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THE OUR DEMENTIA
JOURNEY JOURNAL

The Our Dementia Journey Journal (ODJJ) is an
interactive resource that was codesigned with and
for people living with dementia, their family/friend
caregivers, and their healthcare providers.




Welcome, Andy Andy!

ODJJ VERSIONS & | 2_

LANGUAGES g

i

My Journal Tools
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About Me

Versions - Generic, First Nations, South Asian

Journey Journal

OoDJJ OoDJJ gART f3Af2
opy . Our Bementi 4 et Our Dementi $225) Notrejoumaldebord | o csmupmaren bl L LU b
and Journey Journal inCanida Journey Journal avec la démence napnbye mnoopions ST B J

Purple Pages: an introduction to this
journal

Blue Pages: for sharing information to m
support relationship building

Pink Pages: a place to document your
journey and well-being

THat ¥ for Aas @ Ae-use

Blue Pages: for sharing information to
support relationship building

Pink Pages: a place to document your
journey and well-being

Orange Pages: for diary keeping and @ Peach Pages: for diary keeping and

At OR: 59 SRAG BT URET 2a &

Blue Pages: for sharing information to
support relationship building

Pages Bleues: pour partager de I'information
a fin d'établir de bonnes relations.

3B 0&: mided 2 foawre st Areardt mist ags sE 3R a5
AR vd: arEert & fmfor & fae sert anen o & fae

Pink Pages: a place to document your

journey and well-being Pages Roses: un endroit ou documenter votre

parcours et votre bien étre.

et : 3073t wrsar i3 Segnst § ensrest vl ot way < dnam g @

Pages Péches: pour noter vos réflexions et

Peach Pages: for diary keeping and
noting your reflections noting your reflections Hioting you: flechions vzt U%: 3073 yFiftat & &c a9 3 AIaE HE Ag
isi ; ; This is your journal, use it his is 1, us : tenicun;cametintime. ’ e gB: 30 e 31 ST e  feve e
This is your journal, use it Green Pages: resources for when you howeveyr yoi like! : Green Pages: available resources and @ . Grefen :’39‘*5- feS:UII’CerOI’ when you @ e P
: 2 ! X Ver yc are feeling overwhelme: BuzEy HAas w3 Aee
however you like! are feeling overwhelmed services g Pages Vertes: des resources pour quand vous R "3 @

vous sentez dépassé. B A IUTTE FTEA R Fare

@ et ud: A AT RGeS B @ A & e ve e B




ODJJ FEATURES

Pose and Share with Track your Journal and Collect Chat
answer your Circle of well-being Reflection useful
questions Care resources
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TRIAL PERIOD FEEDBACK

The ODJJ was trialed in 7 diverse communities

in Onratio and Alberta between March 2024

and

January 2025.

(included: continuing care/long-term care homes, First Nation
communities, South Asian community organizations, adult day

program)




KEY MESSAGES:

Support, Personalization, and Learning
Along the Dementia Journey

The ODJJ offers a variety of tools that provide:
1. More support to caregivers
2. Tools to learn about dementia and dementia care

3. More ways to provide person-centered care

4.More access to dementia care resources (includes resources for cultural communities
such as First Nations, French, South Asian communities)

5.More dementia care resources tailored to specific communities (First Nations, and
Punjabi, French and Hindi speaking communities)

6. Conversations to help de- stigmatize dementia




1. More support to caregivers

‘ANYTHING TO HELP HER CARE AND HELP THE PEOPLE WHO ARE CARING FOR HER, | FEEL BETTER
ABOUT, AND MY WIFE FEELS BETTER ABOUT IT AS WELL. THERE’S SO MUCH GUILT AROUND

LOOKING AFTER FAMILY MEMBERS ... IT WOULD ENHANCE MY QUALITY OF LIFE. BECAUSE
CERTAINLY WHEN MY MOM IS DOING BETTER, | FEEL BETTER.”
- Caregiver



KEY FEATURE #1
Bi-Weekly Check-In

A space for members of the Circle of Care to check-

in with themselves:

e Complete every 2 weeks or whenever works for you

e Monitor your score over time

e Seek support when you notice your score is declining (e.g.
support groups, other sections of ODJJ)




Bi-Weekly Check-In
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Bi-Weekly Check-In Bi-Weekly Check-In Trend

Purpose

This activity can help you think about your overall well-being by asking five simple
questions. Using this tool can help you understand or communicate your feelings. If
your overall score decreases over time, you may want to seek help or talk to someone
about what's happening in your life.

History:  Last 3 months ¥ Timing
We suggest completing this activity every two weeks, but you can use it as often or as

. Modified by Clementine Caregiver on Nov 13, 2024
History: Current date + Trend

Dimensions PERSON CAREGIVER CARE PROVIDER

of Wellness

little as you like.

PERSON CAREGIVER CARE PROVIDER

Participants
Everyone in the circle of care is encouraged to track their wellbeing.

Andy Andy ¥ Score: 0

More Less Clementine Caregiver ¥ The World Health Organization’s Well- Being Index
Over thatastd Allthe [ i than R Some JREES Instructions:
; of the half of half of ofthe . b o = Please indicate for each of the five statements which closest describes how you have
two weeks time time Clementine's Trend been feeling over the past two weeks.

time the the time 25 = Note that higher numbers mean better wellbeing.

time  time « Example’ If you felt happy and in a good mood more than half of the time during the past
two weeks, put a tick in the box numbered 3 in the upper right comer.

Dimensions of Weilness by the International Council on Active Aging. (https://www.icaa.cc/ Mental « Your score is nalculgted by tma""g the Tigures of the “V? answers. The smrerrangef\s from
activeagingandweliness/weliness.htm). Copyright 2001-2023 © ICAA Services Inc. Al rights reserved health 20 0 to 25, 0 representing worst possible and 25 representing best possible quality oflife.
3 . « There is space below each table to record your score and a tracker to help you monitor
= your scores over fime.
et 8 O O © :
Monthly Check-in on Symptoms of Dementia cheerful an % 15 Name: Date:
in good 2 :
spirits | Over the last two weeks: Allof  Most Less Some
5 the of the than half of the
- time time of the  time
Bi-Weekly Check-In Mental 3 10 e
= .
health S Iggi\;esgeilrtiéheerful and in 5 n 3 5 5 0
| have felt O O O O O O 5 | have felt calm and relaxed 5 a 3 2 1 0
calm and
Well-being Communication
9 relaxed | have felt active and vigorous 5 4 3 5 7 0
) 0 I woke up feeling fresh and
Physical rested > 4 3 2 1 0
health My daily life has been filled s s 3 5 ] 0
ith things that interest me
maetet O O O O O O -
active and .. You can use the orange pages to
vigorous @ World Health Organization. 1338. Well-being Index. -\ )~ reflect on your score. Can you talk to
Date someone about how you are feeling?




2. Learning about dementia and
dementia care

“I could say [in the chat function of the app], ‘His blood sugar was really low this

morning and he didn’t eat much breakfast and he’s kind of in a mood and he’s a bit grumpy.”™
— Caregiver



KEY FEATURE #2
Chat

A space for members of the Circle of Care to instantly message:

e Updates to care providers (e.g. sleep, blood sugar, etc.)

e Day to day necessities

e Communicate with long-distance caregivers (e.g. siblings or other family members in a
different city/country)

e Document changes

e Utilizing this feature can support communication across the Circle of Care.
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Chat rooms Clementine Caregiver
CAREGIVER
PERSON
Clementine Person > I I
Me 14:06
Hi there, how are you feeling today?
CAREGIVER
Clementine Caregiver >




3. More ways to provide person-
centered care

“My mom was still playing the piano, and it was things like that. When there’s musical entertainment

in there, | don’t ever want her to miss it”
- Caregiver



KEY FEATURE #3
All About Me

All About Me outlines the Circle of Care

Preferences
Behaviours

History

Interests




All About Me
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All About Me
A Conversation Starter

This activity can be completed by anyone within the circle of care of a person living with
dementia. Content may be reviewed and updated as needed and/or as changes occur through
the dementia journey. You do not need to respond to the questions that you prefer not to answer.

©

Date:

| like to be called...

What is your name, nickname or

preferred name?
Modified by Andy Andy on Nov 13, 2024
Insert photo here
PERSON CAREGIVER CARE PROVIDER
Andy Andy ¥
| LIKE TO BE CALLED...v
All About Me. A Conversation Starter In the past ...

The Care Collage

In this section, note past careers, places the person lived, favourite events or activities
and important aspects of your past.

My Top 5 Things

INTHE PAST I...v




4. More access to dementia care
resources

(includes resources for cultural communities such as First Nations, French-speakers, and South Asian)

“I think that’s a good idea to have that to it right at your fingertips and you don’t have to search for
anything.”
- Caregiver

“Because a lot of times, resources, by the time you figure out what resources are there, you're in the
next stage of the journey”



KEY FEATURE #4

Resource Section

The Resource Section

e Standard list of resources

e Upload your ow resources as links, files, or pictures




Resources

Available resources and services

Here are some resources that you may wish to consult along your journey:

Here are some useful Enable Tip: Access these resources by scanning the QR codes below or by looking up the key words
resources along your journey: default tools under the ‘Resource’ column in Google.
Specialized Dementia Services
Resource  Purpose Language Wholt's For Access
Offers caregiving services and
SE Health's | resources to support individuals Enzlish Family/friend
ELIZZ caring for people living with e caregivers
Specialized Dementia Services I dementia.
Rare Services, resources and support
1 Dementia for people living with rare types of | English Everyone
1 . SE Health S ELIZZ Support dementia and their care partners.
https://elizz.com
Community and Peer Support
Resource Purpose Language Who It's For Access
COmmunlty and Peer SUppOl‘t Alzheimer's Offer or receive support from
Society UK other dementia care partners by English Evervone
Talking Point taking part in an online discussion 2 v
Forum forum.

1. Alzheimer's Society UK
Talking Point Forum
https://forum.alzheimers.org.uk

Offer or receive support from
other dementia care partners by
taking part in an online discussion
forum

AlzConnected English Everyone

Educational Guides and Materials

1. Alzheimer Society of Canada




5. Taillored dementia care resources to
specific communities

“..It’s[ODJJ] increasing awareness about this disease because it’s a new disease for South

Asian community, and there’s a lot of stigma attached to mental health and neurocognitive

disorders.”

- Care Provider



6. De-stigmatizing Dementia

“.. Everyone feels like you’re alone in this whole thing, right? And this whole process.
So, when we start talking about resources that are available, then everybody sits up and

listens. And also it’s good to know how each one manages their day. ... this app also kind of
draws us closer together...”

- Caregiver



1. Visit our website to explore the ODJJ further

2. If you'd like to share/Promote ODJJ to Your Community or Organization, visit our
resource page

* Access ready-to-share materials to present the ODJJ in meetings, events, or
internal communications

3. If you'd like to access resources to implement or use the ODJJ with your organization,
community or group, visit our website.




Thank you
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