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Background

Living Well with Dementia Toolkit
Implementation of the Toolkit
Training Video

Role Play Exercise

10 minutes
20 minutes
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Background
The Problem



Overarching Problem

Thereis a big gap between how the system is designed and what people most need. The health system
is not designed to meet the most critical needs of patients living with dementia and their families...

NG

)

h

)

Primary Care Person Living Care
Practitioner with Dementia Partner

... leaving them largely on their own to cope with the tremendous impact of dementia on their lives
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We Call These

(7,
c
S
o .
I
ap
ea
- O
m o
Lo
m-
5 3
)

w S
> X
(79 T

ARIADNE LABS

e,
= o
- C
o O
hWndWJ
v T
ﬂb.w
$ 20
Wua
o O =
o < ©
HoRNVIES
SWW
Q O ©
© c C
D X @©

occurs in our health

care and public health

systems.



What we KNOW...

We know dementia impacts the
entire family system.

We know dementia impacts people’s
entire selves and lives.

We know that higher quality of life
and wellbeing matter most to
people.

We know we can help people live
well with cognitive disabilities.

We know that facing dementia
without support can be
traumatizing.

What we DO...

We focus on either the person with
dementia or the primary caregiver.

We see dementia as symptoms, such
as memory loss or behaviors.

We focus on treating (e.g.,
medicines). We optimize for safety at
all costs.

We say that there’s nothing we can
do because we can’t cure or treat it.

We leave people feeling unseen and
unheard - and all alone.
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We aim for families to
achieve a good quality
of life while living
with dementia by
helping them to have
the knowledge, skills,
and support to adapt
to changes big and
small throughout
their journey.
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WHO: We are focused on whole “families” living with dementia

FROM TO
PLWD OR Caregiver Whole “Family” System

e Captures the breadth of impact that dementia has on a person’s closest relationships
BIG e Highlights a different set of problems - more relational than individual
SHIFTS e Requires negotiation of needs among people in the system
[ J

Acknowledges that dementia is too big for any one person to carry on their own
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WHY: We want to help people achieve better quality of life for the whole “family” system

FROM TO

Symptoms and Safety Quality of Life and Balance

e Capturesthe depth of impact that dementia has on a person and their daily lives
BIG e Prioritizes what people say they really need and what really matters most to them
SHIFTS e Balances a complex set of needs vs. optimizing for one particular need (e.g., safety)
[ J

Opens up a world of opportunities to make people’s lives better vs. there’s nothing we can do
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WHAT: To achieve better quality of life, families need to be more prepared, equipped, and

supported

FROM TO
Confusion, Overwhelm, Isolation, Clarity, Capacity, Resourced, Adaptive
Constant Crisis

Helps the “family” connect changes in the brain with what they see / experience vs. black box
Enables the “family” to understand what they will really need vs. discover along the way
Gives the “family” the knowledge and skills that they most need to sustain the journey

Takes an adaptive approach that differentiates what’s in and out of our control

BIG
SHIFTS



Living Well with Dementia Toolkit
The Solution



Living Well with Dementia
Guide

ABOUT THIS GUIDE:

This guide can help facilitate meaningful
conversations about what matters to you
and lead to action plans that help support
living well with dementia.
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Families experience dementia as the whole family:
dementia affects the routines, fears, hopes, and needs of

the entire family system. (

including friends

We use “family” broadly,

supporters and chosen family.)

H




Living with dementia can feel like a series of unpredictable
,and with many challenges.

Seeing these changes, adapting to new realities and finding
knowledge, skills and support can help people live better with
dementia.



Our tools are designed to support families navigating different areas of
dementia care—relationships, daily life, , quality of life, dementia
support, and planning for the future. We understand that every family has
unique needs and priorities, so our tools help them focus and plan for what

matters most to them.
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The Living Well with Dementia
Toolkit offers care navigators and
other providers a set of tools to help
families have open conversations,
identify their evolving needs, and
create an action plan for living well
together.




The tools ensure that the person living with dementia,
their caregivers, and their loved ones feel heard and
supported in care decisions and daily life.

Check-in Action Plan
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Daily Life Quality of Life

Conversation Cards




Lisa was recently diagnosed with dementia. Lisa and her
daughter, Sarah, have noticed a few new needs and are not
sure how to navigate the changes.

S
=(Q)= QUALITY OF LIFE
K

Lisa misses being an active

g PLANNING FOR THE FUTURE
_ L >
member in her local church

group. Sarah wants to support her mom
with financial planning but not
sure where to start.

% RELATIONSHIPS

Lisa misses her circle of
friends every so often.

%
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% RELATIONSHIPS

Lisa and Sarah used the tools with a facilitator to i
discuss and plan some solutions and next steps.

Sarah will plan a dinner
with some of Lisa’s friends.

S
=(Q)= QUALITY OF LIFE
e

lo/ll/2024
Session Date:

Lisa will carpool to her local [E] Action Plan

) Circle the topi s Listany
church group once a month : =
with her neighbor. &)

X X

i : Capt points from
and/or emotions that were discussed or expressed.

Lisa wisses being an dctive wewber in her local church group.

Sarah wants £o supPort hev wmom with §inancial planning but ot sure wheve to
start.

Lisa wiisses her civcle of friends every so often.

il
Action Steps:

Ilg PLANNING FOR THE FUTURE

LV = What needs to happen? 2 Who can help? © When?
Dinner wi ith §riends Sarah 2 weeks
Sarah will consult a financial S e i N

advisor who focuses on oot it vergor
elder-care. —




tinne anning for
Dementia Emef P:he Future 1
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Living Well with Dement

ia Toolkit
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Components 1!

mﬁlﬂﬂs

ith D!
g:;vorsatlon

Cards

ementia Toolkit

Relationships

Dementia can affect our
relationships with those around
Dementia also makes the need *
these relationships even greate
Explore common challenges a-
as ways to build relationships
living with dementia.

ARIADNE | LABS




Overview of Tools
& Topics

_—

Relationships
Subtopics: Community, Family, Friends, Pets

Daily Life
Subtopics: Transportation, Housing, Routine, Personal Care, Food,
Hobbies, Communication

Quality of Life

Subtopics: Spirituality & Faith, Building Hope, Meaning &
Purpose, Autonomy, Growth, Belonging, Joy/Pleasure, Behavioral
Health, Dignity of Risk, Identity

Planning for the Future
Subtopics: Crisis Planning, Housing, Finances, Legal, Palliative &
Hospice Care, Medical Wishes, Decision-Making

Health
- I Dementia, Medications, Hospitals, Staying Healthy,
Medical Providers

Dementia Support

Subtopics: Care Coordination, Adaptive Supports & Technology,
Care Partners, Mapping Your Support, Community Resources,
Coaching. Respite

Check-In

A worksheet that guides a
conversation exploring what is

working well and where there are

current challenges for the

individual and family or supporters

living with dementia.

Conversation & Emotion Cards

These provide more detailed prompts and possible
solutions for common issues that arise for people
living with dementia. These cards focus on daily life
and include a set of emotion cards, to help
understand the lived experience of dementia.

[ Actonrten

Circle of Support

A worksheet to reflect on,
identify and map current and
potential sources of support.

Dementia Journey

A visual illustrating the
recurrent cycle of change that
people experience while living
with dementia.

Action Plan

A worksheet to identify and
document actionable next steps
for solving problems and
adjusting to new needs.



The Dementia Journey

Focusing on quality of life and planning for the
changing nature of dementia can help families better
navigate the journey of living well with dementia.

Living with dementia involves cycles of learning and
adaptation, as dementia progresses and a person’s abilities Adapt to Adapt to
and needs change. Change ¢ Change

Major Change
or Crisis

\ Major Change

5 4 or Crisis N uy
@r“\\\\g‘i&\ N\ AN

Noticing Changes Learning and Diagnosis Adapting to Daily Life Planning for the Future

People living with dementia and their loved ones Getting a diagnosis can help explain what is Living with dementia can feel like a series of Anticipating changes down the road and preparing

begin noticing changes and question what's going happening. It can be the first step in learning more unpredictable ups and downs, with many challenges. for future needs can help families navigate the

on. This can happen slowly over years. about dementia and accessing important resources. Seeing these changes, adapting to new realities and dementia journey with greater confidence, support
finding knowledge, skills and support can help and comfort.

people live better with dementia.
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Finding New Ways
to Connect

Beth hangs out with her friend and neighbor
Sita. They usually go out for dinner once a
month. Since Beth’s dementia has
progressed, they're finding new ways to
connect and spend time together.

Having dinner together

Listening to music

Playing with Beth’s dog



Dementia Check-in

Assess the family’s strengths and needs across the 6 key topics

Session Date:

D Check-In

Assess the 6 dementia topics. Ask what is working well and what challenges exist
for each topic.

o Using the Check-In —
@ ?_.‘:*,_..'!.. e g b e Topic: Notes: Well  Support
i Use the form to take notes for yourself as needed. e o © ©
Go through Check-In topics, asking the following ( 888 ) Relationships

questions for each topic. N

e What is going well for you in this area? e

e What is not going well for you in this area? “ 55 \ o el
.'e *If a person or family comes in with an agenda, S
20 \ listen to their concern and try and place it within
) e :-»-»%. one of the categories; and then move on to ask /g Qualityof Life
— ] Contiggee, T about the other categories as well. ( =©@e
— 0
R
ol Using the Emotion Cards
After completing the Check-In, pull out the \ Planning for Future
emotion cards. Lay them on a table or surface /

near you. Ask each person present to pick 1 or 2
cards about how they are feeling about dementia
right now.

Identifying What Matters

Based on the Check-In, you may be able to

identify one or two main topics where families Dementia Support
need more support. In addition, the use of the [

Emotion cards may identify the topic areas that

most need attention for this family right now.




Conversation Cards

Discuss family’s strengths,
challenges and needs

Focusing on What Matters:

Pull out the one or two main topic cards that you have
identified (either through the Check-In or through the
Emotion Cards) as important to the person or family
you are with. Turn over the first main topic card to
reveal all of the subtopics in that area. Share this
with the interviewees. Try to narrow down a more
specific area for discussion. You might say:

ot
SO,

Quality of Ute

e  Which of these areas would you like to talk
more about today?
e How are things going for you in these areas?

You may also point to subtopic that has already been
clearly identified in prior steps.

Using the Prompts

Use the question on the back of the subtopic card to
start a more in depth discussion about what is
happening for this family right now. Use the prompts
as needed to go deeper into the conversation. The
card also contains some general ideas for next steps
that may be helpful for each subtopic. Don’t be limited
by these ideas however. They should be bolstered by
what you know about your local resources and
supports.




Conversation Cards

6 Main Category Cards
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Action Plan & Circle of Support

Identify actionable steps and supports

ﬁ Actl.onPlan 2

fction Stepe
Pt

W rm (n e W e s e

Circle of Support

Using the Action Plan

Use this document to take notes in the top box on
what is happening for the family. Use the prompts on
the cards to help brainstorm solutions.

Remember to explicitly address quality of life and the
importance of the dignity of risk, as it relates to each
topic.

Document action steps, who is doing what and when
they are doing it in the last section of this page. Leave
a copy of the Action Plan with the family and use a
copy for your notes.

Return to the Circle of Support

Questions to ask:

1) Who here can help with this?

2) Where can we go for more information or more help?
3) Do you want to talk about what it would look like to
ask this person for help?



Circle of Support

Who are the important people in your life that
you can turn to for support?
Use this list to start identifying your existing

network and supports. We will use this list
later to help develop our care plan.

Family
)}
2
2

Friends/ Neighbors
Q
]
]

System Supports
(Healthcare, Physicians)
]
]

Community Resources
a
Q

Community Connections
(e.g., Faith Groups)

Living with Dementia Toolkit
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4 Our tools are designed to support families navigating
different areas of dementia care — relationships, daily life,
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PHYSICAL/ PAPER-BASED VERSION

Living with Dementia Guide:

\ntroduction & Instructions

Dementiais a syndrome that affects all

aspects of a per:

What's Inside:

Overvy;,
Y ! erview of the
son's life and the lives of Tools

those around them.

The Living with Dementia Guide is a conversation starter
focused on quality of \ife, highlighting areas affected by

dementia that need cal

e adaptation and support. T

ese
conversations aim to create an action plan to support both the
person with dementia and their care partners.

Dementia i caused by

many disease processes including

Alzheimer's Disease: Vascular Dementia, meotempora\
Dementia, Lewy Body Dementia and more. This guide is

relevant for all types o

 dementia. Check.in

A
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Implementation of Living Well with
Dementia Toolkit



Implementatio Vi
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Introducing the Tools

Talking about the tools

Sample Script:

“I'd like to use this Dementia Toolkit to help guide our
conversation today. This Toolkit offers a format for us to
have meaningful conversations about how dementia is
impacting you and your family/supporters. We will then shift
from the conversation to the create a plan and action steps
that aim to better support you and your family/supporters in
living with dementia. How does that sound?




Introductory Visit

Circle of Support

Who are the important people in your life that
you can turn to for support?

Use this list to start identifying your existing
network and supports. We will use this list
later to help develop our care plan.
Family T
. T
a / ] \

Q

Friends/ Neighbors
Q

Y A 4‘ @J ......

System Supports Name:
(Hoalthearo, Physicans) 3
a .

Q

Community Resources
E)

Q
Community Connections
(65 Faith Groups)

)

Q
Other
Q

Q

he entia Journey

Focusing on quality of life and planning for the

navigate the journey of living well with dementia.

Living with dementia involves cycles of learning and Y
daptat s

and needs change.

i omiadge. skl and soppot o1 el nacomion
oo v bt i damenca.
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Getting Started:

Using the Tools During an Introductory Visit

We suggest using two Toolkit pieces during the first or second visit to get to
know the person with dementia and their family/supporters.

DISCUSSION
Ask for Dementia
Story

First, ask those present to

share their story of dementia.

Possible Prompts to Ask:

e When were you
diagnosed?

e What was that like for
you?

e Who have you told that
you have dementia?

¢ What has that process
been like for you?

e What has this meant for
you in your life?

e What has this meant for
your relationships?

WORKSHEET
Discuss Dementia

] . 7
Journey

Using the Tool:

Use this to illustrate that
people can live with
dementia for a very long
time.

Emphasize that change is
normal, that you can help
them adapt and adjust as the
disease progresses and
needs and concerns shift.

Talking Points

Our goal is to help you live as
well as you can with this
illness over the course of
your dementia journey.

Living with dementia

involves recurrent change.
Just as things seem to settle,
something shifts. These
changes are opportunities for
us to revisit what's
happening and see what else
we can do to support you and
your family.

WORKSHEET
Map Your Circle of

Support

Using the Tool:

You can start with family,
friends, neighbors. Include
providers, social services,
and formal supports.

Think creatively with the
person. Ask: Who do you see
regularly during the week?
Who might notice if you
stopped showing up?

Talking Points

Next, I'd like to share this
Circle of Support. Would you
be willing to spend a few
minutes using this to identify
who is in your world?

Everyone's circle is unique to
them. We'll come back to
this; it's okay not to know
right now. My job is to help
you build this out. We will
return to this often.



Follow-up Visit

Session Date:

D Check-In

Assess the 6 dementia topics. Ask what is working well and what challenges exist
for each topic.

Going  Needs
Well  Support

© O

Topic: Notes:

AR Retationshiss
( &
&

0D\ Daily Life
Quality of Life

Planning for Future

Dementia Support

Introduce
the Check-in

"I'd like to ask
you a series of
questions about
how dementia is
impacting your

life."

Inform the participant that you will
be asking them a series of questions
about how dementia is impacting
their life

Conversation Cards

Use the conversation and emotion
cards to learn more about what is
important to the participant.

@ Dementia Check-In

Go through the topics to identify
how the family is doing, their
challenges, needs, and strengths in
each area through conversation,

@ Action Steps

Brainstorm and document solutions
and supports. Identify needed
resources and concrete next steps.



Using the Conversation Cards

Planning for
the Futyre

Conversation Cards

These provide more detailed prompts
and possible solutions for common
issues that arise for people living with
dementia. These cards offer a friendly
and accessible way to further explore
important issues to people living with
dementia.

Dementia
Support

Dementia is hard. You are not alone.

There are many ways to get more
information and support.

Dementia
Support

S B B O

Subtopics

Care Coordination

Adaptive Supports & Technology
Care Partners

Mapping Your Support
Community Resources

Coaching

Respite

How do | coordinate all
the pieces?

Conversation Prompts:
e Communicating with:
o Family and networks
o Healthcare professionals
o Community organizations
e Medications, schedules, abilities,
goals, and wishes
e |dentifying who to ask for what
e Centering the person with dementia
e Planning transitions

CONSIDER: Care notebooks; Shared
google docs; Care coordinators or
navigators (covered by insurance;
available through PCP, specialists,
Alzheimer's Association, Area Agencies on
Aging); Patient Priorities Care

ARIADNE|LABS



Using the Conversation Cards

Options for use:

Jo,
0/A0
"2 Relationships 1. Offer the 6 main topic cards to a client

Quality of Life

and ask them to pick one for discussion.

2. Select atopic of interest from the Check
In and then pick one or two subtopic
cards to review with its prompts and
suggested interventions.

4

~
s -

Planning 1,
Daily Life the Futugr d
o

3. These can be easily used in 1:1 visits or
as discussion prompts for groups.
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Using the Emotion Cards

o

e SQ9n: o

| Voren- o o . ~ ; (JOIJ :
Emotion Cards UU
These provide a way to talk about how Confidence Isolation

P Emotions
people are experiencing life with

dementia. They can be used to focus a
conversation on what is most important at
the time of a visit, to normalize the
complex experience of living with
dementia or to re-focus on positive shared
experiences.
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Using the Emotion Cards

Options for use:

o?) 1. Askthe participant to pick one or two cards that

..mf represent how they are feeling now about living

; with dementia.
NES 2. When emotions arise during a visit, share the cards
| RV = : : o
g {g} | %’)7 to validate and normalize emotions, or to help open
wboss | oy ontmeng up other emotional possibilities.

| Worries | 5

3. Askthe person with dementia and their caregiver to
each pick an emotion card for discussion.

*Although these emotion cards are the most unusual part of the Toolkit, they have been the most impactful for users
in understanding what matters to people with dementia and their caregivers, for deepening conversations and
connection and for quickly identifying where increased support is needed. ARIADNE|LABS



Action Plan

Having an Action Plan helps ensure that these
conversations lead to concrete interventions, next
steps and support.

e Document the plan here and share a copy with
the family

e Documentinstead in an EHR, making sure the
person with dementia and caregiver know the
plan and when they will see you again

e Ifyouuse an EHR, create a smart phrase for the
Check In, to be able to incorporate it into your
notes easily

e Users of the Toolkit expressed that writing down
the plan made the next steps and plan feel more
concrete and likely to occur

Session Date:

E] Action Plan

©) Check off topics discussed during today’s

&Y%
)
\

Quality of Life

Planning for Future

conversation. List any subtopics discussed.

e
(&)
o

Dementia Support

Discussion Notes: Capture and summarize key points from the discussion. Include subtopics
ressed.

is
and/or emotions that were discussed or ex

Action Steps:
Wh

pi

en creating action steps, explore ways to balance safety with attention to quality of life and

meaningful relationships and activities.

= What needs to happen?

2 Who can help?

(© When?
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Demonstration
And practice



Training video
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https://www.youtube.com/playlist?list=PL_CZxgEgRs6i62oa0J-50Gc8GETXrCEn6

Role Play Exercise

Pair up with a peer or colleague and practice the following using the
guide. One person should assume the role of a person living with
dementia or their care partner, and the other person should assume the
role of facilitator.

Imagine a patient you saw recently...

The facilitator should:

Introduce the guide and its purpose

Introduce the main topic cards

Ask your partner, who has assumed the role of the person living with dementia or the care
partner, to select one card and facilitate a discussion around the topic.

Ask your partner to select an emotion card that describes how they feel about dementia right
now.

Then, respond to the emotion expressed and work together to fill out the care plan for the
topic selected and emotional issues raised.

When finished, switch roles with your partner.

ARIADNE|LABS



Role Play Debrief

What questions came up?

What did you find most effective in
introducing the Toolkit?

What did you find most effective in
practicing using the Toolkit?

How did it feel when you were role

playing as the person living with
dementia or their care partner?

ARIADNE|LABS



Wrap-Up

Where to access materials

ey - - <l Living Well with Dementia
Toolkit Website

Living Well with Dementia Toolkit

Tools for Navigating Dementia

The Living Well with Dementia Toolkit offers practical tools fogiaving @onversations and
developing action plans focused on quality of life, helping individu ilies i

Living Well with Dementia
Virtual Toolkit

ARIADNE|LABS


https://www.ariadnelabs.org/dementia-solutions/
https://www.ariadnelabs.org/dementia-solutions/
https://sites.google.com/ariadnelabs.org/living-with-dementia/
https://sites.google.com/ariadnelabs.org/living-with-dementia/

William H. Donner
Foundation

The William H. Donner Foundation and the
Donner Canadian Foundation

—_— i —
WILLIAM H. DONNER
FOUNDATION, INC.

Donner Fondation
Canadian canadienne
Foundation Donner

Thank you to the
William H. Donner Foundation
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Thank you!!



