition
and adjusting to it. The site must therefore place priority on these audiences when designing its
structure and content.

Organizing the information based on the audiences and their needs will help provide easy access to
valuable information. In addition to structuring the website by topic, consideration should be given to
including a different section for each of: people living with dementia; unpaid care providers; relatives,
friends, colleaguesand neighbours who interact with but do not care for someone living with
dementia; healthcare professionals; personal care attendants; andfirst responders. While the general
public may be interestedin accessing more generalinformation about dementia by topic, those who
have closer interactions with dementia are likely to look for information that can help guide their
choices.

2. Accessibility should be considered in terms of the tools and functionalities included on the portal,
as well as in the provision of information in various formats.

Making the portal accessible was deemed imperative giventhe breadth, depth and complexity of
information. This could be done by incorporating a range of tools and functionalities such as web
chats (for emergenciesand for questions), ‘listen” and ‘share’ tools, and the ability to resize the font
or zoom in on contents. Enhancing accessibility also included making the content accessible through
an information phone line or by providing the same information in various formats, levels of detail or
language, for example. In addition, participantsunderscored the importance of any portal being
mobile friendly in its functionality.

3. Including national, provincial/territorial and local services, resources and guidelines are paramount
in making the site a complete reference on dementia.

To respond to the acute need for local resources and access to information that is highly
actionable, consideration should be given toinclude information of national relevance, but also
information and resources specific to each province and territory. Where possible, there would
be value in including regional information as well. This could be done by providing links to
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provincial or local organizations of relevance, rather than including the information itself on the
portal.

4. The credibility and trustworthiness of the online portal must be clearly established.

Given that the credibility of online information is often questioned, especially for medical
information, it is important to establish trust in an online portal on dementia. This should be
done by either hosting the portal on the Canada.ca website, or by clearly identifying that the
portal is endorsed by the Government of Canada if it is to be hosted by a partner organization.
Ways to do that could include prominently explaining the Government of Canada’s involvement
in the portal on the home page; illustrating the Canadian flag; providing contact information for
validation; and identifying the sources of information included on the portal.
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5:00pm ET (ON/NB/NS/PE/NL)
15| 6:30pm | 5:30pm 5:30pm ET 90 prpaar:dCareProwders—Quebec—lVerd er | cp
16| 8:30pm [ 7:30pm 7:30pmET 90 | PCP Care- Quebec —Mixed Urban FR | CP
7:00pm CT/SK . . 3 i
17 9:00pm | 800pm | 00pmMT | gp | UnPeid Cre Providers ~Rural- West en | e
5:00pmPT
Mon, 2:30pm NL
Feb8 |18 2:00pm [ 1:00pm 2:00pm AT 60 | PLWD —Rural - East (ON/NB/NS/PE/NL) EN | MB
1:00pmET
6:30pm NL
19| 6:00pm | 5:000m | 6:00pmAT |90 (POCE /meBa/'tNhSC/aPrEe/ﬁt?rgeUrba”'EaSt EN | MB
5:00pmET
6:00pm CT/SK
20{ 8:00pm | 7:00pm | 5:00pmMT |90 F&EZ?};EEE Rural- West EN | MB
4:00pmPT
Tue, 6:30pm NL
Feb9 [21| 6:00pm | 5:00pm | 6:00pmAT |90 Fg;/cl\?éjlgss/?s/'medUrba”'EaSt EN | MB
5:00pmET
6:00pm CT/SK .
) . . PCP First Responders —Small/Med Urban -
22| 8:00pm | 7:00pm 5:00pm MT 90 West (MB/SK/AB/BC) EN [ MB
4:00pmPT
Thu, 2:00pm CT/SK
Feb [23| 4:00pm | 3:000m | 1.00pmMT |90 (P,\%/CsaggBL/grgfurba”'WeSt EN | MB
11 12:00pm PT
7:30pm NL . .
Unpaid Care Providers —Large Urban - East
24( 7:00pm | 6:00pm 7:00pm AT 90 EN | MB
6:00pm ET (ON/NB/NS/PE/NL)
7:00pm CT/SK
25| 9:00pm | 8:00pm | 6:00pmMT |90 | High Risk—Rural - West (MB/SK/AB/BC) EN | MB
5:00pmPT
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Specification Summary

Number of groups: Twenty-five (25) focus groupsin
total; specifically, 8 full groups and 17 mini groups. A
total of 18 groupsin English and 7 groupsin French.
The distribution of focusgroups by length, size,
audience, geographiclocation andlanguageis
specified in the tables below.

Community sizes: these are defined as:
o Large Urban (pop.100,000+)
o Rural (min.75km from urban centre)
o Small/Medium Urban (pop. 1,000-99,000)
o Mixed Urban (pop.30,000+)

Geography: In each group, include a good mix of
provinces within eachregion and a good mix of
locations withinQuebec

Recruits: Total of 182 recruits across all groups.

Seven (7) Audiences:
o General Population (4 full groups; 40 recruits): Mix
of age, gender, household type and cultural
background.

o Higher Risk Population (4 full groups; 40 recruits):
Higherrisk of developing dementia and / or facing
barriers to equitable care (Recruit pergroup: 2
Indigenous people, 3 individuals with a disability,5
with either hypertension, diabetes, high
cholesterol or obesity, olderadults (skewing 40+),
skewing women, 5 non-Caucasians, 4 individuals
who identify as LGBTQ2+, skewing rural and
remote communities). Mix of genderand
household type.

o Unpaid Care Providers (4 mini groups; 24 recruits):
Family member, friend, or neighbour providing
care. Support provided by a caregiver may include
assisting with the activities of daily living and
helping with advance care planning. Mix of
genderand cultural background.

e Audiences (continued):

o Paid Care Providers — First Responders (3 mini
groups; 18 recruits): Includes police officers,
firefighters, paramedics and search and rescue
personnel.

o Paid Care Providers — Healthcare (3 mini groups; 18
recruits): Includes healthcare providers (e.g., family
physicians, nurse practitioners, geriatric care
specialists, registered nurses, and pharmacists)
primarily involved in providing healthcare services
to people living with dementia

o Paid Care Providers — Care (3 mini groups; 18
recruits): Paid resources offering social assistance
and general care. Could include social workers,
occupational therapists, developmental service
workers, and personal care workers.

o People Living with Dementia (4 mini groups; 24
recruits): Individuals who have been diagnosed
with dementia. Only includes individuals who have
the capacity to take partin an online group
discussionwithout assistance. Mix of genderand
cultural background.

e |ncentive:
o $100 (General Population/Higher Risk Population)
o $125 (Unpaid Care Provider)
o $150 (Paid Care Provider—First Responders)
o $150 (Paid Care Provider—Care)
o $150 (People Living with Dementia)
o $200 (Paid Care Provider —Healthcare)

o # of participants recruited per group
o Fullgroups: 10 recruits (8 to show)
o Minigroup:6 recruits (4 to show)

e Length of discussion:
o Peopleliving with dementia: 1 hour
o All other audiences: 2 hours
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‘ Audience

Large Urban

Number of Online Focus Groups
Length of discussion: 2 hours

Small/ Medium Urban

HEAQ01-1047

Total

Mixed Urban |
Groups

Total
Recruits

e

.

‘ Audience |

People living
with Dementia

5

Large Urban

1 English
Mini Group
West (MB/SK/AB/BC)

)

Number of Online Focus Groups
Length of discussion: 1 hour

Rural

1 English
Mini Group

East (ON/NB/NS/PE/NL)

| Small/ Medium Urban

1 English
Mini Group
East (ON/NB/NS/PE/NL)

6

Mixed Urban Total
Groups

1 French
Mini Group 4 .
Quebec Mini

1 English 1 English 1 English 1 French
General Public Full Group Full Group Full Group Full Group 4 40
West (MB/SK/AB/BC) | East (ON/NB/NS/PE/NL) | East (ON/NB/NS/PE/NL) Quebec Full
Higher Risk 1 English 1 English 1 English 1 French 4
Population Full Group Full Group Full Group Full Group 40
East (ON/NB/NS/PE/NL) West (MB/SK/AB/BC) West (MB/SK/AB/BC) Quebec Full
Unpaid Care 1 English 1 English 1 English 1 French 4
Provider Mini Group Mini Group Mini Group Mini Group . 24
East (ON/NB/NS/PE/NL) |  west (MB/SK/AB/BC) West (MB/SK/AB/BC) Quebec Mini
Paid Care 1 English 1 English 1 French 3
Provider (First N/A Mini Group Mini Group Mini Group Mini 18
Responders) East (ON/NB/NS/PE/NL) West (MB/SK/AB/BC) Quebec
Paid Care 1 English 1 English 1 French
Provider Mini Group Mini Group Mini Group 3
(Healthcare) East West (MB/SK/AB/BC) N/A Quebec Mini 18
(ON/NB/NS/PE/NL)
Paid Care 1 English 1 English 1 French Z
Provider (Care) Mini Group N/A Mini Group Mini Group . 18
West (MB/SK/AB/BC) East (ON/NB/NS/PE/NL) Quebec Mini

Total
Recruits

24

RECRUITER NOTE - WHEN TERMINATING AN INTERVIEW, SAY: “Thank you very much for your
cooperation. We are unable to invite you to participate because we have enough participants who
have a similar profile to yours.”

RECRUITER NOTE: If arespondent wishes to verify the validity of the study, please contact:
Narrative Research: 888-414-1336; focusgroups@narrativeresearch.ca
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SECTION G: General Introduction

Hello, my nameis and|am calling on behalf of Narrative Research, a national market
research company. Would you prefer that | continue in English or French? / Préférez-vous continuer en
francaisou anglais?

RECRUITER NOTE - FOR ENGLISH GROUPS, IF PARTICIPANT WOULD PREFER TO CONTINUE IN
FRENCH, PLEASE RESPOND WITH: "Malheureusement, nous recherchons des gens qui parlent
anglais pour participer a ces groupes de discussion. Nous vous remercions de votre intérét."

Let me assure you that we are not trying to sell you anything. We are conducting market research on behalf
of the Government of Canada and are looking for a variety of people to take part in a small online group
discussion calledfocus groups.

Al.

A2.

We are looking to speak with a variety of people for this study, including people who have been
diagnosed with early stages of dementia. Would there be someone in your household, including
you, who has this condition?

YES, SEIf oo, 1
Yes, someone else from household....... 2
NO ottt 3

INSTRUCTIONS: If yes, self, consider for PEOPLE LIVING WITH DEMENTIA GROUPS and skip to QAS3; if
yes, someone else, ask to speak to that person if possible and repeat intro; if no, continue to QA2
and consider for all other groups

We are also looking to speak with someone who is currently caring for, or interacting with, a person
or more thanone person living with dementia, eitherin a personal or professional capacity. Would
that describe your situation or that of someone else in your household?

YES, SeIf i 1
Yes, someone else from household....... 2
NO e 3

INSTRUCTIONS: If yes, self (Code 1), consider for PAID AND UNPAID CARE PROVIDERS GROUPS; if
yes, someone else (Code 2), ask to speak to that person if possible and repeat intro; if no (Code 3),
continue and consider for GEN POP GROUPS AND HIGHER RISK GROUPS

If necessary, specify that the type of person we are looking for include unpaid caregivers (friend,
relative, neighbour) or paid caregiver (including first responders, healthcare providers, sodal
workers, occupational therapists, developmental service workers and personal care workers among
other types of work).

The research also includes members from the general public evenif theyare not in contact with
people living with dementia.
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A4.

A5.
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The focus groups we are recruiting for will be held from <INSERT DATES>. The purpose is togather
feedback and suggestions to assist the Government of Canada in developing an online portal that
provides information on dementia. [IF NO AT QA1 OR QA2: At this time, we are looking for the input
of the general public, regardless of their experience with dementia or interactions with people living
with dementia.] Those who qualify andtake part in the group discussion will receive a financial
incentive. Is this something you might be interested in?

INSTRUCTIONS: If yes, continue; if no thank & terminate

Participationin this researchis voluntary and completely anonymous and confidential. No attempt
will be made to sell you anything or change your point of view. The format of the focus group is an
informal small group discussion led by a professional moderator. The session is held online and will
require the use of a computer and accessto a phone. May | ask you a few quick questions to see if
you are the type of participant we are looking for? This should take about 7 to 10 minutes. [IF “YES,
SELF” AT QA1 — PEOPLE LIVING WITH DEMENTIA: We can provide you withthe questions to review
before answering them if you prefer.]

| INSTRUCTIONS: If yes continue; if no, thank & terminate

[IF “YES, SELF” AT QA1 — PEOPLE LIVING WITH DEMENTIA] Would you like totake the time to review
the list of screening questions before answering them, or would you like to go throughthe
screening questionnaire right now? Note that this is not a test and there are no right or wrong
answers tothose questions.

Prefers toreview quUestionsS........ccoceeeeveeeeeeeeeeenan, 1
Prefers togo through screening questions now ...2

INSTRUCTIONS: If prefers to review questions (code 1), record email and send them the screener
guestions. Schedule call-back to go through the screener with them. If prefers to go through
screening questions now, continue.

SECTION P: Profiling Questions — ASK ALL

P1.

To begin, do you or anyone in your household currently work or have ever worked in any of the
following areas?

Current Past
Work Work
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Marketing/Market RESEAICN ..o Lo 5
Advertising or Media (TV, Radio, NEWSPAPET) ..cccveveeeereieeeeeeeeeeeee e 2o 6
WED AEVEIOPET ..ot T 7
Health-related communications position for the federal or provincial

Feqo V=T o a1y o L USROS Lo 8

INSTRUCTIONS: If yes to any of the above, thank & terminate

P2. In whichcommunity (town, city or village) and province/territory do you currently live?

Record name of community:
Record name of province/territory:

INSTRUCTIONS: Note geographic breakdown by provinces/territories for English groups and Quebec
regions for French groups. Recruit a good mix of locations in each group. Note the community size
to align with the focus group breakdown; Skew rural and remote locations in HIGHER RISK GROUPS

P3. How long have you lived in <INSERT PROVINCE/TERRITORY >?
RECORD # of Years:

INSTRUCTIONS: Thank & Terminate if less than 2 years

SECTION P: Profiling Questions — ASK IF YES, SELF AT QA2 — CARE PROVIDER

P4. Do you currently provide personal or professional care or assistance to a person or more thanone
person who have been diagnosed with dementia?

INSTRUCTIONS: If yes, continue; if no, skip to QP15

P5.  Which of the following best describes your role in providing care or assistance?

linteract with people who have been diagnosed with dementia as part of

my work or my professional @CtiVIties. ... 1
lam an unpaid caregiver toa person who has been diagnosed with dementia,
providing support in @ personal CapaCity ..o 2

INSTRUCTIONS: If code 1 (professional), consider for PAID CAREGIVER GROUPS; if code 2 (personal,
unpaid), consider for UNPAID CAREGIVER GROUPS

How often do you interact with people who have been diagnosed with dementia? Would you say...
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ONCE @aMONTN .o, 3
A feW times BVEIY YEar .. 4
ONCE A YEAT OF IBSS..uiiiiieiiieeeeeeeeeeeteeeee e 5

INSTRUCTIONS: Recruit at least 3 per group who answered daily or a few times a month for PAID
CAREGIVER GROUPS and allin UNPAID CAREGIVER GROUPS must be at least once a month; If PAID
CAREGIVER, skip to QP14

P6. [UNPAID CAREGIVER] Whatisyour relationship withthe person or people living with dementia for
whom you provide unpaid care or assistance?

I am a family member of that person/those PeoPIe .......ccveeicieiee s 1
I am a friend or acquaintance of that person/those people.......c..coooveveeevceeeeeeennne. 2
I am a neighbour of that person/those PEOPIE .......cccveevceevceeeeeeeeeeee e 3
OtNer (SPECIY . ) ettt 4

| INSTRUCTIONS: Recruit a mix in each UNPAID CAREGIVER GROUPS if possible

P7. [UNPAID CAREGIVER] In whichage group are you?

Lessthan 18 ..., 1
18-29. e 2
30-39. e 3
4049 4
50-59.. e, 5
BO-64...oveeeeeeeeee e 6
B5-69...ciiireee s 7
TO-T oo 8
7579 e 9
80-85..eeeeeteee e 10
Morethan 85 yearsold........c............ 11

P8. [UNPAID CAREGIVER] Whatisyour gender?

Y= L= 1
FEMale; OF o, 2
Prefer to self-identify (Please sPeCify: ) 3
Prefer NOt 1O GNSWEL ...ttt eaeaee 4

| INSTRUCTIONS: Recruit mix of gender in UNPAID CAREGIVER GROUPS

P9. [UNPAID CAREGIVER] Whatisyour current employment status?

Working part-time or full-time, or self-employed.......cccooeieeeececeeee, 1
RETITEA. oottt ettt ettt ettt ettt ettt et teaeaeas 4
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UNEMIPIOYED ..ttt bbb bbbttt 5
STUABNT ..ttt sttt bbbt et b b s s 6
Other (Specify: ) ettt ettt ettt en et 7
DIK/NR ettt ettt ettt ettt et n et n ettt enneeen 8

P10. [IF EMPLOYED AT P9] Inwhat sector do you work andwhat is your current occupation?

Sector:

Occupation:

| INSTRUCTIONS: Thank & Terminate if similar occupations as in QP1

P11. [IF RETIRED AT P9] Inwhat sector were you last employed before retirement and what wasyour
occupation?

Sector:

Occupation:

P12. [UNPAID CAREGIVER] To make sure that we speakto a diversity of people, could you tell me what s
your ethnic background? DO NOT READ — CODE ALL THAT APPLY

White/European (for example, German, Irish, English, Italian, French, Polish, etc.) ............... 1
Hispanic, Latino, Spanish (for example, Mexican, Cuban, Salvadoran, Columbian, etc.) ........ 2
Black or African Canadian (for example, African Canadian, Jamaican, Haitian, Nigerian,

e alTeT o1 Fa YA =] o ol OO OO 3
East Asian (for example, Chinese, Filipino, Vietnamese, Korean, etc.) ...ccccooeeeeeeeeveeeceeeennne. 4
South Asian (for example, East Indian, Pakistani, €1C.) ..cccveivioeieiciieeceeee e, 5
Middle Eastern or North African (for example, Lebanese, Iranian, Syrian, Moroccan,
ALEIIAN, BEC.) ettt ettt ettt ettt ettt bttt ettt en et aeaas 6
Indigenous (e.g. First Nations, MEtis, INUIt) ......ccccoeuereeeeeeee e 7
Ot NEr (SPECITY: ) oottt sttt 8
DON't KNOW / NO FESPONSE .evevevceeeeeeeeteete ettt ae sttt enesaesssassanaes 9

| INSTRUCTIONS: Recruit mix in UNPAID CAREGIVER GROUPS; SKIP TO SECTION N: NETFOCUS

P13. [PAID CAREGIVER] In which capacity or role do you interact with people living with dementia as part
of your work or professional activities; thatiswhat type of work do you do?

[CONSIDER FOR PAID CARE PROVIDER —FIRST RESPONDER GROUPS]

Police OffiCer ..., 1
Firefighter. oo, 2
ParamediC .o 3
Searchand reSCUE.....coiiiii e 4
DiSPALCNET .., 5
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[CONSIDER FOR PAID CARE PROVIDER —HEALTHCARE GROUPS]

PRYSICIAN v 6
Specialist (psychologist, psychiatrist) ...........cco....... 7
NUFSE et 8
Geriatriccare specialist ..o 9
PRarMacCist ..o 10
Continuing Care Assistant (CCA)....cccovvveeeeveernennn. 11
[CONSIDER FOR PAID CARE PROVIDER —CARE GROUPS]
SOCIAl WOTKET <o 12
Therapist (occupational, physio, massage, etc.)...13
Dietitian/NUEFITIONISt ..o eeee et 14
Developmental service Worker.........ccceeeeevveeeennen. 15
Paid personal care Worker ..o, 16
[FORALL]

Other (Specify: ), 17

INSTRUCTIONS: If other, please verify validity with supervisor; Consider others based on the
categories identified for FIRST RESPONDER GROUPS, HEALTHCARE GROUPS, and CARE GROUPS —
recruit mix of employment in each group —limiting the number to 2 for each type of employment
identified

SECTION P: Profiling Questions — ASK IF EITHER YES, SELF (CODE 1) AT QA1 OR NO AT QA2 —NOT A CARE

PROVIDER

P14. In whichagegroup areyou?

Lessthan 18 .....ccoeevvieeeriees 1
18-29 e 2
3039 e 3
B0-49.ciiiieeeeeee e 4
50-59. e 5
BO-64 ..o 6
5569 7
TO-Th e 8
7579ttt 9
80-85..eeere e 10
Morethan 85 yearsold..................... 11

INSTRUCTIONS: Recruit good diversity across all age categories in GEN POP GROUPS and skew older
(40+) in HIGHER RISK GROUPS

P15. Whatis your gender?
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FOIMIAIE; OF ettt ettt ettt ettt ettt ettt aeteen 2
Prefer to self-identify (Please specify: ) 3
Prefer NOt 1O @NSWET ..ottt aeasaeaeas 4

INSTRUCTIONS: Recruit mix of gender in GEN POP GROUPS and PEOPLE LIVING WITH DEMENTIA
GROUPS; skew female in HIGHER RISK GROUPS

P16. Areyou a member of the LGBTQ2+community?

Y S ot 1
NO ettt 2
Prefer not to say....cecevevveerieinnnne. 3

INSTRUCTIONS: If yes, consider for HIGHER RISK GROUPS - aim to recruit 4 per group

P17. Whatis your current employment status?

Working part-time or full-time, or self-employed.......cccoeiiceeeeeieeeee, 1
RETITEA. o ittt bbbt b bbbt 2
UNEMPIOYEA. ...ttt ettt aeaeae 3
SEUABNT ..ottt a et e et a bbbt s s en st besenas 4
Ol (SPECIY: ) ettt 5
DK/NR oottt ettt bbbttt 6

P18. [IF EMPLOYED AT QP18] Inwhat sector do you workand what is your current occupation?

Sector:
Occupation:

| INSTRUCTIONS: Thank & Terminate if similar occupations as in QP1

P19. [IF RETIRED AT QP18] In what sector were you last employed before retirement and what wasyour
occupation?

Sector:
Occupation:

INSTRUCTIONS: Thank & Terminate if similar occupations as in QP1

P20. To make sure that we speak toa diversity of people, could you tell me what is your ethnic
background? DO NOT READ — CODE ALL THAT APPLY

White/European (for example, German, Irish, English, Italian, French, Polish, etc.) ............... 1
Hispanic, Latino, Spanish (for example, Mexican, Cuban, Salvadoran, Columbian, etc.)........ 2
Black or African Canadian (for example, African Canadian, Jamaican, Haitian, Nigerian,

EEIOPIAN, BEC.) ettt ettt naes 3
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P22.

P23.

P24,
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East Asian (for example, Chinese, Filipino, Vietnamese, Korean, etc.) .....ccceeveveeeceeeeecnerenne. 4
South Asian (for example, East Indian, Pakistani, TC.) ..ccoiviioioeieeeceeeeeeeeeee e, 5
Middle Eastern or North African (for example, Lebanese, Iranian, Syrian, Moroccan,

AL EITAN, BEC.) ittt ettt ettt ettt ettt et ettt ettt ettt tne 6
Indigenous (e.g. First Nations, MEtIs, INUIL) .....cccereeierieiries et 7
Ot (SPECITY: ettt 8
DON'T KNOW / NO FESPONSE .ottt ettt sttt st eneseenssesnanans 9

INSTRUCTIONS: Recruit 2 Indigenous and 5 non-Caucasians for each HIGHER RISK GROUPS; Recruit
2-4 in each GEN POP groups; Recruit mix of PEOPLE LIVING WITH DEMENTIA groups

Do you currently have one of the following condition or ilinesses?

Hypertension ......ccccceceeveevveeicennenen, 1

Diabetes.....ccoovveeeeeeeeeeeeeeeeeea. 2

High cholesterol .....cceovvevvireinnnee. 3

ODESItY o 4
INSTRUCTIONS: Recruit min 5 who at least one illness or condition, for each HIGHER RISK GROUPS
Do you have a physical, intellectual or psychological disability?

Y S i 1

NO .ottt 2

Prefernot to say.....coveeeveeveeeennen. 3
INSTRUCTIONS: If yes, continue; if no or prefer not to say, skip to QP25

Do you feel comfortable telling us about your disability to help us create diverse focus groups?
RECORD VERBATIM COMMENT:

No, | don’t feel comfortable ..o, 97
INSTRUCTIONS: Recruit min 3 who have one or more of the following disabilities in each HIGHER
RISK GROUPS: mental health conditions, acquired brain injuries, hearing impairment, intellectual
disabilities, physical disabilities, autism; If code 97 (do not want to disclose), consider for other
groups

Do you live alone or with other people? SINGLE RESPONSE

[ TIVE @I0NE ...ttt bbb bbb 1
[HIVE WIth Other PEOPIE ..o 2

INSTRUCTIONS: Recruit mix for each GEN POP GROUPS and HIGHER RISK GROUPS; If answer is live
with others (code 2), ask QP26. If answer is alone (code 1), skip to Section N: Netfocus Questions
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|IF CODE 1IN QP25, ASK Isthere someone in your household who has a chronic iliness or health
condition? SINGLE RESPONSE

INSTRUCTIONS: Recruit min 2 and max 3 who answered yes (code 1) for each GEN POP GROUPS and
HIGHER RISK GROUPS. Examples of chronic illnesses or health conditions include (but are not
limited to): hypertension, high cholesterol, diabetes, stroke, cancer, mental ilinesses, kidney
diseases, lung disease, etc.

SECTION N: Netfocus Questions

The discussion groups for this project will be conducted over the phone and online simultaneously and
will require the use of a laptop or desktop computer and a telephone line (landline or cell phone) for the
duration of the focus group session. Note that you cannot use a computer tablet or smartphone to access
the online session.

NF1.

NF2.

NF3.

Do you have accessto a laptop or desktop computer with high-speed Internet to take partin this
focus group?

Yes, laptop or desktop computer........ccoeeeeeeeenne.. 1
Yes, computertablet.....inees 2
INO et 3

INSTRUCTIONS: If yes, computer tablet, or no, thank & terminate

The session will be held online using Adobe Connect which requires the installation of a free and
secure plug in. Will you, or your system’s administrator, be able toinstall this application before the
focus group discussion? We will send you the installationinstructions at least two days prior tothe
session.

INSTRUCTIONS: If no, thank & terminate

Once you are online for the session you will also be required to join a separate telephone
conference call to be connectedto the discussion with the rest of the group. You will needto use a
telephone line and NOT your computer audio. Will you have access to a dedicated telephone
(either landline or cellular) located near your computer? Note that you will not incur long-distance
charges.
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INSTRUCTIONS: If no, thank & terminate

INSTRUCTIONS FOR NF1-NF3 THANK & TERMINATE: Based on your responses, we are unable to
invite you to take part in this online focus group, as you do not meet the technical requirements. We
thank you for your interest in this research.

SECTION R: Previous Focus Group Experience Questions

| just have a few more questions...

R1. Haveyou ever attendeda group discussion or interview for which you received a sum of money?

INSTRUCTIONS: If yes, max of 5 recruits per group; If no, skip to SECTION [: INVITATION

R2.  When was thelast time you attendeda group discussion or interview?

R3. How many groups or interviews have you attendedin the past 5 years? MAX 4

R4. Whatwas the subject(s) of the focus group(s) or interview?

THANK AND TERMINATE IF THEY HAVE...

- beento 5 or more groups in the past 5 years (max 4 groups/interviews attended)
- attended a focus group in the past six months.

- ever attended a group discussion on dementia

SECTION [: Invitation

NETFOCUS INVITE:

Based on your responses so far, we would like to invite you to participate ina small group discussion that
will be conducted simultaneously over the telephone and online at <INSERT TIME> on <INSERT DATE>.
The session will bring together [4 to 6/6 to 8] people and it will last about [one hour/two hours]. The
purpose is to gather feedback and suggestions to assist the Government of Canada in developing an
online portal that provides information on dementia.You will receive [$100/$125/5150/5200] in
appreciation for your time. To take part, you would simply log on to a secure website from your computer
and at the same time join in a group discussion on the phone via conference call.

I1. Arevyou available andinterested in taking partin this focus group?

NO et 2 THANK AND TERMINATE
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12. The discussion in whichyou will be participating will be audio/video recorded for research purposes
only. Be assured that your comments and responses are strictly confidential and that your name will
not be included in the research report. Are you comfortable with the discussion being audio/video

recorded?
Y S ettt 1
NO e 2

INSTRUCTIONS: If no, thank & terminate

I3. There may also be employees from the Government of Canada who will be listening in on the
discussion. They will not be giventhe last names of participants. Are you comfortable with having

observers?
Y S ettt 1
NO ot 2

INSTRUCTIONS: If no, thank & terminate

14. The groupdiscussion will be held [GROUPS A, B: in English] [GROUPS C, D: in French]. Participants may
also be asked to readtext, write responses and/or review images during the session. Areyou ableto

take partin these activities [GROUPS A, B: in English] [GROUPS C, D: in French] on your own, without
assistance?

| INSTRUCTIONS: If no, thank & terminate

I5. [FORPEOPLE LUVING WITH DEMENTIA GROUPS] There will be someone available to assist you withthe
login process to join the online session. We will also provide you with the list of topics and questions
that will be discussed during the focus group ahead of time. There will be a professional facilitator
conducting the focus groups, and they will provide ample response time during the session for
participantstoshare their opinions. Are there any other accommodationsyou may require to ensure
you are able to participate inthis focus group?

RECORD VERBATIM COMMENT:

I6. Could we please confirm the email address where we cansend you the detailed conference call
instructions for logging in to the group?

Record email address (and verify):

We will send you the instructions by email at least 2 days in advance of the group. The group discussion
will begin promptly at <TIME>and will end at <TIME>, lasting up to [1 hour/2 hours]. Please log in at least
15 minutes prior to the start time to ensure that the session is not delayed. [FOR ALLAUDIENCES EXCEPT
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PEOPLE LIVING WITH DEMENTIA: If you arrive late, we will not be able to include you in the discussion,
and will not provide you with the incentive.]

I7. As mentioned, we will be pleased to provide everyone who participateswith [$100/$125/5$150/5200],
provided by e-Transfer or cheque, as you'd prefer. It takesapproximately 3 business days to receive
anincentive by e-Transfer or approximately 2-3 weeks following your participationtoreceive an
incentive by cheque. Would you prefer to receive your incentive by e-Transfer or cheque?

I8. [IF PREFER TO RECEIVE INCENTIVE BY E-TRANSFER] Could you please confirm the e-mail address where
you would like the e-transfer sent after the focus groups?

Emailaddress:
And please confirm the spelling of your name:

The e-transfer password will be provided to you via email following the group.

19. [IF PREFER TO RECEIVE INCENTIVE BY CHEQUE] Could I have the mailing address where you would like
the cheque mailed after the focus groups?

Mailing address:
City:
Province: Postal Code:
And please confirm the spelling of your name:

110. As these are very small groups and with even one person missing, the overall success of the
group may be affected, | would ask that once you have decided to attend that you make every effort
todoso. If youareunable to take partin the study, pleasecall __ (collect) at assoon as
possible so areplacement may be found. Please do not arrange for your own replacement.

So that we cancall you to remind you about the focus group or contact you should there be any
changes, canyou please confirm your name and contact information for me? [CONFIRM
INFORMATION ALREADY COLLECTED AND CHANGE/COMPLETE AS NECESSARY]

First Name:
Last Name:
Email:

Cell Phone:
Home Phone:
Work Phone:
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If the respondent refuses to give his/her first or last name or phone number please assure them that
this information will be kept strictly confidential in accordance with the privacy law and that it is
used strictly to contact them to confirm their attendance and to inform them of any changes to the
focus group. If they still refuse THANK & TERMINATE.

Thank you for your interest in our study. We look forwardto hearing your thoughts and opinions!

Attention Recruiters

Recruit 6 participants per mini group & 10 participants per full group
CHECK QUOTAS
Ensure participanthas agood speaking (overall responses) ability-If in doubt, DO NOT INVITE

Do not put names on profile sheet unless you have a firm commitment.
Repeat the date, time and verify email before hanging up.

Confirming— DAY BEFORE GROUP

1.

2.
3.
4

Confirmin person with the participant the day priorto the group—do notleave a message unless necessary
Confirmall key qualifying questions

Confirmdateand time

Confirmthey havereceived the login instructions and completed the diagnostic test
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Moderator’s Guide — Final
Dementia Information Portal Focus Groups - PLWD

Study Objectives (do not share with participants)

* Capture awareness of and perceptions about existing dementia information online resources: Sources of dementia
information; credibility and quality of content; and core and popular dementia topics;

» Understand current dementia information needs and gaps: Identify dementiatopics that lack accessible and credible
online resources/information; and assess dementia information/resource gaps and/or barriers by key target
audiences;

» Evaluate perceptions of features, tools and information resources that users would expect to see as part of a dementia
information portal: Determine elements of a portal that support credibility, accessibility and visibility; Assess
perceptions of sample approaches to dementiainformation portal; and

» Determine whether additional tools are needed to effectively meet information needs related to dementia.

Introduction 10 minutes

Provide visual cues on the screen duringthe introduction

e Welcome: Introduceself & research firm & role as moderator (keep on time/on topic). Apart
from me, there are X people on the call. | will start by explaining what we will do in this session
and then you will have an opportunity to introduce yourself before we continue with our
discussion.

e Sponsor & Topic: Groups on behalf of the Public Health Agency of Canada; Federal government is
looking to develop an online information tool — or information website — relating to dementia;
your assistance today will help to ensure that once developed, that tool meets the needs of those
who want to learn about dementia and dementia resources

e Length: Ourdiscussion should last about 60 min. Excuse yourself if needed during the session

e YourRole:Shareyouropinions freely and honestly; no prep needed; not testing your knowledge;
participation is voluntary

e Process: All opinions are important; looking to understand minority/majority of opinions;
Interested in hearing from everyone;

e Logistic: Recording discussion for reporting (the recording can be paused during the session if you
feel more comfortable sharing your opinion on something without it being recorded —just let me
know when this is the case); observation from government (listening in but not part of discussion)

e Confidentiality: Yourcommentsare anonymous; no names in reports; answers will not affect
dealings with Government of Canada; Once finalized, the report can be accessed through Library
and Archives Canada.

e Agenda: Wewill begin with a short introduction from everyone; then we will discuss what
information on dementia you have seen and used and where the information came from. For
those familiar with the Internet, we will talk about what makes a website easy or difficult to use.
And finally, we will discuss the idea of a Canadian website on dementia and what it should
include.

e Participant Introduction: First name, where you live; and if you live alone or with someone else;
if someone else, who lives with you
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Information Sources/ Needs 30 minutes

THROUGHOUT THE SESSION, MODERATOR ASKING REPETITIVE NATURE QUESTIONS (IN BRACKET AND
ITALICS)AS NEEDED BASED ON THE GROUP DYNAMIC; VISUAL CUES SHOWN ON THE SCREEN WHERE
POSSIBLE TO AID WITH THE DISCUSSION.

One thing all of you have in common is that you are living with dementia. 1'd like to begin our
discussion by better understanding the kind of information you may want about dementia

Information Needs and Sources:

Since you’vebeen diagnosed with dementia...

e What type of information on dementia have you received or looked for? (What have you
learned about dementia?)

e What did you do with the information you found? (How was the information useful to you?)

o Was this information useful to you? Why/why not?

e Where did you get this information? (Where have you looked for information? Who provided
you with information?)

o Ifonline, ask: Where online did you look? (What specific websites?)

e Which sources do you trust the most for information on dementia? Why do you trust those?
(Which sources do you believe? Which sources provided information you trust? Which
sources are evidence-based?)

e What else would you like to know about dementia? (What more do you need to know about
dementia? Whatis missing? What other information would you like to know? What
questions do you still have aboutdementia? Anything thatyou would like to know, but have
not been able to find?)

Internet Usage (ask questions where relevant based on Internet usage)

The Internet is often a source of information. For those of youwho use the Internet, | would like to
understand your experience.

e What makes a website easy to use? (When you are looking for information on the Internet,
regardless of what you are looking for, what makes it a positive experience?)
o Are there any websites that are really easy to use? [probe for sites] What makes
them easy to use?
e What makes a website difficult to use? (What are some of the problems you’ve experienced
when looking for information online?)

Information is available online in different ways: [show visual icons and brief words on screen] You
can read it on your computer screen; sometimes you can save documents to your computer; and
sometimes you can watch short videos or listen to recordings to get information. These are a few
examples of how information can be shared.
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e What way do you find is easiest to get information from the Internet? (probe — videos,
podcasts, documents you can print, documents you read online...

Online Portal Content/Functionality 20 minutes

We've got about 20 minutes left in our session. As mentioned at the beginning of our call, the
Public Health Agency of Canada is working on a website that would provide information on
dementia. There is a lot of information that could be included on this website —some of which you
have already identified. I'd like to show you some of the things the website might include. Let’s read
what is on the screen together.

Share listing of information on the screen [moderator to read]

Signs and symptoms of dementia

Prevention/ how toreduce risks of developing dementia symptoms

Tools that help with diagnosis

Dementia care such as management of symptoms

How to reduce stigma (negative stereotypes) and make communities more inclusive and
supportive for people living with dementia

Government policies and strategiesabout dementia

Current dementia research projectsand results

Information needed by care providers

Dementia information adapted to specific populations

Dementia service organizations (listings / links to organizations/ support groups available
for those living with dementia)

Caregiver resources (services / self-care / groups)

Online forum (ability to ask questions / have discussion online with other people using
the website)

VVVVY VVVVY

\ A%

e What items from this list should be included on a dementia information website? (Which of

those would you like to see on the website?)
o Which ones are most important? Why?

e |sthere anything that should not be included on a dementia information website? If so,
what / why?

e |sthere anything missing from the list? (Apart from what is listed, what other information or
resources should be included on the website?)

e Do you haveany advice to ensure that the website is easy to use and helpful to all
Canadians? (What would ensure that the website is accessible to everyone, regardless of age
or disabilities ?)

Today you’veshared with me: what you have learned about dementia, where you got this
information and some of the questions you still have. You have also told me what information and
resources you thoughtthe Public Health Agency of Canada should consider having on the website
they are developing.
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e Nowthat you have had a few minutes to think about this, what do you think are the most
important things to keep in mind when creating this type of portal?
e |naddition to a website or online resource, what tools and supports would you like to see

available about dementia?
o Probe if not mentioned: print outs, national support line, local community support
groups
e Any final suggestions for the Public Health Agency of Canada as it looksto develop such a
website?

Thanks & Closure

That concludes our discussion. On behalf of the Government of Canada, thankyou for your time
and input. Your feedback will be used by the Government of Canada to help in the development of
a website on dementia.
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Moderator’s Guide — Final

Paid and Unpaid Care Providers; General Population; Higher Risks Population
Dementia Information Portal Focus Groups

Study Objectives (do not share with participants)

» Capture awareness of and perceptions about existing dementia information online resources: Sources of dementia
information; credibility and quality of content; and core and popular dementia topics;

» Understand current dementia information needs and gaps: Identify dementiatopics that lack accessible and credible
online resources/information; and assess dementia information/resource gaps and/or barriers by key target
audiences;

» Evaluate perceptions of features, tools and information resources that users would expect to see as part of a dementia
information portal: Determine elements of a portal that support credibility, accessibility and visibility; Assess
perceptions of sample approaches to dementia information portal; and

» Determine whether additional tools are needed to effectively meet information needs related to dementia.

Introduction 10 minutes

e Welcome: Introduceself & research firm & role as moderator (keep on time/on topic)

e Sponsor & Topic: Groups on behalf of the Public Health Agency of Canada; Federal government is
looking to develop an online information tool — or information portal — relating to dementia; your
assistance today will help to ensure that once developed, that tool meets the needs of those who
want to learn about dementia and dementia resources

e Length: Ourdiscussion should last about [PLWD: 60 min. Excuse yourself if needed during the
session] [ALL OTHERS: 90 minutes.]

e YourRole:Shareyouropinions freely and honestly; no prep needed; not testing your knowledge;
participation is voluntary

e Process: All opinions are important; looking to understand minority/majority of opinions; talk one
at a time; interested in hearing from everyone; participation is voluntary

e Logistic: Recordingdiscussion for reporting (the recording can be paused during the session if you
feel more comfortable sharing your opinion on something without it being recorded —just let me
know when this is the case); observation from government (listening in but not part of discussion)

e Confidentiality: Your comments are anonymous; no names in reports; answers will not affect
dealings with Government of Canada; Once finalized, the report can be accessed through the
Library and Archives Canada.

e Participant Introduction: Firstname:

o [Unpaid Care Provider]; in which community do you live; how long you have been
providing care to someone living with dementia?

o [PCP Care];in which community you work; nature of job; how long you have been
providing care to someone living with dementia?

o [PCP Healthcare]; in which community you work; nature of yourjob; how long you have
been interacting with people who are living with dementia?

o [PCP First Responder]; in which community you work; nature of your job; how long you
have been doing this type of work?
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Information Sources/ Needs 30 minutes

[Unpaid Care Provider] You allhave one thing in common today: you care for someone living with
dementia without financial compensation — for example, that could be a family member, a friend, a
neighbour, or someone else you know. Today, | am interested in your opinions as a person
providing such a supportrole.

[Paid Care Provider] You all have one thing in common today: as part of yourwork, you interact or
are likely to interact with people living with dementia. Today, | am interested in your opinions as
someone who interacts with people living with dementia.

I’d like to begin our discussion by better understanding your information needs as it relates to
dementia.

e [Unpaid and Paid Care Providers] Inyourrole as a care provider to people living with
dementia, what information do you personally need about dementia?

o And what type of information do you think people living with dementia need to
know about dementia?

e [GP/Higher Risk] This may notbe a subject matter you are interested in right now, but I'd like
to know if there is information about dementia you are interested in or could imagine you
might be interested in in the future?

e What types of information have you specifically looked for, if any? Why that?

|F LOOKED:
o  Where or from whom have you looked for that information? Why there?
» [fonline, ask: Where online did you look; what specific websites?
o Did youfind what you were looking for?
o What did youthink of the quality of information you found? PROBE IF NOT
MENTIONED: Was it credible? Comprehensive? Trustworthy?
o Inyourexperience, what information about dementia is easy to find/is easily
available?
o Anything/ certain topics that you have not been able to access or have had
problems finding?
=  What challenges did you encounter while looking for this information?
o What other information would you like to know?
o Whatis the greatest gap in information about dementia — information you need but
that you have not been able to find?
o ASKIFTIME PERMITS: And of the information you came across, is there any you were
not interested in? Which ones and why?
o Isthere anything that made it difficult for you to access information on dementia?

e Regardless of whether you have looked for information or not, which sources do you or

would you trust the most for information about dementia? Why those?
o Where would you go first for this information? Why there?

As you mentioned, the Internet is one of the sources of information on dementia.
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e Are there websites you have used or are aware of that provide information about
dementia?

o Why did you go there for information?

e How did you find out about the websites on dementia — regardless of whether or not you
use those sites?
e How do you know that a website is trustworthy or that online information is credible?
o Which websites do you trust more for information or assistance about dementia?
o And for medical information in general?

There are lots of ways information can be made available online. Information can be accessed by
reading text on a website, downloading files, seeing listings or libraries of information or resources
— with or without links to various other online sources, using assessment tools or questionnaires,
reviewing videos or audio files (podcasts) or taking part in an online forum. These are just examples
and there could be more formats available. Most likely, the formats available will depend on the
type of information and what it is used for.

Show listing of formats on the screen

Let’s chat about that...
e When looking online, in what formats do you prefer to access information about dementia?
e How might the format be different based on the type of information you are interested in
and what you would use it for?
o Probe if not mentioned: research for academic/work purposes; personal use and

interest; share with family and friends; share with healthcare providers, share with
patients

Online portal content and functionality 20 minutes

As mentioned, the Public Health Agency of Canada is currently working on developing an online

resource or information portal, with a goal of ensuring information needs related to dementia are
fully addressed.

e What type of dementia-related information should this website include?

There are many different types of information or resources that could be included on such a site,
some of which you have already identified.

Share listing of information on the screen

» Signs and symptoms of dementia
» Prevention/ how toreduce risks of developing dementia symptoms
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Tools that help with diagnosis

Dementia care such as management of symptoms

How to reduce stigma (negative stereotypes) and make communities more inclusive and
supportive for people living with dementia

Government policies and strategies about dementia

Current dementia research projectsand results

Information needed by care providers

Dementia information adapted to specific populations

Dementia service organizations (listings/ links to organizations/ support groups available
for those living with dementia)

Caregiver resources (services / self-care / groups)

Online forum (ability to ask questions / have discussion online with other people using
the website)

YV V

VV VVVVY

ONLINE INDIVIDUAL POLL: Howimportant do you think each of those themes would be to include
on the site? Please check all the items that you think are a ‘must have’.

share online poll — check all that apply; share poll results with everyone once exercise is completed

Now let’s talk about this together...
e Whatitems from this list should be included on a dementia information website?
o Which ones are most important? Why?
Is there anything that should not be included? If so, what / why?
e [If there was a forum on the website, is this something you might use?
o Ifyes: Howwould you use the online forum? Would you participate in the discussion
or simply review the comments that were posted by others? What information
would you be looking for on the forum? Who would you expect to access in a forum?

e Have youseen interesting tools or functionalities used on other websites — not necessarily
about dementia — that could be considered?

e What, if anything, might help to ensure that the portal is easy to use and has relevant
content for all Canadians?

e |naddition to a website or online resource, what additional tools and supports would you
like to see available about dementia?

o Probe if not mentioned: printed materials, national support line, local community
supportgroups

Examples of online portals on dementia 20 minutes

To finish up, | want to briefly get your thoughts on an existing website that provides information on
dementia. This is an Australian website. I’'mjust interested in getting your initial reactions to each,
not a detailed site review or evaluation of its content.

If possible, moderator to show the site on their screen; alternatively, review static images for the site:
dementia.org.au
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This site features human interest stories related to dementia, a banner where you can find
information about dementia, support, education, howto get involved, research, a calendarof
events, and details about the organization. When you click on any of the banner points there is a
drop down menu of available items, and also visual icons on each item. These will give you an
idea of what the site includes. | am going to show you a few pictures / screen shots of the site.
[walk thru different images)].

W eb Pagesto Be Shownby Audience

. Care First
General Higher Provid Care R q Healthcare
. . roviders . esponders .
Population Risk ) (Paid) P . (Paid)
(Unpaid) (Paid)
Home Page (https://www.dementia.org.au/) v v v v v v
Information — What is dementia?
(https://www.dementia.org.au/about- v v v
dementia/what-is-dementia)
Information — | am a health professional It
(https://www.dementia.org.au/resources/health- v me v
) permits
professionals)
Information — | am a carer, family member, or
friend v
(https://www.dementia.org.au/information/about-
you/i-am-a-carer-family-memb er-or-friend)

After reviewing each site, ask:

e Overall impressions of this site?

e What do you think about the overall “look & feel” — colours, use of graphics, general layout?

e At aglance, how do youfeel about the way the information is organized?

e How easy do you think it would be to find what you are looking for on this site?

e Have younoticed the accessibility features on the site? What could be done to improve
accessibility? Note to moderator: examples of accessibility features include a feature that
reads the information on the website for you, email support, helpline webchat, National
Dementia Helpline, colour contrast, information in different languages (this may not be
obvious unless you navigate to specific sections of the website)

e At aglance, would you trust the information on this site? Why/why not?

Today you’veshared details on where you turn for information on dementia, what type of
information you would like to have available on dementia, and what the Public Health Agency of
Canada should consider as it develops an information portal or online resource on dementia.

e Nowthat you have had a few minutes to think about this, what do you think are the most
important things to keep in mind when creating this type of portal?

e To allow for more options on how the portal is designed, it may be hosted through an
organization outside of government even though it is funded by the government —
specifically the Public Health Agency of Canada. This means that the URL would not include
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“Canada.gc.ca”. Ifthisis the case, what should the website include to ensure users have
trust in the information?

o Probe for: evidence-based information, easy to determine the source of information,
indication that the website is funded by the Public Health Agency of Canada,
information about how the material on the website is reviewed and approved

o If government website perceived as more trusted, probe to understand why.

e Any final suggestions for the Public Health Agency of Canada as it looksto develop such a
portal?

Thanks & Closure

That concludes our discussion. On behalf of the Government of Canada, thank you for your time

and input.
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Welcome!
You are now connected to the session

We will begin the discussion when everyone has logged on.

1= 9

AN

NARRATIVE
RESEARCH

Please make sure you
are using a desktop or
laptop computer.

Introduction

= Let me explain what we will do today...

/ If youlosethe phonecall ]
Please mute yow\

speakers:
clickonthe
speakericonsothe £ To raiseand

it goesfrom lower your
green/blue to hand
become white/grey

L Pt




E Introductions

= In which community do you live?

= Who livesin your home?

E Introductions

= In which community do you live?

= How long have you been providing care to someone living with
dementia?




E Introductions

= |n which community do you work?
= What is the nature of your work?

= How long have you been providing care to people living with
dementia?

E Introductions

= |n which community do you work?
= What is the nature of your work?

= How long have you been interacting with people who are living
with dementia?




E Introductions

= |n which community do you work?
= What is the nature of your work?

= How long have you been doing this type of work?

Information Needs / Sources

= |Information about dementia

= Sources of information




Information Formats Online

= Reading text on a website
= Downloading files

= Seeing listings or libraries of information or resources
(with or without links to other online sources)

= Using assessment tools or questionnaires
= Reviewing videos or audio files (podcasts)

= Taking partin an online forum

Online Portal on Dementia




Online Portal on Dementia

Signs and symptoms of dementia

Prevention / how to reduce risks of developing dementia symptoms
Tools that help with diagnosis

Dementia care such as management of symptoms

How to reduce stigma (negative stereotypes) and make communities more inclusive and supportive for
people living with dementia

Government policies and strategies about dementia
Current dementia research projects and results
Information needed by care providers

Dementia information adapted to specific populations

Dementia service organizations (listings / links to organizations/ support groups available for those living
with dementia)

Caregiver resources (services / self-care / groups)

Online forum (ability to ask questions / have discussion online with other people using the website)

Online Portal on Dementia




Online Portal on Dementia
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Example of a Website on Dementia

Let’s have a look at an example of a website on dementia:

www.dementia.org.au
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We will look at the
screenshots of the
website fromthe
Home screen to the
Information
section.

5 CHEE——

Information Support Education Get involved Research Calendar About us

Welcome to
Dementia Australia

We represent the 459,000 Australians living with dementia
and the almost 1.6 million Australians involved in their care

Latest updates

Neil Samuel recognised as first Aged care to A (CovID-19)
reciplent of a Dementia sends strong message to update from Dementia
Australia Honour Australians Australia

Neil Samuel has been recognised as the Dementia Australia welcomes changes In response to the coronavirus (COVID-
first recipient of a Dementia Australia to the federal government’s Ministry 19) outbreak, Dementia Australia will be

= CEE——

Support Education Get involved Research Calendar About us

About dementia About you

2 I have dementia Videos
Dementia statis 1.am a carer, family member, o friend Information in other languages
Memory loss 1am a health professional Library
Types of dementia H— Browse all resources

How can | find out more? Find a resource
Look after your heart

Diagnosing dementia Help sheets.
Look after your body

Genetics of dementia Technology
Look after your mind

Planning ahead
Risk reduction resources

A coronavirus (COVID-19) update




Let’s zoom in a bit so we can see what is on the menu...

Support Education Get involved Research Calendar

About dementia About you Resources
What is dementia? | have dementia Videos
Dementia statis | am a carer, family member, or friend Information in other languages
Memory loss | am a health professional Library
Types of dementia Risk reduction Browse all resources
How can | find out more? Find a resource

Look after your heart
Diagnosing dementia Help sheets

Look after your body
Genetics of dementia Technology

Look after your mind
Planning ahead

Risk reduction resources
A coronavirus (COVID-19) update

5 CEE——)

Information Support Education Get involved Research Calendar About us

Information > About dementia > What is dementia?

What is dementia? o3

Listen Share

Information Information

The infarmation in this section defines dementia, describes the symptoms and causes of
dementia and explains the difference between normal memory problems and dementia.

T I What is dementia?

What is younger onset dementia? Dementia describes a collection of symptoms that are caused by disorders affecting the brain. It
s not one specific disease.

=+ About dementia

. Behaviour
Dementia affects thinking, behaviour and the ability to perform everyday tasks. Brain function is

, How is der tia treated? affected enough to interfere with the person's nomal social or working life.

Progression of dementia Who gets dementia?
Most people with dementia are older, but it is important to remember that not all older people
' Dementia statistics get dementia. It is not a normal part of ageing.
. Memory loss Dementia can hoppen to anybody, but it is more common after the age of 65 years. People in
their 40s and 50s can also have dementia. For more information about younger onset dementia
v Types of dementia go to the younger onset dementia hub.
» Howcan|find out more? What causes dementia?
. Diagnosing dementia There are many different forms of dementia and each has its own causes.

The most common types of dementia are Alzheimer's disease, Vascular dementia, Dementia
with Lewy bodies, Fronto Temporal Lobar Degeneration (FTLD), Huntington's disease, Alcohol
related dementia (Korsakoff's syndrome) and Creutzfeldt-Jakob disease.

Genetics of dementia

v Planning ahead
Is it dementia?

A corenavirus (COVID-19) update




We will look at the
screenshots of the
website fromthe
Home screen to the
Information section
for health
professionals.

5 CHE——

Information Support Education Get involved Research Calendar About us

Welcome to
Dementia Australia

We represent the 459,000 Australians living with dementia
and the almost 1.6 million Australians involved in their care

Latest updates

Nell Samuel recognised as first Aged care to A (CoviD-19)
reciplent of a Dementia sends strong message to update from Dementia
Australia Honour Australians Australia

Neil Samuel has been recognised as the Dementia Australia welcomes changes In response to the coronavirus (COVID-

first recipient of a Dementia Australia to the federal government’s Ministry 19) outbreak, Dementia Australia will be




About dementia

What is dementia?

About you

I have dementia

Let’s zoom in a bit so we can see what is on the menu...

Resources

Videos

Dementia statistics | am a carer, family member, or friend Information in other languages
Memory loss 1am a health % Library
Types of dementia Risk reduction Browse all resources
How can | find out more? Find a resource
Look after your heart
Diagnosing dementia Help sheets
Look after your body
Genetics of dementia Technology
Look after your mind
Planning ahead
Risk reduction resources

A coronavirus (COVID-19) update

Indormation > Resousces > Browse o rescusces 3 Heotth professoncts

Health professionals LS

Usten Shore

Information

Allied health resources
» About dementia

+ Aboutyou
NPS resources - dementia and medicine
*  Resources

Videos
Education tools for dental practitioners
Information in othes languoges
Ubrory

The Dementia Guide

Browse afl resources

Aboriginal and Torres Strait islander
communtics

Clinicol practice guideiines

b

Charter of Rights and Responsibiites
for Home Care

Dementia Learning Gulde
Comemunity cofé tooltit

Culturol and inguistic diversity Dementia and chronic conditions serfes toolkit
Domentia and drving

Dementia and your legal rights Purposeful activities for people with dementia: a resource

Dermentia language guideines
Famdy ond friends matter
Hoatth profossionats

Aied health resources

Mecicines and dementia: what you
hood to know

Education tools for dental
proctioners




Allied health resources

NPS resources - dementia and medicine

Let's 200mMm iﬂ a Education tools for dental practitioners
bit so we can
see what is The Dementia Guide
listed on the

Clinical practice guidelines
screen... @

Dementia Learning Guide

Dementia and chronic conditions series toolkit

Purposeful actlvitles for people with dementla: a resource

We will look at the
screenshots of the
website fromthe
Home screen to the
Information section
for carers, family
members, or
friends.

C CEE——

Information Support Education Get involved Research Calendar About us

Welcome to
Dementia Australia

We represent the 459,000 Australians living with dementia
and the almost 1.6 million Australians involved in their care

Latest updates

Nell Samuel recognised as first Aged care to A (CoviD-19)
recipient of a Dementia sends strong message to update from Dementia
Australia Honour Australians Australia

Neil Samuel has been ised as the Dementia Australia changes In response to the coronavirus (COVID-

first recipient of a Dementia Australia to the federal government’s Ministry 19) outbreak, Dementia Australia will be




About dementia

What is dementia?

Dementia statistics

Types of dementia

How can | find out more?
Diagnosing dementia
Genetics of dementia

About you

I have dementia

1 am a carer, family
Iomohoonhww

Risk reduction

Look after your heart
Look after your body
Look after your mind
Risk reduction resources

Let’s zoom in a bit so we can see what is on the menu...

Resources

Videos
Information in other languages

Browse all resources
Find a resource
Help sheets
Technology




Information. 3 Aboutyou 3 | om o earer, famly membes, oe friend

| am a carer, family member, or friend g9 8
Listen Shore
Information Information and ideas for carers, family

members, and friends.
Actiitios toe pasple with demirtia
Advance core planning

Coving tor someans wh ives alons

Iam a carer, family member, orfriend ¢l

Activities for people

Aevance care pinning Porsanol caro

Caring far someone who Fves done Preparing your home
Roskdontiol core

Coping with bahavicur changes
Safety in and arcund the home

Taking care of yourselt
The later stoges of dementia

Prepering your home: Tharopies and communication approaches

Taking care of yourself
The later stoges of dementia

Therapes and communication
approaches

1am a healn professicnal

Information and ideas for carers, family
members, and friends.

Advance care planning
Let’s zoomin a Caring for someons who ves alone
bit so we can Coping with behaviour changes
see what is Managing changes in communication
listed on the Personal care
screen... Preparing your home

Residential care

Safety in and around the home
Taking care of yourself

The later stages of dementia

Therapies and communication approaches
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Thank you!
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