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About this Manual

Session Summary Page

First page of each Session is a summary provided for the Facilitator’s use. It is not intended to
be shared with the participants. It is a quick orientation to the material about to be presented.
It contains the aim, handouts, main points, activities, and action plan options.

Considerations

This section offers additional information on the content on that slide. They can offer
background, special issues, or pointers that can help facilitators to deliver the specific
information on that slide.

Material

This is the content to be delivered. You may use your own words as long and the content is
conveyed. The material is more accessible to the participant if it is not just read.

Stop & Ask

The Stop & Ask graphic contains brief questions to help the facilitators
engage the participants. When you see this - pause and ask the
question(s)

Activities
The Activities are how the caregivers will learn the skills associated with
s improved well-being. These purple boxes help the facilitator to be
aware when the material is part of an activity. The first box contains the
directions for running the exercise for the facilitator. The second box is
the material intended to be used with the participants. The third box contains the process
guestion that will follow the exercise. Every exercise will not always have all three boxes.

Time Management

Asks & Activities are an opportunity to engage the participants. Some Asks will require
engagement of all participants, other will ask for a volunteer. Activities should promote
engagement in all participants. It is essential to the success of this workshop that it is not
heavily lecture oriented. The facilitator should be familiar enough with the content and the
planned Asks & Activities so time can be managed well. A good goal is to anticipate a third of
the time in the workshop to be participative. In a 90 min workshop, facilitators should plan for
at least 30 mins spent actively engaging participants in the material through Asks & Activities.



Length of Sessions

The length of the sessions are intended to be 90 mins but can last as long as 120 mins
depending on the amount of participant engagement, number of participants, and experience
of the facilitator with the content. If the attendance exceeds 6, the sessions will take more time
to thoroughly engage all the participants. For facilitators with limited experience running highly
structured workshops such as this, more time will be needed to adequately address both
didactic and experiential components embedded in this workshop. If the facilitator finds the
session is running consistently less that 90 mins the first place is to examine the engagement
level of your participants, then make sure that all the material content is being covered,
including the development of a personalize action plan at the end of the session.

Notes for Facilitators

You can look in the content of each session for specific facilitator content regarding that
section. Look for FACILITATORS: note to access these notes. Additional information can be
found under the Considerations section located at the beginning of each slide’s page.

How the CWC 2.0 Suite Works

This program is designed to be delivered remotely via a telehealth platform. Offering a unique
flexibility, these modules can be delivered either individually or they can be combined to create
customized program to best fit the needs of the agency and their caregivers. Therefore, content
and overall program length are variable depending on the number of modules selected. There
are 8 topics, covered in 9 sessions. Each module is self-contained, including a mini-lecture on
the topic along with group discussion, in-session practice, and development of action plans to
integrate new skills.

Coping with Caregiving 2.0 Module Descriptions

Bouncing Back. This module explores the concept of resilience in caregiving, including tools to
refocus on the positives in caregiver’s life and the creation of a care map which will examine
their current support team.

Being Heard. The focus is on communication, exploring empathy as the foundation, how
memory loss affects communicating, and explores strategies to ask friends and family for help.
Strategies for Stress. With a focus on stress management, this module begins by exploring
stress and caregiving including recognizing unique stress patterns and concludes by teaching
two relaxation skills.

Coping with Frustration. This module emphasizes that frustration, and anger, are
understandable emotions but they interfere with successful caregiving. Exploring first negative
emotions and then concluding with strategies for management.

All By Myself. The focus in this module is on the loneliness and social isolation. The module
discusses the difference between isolation and loneliness, finding support in today’s world, and
how to keep the person you are caring for safe.

i
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Dealing with the Blues. This module’s focus is on mood management. Discussion begins with
the effects of caregiving on mood, then covered are strategies to manage mood more
effectively for both the caregiver and the care recipient.

Filling the Well. Caregivers rarely devote time in their schedule to attend to their own self-care
needs. This module explores caregiver burnout, self-care needs, and strategies for including
self-care in their day.

Practical Notes

Combining Modules

Each module is prepared as a self-contained unit. If you choose to create a program by included
multiple modules you may wish to include the ground rules and introduction only in the first
module, removing the following slides from subsequent modules:

Slide 2: Ground Rules

Slide 3: Introduction

Adding a Contact/Agency Slide

A contact or agency slide can be added to the end of the slide. This is highly recommended if
you are planning to share the slide set.

Contact with Participants
Registration > Welcome Email > Evaluation Survey

Registration

In addition to whichever is required for your agency. You may want to collect:
Relationship for who they are caring for [daughter/son vs spouse]
Care Recipient’s Diagnosis
Length of time as caregiver [new vs experience]

It will help to inform type of information you will offer in session.

Welcome Email
Sent 24 hours in advance of Zoom Meeting. Contains:
Welcome, Zoom Meeting Info, Tech Contact Info, Handout PDFs, [PPT PDF]

Evaluation Survey
Sent immediately following completion of program. Should be brief, no more than 7-10
questions.

Dedicated Website Page

Handouts & PDF of PPT available anytime
If you use an open link - Anyone can access — may skip registering in class.

gitdz
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Better to use a private to participant link only. A link shared only with participants — encourages
registration.

Sharing the PPT

If you use actual ppt slides, it will require either they have a version of the software or some
type of work around. Too much work required from the caregivers means they won’t look at it.
Instead create a PDF version

PDF (for Mac)

Save As CWC 2.0.X PDF

Remove housekeeping slides (Slides 2 & 3)

May add contact slide for agency

View > Handout Master > 3 Slides

Deselect Date & Time

Header CWC 2.0 Title

Footer Agency Name & Email

Close Master

Print to PDF: in Layout select Handouts (3 Slides) from drop down
Compress PDF Various free programs available [smallpdf.com]
Example provided

When/How to Share PDF

8

With Reminder Email
They can print and make notes the day of
As a download upon completion of Evaluation Survey:
It can be used as an incitement to complete your survey



Bouncing Back

The following is the facilitator’s summary of the module:

Aim of Module

- To increase caregiver perception of well-being by
increasing observance of positives in their lives.

=
e
To create an illustration of their care team
O ,;;,i; Back - allowing the caregiver to manage their team
more effectively.
- y

Handouts - CWC2.0.1 HO

All handouts are available in electronic format in a PDF.
OAC: Three Paths

Atlas: CareMap

Atlas CareMap-Ask Yourself

Three Main Points

1. The ability to bounce back from a crisis is something you can work on and make better.
2. Rewiring your brain to look for the positive can increase your sense of well-being.
3. ldentifying your care team will help you to:

appreciate what is working well

plan for future difficulties

manage the people involved

identify missing people and services

communicate with everyone

— FACILITATORS: Plan that the CareMap topic will utilize 2/3 of the session time.
Forms are not required - pen and paper can be substituted.

Activities Action Plan
Activity 1: Three Paths to Happiness Choice of 2:
Activity 2: Atlas CareMap Three Paths

Activity 3: Action Plan Refining Your Care Map



Slide 2 Ground Rules

Considerations

—  While this slide is provided with each module, if
multiple modules are combined the review of this
material is usually only required at the first meeting.

— Review of the use of the chat feature is appropriate at
this time. If you prefer questions being submitted
through the chat feature now is a good time to
mention it.

—  We usually mention who the tech person is and how
they can contact this person either via chat in session or via email if they can’t access Zoom.

L(;round Rules

B8 PARTICIPATION
e

o 1s voluntary but.
Best way to learn

e  SURROUNDINGS

AL s

Material

Time. This session is 90 minutes long. Since we respect your time, we will start right at

and end at . Due to the amount of material we need to cover and the limited
amount of time we have, | apologize in advance however | may need to interrupt you to keep
us on track.

Privacy. To make this a safe place for everyone to share, we follow Las Vegas rules — what is
said in the group, stays in the group. Please don’t share the stories you hear outside of this
session.

Surroundings. Please check your screen visibility if you are in a public place. Your mute button
looks like a little microphone and is in your tool bar. If you click on it and a line appears across
it, then no one can hear you or any noise happening by you. If you want to talk, just click on it
again — the bar will be no longer across the microphone - and we can hear you if you speak. It is
good to be muted until you want to say something.

Participation. Finally, | saved the most important for last. Research has shown us that those
that engage and participate gain the most. This includes the Action Plan we will discuss with
you at the end of this session. If you just listen, but don’t actually practice what we share with
you, you won’t get the benefit. Sort of like just watching an exercise video instead of getting up
and doing it.

If Duty Calls. If you are attending from home, and the person you are caring for needs you,

please feel comfortable attending to their needs. There is no need to announce that you need
to leave, please do what you need and join us when you are able.

10 il
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Slide 3 Introductions

Considerations k .
Introductions

—  While this slide is provided with each module, if
multiple modules are combined the review of this
material is usually only required at the first meeting.

— Itis good to write a few notes that identify the

Your One thing
caregiver by name on screen, preferred name, who Name Who you are you hope to
they are caring for and relation to them, and the caring for and learn today

their diagnosis

diagnosis. If they share it is good to note stage of
disease progression.

— Not all care recipients have a diagnosis, or even if it
has been written in a chart has the caregiver been informed.

— Itis up to the facilitator to single out each caregiver and have them introduce themselves. We highly
recommend that the number of caregivers are limited to no more than 12. Once you get over 8 or so you might
want to drop the last question in the introduction.

Material

Introduce Facilitator(s)
Name, Title, brief statement of how you work with caregivers
Have your co-facilitator introduce themselves
Introduce your tech person (especially if they shut off their video)
Introduce any guest that may be observing
Have Caregivers Introduce Themselves:
Please unmute and introduce yourself when | call out your name
Tell us your name, who you are caring for, and if you know it, their diagnosis
And finally, tell us one thing you hope to learn today

Have CGs Introduce Themselves:
STOP We’d like each person to say, in a minute or two, your first name, who
& ASK you are caring for, what their main problems are, and what you hope to

get from this workshop. We’'ll go around the group, so everyone has a
chance. Let’s get started!

il
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Slide 4 Today’s Topics

Considerations
— This slide should be a quick introduction of what this

session will cover. @ @ @

Mate rial Defining Finding Balance Your

Bouncing Back in your Day Support Team

kToday's Topics

Today we will be talking about bouncing back or
resilience.
We will be doing an activity to show you a way to

shift how you view the world to a more positive view.
Finally, we’ll be taking you through a step-by-step process to help you visualize your support
team.

Slide 5 Bouncing Back

COnSIderatlonS kBuuncing Back

—> Stress the practice, as most benefits of this program
will be seen through the integration of the skills into
the CG’s /Ife .Sk:lls ass:giiz;led with m:s;i‘lli:xv:re:
* Making realistic plans & following them
+ Communicating clearly

« Skills in problem solving
* Your confidence in your ability to use these skills

Part of what helps you to bounce back is resilience

Material
Resilience is the ability to bounce back from life’s

challenges. Research shows that there are many
things that make up resilience. Some of these factors you may already feel confident in, some
you may not.

Factors associated with resilience are:

- The ability to develop and maintain supportive relationships
- Making realistic plans and following them

- The ability to communicate clearly

- Skills in problem solving

- Your confidence in your ability to use these skills

Your confidence in your ability to use these skills are important. Higher your confidence > more
likely to use these skills when a crisis occurs. Confidence is created whenever you are successful
in using your new skills.

12 il
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Slide 6 Creating Balance

Considerations L )
Creating Balance
— Grief is significant for some CGs. If this comes up,
; PR P Caregivers have trained themselves to be prepared
acknowledge it as a source of negativity in their life. o Vit e iaxt ceile ' P f’
Noting that the path of grief is rarely straight as it = Slovly becomes the first and somstimes only thing you sed

Ignore the positive
wanders through denial, anger, guilt, sadness and

eventually acceptance. For some CGs grief can be a
. . . . Changing your view of the world
constant companion. Noting that much like the disease : Bﬂ,aé‘eﬁmg view to make room for the positive again
. . ?
itself, they’ll have good and bad days. Amtbe ey T Howt

However the mind can be retrained

Material

Foundation of resilience is seeing the world as place you want to be part of. If your view of the
world is only negative, it makes bouncing back from crisis that much harder. As you know,
caregiving is not an easy task. On top of the grief most CGs experience, CGs train themselves to
be vigilant—always alert to respond to the next crisis. But this constant vigilance comes at a
cost. People who train themselves to look for what could go wrong, may find it difficult to see
or experience the positive—what is going right, even if it is right in front of them.

STOP Have you noticed this happen to you?
& ASK Do you find it hard to see the positive in your life?

The brain works significantly better when a person is positive in their general outlook, versus
negative, neutral, or stressed. However, just saying be happy doesn’t work. People need an
active method to change their focus to include the positive, while still remaining aware of and
responding to the negatives that are part of caregiving. By broadening your view to include the
positive in your life you make room for opportunities to observe the silver linings in your world.

Slide 7 Creating Balance

Considerations

— Some CGs will already be doing a gratitude journal.
Mention that this is similar but different. Encourage
them to share if it has helped them.

kCrcating Balance

. Gratitude Kind Act Positive Experience
— Ask them how it has help? Giving Thanks Doing for Others Something Nice
- What have they notice being different? Feel bad less often Less depression Impacts current mood
— After a time was it easier to do? Feel better more often  Higher life satisfaction Changes future

expectations

it
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Material

The following three topics heavily influence a person’s sense of well-being and happiness.

Gratitude:

- The act of giving thanks can have a remarkable impact on a person’s well-being.

- People who express gratitude on a regular basis report feeling bad less often and feeling
better more often.

A Kind Act: Defined as doing something for others

- People who volunteer or do kind acts for others on a consistent basis tend to have better
psychological well-being, including fewer depressive symptoms and higher life-satisfaction.

- This seems to be especially true in older individuals.

Positive Experience: Defined as experiencing something nice
- What research tells us is that reflecting on past positive experiences can influence current
mood. It can assist in building positive expectations for the future.

So, what is one simple thing you can do to help yourself start noticing the positive in your life
again?

Slide 8 Three Paths to Happiness

Considerations

— Not everyone enjoys journaling, but in this instance
writing it down is part of the process. The ability to

Thewe Paths to Mappinen

kThree Paths to Happiness

Two minutes a day for 21 days in a row

review and reflect on forgotten positive occurrences Wlto down.d things: e
that happen over the week is part of the process that Eaa T

makes it easier to see the positives the next week. You oD ricg yolrve dona fr

can always ask people if they remember what they had e oot v has hacomits

for lunch a week ago last Tuesday. Many will not be ¥

. . . Review at the end of each week
able to — use that to reinforce the importance of using

writing as a tool to increase their memory of these
events that they usually overlook.

— They do not need to write a novel. All that is needed is a word or two that will remind them of the event.
Example: writing down ‘held door’ to remember that someone held the door for them. They should give no
more than a few minutes a day to this task

— This should be done every day for 21 days to see the change in broadening viewpoint.

Material

Every day write down something you are grateful for, a positive experience you’ve had that

day, and a kind act you’ve done or received.

Journaling these items serves two purposes:

- It focuses your attention on the positives in your life. In essence, it trains your brain to notice
the good things around you.

14 il
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- It acts as a memory aid. You can go back and see exactly what good you’ve done or
experienced.

Tips for Success
- Pick a time - you’ll need 2 mins of uninterrupted time to do your journaling, ideally the same
time every day.
- Create a reminder
- Writing before breakfast? Set an alarm and do your writing before cooking breakfast.
- Write before going to sleep? Put your journal and pen next to your bed.
- Find your medium. Whether you use a book or computer program, get one you really like.
Enjoying writing will help you stick to the habit.

Activity: Three Paths to Happiness

ACTIVITY-Do it

Write down one thing you are grateful for, one kind act, and one positive experience. You don’t
need to write down everything that happened. A word or short phrase is all that is needed to

remember the event.
— FACILITATORS: Give the participants 2 mins to write down from yesterday.

ACTIVITY-Process

sToP How it was for you?
& ASK Did you find any one category harder?

— FACILITATORS: Reassure folks that many find it difficult the beginning but over time it becomes easier.

First day is now done! Remember that to retrain your brain to look for and recognize the
positives that are happening in your life, you need to do this activity for 2 mins every day for 21
days. Now let’s look at another factor important for resilience when things get tough.

Slide 9 Looking at Your Support Team

Con5|derat|°ns Looking at Your Support Team §
—> There are CGs who will tell you that this won’t help

them because they do it all themselves. They have no I B v

one that helps. This exercise can be very valuable for : ﬁ:?ﬁfﬁ':ﬁimm ol arw o ek ¢

isolation
them since it may help them to realize that there
. Atlas CareMap
might be support that they are unaware of that they - deniy who s patof yourcare eam
+ Drawing your family's care ecosystem
can take advantage of.

st
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Material

One of the most important factors for resilience, especially for CGs, is the ability to develop and
maintain supportive relationships. These relationships can consist of close friends and family,
medical professionals, even neighbors and structured groups like this workshop or a CG support
group. CGs, especially those that care for people over a long time, are at risk for isolation.

It is important to identify who is part of your care team. To do that we will be using an Atlas
CareMap. The Atlas CareMap, developed by Dr. Rajiv Mehta (raa-jeev meh-taa) and his team at
the Atlas of Caregiving, is a drawing of a family’s care ecosystem.

Simply it shows who is caring for whom, and how.

Slide 10 Why draw a CareMap?

ConSIderatlons k\\’hy Draw a CareMap?

— One way to help a CG feel more in control is to help
them get a clear picture of their current situation. " Appreciate what is working well

—> For those that are reluctant, remind them that before {& Plan for potential difficulties ’P
you can fix something you have to know what parts 22 Manage your team

need fixing first. Drawing out the network can help
them to easily see what needs work.

- Identify missing people or areas

B Communicate with everyone

Material
An Atlas CareMap is a diagram of relationships, connections, and interactions. It illustrates the
often-invisible threads that bind us to others: both those who we are closest to, and those who
we may have only a passing relationship with.

The Atlas CareMap shows relationships of care:

- Any sort of relationship you have with another person where you give or receive help,
support, or advice.

- They can be with family, friends, coworkers, neighbors, and even pets.

Creating your own Atlas CareMap will help you take notice of these relationships.

This can better help you to appreciate what is working well, plan for potential difficulties,

manage the many people involved, identify missing people and services, and communicate with
everyone.

16 il
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Slide 11 Looking at Your Support Team

Cons'deratlons kLooking at Your Support Team
— Some may look confused or worried at this point. You
can reassure them that you will be working with them 0 K?@
step by step and they can ask questions during the % OA I 0)
process.
ACTORS LINKS PLACEMENT
People Arrows that connect How far away
Mate rial Profpei:::nals wg:gqc:;ﬁzy&gf:;;m oy e
laces
An Atlas CareMap is composed of:

- “Actors” - people, pets, professionals, and
places, shown using different symbols

- “Links” - arrows that connect them showing who cares for whom, with different types of lines
indicating how frequently the care is provided

- Placement of Actors corresponds to how far away they live.

Slide 12 Example

Christii GreTap

Considerations

— Some may look confused or worried at this point. You
can reassure them that you will be working with them
step by step and they can ask questions during the
process.

meEwE > Mo

Material

This is an example of what a CareMap looks like.
- Note it looks a little messy and that’s ok. First
drafts usually are very messy as you work to figure out where everyone belongs.

Christi’s Atlas CareMap shows the many caring relations that exist within her family. You’ll note
that Christi and Mike family are spread out in different parts of the US.

In NJ, Christi & Mike care for Mike’s mother Maria, who has dementia and lives next door. You
can see that her pet Manny lives with her.

Several other relatives and professionals also care for Maria.
- The Oaks - Drs Sandoval, Miller, & Ali - Cindy & Julie

Christi and Mike also care for a son, Pablo, who has diabetes.
- You can also see the school nurse cares for him as well.

it
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Mike and his brother, Steve (in Philadelphia) also care for their father Arturo (in Baltimore),
while Christi and her sister Janet, support her parents, Eileen and Jim (in Orlando).

Two nearby friends, (Ruth & Angela) and a local support group provide support to Christi and
Mike.

The people who live nearby are in the middle, while those far away are on the edges.

Arrows of different sorts show how frequently someone provides support, with the heavier
arrows showing frequent care.

Rarely does a situation stay the same - a CareMap shows a situation at a point in time.
- People often redraw their maps as things change.

Slide 13 Handout

Considerations k

— Starting with this slide please encourage people to pull
out a pen and paper (or use the blank CareMap) and
follow along to create their own CareMap.

— After you explain what is on the slide give people 2-3
minute to fill in their information.

— HANDOUT Atlas: CareMap

Activity: CareMap

—> FACILITATOR: Over the next 9 slides the CG will be creating a draft of their CareMap.

Material

This is the worksheet of the two forms.

It will be helpful to think about who will be on it.

You don’t need to use the form - a pen & a few sheets of paper will be fine.

We are going to step through the worksheet part by part so please get the pen and paper or
worksheet now.

18



Slide 14 Step by Step Creation of CareMap

COnSiderationS ks\rlus CareMap Step By Step

— Starting with slide 14 please encourage people to pull
out a pen and paper (or use the blank CareMap) and

follow along to create their own CareMap. Who do you care for, &

. . . . who else cares for them?

— After you explain what is on the slide give people 2-3 Entor tho names of he people you caro for
Enter the names of those who live with them

minute to ﬁ// in their information. Enter the names of whoever oise cares for them

Who cares for or supports you?
Put the names down of those that give you
emotional support o provide time 80 you can

Material e s

It will be helpful to think about who will be on it.
You don’t need to use the form - a pen & a few sheets of paper will be fine.

So, let’s get started.
— FACILTATORS: After you explain each step give people 1 minute to fill in their information.

Step 1: Identify Key Actors

- For this exercise, it is best if you limit yourself to a few people, beginning with those that
come to mind first.

- Later, you’ll find it much easier to add more people and details.

Who lives with you?

- Enter their names in the appropriate section. Don’t forget your pets!

Whom do you care for, and who else cares for them?

- Enter the names of the people you care for, limit yourself to only one or two

- Enter the names of those who live with them, leave blank if live with you or live alone

- Below enter the names of whoever else cares for them, limit yourself to a few people for now.

Who cares for or supports you?

- These could be people who directly care for you, includes those who help in ways that allow
you the time to take care of your caregiving responsibilities including providing you with
physical or emotional support

- Enter their names.

Slides 15 Blank CareMap

Considerations k

— The legend has been increased in size to make it easier
to see on the screen. The form is blank in the center.

Material
- The legend has been enlarged.

ATLAS OF
CAREGIVING

il
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- The actors People (stick person); groups of people (3 stick figures); professionals (triangle);
pets (circle); facilities & services (square).

- The links: Frequently (think arrow); daily (thin arrow); weekly (dashed arrow); occasionally
(dotted arrow).

Slide 16 Atlas CareMap Step by Step

Considerations k»\l CareMip
Step By Step

— Helpful Hint: Add names & locations of Actors under
symbols.

— You can customize the location and names to match
your location and CGs 2

1
Enter your name and
date at the lop of the [

drawing sheet. Y ¥
\ T T

Me Hutby |
k=
Mom

Palo Ao

Draw yourself and the other Actors who
live with you in the middie of the page.
Be sure to write their names.

— FACILITATORS: After you explain this step give people 2
minutes to fill in their information.

Then draw a house around this group
and enter the location.

Material

1. Enter your name and date at the top of the drawing sheet. [Optional]
2. Draw yourself and the other Actors who live with you in the middle of the page. Be sure to
write their names. Then draw a house around this group and enter the location.

Slide 17 Atlas CareMap Step by Step

Considerations ;m., CateMip

Step By Step

— On the light blue is an example of what adding the

new information looks like.

The new information is in red.

Helpful Hint Draw yourself in the middle, and then use
space on the page to represent geographical distance.

_)
_)

3

Draw the Actors you care for
& those who live with them.

Draw them near you or
near the edges of the paper
depending on how far
away they aro.

Material

3. Draw the Actors you care for, if they are not
already on the Atlas CareMap, and those who live with them. Remember to draw them near
you or near the edges of the paper depending on how far away they are.
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Slide 18 Atlas CareMap Step by Step

Material

h:\lla.\ CareMap
Step By Step

| & |
4. Draw Links to show who you care for. e
Remember the arrow goes from you to them 4
and draw the type of arrow that reflects how e bt e No
frequently you care for them. (see bottom of Mmook Gons N A sz«zg
sheet). syl o 1L AL |
them. (see bottorn of sheet). \ ﬁmim/ Campbell
Slide 19 Atlas CareMap Step by Step
Considerations

— Helpful Hint - If caregiving is mutual (person
A cares for person B, and vice versa), draw
two separate Links if space permits to make it

obvious.

Material

5. Next draw other Actors who care for those

:

Atlas CareMap
Step By Step

5

Next draw other Actors
who care for those you care for,
and their Links.

Doctors,
Organizations,
Friends,
Clubs

you care for, and their Links.

Slide 20 Atlas CareMap Step by Step

Considerations

—> Encourage CGs to think broadly here.

Material

6. Draw the Actors who care for or support you,

and their Links.

:

Atlas CareMap
Step By Step

6

Draw the Actors who care for
or support you, and their Links.

Friends,
Neighbors,
Agencies.

Support groups,
Organizations
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Slide 21 Atlas CareMap Step by Step

Considerations km GatsMap
Step By Step
— These are folks who you can depend on to
respond quickly 2
Draw a line to encircle those
who are near you.
. These are pe @ close en that the
Material oty el
7. Draw a line to encircle those who are “Near” gL

“online friends" within the Near circle.

you. These are people close enough that they
can visit if needed without much hassle (e.g.,
within twenty minutes of you). Everyone inside this circle is Near. Many people choose to
include “online friends” (such as Facebook groups) within the Near circle.

Slide 22 Atlas CareMap Step by Step

ConSIderatlons kr\(l:n CareMap
Step By Ste
—> Very helpful for long distance CGs. i
8
Materials R £t

We suggest mare than two hours from you

8. Finally draw another line to indicate those e atnuk it
who are “Far” from you — more than two
hours from you. Everyone outside this circle

is Far.
Slide 23 Sharing Your CareMap
Considerations ,
Sharing Your CareMap
- Helpful Hl'nt - Your A t/as' Carel\{lap will likely b'e messy i e i
the first time you draw it. Don’t worry about it. eyl
« With ¢ Care Team
— HANDOUT Atlas CareMap-Ask Yourself B g
. L. Questions to Think About )
—> For More info atlasofcaregiving.com/caremap/ o Chseaes Matne o e oot e evacyoon s ko
+ What kinds of care and skills do people provide think broadly — practical (medical assistance,
transportation, research, etc) as well as social (companionship, laughter, comfort, etc.)
+ How are the responsibilties divided?
* How do you communicate, coordinate, and negotiate with everyone?
. + Have you forgotten any one important? "aro often
Material et i
+ What is good in your current situation, what would you not want to change?

There are two things to remember as you look at
the first draft of your CareMap. One, drawing a CareMap is a learning process. You are
discovering who is in your network and where they belong. Some people are just where they
need to be, and some may need adjusting once you have a complete picture in your mind of
who is in your care network. Two, this is just a moment in time. Situations rarely stay the same
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for a long period of time. It is good to periodically review your CareMap to see what has
changed. Depending on the amount of change you may need to redraw it to reflect your
current situation more accurately.

Step 3: Sharing Your Atlas CareMap

- Explaining what you diagramed can help to clarify in your mind your situation or even help
you to remember additional actors you may have forgotten.

- Just the process of drawing your Atlas CareMap may have given you a new perspective on
your situation.

- However, taking the time to reflect on your map may offer some key insights for future
planning.

ACTIVITY-Process

STOP Take a moment and look at your CareMap.
& ASK What do you see?
Is there anything that jumps out at you?

— FACILITATORS: Allow the participants to share the insight they have gained during this first look at their care
map then proceed to the reflection.

Your CareMap is a tool you can use to figure out the ins and outs of your support network. You

can use the following questions to reflect on the information your CareMap may have brought

to light.

- Who is indispensable, and what happens when they’re not available?

- Are the different people in your Atlas CareMap aware of each other?

- What are the different kinds of care and skills people provide? Think broadly, including
practical as well as social.

- How are responsibilities divided amongst the different people?

- How do you communicate, coordinate, and negotiate issues with everyone?

- Have you forgotten anyone important?

- Are there relatives or friends who could be more involved?

- Are there professionals or services that are missing and needed?

- What is good in your current situation, what would you not want to change?

— FACILITATORS: Depending on the time you have left you may want to pick one or two of the questions and
have a discussion with the participants.
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Slide 24 Take Away

Considerations

— This is the end of module summary. If you have time,
you can encourage your caregivers to offer what they
believe the ‘take away’ was from this session.

Material

— FACILITATORS: If there is time do the stop & ask.

STOP
& ASK

will take away with you?

k Take Away

and make better

well-being

Identifying your care team will heip you to:
* appreciate what is working well
+ plan for future difficulties
+ manage the peopie involved
+ idontify missing people and services
+ communicate with overyone

The ability to bounce back from a crisis is something you can work on

Rewiring your brain to look for the positive can increase your sense of

Thinking back over today’s session, what are the important points you

— FACILITATORS: If not mentioned, make sure these points as included in the Take Aways from today’s session.

To summarize, the Take Aways we hope you will take with you today are that:

- Resilience is something you can work on and make better.
- Rewiring your brain to look for the positive can increase your sense of well-being.

- ldentifying your care team will help you to:
- appreciate what is working well
- plan for potential difficulties
- manage the people involved
- identify missing people and services
communicate with everyone

Slide 25 Making This Work for You

Considerations

The Action Plan is the most important part.

Encourage them to pull out their pen and paper.
Remind CGs that to get the most out of this workshop
they need to use the skills taught — not just hear about
them.

Use the boxes along the bottom to assist in the
creation of the action plan.

i
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.Making This Work for You

Three Paths to Happiness
Write down 3 things:
* AGratitude: something you give thanks for

+ AKind Act: someing nice done for 30meons
* APositive Experience: something good that has

happened
2 minutes a day for 21 days

Set a Deadline | | Why this one? | | p with?

Do it with
Be reatistic in
your deadiine

How will this

help you! already do

something you

Pick One

Refining Your Atlas CareMap

+ First draft done in class

* Review and add 10 it when you are at home
+ Answer the review quostions on the handout

+ Share your CareMap with someone on your

Break it Down

Take 3 large

€ask and break

it into steps.

team

Sc

Semafier Stops

Remaders
Make large
steps into

smaller steps.

For each step Use your
computer or

phone

small or large,
use a calendar




Material
Activity: Action Plan

— FACILITATORS: Briefly define the steps.

INTRO: At the end of each session after our review we will work together to create an Action
Plan whose purpose is to help you to figure out how you plan to use the skills and tools we
explored today in session. To get the benefit from these tools, you must do your part and
practice them at home.

The Action Plan has 5 Steps

1. Set a Deadline: this is a deadline for when you will start and finish this goal. It is important
to be realistic when you think about your deadlines.

2. Why choose this one?: The more personal you can make it the more likely it is to push you
to complete your goal

3. What will you pair it with?: research tells us that piggybacking a new task onto something
you already do routinely and consistently is a great way to jumpstart something new. It
becomes an automatic reminder to do the new task.

OPTIONAL Break it down: Sometimes the skills and tools we teach can be complicated. At that
time, you have the option to break it down into many different steps and just deal with each
step as it’s turn comes up.

4. Reminders: what reminders will you use? Be creative!

5. Problem Solving: One of the important parts of any goal making is the problem solving.
When you just can’t seem to get it done it is important to sit down, figure out what the
issue is, brainstorm some solutions, and try out the one most likely to succeed. If it does
succeed and you are able to do the task — great! If not, then go back to your brainstormed
list of solutions and try a new until you find what works.

ACTIVITY-Do it

Everyone should have paper and pen. Let’s go through creating your own personal action plan
step-by-step. As we go through these, write it down on your paper. A written plan has more
weight than one you keep in your mind.

e People do better when they limit the number of changes they are trying to make.
- Have the CGs choose either Three Paths to Happiness or Refining the Atlas CareMap.

1. Setadeadline — Be realistic
- | will start the Three Paths tomorrow and for the next 21 days | will journal a gratitude,
kind act, positive experience.

g
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26

Why chose this one? - The more personal the better
- I need more positive in my life, my sister said | was a drag to talk to because all | talk
about is the bad things that are happening.

What will you pair it with? — Do it with something you already do
- I will do it before | read every night before bed

Optional: Break it down — Take a large task and break it into steps
| will find the notebook & pen right after the workshop today
| will place it on my nightstand, on top of my book

| will start tonight before bed

| will journal for 21 days

Reminders — Computer, phone, calendar
- I will set an alarm on the phone to remind me at 9pm every night

Problem-solving — Pending

FACILITATORS: You may want to ask if your participants anticipate any issues and what their plan is for it.

FACILITATORS: Depending on the amount of time left in the session you can talk with the CGs about their
action plans: what did they choose, why did they choose, what barriers do they think they might run into, what
is their plan to work around any issues? If you are right on time? Share the resource website, answer any
remaining questions, and thank them for coming to the workshop. If you have more workshops scheduled? Use
this time to remind your CGs when the next workshop is offered.
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Being Heard

The following is the facilitator’s summary of the module:

Aim of Module

S The aim of this module is twofold:

e _ To develop empathy and provide strategies to
enhance communication between caregiver
and care recipient

— To encourage concise and clear
communication when requesting assistance
from family and friends

Handouts - CWC2.0.2 HO

All handouts are available in electronic format in a PDF.
FCA: Saying ‘Yes’ to Offers of Help.pdf

Women's Alz Movement: Essential Dos and Don’ts
FCA: Holding a Family Meeting.pdf

Three Main Points

1. Empathy is a skill we work on throughout our lifetime.

2. Caregivers need to shift expectations rather than depend on the person they are caring for
to change how they communicate.

3. Clear and concise information combined with flexibility can give a better outcome when
speaking with family and friends

Activities Action Plan

Experiencing Empathy Choice of 2:
Practice Your Empathy
Reaching Out to Family or Friend

—> FACILITATORS: Forms are not required - pen and paper can be substituted.

Please note: This module is presented in a dementia-centric manner. Examples and references
all involve dementia or issues likely to effect CGs caring for someone living with dementia.



Slide 2 Ground Rules

Considerations h(‘ .
yrounc ules

—  While this slide is provided with each module, if
multiple modules are combined the review of this
material is usually only required at the first meeting.

— Review of the use of the chat feature is appropriate at
this time. If you prefer questions being submitted
through the chat feature now is a good time to
mention it.

—  We usually mention who the tech person is and how

B8 PARTICIPATION
P23 L voluntary b,

e  SURROUNDINGS

ET Check screen visibiliey,

Reduce noise

they can contact this person either via chat in session
or via email if they can’t access Zoom.

Material

Time. This session is 90 minutes long. Since we respect your time, we will start right at

and end at . Due to the amount of material we need to cover and the limited
amount of time we have, | apologize in advance however | may need to interrupt you to keep
us on track.

Privacy. To make this a safe place for everyone to share, we follow Las Vegas rules — what is
said in the group, stays in the group. Please don’t share the stories you hear outside of this
session.

Surroundings. Please check your screen visibility if you are in a public place. Your mute button
looks like a little microphone and is in your tool bar. If you click on it and a line appears across
it, then no one can hear you or any noise happening by you. If you want to talk, just click on it
again — the bar will be no longer across the microphone - and we can hear you if you speak. It is
good to be muted until you want to say something.

Participation. Finally, | saved the most important for last. Research has shown us that those
that engage and participate gain the most. This includes the Action Plan we will discuss with
you at the end of this session. If you just listen, but don’t actually practice what we share with
you, you won’t get the benefit. Sort of like just watching an exercise video instead of getting up
and doing it.

If Duty Calls. If you are attending from home, and the person you are caring for needs you,
please feel comfortable attending to their needs. There is no need to announce that you need
to leave, please do what you need and join us when you are able.

Key Point In our work with caregivers we have found that many types of memory loss disorders
from Mild Cognitive Impairment to dementias like Alzheimer’s Disease or Vascular Dementia
can share certain concerns and issues which can become problematic for caregivers. For this
program we use the term Memory Loss Disorder as a comprehensive phrase referring to all
diagnosis which affect the memory in the person you are caring for.
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Slide 3 Introductions

Considerations

—  While this slide is provided with each module, if
multiple modules are combined the review of this
material is usually only required at the first meeting.

— Itis good to write a few notes that identify the
caregiver by name on screen, preferred name, who
they are caring for and relation to them, and the
diagnosis. If they share it is good to note stage of
disease progression. In addition to this information, we
use a simple form created in Excel that allows us to
track attendance in multiple module programs.

=Y .
D Introductions

Your One thing you

Name Who you are hope to learn
caring for and today
their diagnosis

— Not all care recipients have a diagnosis, or even if it has been written in a chart has the caregiver been

informed.

— Itis up to the facilitator to single out each caregiver and have them introduce themselves. We highly
recommend that the number of caregivers are limited to no more than 12. Once you get over 8 or so you might

want to drop the last question in the introduction.

Material
Introduce Facilitator(s)

- Name, Title, brief statement of how you work with caregivers

- Have your co-facilitator introduce themselves

- Introduce your tech person (especially if they shut off their video)

- Introduce any guest that may be observing
Have Caregivers Introduce Themselves:

- Please unmute and introduce yourself when | call out your name
- Tell us your name, who you are caring for, and if you know it, their diagnosis
- And finally, tell us one thing you hope to learn today

chance. Let’s get started!

Have CGs Introduce Themselves:
STOP We'd like each person to say, in a minute or two, your first name, who
& ASK you are caring for, what their main problems are, and what you hope to
get from this workshop. We’'ll go around the group, so everyone has a
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Slide 4 Today’s Topics

Considerations
— This slide should be a quick introduction of what this

.Tmin\"x Topics

R,

session will cover. [ B
)
i Empathy as C ication Communi
M ate r I a I the Foundation and with Family
of Communication Memory Loss & Friends

e Today we will be talking about empathy as the
foundation of communication

e Then we’'ll discuss how memory loss affects
communication and offer some strategies on effective ways to communicate with the person
you are caring for

e OQur final topic will be tips and strategies on getting help from family and friends

Slide 5 Empathy

Considerations

— By defining empathy right away we provide a
foundation for further discussion
— Emphasize the fact that practicing empathy allows it

> Empathy

Empathy is the ability for someone to put themselves in the shoes of
another person so they can feel what that person is feeling

When receiving empathy, the person feels understood, accepted,

to grow and improve important, and above all, connected to another person
Empathy is not a fixed trait
- itis a skill that can be improved through practice!
Material

Empathy is the ability for someone to put
themselves in the shoes of another person so they can feel what that person is feeling. Memory
Loss can make someone lose the feeling of being connected to others and some will react with
agitation, some by withdrawing. Empathy helps caregivers connect and can help care recipients
to feel understood and safe. When receiving empathy, the person feels understood, accepted,
important, and above all, connected to another person. Empathy is not a fixed trait it is a skill
that is improved through practice!
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Slide 6: Experiencing Empathy

Considerations A il
Activity: Experiencing Empathy
— Practice reading the scenario until you can read it Instructions: Imagine yourself in the place of the patient.
fluently and quCkIy You want to give the impression Of You received a phone call from your doctor's office requesting a
linic visit to di Its of :
ease and that, of course, they should understand what clinic isit to discuss resuls of recent tests
. Arriving at the clinic, you're i and i
you are saying. because you feel like other people are looking at you and all the

d noise is di

g 9.

— Discussion is on next slide : )
When you get in the doctor’s office, the doctor and your caregiver

carry on a discussion about your condition while totally ignoring
you. You are trying to follow the conversation, but the doctor seems
to be talking very fast and you don't quite understand all the words.

Material
Activity: Experiencing Empathy

— FACILITATORS: Participants are to imagine themselves in the place of the patient as the facilitator reads the
scenario. There will be two discussion points following the scenario: First Reaction and then Points to Consider.

ACTIVITY-Do it

Instructions for caregivers

- Imagine yourself in the place of the patient.

You received a phone call from your doctor’s office requesting a clinic visit to discuss results
of recent tests.

Arriving at the clinic, you’re insecure and somewhat bewildered because you feel like other
people are looking at you and all the background noise is distracting.

When you get in the doctor’s office, the doctor and your caregiver carry on a discussion about
your condition while totally ignoring you.

You are trying to follow the conversation, but the doctor seems to be talking very fast and you
don't quite understand all the words.

You hear:

“Well, the consummation connote dementia, practicably Alzheimer’s blazon. There’s no
expeditiously percipient progress, but exigency is no medicament for Alzheimer’s. I'll
pharmacon Aricept for pother. Inguritate one bolus ghs for a singular stretch of 30 diurnal
courses then inguritate 2 bolus ghs. You might endeavor to acquire formation of stanchion to
frequent. | cede a practitioner vigilance bangle contingent upon irretrievability. My RN will
make an observation of duration to resume in six stretches of 30 diurnal courses. Expression
commiseration. There is a nonexistence of resolution to propound.”

— FACILITATORS: It is very important to practice saying this out loud multiple times. It should flow smoothly, and
you should say it quickly. If you are uncertain on how to pronounce any of the words, google can help — just
type in the word and pronunciation and you should get a link. Even experience facilitators will practice this
each time out loud in preparation for a workshop.
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Slide 7 Discussion-Experiencing Empathy

conSIderatlons ' Discussion: Experiencing Empathy
— Itisimportant to review the questions before to tell
. Can you figure out what the diagnosis is here?
them what you said. What about the prognosis?
. . What instructions have been given?
- ASkIng the Careglvers to p/ace themse/ves even for a How did it feel when the doctor and your caregiver discussed your
moment in the shoes of someone who is have Segpoeian homh o it even e the oot
o . . . ) at impact on your thoughts coul is have?
difficulties following verbal communication can What about how you are feeling?
encourage empathy and compassion for the person i Y;’ﬁf‘i’:‘h‘: e A Dot i
they are caring for.

Material

ACTIVITY-Process

— FACILIATORS: Note that most medical information is delivered verbally. The foreign words will help to simulate
what listening to a conversation might feel like when you don’t understand many of the words. Also, the
increased speed can simulate the reduce processing speed some people may experience with progression of
their disease.

Ask:

Can you figure out what the diagnosis is here? (most say they were confused)
What about the future or the prognosis? (same)

What instructions have been given? (same)

— FACILITATORS: You will now switch from the information available to the feeling engendered during the
discussion

Ask:

How did it feel when the doctor and your caregiver were discussing your diagnosis as though
you weren’t even in the room? (most say upset, angry)

What impact on your thoughts could this have? (lead to suspicion, paranoia)

What about how you are feeling? (angry, suspicious, persecuted)

Alzheimer's Disease is mentioned a couple times — what do you think the reaction would be to
that word? (scary, disbelief, confusion)

— FACILITATORS: Many caregivers are curious about what you actually said.

What you said:

Looks like dementia, probably Alzheimer’s. Progression will likely be slow, there is no urgency at
this time. I'll give you a prescription for Aricept, give him a pill at bedtime for a month, then
start 2 pills at night. | recommend you find a support group. An ID bracelet will be helpful in
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case they wander and get lost. My nurse will make you an appointment in 6 months. I’'m sorry.

There is no cure.

Summary

caring for.

disorder must negotiate each time they reach out to the world.

It is important to allow yourself to imagine her or his experience.
This increases empathy, which in turn feeds increased compassion and patience.

This exercise was designed to help you place yourself in the shoes of the person you are

The memory loss disorder itself provides a filter that the person who is living with the

Slide 8 Communication & Memory Loss

Considerations

— You may have a caregiver who is struggling with
communicating not because of a lack of skill or
understanding but because they are still in denial over
the diagnosis. They will be trying to continue the
patterns of communication that worked in the past.
But reason and logic are not effective with someone
who can’t remember the foundation that the logic is
built on or the rules that reason depends on. For these

» Communication & Memory Loss

Memory loss affects communication

+ It's harder to understand what is said

« It's harder to say what they want to say

+ It's harder to find the right words.

* It's hard to remember thoughts from one
moment to the next

It causes communication problems
which can lead to behavior problems

[1]

IMPORTANT POINT
Because care recipients
cannot change their
communication problems,
it is important that we find
other ways to
communicate with them.

individuals, a referral to a counselor or a support group
can be helpful.

Material

- We have gotten used to responding in a set way to those we have lived with and loved for a

long time.

- A key factor to keep in mind for the person experiencing memory loss is that they will not be

communicating in the way they used to.

- We need to be mindful of shifting our expectations to fit the current circumstances, and not
try to change the person we are caring for’s behavior to match our expectations.

- There is a need to go with the flow of how things are now and be open to change at any time.
- However, once you come to terms with this reality, you can make life so much easier for all

concerned.

- Communicating with someone with memory problems can be challenging. At times you may

feel as if you have to jump over many hurdles or have to walk on eggshells.

- Memory loss affects communication in several ways:
- It affects one’s ability to understand what is said

- It limits the ability to express what he or she wants to say.
- It leads to problems finding the right words, as well as an inability to remember thoughts

from one moment to the next.

- It causes communication problems which can lead to behavior problems.
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- Increased behavior problems can be frustrating and increase caregiver stress. Added to this is
when we are frustrated, we do not communicate effectively, which can result in further
frustration and more problems.

IMPORTANT POINT
Because the people we care for can’t change their communication problems, it is important
that we find other ways to communicate with them

Slide 9 Communication Strategies

Considerations EL ommunication Strategies
— Thereis a lot of information to share. Pacing and Use s B0y Langiiae
examples will help. Bo Aware of Their Body Language
Be Attentive

- Listen to Hear, Not to Talk
Material SO ——
Let’s jump right in with some tips or strategies g
that you can use. . Doniohhe porson whatthey et

Use Open Body Language. Non-verbal communication, like body language, conveys as much
information as verbal language — sometimes conveying even more. If your body language says
one thing (crossed arms/frown) and your words say another (I’m fine), people tend to trust
what your body says over your words.

- Turn towards the person you are speaking to

- Don’t be too far away

- If the person you are talking with is seated, you should sit, too

- Relax your body- uncross your arms and legs, drop your shoulders, smile

Watch the other person’s body language for clues. Put yourself in their shoes. Much of what
they use to anchor themselves is missing: who they are, who you are, where they are, or what
they were doing. How scary is that? Watch and learn their signs that indicate they are scared.
Let that guide you on how to interact. On the other hand, there are some individuals with
memory loss who live in the moment and express whatever emotion is most important to them
in that moment, which could be joy and happiness.

- Touch can be powerful: it can show that someone cares, it can connect them to another

person and allow them not to feel so isolated.

Be attentive. There is so much in this world that distracts.
- If they allow, make eye contact.
- Shut off the TV, put away the phone.
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Listen to hear, not to talk. Too many times in our busy lives we take the shortcut of listening so
we can reply. Listen for the emotion and seek to understand what has contributed to it.

- Allow yourself to listen as if your only job is to understand.

- Focus on understanding their unique experience.

Use your voice and words to convey empathy.

- Emotions can be contagious, monitor the sound of your voice.

- Lower your vocal register, speak slower and in a calm soothing tone.

- Verbalize your understanding.

- Identify the emotion. “You look happy when you talk about your sister.”

- Don’t counter an emotion with a fact, just acknowledge it.

- This is not the time to be “right.” If they say, “I feel scared to go to the doctor,” don’t say,
“The doctor won’t hurt you.” Acknowledge their fear by saying, “I know, sometimes going
to the doctor is scary.”

Deal with the emotion not the content.
- What can you do to help them feel less scared? Less worried? Less agitated?
- ldentify what soothes them and offer it. Hold their hand, bring their favorite blanket,

bring a favorite snack.
Adapted for use from http://www.caregiverstress.com/geriatric-professional-resources/
professionaldevelopment/clinical-empathy-a-key-tool-for-client-care

What to avoid!

- Don’t argue with your care recipient.
- Don’t tell the person what he or she cannot do. Instead of saying, “You can’t go outside,”
try, “Let’s sit down and read the paper together.”

We've talked some about how to communication with a person with memory loss, let now
switch to getting help from family and friends.

Slide 10 Getting Help from Family & Friends

conSIderatlons :’ Getting Help from Friends and Family
— Not all families are the same. There are pattens of —
communication that have built up over decades. When e ak? L PR
things are very contentious a referral for a family oo =
meeting regarding the care plan may be helpful. " Usot Sttoments - Gove specinic doats T 5
— HANDOUT: FCA: Saying ‘Yes’ to Offers of Help.pdf : “;”";&ln;ﬁ;’:&fw ™
. stont y X
— HANDOUT: Women's Alz Movement: Essential Dos and * Don'tgive up! -
Don'ts Follow Through 4 200
Lo N L) i)
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Material

- Family can either be tremendous support or a source of conflict, many times they are both.

- Effective communication can help your family and friends to understand what your needs are
in this moment.

- Knowing who you are speaking to, and how much information they need to make a decision
can help you to know what you can expect when you ask.

- It can also inform you how much information you will need to share to get their help.

- Barriers exist, such as, whether the person you are asking is worried about being “trapped” by
volunteering to help (if they help you this time will you always expect their help?), and some
may feel ill-equipped to help because they don’t know how to handle situations or crisis if it
should happen.

- On the other hand, sometimes people are over committed, being gracious now may open an
opportunity for assistance at a later date.

- It all comes back to knowing who you are talking to. And knowing what you need help with.
Many times, when people offer, caregivers aren’t ready with a task or need. The tips can assist
you in clearly communicating your needs.

Examine your needs. What do you need? Make a list.

What exactly is the problem you are trying to address? Be brief-1 or 2 sentences.

Describe your thoughts and feelings clearly, so the other person can understand your point of
view. But don’t ramble — be concise.

Avoid substituting opinions for facts. Try to use "l statements" frequently.

Give detailed information. For example: taking care of Mom for two hours involves feeding her
a snack, turning the radio to her favorite station, and you may need to take her to the
bathroom.

Break it down into smaller parts. It's usually easier for people to say yes to a little request than
to a big one!

Listen to whether the listener can fulfill the request. If they cannot, ask if a different time or
another task is possible and begin to negotiate. Be aware that what you are asking for may not
be possible.

Be persistent and flexible. Maybe you won't get exactly what you asked for, but you will get
something that will be helpful.

If you are at an impasse, take a break. Go back to the discussion at a future time. For example,
agree to think about it and talk again tomorrow afternoon.

If appropriate, offer to do the task with the person. For example, sit together with Mom for
two hours first before your brother does it alone so that he can learn what is involved and feel
more confident.

DON'T GIVE UP! It may take many attempts before things change.
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Slide 11 Getting Help from Friends and Family

Materlal [i;?(icllin;: Help from Friends and Family
- Think of the last time you asked someone for help. Think of the last time you asked someone for help.
- Were you successful? Were you successful?
. How hard was this for you to do?
- HOW hard was thIS fOI’ yOU tO dO? Did you use any of the strategies suggested?
. . Wh did you find ?

- Did you use any of the strategies suggested? T
- What pa rt d|d you flnd easy? What can you do to make it easier for you to ask?

A A What barriers might the person have that you are ask?
- What pa rt dld you Struggle Wlth? Is this something you would do at home with your own family?

- What can you do to make it easier for you to ask?
- What barriers might the person have that you are ask?
- Is this something you would do at home with your own family?

Slide 12 Family Meetings-Routine Communications

Material
Who's invited?
- Decide who should attend
- If not available decide who will send a
summary

Who's invited?
Make an agenda before the meeting

Start with any updates on or new di is and ing issues

Then problem solve for issues

Make an action plan and make sure everyone understands responsibilities

Make an agenda before the meeting R e
- Done before the meeting and sent to who is

coming so they can add to the agenda
- see handout FCA: Family Meeting for an example of an agenda

Start with any updates on symptoms/new diagnosis and resulting issues
- Can be a doctor's report or an update on daily functioning
- Note changing needs or developing issues
- It is good to make a list but do not move to problem solving until they are all introduced

Then problem solve for issues
- Use the list generated
- Note what solution was decided on, who is responsible for it

Make an action plan and make sure everyone understands responsibilities
- State the problem
- Outline the action steps that will be taken to address the problem,
- ID the person who is responsible for it
- Dates of when they will have it done by

il
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Not a one-time thing
- To encourage communication, should have regular family meetings

Slide 13 Strategies for Dealing with Family Conflict

Material ) Strategies for Dealing with Family Conflict
When caring for someone with a chronic illness P —
or memory issue, families are most successful Understand why.you are in conflic

when they work together and have a united plan Keep yesterday's battles out

of action. However, that does not always Realize they may not be ready

happen. For one reason or another a family may BigIn 8 prosesaiona)

experience conflict which can disrupt the care

plan.

The following strategies can help you to deal with conflicts that may arise during the caregiving
journey.

Attempt to understand the family member you’re in conflict with.

- Put yourself in the family member’s shoes and think about why they are feeling or doing
what is creating the conflict.

- Try to avoid treating them as you have in the past.

- Showing empathy does not mean that you agree with the other person, and it does not
mean that you have to accept what they are saying. It simply means that you acknowledge
the issue and any frustration that goes with it, in order to suggest a reasonable course of
action to deal with the situation. By doing this in a calm and reasonable way we can often
diffuse a conflict situation and get the other party to work with us to achieve what we are
looking for.

Understand why you are in conflict.
- What are their expectations? How does what you (or your CR) need/want conflict with it?
- Describe in detail you or your CR's needs and wants. Be able to clearly state why.
- Use supporting examples, reports, doctor statements, expert information

Keep yesterday’s battles out.
- Recognize that family histories and old patterns of coping can surface as family members
deal with caregiving situations.
- Included in these histories are old patterns or roles of how each individual reacted or coped
with stressful situations.

— FACILITATORS: You can use the following example if you have time and there is a need to illustrate.
An example of old patterns is a CG who when they were young did not handle stress well. Now

they are the CG, yet the family treats them like everything they say is just a stress exaggeration
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and ignoring the fact that since that time the CG has learn more effective methods of coping.
Now this old pattern of functioning won’t work as the CG is the one who communicates her
parent’s needs with other family members. This requires a new pattern of interaction between
family members. This new pattern of interaction requires all family members to change how
they view the CG.

Realize they may not be ready

- They may not be able to come to terms with what is happening to the care receiver for
many reasons.

- Past conflicts, sibling rivalries, or estranged relationships play a role in the person’s ability to
cope emotionally.

- Sometimes instead of coping with the situation they withdraw and appear as if they don’t
care.

- Keep in mind that denial is often used as a defense mechanism for lots of reasons including
fear, the reality that things aren’t going to be the same, or realization they could lose a
loved one. Giving the individual in denial time to adjust will help. Insisting or arguing will
only drive the individual away. How much time you give your family members depends on
their personality, upbringing, resiliency and relationship with the care receiver.

Bring in a professional
- It often helps to invite a neutral outside facilitator to attend
- Who? Social workers, case managers, ministers, discharge planners, psychotherapists can
either mediate or refer you to someone who can

We have discussed numerous strategies family members can use to address family conflict.
Keep in mind that if one strategy doesn’t work you can always try a different one.

The most important fact to keep in mind is the family will be most successful when they work
together to care for the care receiver and have a united plan of action.

Slide 14 Family Conflict Resolution

. ) Family Conflict Resolution
Material :
Make sure everyone is in the loop
The following are strategies the caregiver can e sblec et i
keep in mind as they communicate with family Let any anger subside
m e m be rS . Avoid these 4 negative communication styles

Problem Solving Steps

Make sure everyone is in the loop, especially
those far away before the family meeting
- Decisions require accurate information.
- Use pertinent examples when discussing changes
- Don't assume everyone knows about changes in symptoms or diagnosis even if they
regularly speak with the CR
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Practice effective listening skills
- Don't interrupt, if you're worried about forgetting what you wanted to say bring a pen and
paper and write it down.
- Allow whoever is speaking to finish, then paraphrase what you understood. Allow them the
time to correct any misunderstandings.
- Save your opinion till it is your time to speak. Be respectful.

Let any anger subside

- When people are angry, the functional part of our brains goes offline, and it truly makes it
hard to have a reasonable discussion with effective solutions.

- Try talking in a calm tone but if that doesn't work, take a 20m break.

- If you try to resolve a conflict while people are angry and lashing out, such attempts may fail
or even worsen the situation further.

- Remember, the goal here is not to win an argument but to find a healthy and mutually
beneficial resolution.

Avoid these 4 negative communication styles

- These four negative communication styles can make problems worse - criticism, contempt,
defensiveness and stonewalling

- Criticism: attacks the character or personality of another. While it is normal to have
complaints about another’s specific actions, it is very different to put them down as a
person because of those actions. Criticism negatively focuses on the person’s intentions and
character.

- Contempt: portrays disgust and a lack of respect for the other person through body
language, such as eye rolling or sneering, or by name calling, sarcasm and cutting remarks.

- Defensiveness: is a seemingly understandable reaction that individuals take to criticism and
contempt; however, it often escalates the conflict. When we are defensive, we tend to stop
listening to the other’s viewpoint and communication is shut down.

- Stonewalling: is withdrawing from communication and refusing to engage in discussion.
Conflict resolution is impossible without communication!

Problem Solving Steps
- Identify the specific problem and who is involved.
- Answer the question, “What do each of us really want or need?”
- Brainstorm as many alternatives as possible without evaluating any of them.
- Evaluate the alternatives by talking about and/or listing the pros and cons.
- Select the best alternative(s) for the two of you based on what each person is willing to do
(make I-statements, listen well to each other).
- Decide who will do what, when and how in the plan.
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Slide 15 Take Away

Considerations

— This is the end of module summary. If you have time,
you can encourage your caregivers to offer what they

believe the ‘take away’ was from this session.

Material
— FACILITATORS: If there is time do the stop & ask.

STOP
& ASK

will take away with you?

k Take Away

+ Empathy is a skill we work on throughout our lifetime.

+ Caregivers need to shift expectations rather than depend on
the person they are caring for to change how they
communicate.

+ Clear and concise information combined with flexibility can
give a better outcome when speaking with family and friends

Thinking back over today’s session, what are the important points you

— FACILITATORS: If not mentioned, make sure these points as included in the Take Aways from today’s session.

To summarize, the Take Aways we hope you will take with you today are that:
- Empathy is a skill we work on throughout our lifetime.
- Caregivers need to shift expectations rather than depend on the person they are caring for to

change how they communicate.

- Clear and concise information combined with flexibility can give a better outcome when

asking for help from family and friends

Slide 16 Making This Work for You

Considerations

— The Action Plan is perhaps the most important part of

this session.

— Encourage the caregivers to pull out their pen and

paper and create an action plan right there.
— Use the boxes along the bottom to assist in the
creation of the action plan.

Material
Activity: Action Plan

— FACILITATORS: Briefly define the steps.

‘M;lking This Work for You
Pick One

Practice Your Empathy ‘.‘. Oluchlng Out to Family or Friends

Stretch your mind and practice walking in another's Using the skills learned here, reach out and ask
shoes. What if you woke up ane morning in the body someone for help in a caregiving task. Whether it is
and the life of someone else! Find a stranger and to give you time to get a task done. to handle
imagine what this would be like. What would i« feel paperwork you just can't wrap your mind around, or

like to be them? How would you cope? Do next! 0 visit 50 you can get a break.

Do it with Tokealge || PhoneAlims | b ID the e
Be realistic In How will this something you  task and break Post.dts Branstorm solutions
your deadline. help you? aiready do. kKintostep. | | MaeViible || “u Trykow

silde
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INTRO: At the end of each session after our review we will work together to create an Action
Plan whose purpose is to help you to figure out how you plan to use the skills and tools we
explored today in session. To get the benefit from these tools, you have to do your part and
practice them at home.

The Action Plan has 5 Steps

1. Set a Deadline: this is a deadline for when you will start and finish this goal. It is important
to be realistic when you think about your deadlines.

2. Why choose this one?: The more personal you can make it the more likely it is to push you
to complete your goal

3. What will you pair it with?: research tells us that piggybacking a new task onto something
you already do routinely and consistently is a great way to jumpstart something new. It
becomes an automatic reminder to do the new task.

OPTIONAL Break it down: Sometimes the skills and tools we teach can be complicated. At that
time, you have the option to break it down into many different steps and just deal with each
step as it’s turn comes up.

4. Reminders: what reminders will you use? Be creative!

5. Problem Solving: One of the important parts of any goal making is the problem solving.
When you just can’t seem to get it done it is important to sit down, figure out what the
issue is, brainstorm some solutions, and try out the one most likely to succeed. If it does
succeed and you are able to do the task — great! If not, then go back to your brainstormed
list of solutions and try a new until you find what works.

ACTIVITY-Do it

Everyone should have paper and pen. Let’s go through creating your own personal action plan
step-by-step. As we go through these, write it down on your paper. A written plan has more
weight than one you keep in your mind.

People do better when they limit the number of changes they are trying to make.
- Have the caregivers choose either Practicing Your Empathy or Reaching Out to Family or
Friends
1. Setadeadline — Be realistic
- For the week, every day | will try to ‘walk in someone’s shoes.’

2. Why chose this one? - The more personal the better
- | have been struggling with being nice to people.

3. What will you pair it with? — Do it with something you already do
- When | go for my walk, | can use my imagination on the people | see

i
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Optional: Break it down — Take a large task and break it into steps
- Don’t need to break this one down

Reminders — Computer, phone, calendar
- I will set a reminder on the phone and a Post It note on the door to remind me

Problem-solving — Pending

FACILITATORS: You may want to ask if participant anticipate any issues and plan for it.

FACILITATORS, depending on the amount of time left in the session you can talk with the CGs about their action
plans: what did they choose, why did they choose, what barriers do they think they might run into, what is their
plan to work around any issues? If you are right on time? Share the resource website, answer any remaining
questions, and thank them for coming to the workshop. If you have more workshops scheduled? Use this time
to remind your CGs when the next workshop is offered.
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Strategies for Stress

The following is the facilitator’s summary of the module:

EE=wem—mnse
e - Aim of Module

COPING WITH CAREGIVING 2.0 SUITE

: To educate the participant on stress and the
Strategies
rSEe -~ effects of stress
A To offer two evidence-based stress reduction
__A— skills

Handouts — CWC2.0.3 HO

All handouts are available in electronic format in a PDF.
OAC: Mapping Your Stress

OAC: Mindful Breathing

OAC: Visualization Guide

Three Main Points

1. Stress & Caregiving
2. Recognizing Stress
3. Relaxation Skills

Activities Action Plan

Mapping Stress Choice of 2:

Deep Breathing Daily Practice of Deep Breathing
Visualization Daily Practice of Visualization

— FACILITATORS: Forms are not required - pen and paper can be substituted.



Slide 2 Ground Rules

ConSIderatlons . Building Community
—  While this slide is provided with each module, if —
multiple modules are combined the review of this @ STIME E: i i

material is usually only required at the first meeting.
— Review of the use of the chat feature is appropriate at
this time. If you prefer questions being submitted
through the chat feature now is a good time to
. . [ IF DUTY CALLS
mention it. flg Lewe todo whatyou nesd
—  We usually mention who the tech person is and how

SURROUNDINGS

lET Check screen visibility,

Reduce noise

i

they can contact this person either via chat in session or via email if they can’t access Zoom.

Material

Time. This session is 90 minutes long. Since we respect your time, we will start right at

and end at . Due to the amount of material we need to cover and the limited
amount of time we have, | apologize in advance however | may need to interrupt you to keep
us on track.

Privacy. To make this a safe place for everyone to share, we follow Las Vegas rules — what is
said in the group, stays in the group. Please don’t share the stories you hear outside of this
session.

Surroundings. Please check your screen visibility if you are in a public place. Your mute button
looks like a little microphone and is in your tool bar. If you click on it and a line appears across
it, then no one can hear you or any noise happening by you. If you want to talk, just click on it
again — the bar will be no longer across the microphone - and we can hear you if you speak. It is
good to be muted until you want to say something.

Participation. Finally, | saved the most important for last. Research has shown us that those
that engage and participate gain the most. This includes the Action Plan we will discuss with
you at the end of this session. If you just listen, but don’t actually practice what we share with
you, you won’t get the benefit. Sort of like just watching an exercise video instead of getting up
and doing it.

If Duty Calls. If you are attending from home, and the person you are caring for needs you,

please feel comfortable attending to their needs. There is no need to announce that you need
to leave, please do what you need and join us when you are able.
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Slide 3 Introductions

Considerations

—  While this slide is provided with each module, if
multiple modules are combined the review of this
material is usually only required at the first meeting.

— Itis good to write a few notes that identify the
caregiver by name on screen, preferred name, who
they are caring for and relation to them, and the
diagnosis. If they share it is good to note stage of
disease progression. In addition to this information, we

Introductions

Your One thing
Name Who you are you hope to
caring for and learn today
their diagnosis

use a simple form created in Excel that allows us to track attendance in multiple module programs.
— Not all care recipients have a diagnosis, or even if it has been written in a chart has the caregiver been

informed.

— Itis up to the facilitator to single out each caregiver and have them introduce themselves. We highly
recommend that the number of caregivers are limited to no more than 12. Once you get over 8 or so you might

want to drop the last question in the introduction.

Material
Introduce Facilitator(s)

Name, Title, brief statement of how you work with caregivers

Have your co-facilitator introduce themselves

Introduce your tech person (especially if they shut off their video)

Introduce any guest that may be observing

Have Caregivers Introduce Themselves:

Please unmute and introduce yourself when | call out your name
Tell us your name, who you are caring for, and if you know it, their diagnosis
And finally, tell us one thing you hope to learn today

chance. Let’s get started!

Have CGs Introduce Themselves:
STOP We’d like each person to say, in a minute or two, your first name, who
& ASK you are caring for, what their main problems are, and what you hope to
get from this workshop. We’'ll go around the group, so everyone has a

it
'YOPTIMAL AGING CENTER

47



Slide 4 Today’s Topics

Material

Today’s Topic is all about stress.
- We’'ll start with how caregiving can lead to
additional stress in your life.
- Then look at your own unique stress reactions. Stress & Recognizing Relaxation
. . . Caregiving Stress Skills
- Finally, we explore two different relaxation
skills you can use.

) Today’s Topics

Slide 5 Stress & Caregiving

Considerations
. P Stress & Caregiving
— Important note here is that everyone reacts
to stress in Unique ways « Caregiving over a long period of time takes a toll on your physical
P , . . and emotional state
— Once they ‘map’ their own stress reaction i A
« Caregiving’s unique challenges that often increase stress
they will have a clue as to when to use the o hworio sivest irpacis hedll & webekng
relaxation Skl||S tO the beSt benEﬁt. « What stresses out you may not stress out another
Material

- Caring for another person for a long period of time can take a toll on your physical and
emotional state.

- Research has shown that CGs face unique challenges that often increase stress.

- Whether it is the length of time caregiving, huge range of tasks performed from addressing
increasing complex medical needs to daily personal tasks like bathing and toileting to the
sometimes awkward and confusing role changes that happen when you need to provide care
for the person you always considered as the person who cared for you.

- When stress is excessive and extended, it can become very damaging. This chronic stress over
time, it can impact your health and well-being.

- Since you’re caring for someone at home right now, it is especially important for you to pay
attention to your physical and emotional health. While this workshop can’t take away all the
challenges of caregiving, you can take steps to manage stressful situations in a way that is
healthier for you.
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Slide 6 Stress

Considerations
Stress

— Knowing you’re stressed is very important. This l Your body's response to threat

realization helps the CG to take a problem seriously, G inin?

you must know you have an issue first. * Mental

Stress can be:
« Acute: over quickly
Material o o o G
Stress is a primitive biological response to threat. o
. . . +  Psychologically “mm

Any perceived threat - physical, emotional, or . Socily

mental - starts a cascading effect, which happens
very quickly, so let’s go step by step.

- Threat is perceived, hormones are released, ultimately releasing the hormones adrenaline
and cortisol.

- In response to these hormones, you breathe faster to increase oxygen levels in blood and
your heartbeat increases, blood vessels constrict and diverts that oxygen enriched blood to
the large muscles.

- As a result, your blood pressure rises, and the liver produces extra glucose to give you a
boost of energy.

- Your digestive system is also interrupted, and your muscles tighten to minimize damage in
case of injury.

- When the perceived threat is over, a gland in your brain, the hypothalamus, sends a
message to return your system to normal.

Acute Stress is over quickly — think of an almost accident. You’re on the highway, you see an
accident happen in front of you, time seems to slow as your body reacts, you are able to avoid
accident, you pull over, and you calm down after a moment or two.

Well Managed Stress can help to make you stronger. When you need to handle a difficult,
challenging, or stressful situation, stress signals the body to give you an added boost. Whether
the situation is seeking information about a diagnosis or providing a physical boost in times of
emergency like during a fall, stress can provide the push to act. Stress can often help you lead
to growth as well. Pushing you to do more than perhaps you would have done normally which
will in turn increase your sense of competence to handle difficult situations. Most caregivers
experience a mix of both the positive and negative effects of stress. Today we are focusing on
the negative since that is what tends to cause the problems.

Chronic stress occurs when your system believes it is under constant threat and it never gets
the message to stand down and return to normal.

Why is dealing with chronic stress important?
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Research has shown us that a person who is chronically stress and is not managing their stress
is affected throughout their system in very specific ways.

Slide 7 Consequence of Stress

Considerations o :
Consequences of Stress
— Stress effects people throughout their whole system.
The idea here is not to scare them but make them PHYSICAL PSYCHOLOGICAL l\ SOCIAL
aware of how pervasive the effects of stress are. health related b tal Jonships
* high blood pressure + depression / anxiety + withdraw
* heart problems + anger / irritation + may feel like burden

* increased chance to
catch colds and flu

+ changes in appetite + Increases loneliness

H « sleep proble « friends and famil
Material Sy el e
+ hopelessness /
helpiessness

Unmanaged Chronic stress has consequences. It
can take away from your quality of life by
lowering your ability to experience pleasure or a sense of accomplishment. This can affect your
ability to provide the best care you can.

Physically. If stress lasts for a long time, it can lead to many health problems. This can make
CGs at risk for stress-related conditions such as:

- High blood pressure

- Heart problems

- Increased susceptibility to colds and flu

Psychologically. When left untreated, chronic stress can affect a cg’s emotional and mental
state. CGs with untreated chronic stress are at a higher risk for the following conditions:

- Depression and/or Anxiety - Anger and/or Irritability

- Changes in appetite - Sleep problems

- Lack of energy - Hopelessness/Helplessness

Socially. Caregiving often challenges friendships and relationships. As the stress builds up, some
CGs:

Feel like they are a burden

Refuse assistance when offered

Isolate themselves which increases loneliness

Are alone in caring because friends and family have drifted away.

While these consequences may seem inevitable, there are tools you can use to prevent or
address many of these issues resulting from chronic stress.

Like the proverbial frog in a pot of water slowly heating that doesn’t realize the water has
started to boil, chronic stress creeps up on you until stress becomes your new normal. The first
step in reducing stress is to know when you are experiencing it.
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Slide 8 Your Stress Signs

Considerations L
. .. Your Stress Signs Jaw conching
— Many caregivers have been living stressed for so long Treuy e e
they no longer are aware they are stress — even if their ) el
. : . Everyone reacts to stress differently e N
body is registering stress. Bty s
Need to know your signs so you know when to react periy
+ Think about a recent stressful experience e
+ Scan your body - where are you experiencing that stress? Mearttaim
+ Use the handout to learn what your stress signs are Shomaeh paln. mowsos

Material

Stress can show up in the body sometimes in
unexpected ways. It is important for you to
recognize your unique physical signs in your
body.

Over the next week
Pay attention to your stress signs

i

i
¥
§

Activity: Mapping Your Stress

ACTIVITY-Do it

STOP
& ASK

How do you know you are stressed?
How do you typically handle your stress?

Let’s do an exercise to help identify how you experience stress in your body. On the screen is a
list of areas in the body commonly affected by stress. You can also find these lists in your packet
as a handout.
- Do you remember the last time you were stressed?
- Where do you experience that stress in your body? Is your jaw clenched? Do you feel
tension in your shoulders and neck? Does your stomach get upset?
Check off everything that your body does when you are under stressed.

People can also react emotionally to chronic stress. They may find themselves anxious, be easily
irritated or angered, or even find themselves acting out of character. Much like the previous
activity, review the list and note your reactions. Over the next week, pay attention when you
are feeling stressed. See if you can find your own pattern and map the stress.

If you know the first place you experience stress is tension in your shoulders followed by
irritability and a headache then you will have a map that will help you, unlike the example of
our poor frog, know when to get out of the water. Next, we will teach you two quick and easy
skills to help you to manage your stress that you can use at any time.
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Slide 9 Deep Breathing

Considerations
. . . . . D Dealing with Stress: Deep Breathing
—  You may run into disbelief that something so simple as SEERBICRRIRS SERSECRLI
. . . P thod t Im d d red i
breathing can help something so overwhelming as T Beriihis Tes s yous oy o ekax and e cakn
. . + Slowing down your breathing
chronic stress. Encourage them to try it out. You can ¢ Yourheartwloandreathing sows .@:
. . . . ives you space 1o respond rather N reac
also tell them that deep breathing interferes with the R
. 3 aily practice
first step in the body’s stress response — you can’t L e ORI
o unt s Vil stuat
breathe slow and fast at the same time, sends a : :
B . ) Goal is to have it be second nature to you
different signal to the brain. 50 you don't need to think about it, just use
3 . 3 3 it when you find yourself in a stressful situation
—  We highly recommend you use this practice in your

own life. Then you can illustrate its use with a personal
example, if needed.

Material

- Research has shown us that deep breathing is one of the best ways to lower stress. Regular
breathing is ‘automatic’ but deep breathing gives you an opportunity to control the breath
cycle to reduce your stress. By slowing down your breath, you send a message to your body to
relax and be calm.

- Your heart rate and breathing slows, blood pressure and oxygen use decreases, and less stress
hormones are released into the body. In a moment, we will try this out in session. But first, to
become something that you use in a crisis moment you need to practice it while you are calm
until it becomes second nature to you.

- So, we recommend a daily practice of taking 10 slow deep breaths — it should take no longer
than 1 minute. The more you practice when you are calm, the more comfortable you are with
the skill. The more comfortable you are with the skill, the more likely you will be to use it
when you are stressed.

Slide 10 Caution

Considerations
— DO NOT SKIP. If someone knows they have a breathing ; . ‘
. ] . n a moment we will do an exercise that will ask you to
issue — you can encourage them to just observe their Sowt) Sreat kv ior w count of 5 pavey, snd fhen beed
breath - do not go deep but focus their mind on how it
, If you have any breathing problems (like asthma or COPD)
feels. Some can’t do that. Encourage them to try to or other health conditions that make you uncomfortable

. . doing this, please don't push yourself.
relax each muscle they note is tense until the next

activity. We will offer an alternative in a moment for
people who cannot do the deep breathing.

If you get lightheaded, stop immediately!

Material

- If you have any breathing problems (like asthma) or other health conditions that make you
uncomfortable doing this, please don’t push yourself.

[
3
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- We will be offering an alternative in a moment.
- If you find the deep breathing too difficult, please just sit comfortably and observe your
breath as we do this exercise with the rest of the group.

Slide 11 Deep Breathing Guide

Considerations D Deep Breathing Guide
— If someone gets lightheaded remind them to stop and Giving you space to respond rather than react
breathe normally B S ot vour broan o & ool o trosths
— Diaphragmatic breathing (abdomen expanding on [ reathe i hrough your nose for  countof 5, pause

|| Breathe out through your mouth for a count of 5

inhale) encourages the beneficial trade of incoming
oxygen for outgoing carbon dioxide. This type of
breathing slows the heartbeat and can lower or
stabilize blood pressure.

[ oacuttes fooming?
Add a word as you breathe in and another as you breathe out

2
£
g
8
H ‘
§

Material
Activity: Deep Breathing

— FACILITATORS: Explain the 5 steps, Do 10 deep breaths, Ask the Process Questions

EXPLAIN IT: While it seems simple, there are a few steps to deep breathing which we will

review with you now. After we review the steps, we will take ten breaths together.

- In the first step, you will get comfortable and take one or two breaths just to observe where
your breathing is in that moment.

- In the second step, we will deliberately attempt to slow down our breathing to a count of 5
for each inhale and each exhale with a small pause at each beginning and end.

- The third step is for those of you who are not certain you are breathing deep. We invite you
to place a hand on your abdomen — notice when you breathe, does your abdomen rise when
you inhale? Then contract or sink when you exhale? That is a good sign that you are using
your diaphragm to help your lungs open up to allow for a deep breath.

- The fourth step is for those having trouble with the counting, you’ll notice we offer an option
to replace the numbers with a word or phrase.

- Finally, in the firth step we want to talk about the importance of creating a daily practice. This
practice will be very important if you want to integrate this very valuable tool into your life. It
is important to become so comfortable that you don’t need to think of the process when you
need to use it. Through practice it will become second nature and you’ll be able to do it
without thinking about the steps.

ACTIVITY-Do it

— FACILITATORS: your voice should be slow and measured as you talk them through this activity. The pause is
length of one count.
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DO IT: Ok so let take 10 breaths together. If you run out of breath before | finish counting that’s
ok. With practice, you will be able to breath deep enough to make the count of 5. Until then,
just consciously slow your breathing. If you become lightheaded while doing this exercise — stop
and return to breathing normally.

BEGIN: Sit comfortably in a chair and close your eyes. Your feet should be flat on the floor and
arms should be supported in comfortable manner. Try to sit so your shoulders are over your
hips. If closing your eyes is difficult for you, you can pick a place on the wall to stare at during
this exercise. Notice your breathing, just observe your own breath for a couple of breaths.
(Pause for 2 breaths)

Now we are going to ask you to slow down your breathing to help you relax. To slow down, do
a slow inhale through the nose, for a silent count of 5. Then do a slow exhale through the
mouth, for the same count.

Breathe In, 2, 3, 4, 5, pause - Breathe Out, 2, 3, 4, 5, pause, (repeat 4 more times)
Breathe In, 2, 3, 4, 5, - Breathe Out, 2, 3, 4, 5, (repeat 1 more time)

Breathe In, - Breathe Out, (repeat 3 more times)

When you’re ready open your eyes and come back to the room.

ACTIVITY-Process

What was this experience like for you?

STOP Do you feel less stressed? Note any physical change?

& ASK Can you think of a specific event when this technique might have been
helpful during a stressful caregiving situation?

It will be important to practice this tool until you become comfortable with its use. The more
you practice, the more comfortable you’ll become, the more comfortable you are with it, the
more likely you are to use it. The goal is for you to feel comfortable enough that when you
experience a stressful moment during your caregiving you will naturally take 10 breaths. It's a
brief ‘time out’ from the situation causing you the stress.
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Slide 12 Visualization

Considerations
— Although this isn’t as portable, rarely is there any push

) Dealing with Stress: Visualization

. Visualization is a way to help you to take a break from stress
back f rom it. - Itinvolves imagining yourself in a peaceful and safe place where

. . . you feel relaxed, happy, and secure
— People will want to follow a script to guide them. Daiy pracice
| {
.Y Works best if you practice it daily, until it
becomes second nature

Goal is to have it be second nature to you,

. S
Materlal 50 you don't need to think about it just use it

when you find yourself in a stressful
situation.

Visualization, sometimes called guided imagery,
is another way to help you to take a break from
stress. It involves the step-by-step method of imagining yourself in a peaceful and safe place
where you feel relaxed, happy, and secure. It can be combined with the deep breathing or a
progressive muscle relaxation technique where you start at the top of your head and
consciously relax each muscle in your body. The aim is to associate the peaceful calm feeling
with the image in your head. Eventually your brain will use the image as a signal that it is time
to be calm and relaxed. Like the deep breathing, daily practice is the key for success. Best used
in an uninterrupted moment, which may be hard to find. Some CGs have found that doing their
visualization exercise just before bed can be helpful.

Activity: Visualization

— FACILITATORS: begin with this following prep for the participant. Much like the previous activity, keep you
voice slow and measured. It is good to have a clock with a second hand handy as the participant needs the full
30 secs after each new addition to fully populate their imagery.

PREP: Do you have a place that sounds like this? Take a moment and pick one out to work with
for this exercise. It could be someplace you’ve been to, or someplace you image that can bring
you peace and calm. Close your eyes for a moment and pick a place to try out the next activity
on. We will ask you to imagine the details in this place. The colors around you, the sounds you
might hear if you were there, what you might smell, even the sensations you might experience
like a warm breeze on your skin —the more detail you can think of the more alive the image will
feel and the more you will feel immersed in it, experiencing all the relaxation you can draw
from it. One last thing, there are long pauses where the | won’t be talking, which will give you
time to fill in your image or just experience it. | will let everyone know when the end of the
activity is, so just enjoy the place where you are. Everyone ready?

— FACILITATORS: Mute all participants for this exercise.
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Slide 13 Visualization Guide

Considerations ,
Visualization Guide
— Make your voice slow and measured - enunciate i o whors s con o ol pescet sty b o v e
c/ear/y. l;:::iwﬂmuwuwdmumlm.wmmmnyommnn

Pause for 30 seconds after each period/section. Foous on the CO

S In your peaceful safe place.
DS that

- Now notice the S are around you, of permaps the silence.
. . Think about notice there.
— Find a watch/stopwatch, measure the pause in Thenfocus on any skin SESATIONS « the eath baneath you, he smparaure, movement

of air, anything you can touch.

seconds. It will seem like forever to you until you get
accustomed to the exercise.

While you are in your peaceful and safe place, you might choose 10 give it a name, whether
one word or a phrase that you can use 10 bring this image back, anytime you need to.

You can choose to inger there a while, just enjoying the peacefulness and serendy.

‘You can leave whenever you want to, just by opening your eyes and being aware of where
You are now,

Material
Activity: Visualization

ACTIVITY-Do it

Sit comfortably in a chair and close your eyes. Become aware of your breath, the tension in
your body. With each breath out, release the tension. [PAUSE 30 secs]

Imagine a place where you can feel calm, peaceful, and safe. It may be a place you've been to
before, somewhere you've dreamt about going, or maybe somewhere you've seen a picture of.
[PAUSE 30s]

Focus on the COLORS in your peaceful safe place. [PAUSE 30s]

Notice the SOUNDS that are around you, or perhaps the silence. [PAUSE 30s]

Think about any SMELLS you notice there. [PAUSE 30s]

Then focus on any skin SENSATIONS - the earth beneath you, the temperature, movement of
air, anything you can touch. [PAUSE 30s]

While you are in your peaceful & safe place, you might choose to give it a name, a word, or a
phrase that you can use to bring this image back, anytime you need to. [PAUSE 30s]

You can linger there a while, just enjoying the peacefulness and serenity. [PAUSE 30s]

You can leave whenever you want to, just by opening your eyes and being aware of where you
are now. [PAUSE 30s].

When you’re ready, open your eyes and come back to the room.

ACTIVITY-Process

STOP | What was this experience like for you?
& ASK | Do you feel less stressed? Note any physical change?
When do you think you will practice this? How do you see yourself using it?

i
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Daily practice is very important. With daily practice you are training your brain to connect that
feeling of relaxation to the image in your brain so that eventually whenever you think of that
image? You brain uses it as a cue that it is time to relax.

That takes time and effort on your part — by practicing the same visualization every day you will
soon be able to use your image to tell your mind and body to relax.

Slide 14 Take Away

Considerations k
.. lake Away
— This is the end of module summary. If you
have tlme’ you can encou rage your CGS to + Stress affects our life in many ways, some of them unexpected.
. ‘ ) * Everyone shows stress in different ways and it is important to
offer what they believe the ‘take away’ was know your own signals

* Deep breathing & visualization works best if it is practiced often.

from this session.

Material
— FACILITATORS: If there is time do the stop & ask.

STOP Thinking back over today’s session,
& ASK what are the important points you will take away with you?

— FACILITATORS: If not mentioned, make sure these points are included in the Take Aways from today’s session.

To summarize, the Take Aways we hope you will take with you today are that:
- Stress affects people’s lives in many ways, some of them can be unexpected.
- Everyone shows stress in different ways, and it is important to know your own signals.
- Deep breathing & visualization works best if it is practiced often.

Slide 15 Making This Work for You

Considerations k e _
Making This Work for You
—> The Action Plan is the most important part. e
— Encourage them to pull out their pen and paper. W ,
— Remind CGs that to get the most out of this workshop 1' *
they need to use the skills taught — not just hear about Dy pricnof oip iy Dol prcnof deatonicn
them.
— Use the boxes along the bottom to assist in the e e =y
creation of the action plan. cigrorin] | et | s gl | gt oty | FR0ne TN | I et oy
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Material
Activity: Action Plan

— FACILITATOR: Explain what an Action Plan is, and that we will it at the end of each session (The INTRO). Then
have the participant pull out a pen and paper and walk them through the creation of their own unique Action
Plan (Do It). There are no process questions for this activity. That will be handled during the Check In which
starts next week.

INTRO: At the end of each session after our review we will work together to create an Action
Plan whose purpose is to help you to figure out how you plan to use the skills and tools we
explored today in session. Much like an exercise class, the benefits come from the doing not the
watching. If you sit on the couch and watch the exercise program, you don’t get the same
benefit as if you got up and did the exercise along with.

What is in an Action Plan?
1. Set a Deadline: this is a deadline for when you will start and finish this goal. It is important
to be realistic when you think about your deadlines.

2. Why choose this one?: knowing why can help to push you when the going gets tough — the
more important the reason is to you, the better it is. For example — if you are doing this
because it is part of the workshop versus you’ve been very irritable lately and snapping at
everyone because you are feeling stressed out. You can see that the second is a stronger
motivation because it is personal and as such has more push to it than the first.

3. What will you pair it with?: research tells us that piggybacking a new task onto something
you already do routinely and consistently is a great way to jumpstart something new. It
becomes an automatic reminder to do the new task.

OPTIONAL Break it down: Sometimes the skills and tools we teach can be complicated. At that
time, you have the option to break it down into many different steps and just deal with each
step as it’s turn comes up. Breaking it down can also help because plans work better when you
know the steps you need to do for the task. We recommend adding a start date/end date for
each step make you accountable.

4. Reminders: what reminders will you use? Reminders can come in many different formats —
electronic like alerts or alarms on your smart phone or computer, you can have your
electronic personal assistant (Alexa, Google or phone ones like Siri or Cortana) remind you
or you like more old school methods like post it notes, written daily task lists, or physical
reminders like a string tied around your finger. One good example is a mug with the word
BREATHE on it to use when you drink your morning coffee reminding you to take a minute
and do 10 deep breaths.
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5. Problem Solving: One of the important parts of any goal making is the problem solving.
When you just can’t seem to get it done it is important to sit down, figure out what the
issue is (is it lack of time? Lack of desire? Problems with the task itself?), brainstorm some
solutions, and try out the one most likely to succeed. If it does succeed and you are able to
do the task — great! If not, then go back to your brainstormed list of solutions and try a new
until you find what works.

ACTIVITY-Do it

Everyone should have paper and pen. Let’s go through creating your own personal action plan
step-by-step. As we go through these, write it down on your paper. A written plan has more
weight than one you keep in your mind.
e People do better when they limit the number of changes they are trying to make.

- Pick between either Deep Breathing or Visualization

1. Setadeadline — be realistic
- When are you going to start your new daily practice? Later today? Tomorrow?
- Example: | will start practice tonight.
2. Why this one?
- 1 am so stressed my stomach is upset all the time.
3. What will you pair it with?
- It is best to do it with something you already do
- Example: | will do it right before bed.

e Optional - Break it down
- Is this new task complicated enough? Maybe not deep breathing but if you plan to do
the visualization — do you need to record the script? Find one you like on You Tube?
- Example:
= | planto look through the CG-TLC and listen to the visualizations after this
session.
= |'ll copy the URL to my smart phone, so it is all ready for tonight and I'll make
sure my phone charger is nearby, so | don’t run out of battery.

4. Reminders — computer, phone, calendar
- How will you remind yourself to do your new daily practice?
- I'll set a phone alarm for 10:30 (right after the news so I'll remember)
5. Problem-solving
- Do you anticipate any barriers? Anything you can do ahead of time to avoid them?
= |fldon’t like the one | chose? I'll make note of others that might work as | go
through them.
- When will you plan to check with yourself to make sure you are on track?
= | make a note on my calendar to check in on Friday (halfway through the week)
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Coping with Frustration

The following is the facilitator’s summary of the module:

Aim of Module

To normalize caregiver’s emotions of frustration
Coping with . . .
nger experien ring caregiving.
= N u and a ge expe e‘ced du . g caregiving '
- To provide strategies caregivers can practice at
home when frustration or anger become
overwhelming.

Handouts - CWC2.0.4 HO

All handouts are available in electronic format in a PDF.
OAC Anger Mapping
OACS.T.O.P.

Four Main Points

1. Both positive and negative emotions are a normal part of caregiving.

2. Emotions are one part how you feel, one part how your body reacts, one part how you

behave.

There are different ways to proceed dependent on how angry you are.

4. Stop, Take ten breaths, Observe, and Proceed can help to give you space to respond rather
than react when you are angry.

w

Activities Action Plan

How Do You Know? Choice of 3:

10 Breaths Practice Daily 10 Breaths
Becoming Aware of Self-Talk
S.T.O.P

— FACILITATORS: Forms are not required - pen and paper can be substituted.



Slide 2 Ground Rules

Considerations k(. ey

—  While this slide is provided with each module, if
multiple modules are combined the review of this
material is usually only required at the first meeting.

— Review of the use of the chat feature is appropriate at

0g0
o I volu
Best w

S PARTICIPATION
bur,

learn

this time. If you prefer questions being submitted in \,"‘:ﬁ',\{ﬁ\?’,r 15 \lRR()l\m\(\
through the chat feature now is a good time to Sy Reduce nc
mention it _Z:/ IF DUTY CALLS

—  We usually mention who the tech person is and how

they can contact this person either via chat in session
or via email if they can’t access Zoom.

Material

Time. This session is 90 minutes long. Since we respect your time, we will start right at

and end at . Due to the amount of material we need to cover and the limited
amount of time we have, | apologize in advance however | may need to interrupt you to keep
us on track.

Privacy. To make this a safe place for everyone to share, we follow Las Vegas rules — what is
said in the group, stays in the group. Please don’t share the stories you hear outside of this
session.

Surroundings. Please check your screen visibility if you are in a public place. Your mute button
looks like a little microphone and is in your tool bar. If you click on it and a line appears across
it, then no one can hear you or any noise happening by you. If you want to talk, just click on it
again — the bar will be no longer across the microphone - and we can hear you if you speak. It is
good to be muted until you want to say something.

Participation. Finally, | saved the most important for last. Research has shown us that those
that engage and participate gain the most. This includes the Action Plan we will discuss with
you at the end of this session. If you just listen, but don’t actually practice what we share with
you, you won’t get the benefit. Sort of like just watching an exercise video instead of getting up
and doing it.

If Duty Calls. If you are attending from home, and the person you are caring for needs you,

please feel comfortable attending to their needs. There is no need to announce that you need
to leave, please do what you need and join us when you are able.

62 il
'YOPTIMAL AGING CENTER



Slide 3 Introductions

Considerations

—  While this slide is provided with each module, if
multiple modules are combined the review of this
material is usually only required at the first meeting.

Y Introductions

— Itis good to write a few notes that identify the Your One thing you
caregiver by name on screen, preferred name, who Name Who you are hope to leain
caring for and today

they are caring for and relation to them, and the
diagnosis. If they share it is good to note stage of
disease progression. In addition to this information, we

their diagnosis

use a simple form created in Excel that allows us to
track attendance in multiple module programs.
— Not all care recipients have a diagnosis, or even if it has been written in a chart has the caregiver been

informed.

— Itis up to the facilitator to single out each caregiver and have them introduce themselves. We highly
recommend that the number of caregivers are limited to no more than 12. Once you get over 8 or so you might
want to drop the last question in the introduction.

Material

Introduce Facilitator(s)
Name, Title, brief statement of how you work with caregivers
Have your co-facilitator introduce themselves
Introduce your tech person (especially if they shut off their video)
Introduce any guest that may be observing
Have Caregivers Introduce Themselves:
Please unmute and introduce yourself when | call out your name
Tell us your name, who you are caring for, and if you know it, their diagnosis
And finally, tell us one thing you hope to learn today

STOP
& ASK

Have CGs Introduce Themselves:

We’d like each person to say, in a minute or two, your first name, who
you are caring for, what their main problems are, and what you hope to
get from this workshop. We’'ll go around the group, so everyone has a
chance. Let’s get started!
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Slide 4 Today’s Topics

Considerations kmzwx Topics

— This slide should be a quick introduction of what this
session will cover.

Mate rial Negative Recognizing Strategies

Emotions Intensity for Managing
- Today’s Topic is about coping with frustration
and anger. We'll start with discuss exactly what

are these negative emotions. Then talk about
the range of intensity and why knowing where you are in the range is important. Then we will
explore different strategies to use as your respond.

Slide 5 Positive & Negative Emotions

Considerations

— Do not equate negative with bad or positive with good.
Good and bad imply judgement and a participant who P o o
comes to you frustrated may turn that into the
thought that they are bad. Emotion exists — how a @ 4@/
person acts on the emotion can be helpful or harmful.

Example: Anger can spur a person to hit someone, it
can also spur a person to correct a misjustice that they
have experienced.

— The goal over the next few slides is in part to separate
having an emotion and reacting to the emotion. It is almost impossible to stop a feeling. However, it is much
easier to modify how you react when experiencing that feeling.

— For those that struggle separating emotion and behavior. | feel... is an emotion. | [action word (do, yell, etc.)] ...
is the reaction. It can be more complicated than this, but this is an easy shortcut.

D Emotions

Material

Positive emotions are those emotions we typically find pleasure in experiencing, feelings like
joy or happiness, love, or hope. On the other hand, negative emotions are those emotions we
do not find pleasurable to experience. These are feelings like sadness or guilt, anger, or
frustration. Neither side is ‘good’ or ‘bad.” Emotions serve a purpose - they can urge us to take
action. For example — Anger can spur a person to hit or even kill someone. Anger can also
provide the drive for a person to correct a misjustice that they have experienced.

STOP

& ASK How could emotions urge you to take action while caregiving?
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— FACILITATORS: The answers do not have to come from personal experience. Ask “how could” not “how did.”

Emotions can also influence the decisions we make. For example, we may decide not to
participate in an activity if we are feeling sad.

STOP

& ASK How could emotions influence your decisions while caregiving?

— FACILITATORS: The answers do not have to come from personal experience.

There is a difference between how we feel about something (emotion) and what we do with
that feeling (reaction).

Slide 6 | shouldn’t have

Considerations y : ,
P 1 shouldn’t have said/done that!
— At times, having examples ready to illustrate the
different ways can assist in understanding Evecyone reacts In ciferent ways
: E:)J‘(:g:vmemal
+ Situational
M ate ria I Emotions themselves just are - they are not bad S
or good / ~-—
\

- It is important to remember that everyone 3
reacts emotionally to events in different ways. * @
There are a number of factors that encourage
us to react in one way or another.

Genetics: your genes may influence how sensitive you are to emotional information
Biology: specifically, how responsive your limbic and autonomic nervous systems (ANS) are
- Limbic system: categories emotional experiences as pleasant or unpleasant

- ANS: regulates physical response (pulse, blood pressure, breathing) to emotional cues

Environmentally: how responsive you are to the environment - how bright the lights are, did
you get enough sleep, how hot or cold is it

Situational factors: is the situation dangerous, has it happened before (responses change over
time you might not react the 1% time but the 5% time? The 10t time?)

Not only does the factors change from person to person, but they can also change for the same
person from situation to situation.
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It’s important to note that most emotions come and go — if you feel stuck in the same negative
emotion for a long time and find it effects your ability to do the things you normally do then
you may want to seek some extra help.

Slide 7 Three Parts to Emotion

Considerations

— Emotions just are, but how we react to that emotion is

something we can change. @ _ﬁ_ -z../

Material

There are three different parts to how someone
experiences an emotion.

DThrcc Parts to Emotion

How you How your How you
feel body reacts behave

The first is how you feel the emotion, an example is | feel angry.

The second is how your body reacts to the emotion — my fists are clenched, my brow is
scrunched, shoulders are tense, etc.

And finally, how you behave in response to the emotion — | yell, some people may cry, some
people may kick or punch. Your body can serve as an early warning sign to clue you in to what
emotion you are experiencing.

Our target is not to change the fact you feel an emotion but how you behave in reaction to that
emotion

Slide 8 Range of Anger

Considerations

— Not every CG is aware of the emotions they are
experiencing. If they appear to struggle, they may
need a referral to a therapist to learn to identify and
work with the feelings they are experiencing.

ERangc of Anger

ANNOYED

CALM

o 9
Material - RS e e a1l

strong angry o disappointed youcant change  someone did imense
ematica Irritated or worried something you wreng anger

Although CGs do experience other negative

emotions such as sadness, guilt, and blame.

Today our focus is on frustration and how it turns into anger that interferes with your ability to
provide care. As you get towards the right side, the more primitive the emotion is and the
easier it is to slip into uncharacteristic behaviors. We discuss the range of anger, because once
you are experiencing furious it is hard to reason yourself out of it. Where you are in the range
will also help you to decide which is the best method to use to return to calm.
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Let’s description the emotions in the range:
- Calm — being free of strong emotion
- Annoyed — feeling slightly angry or irritated

- Upset — feeling unhappy, disappointed, or worried
- Frustrated — feeling distress due to inability to change or achieve something
- Angry - strong feeling experienced when you feel someone has done you wrong

- Furious - feeling of wild, intense anger

So how do you know where you are in this range?

Slide 9 How Do You Know?

Considerations

— Offering an example of the self-talk in each category
can be helpful but be wary, this is a discovery process
and if you supply them with an answer too early, they
may not personalize it.

— Some CGs will find it easy to be aware of what they are
thinking in the ‘heat’ of the moment, others will need
assistance.

Material
Activity: How Do You Know?

{Hm\' Do You Know?

Some people just know. For those that don’t your body can give you a clue.

We will not ask you to share this information, it is private and only for you use. For many of
you, you may not have ever been asked to think about your emotions in this way and it may

prove difficult. We ask that you stick with it as this information is very important for you as it
can help you figure out the best strategy to manage your response to emotions in this range.

ACTIVITY-Do it

Everyone should have a copy of the handout. If not, you can use a pen and paper and following

along with what is on the screen.

We all tell ourselves things when we experience strong emotions.
- When we are calm, we might say something like: “Life is good right now.”
- We note that in our body our shoulders are relaxed, our breathing is measured, neither fast

nor slow, we may be smiling.

i
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On the other hand, when we are furious
- We may say something: ”I’'m so angry, | hate being a CG.”
- The body feels tight and tense, fists are clenched, face may feel hot, may be scowling.

Look at the form in your packet titled Anger Mapping. You’ll note there are emotions across the
top, and on the left, there are two separate categories — what do you tell yourself and where do
you feel it in your body. Today we are going to start with furious and we are going to give you 2
mins to write down where do you feel it in your body first. (Pause for 2m). Now that you’ve got
that down we want you to think about what you tend to tell yourself when you are furious.
We'll give you 2 mins to write that down. (Pause for 2m).

— FACILITATORS: walk them through filling out furious, frustrated, annoyed, and finally calm giving them a few
minutes for each one.

What we are thinking and what our bodies tell us are both clues to where we are in the range
of anger.

Slide 10 Taking 10 Deep Breaths

Considerations

— If people have a medical issue with deep breath, they
can just observe their breathing — if it is fast then
return the breath to normal pace by adding a slight

D’l"uking 10 Breaths

Giving you space to respond rather than react

Sit comfortably in a chair and close your eyes. Notice your breathing.
Just observe your own breath for a couple of breaths.

= Breath in through your nose for a count of 5,
pause between the inhale and exhale. Or they can just BWMWTW'M’”W‘“?“ ]
start noting things about the breath itself. Is the air cmnnwmpvmtummwques(m). }
hot or cool? How does it feel in the throat? In the - ‘
315 R S0 T B I still upset, do another 10 breaths.
lungs? Can they trace the path of the breath?

Material

Like stress where we first taught this, many of the emotions experienced in this range can be
perceived as a threat to our brains, which will in turn, trigger the fight or flight response. If you
remember the first response you perceive is faster breathing. The same skill we taught you to
slow your breathing, works well here. Taking 10 deep breaths tells your mind and body to stand
down and is the foundation of allowing for a response instead of a reaction. It calms the mind
and body and gives you the space to remember the disease and its contribution.

Activity: 10 Breaths

First Time: Sit comfortably in a chair and close your eyes. Notice your breathing, just observe
your own breath for a couple of breaths.
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Step 1: To slow down your breathing do a slow inhale through the nose, for a silent count of
5 (can be shorter or longer depending on your comfort level). Then do a slow exhale through
the mouth, for a silent count of 5 (can be shorter or longer depending on your comfort level).

Step 2: Continue this practice for at least 10 breath cycles (in/out).

Step 3: If you are still upset, do another 10 breaths.

ACTIVITY-Do it

— FACILTATORS: Walk them through the 10 breaths.

BEGIN: Sit comfortably in a chair and close your eyes. Your feet should be flat on the floor and
arms should be supported in comfortable manner. Try to sit so your shoulders are over your
hips. If closing your eyes is difficult for you, you can pick a place on the wall to stare at during
this exercise. Notice your breathing, just observe your own breath for a couple of breaths.
(Pause for 2 breaths)

Now we are going to ask you to slow down your breathing to help you relax. To slow down, do
a slow inhale through the nose, for a silent count of 5. Then do a slow exhale through the
mouth, for the same count.

Breathe In, 2, 3, 4, 5, pause - Breathe Out, 2, 3, 4, 5, pause, (repeat 4 more times)
Breathe In, 2, 3, 4, 5, - Breathe Out, 2, 3,4, 5, (repeat 1 more time)

Breathe In, - Breathe Out, (repeat 3 more times)

When you’re ready open your eyes and come back to the room.

Slide 11 Self Talk

Considerations k
Self Talk

— We are meaner to ourselves then we would ever be to

someone else. Remind people that they can tear What we tell our self when we are angry is powerful
It can mean the difference between handling your anger well or not

themselves down or build themselves up. It is in what
they tell themselves. ok ds He doss ths on r
— Many times, until they step back and listen, they really wiagy gorh Lok

don’t know what they are telling themselves.

It is important to be aware of what you tell yourself

Material

In our minds there is usually a running commentary on our actions. For some it may sound like
someone from our childhood — supporting us, criticizing us, or even mocking us. That voice can
remind us of our standards, or it can very mean. Many times, we routinely are meaner to
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ourselves than we would ever be to another. Those voices have been a part of who we are
since childhood and for many, have become part of the background — listen to but not
consciously heard. We want you to become aware of them again and take back control of you
tell yourself.

Activity: Self Talk

These statements are common responses CGs may tell themselves. Let’s spend a moment and

rewrite this internal script.
— FACILITATORS: Walk them through what else they could say.

ACTIVITY-Do it

Scenario 1:

Suzie is on a time schedule to get to an important appointment on time. Her husband with
moderate stage dementia being incredibly difficult. She finds herself feeling incredibly
frustrated and tells herself, “I just can’t do this anymore.”

STOP What do you think happened next?
& ASK What else could someone tell themselves in this situation?
Would that change what happens next?

— FACILIATATORS: Have the participants answers the questions.

What happened?

- Seeking out the negative result — they didn’t make the appt/ yelling/ etc.
What else could she tell herself?

- Alternative: This is tough right now, but | can do this.
The change?

- Suzie takes 10 deep breaths and pushes through with more patience.

Scenario 2:

Betty and Robert have been married a long time. Early in their marriage after a series of heated
arguments, they decided that it wouldn’t be fair for Robert to use Betty’s Mom in an argument.
Despite this agreement that has kept peace in their marriage for the last 40 years, all of a
sudden, Robert who has been recently diagnosed with Lewy Body Dementia, is using her mom
in arguments. Betty thinks: “He is doing this on purpose. He knows it makes me so angry.”

STOP What do you think happened next?
& ASK What else could someone tell themselves in this situation?
Would that change what happens next?

— FACILIATATORS: Have the participants answers the questions.
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What happened?

- Seeking out the negative result — they argue more, and they are getting worse
What else could she tell herself?

- Alternative: It’s the disease causing his behavior, it isn’t his fault.
The change?

- Betty doesn’t respond to the comments and the arguments aren’t quite as hurtful.

ACTIVITY-Process

STOP Is this something you have ever done?
& ASK Is it something you see yourself doing? Why or why not?

Start small. First listen for the self-talk. What does it say? If it is not supportive — replace it with
something more positive. Remember that negative self-talk can push your emotions up the
range and positive self-talk can calm and give you some space. Caregiving is a hard job. Support
is important — including your own for you.

Slide 12 STOP

Considerations L
STOP

— There is a fine distinction between these two. Reacting
uses the emotion and is usually immediate.
Responding uses reason and requires an assessment of

the situation. S Stop
T Take 10 Breaths
O Observe: What's happening in me?

P Proceed Differently

Material
Sometimes it just happens, despite all the

precautions you put in place. You find yourself in
a moment when you are reacting rather than responding. When you find yourself getting angry
one method you can use to calm yourself down is S.T.O.P.

S stands for Stop Tis Take 10 breaths
O is Observe P is Proceed Differently

- Stop means exactly what you think it does — stop whatever it is you are doing in that moment.
If you were about to say or do something — don’t.

- Take 10 breaths means right after you stop you take a minute, do 10 slow breaths — physically
you are sending a signal to your body to stand down.

g
YOPTIMAL AGING CENTER 71



- Observe gives you the space to actually see what is happening so you can respond rather than
react. It gives you time to observe what you are saying to yourself and time to craft another
response. Because you’ve done the work of earlier — noting what you tend to tell yourself and
practice telling yourself more positive statements it will be easier in the moment to tell
yourself something like No he isn’t doing this on purpose - It is the disease making him say
that.

- Proceed Differently means to move forward using the new information. We will talk about
this more in a moment.

If you find yourself angry or frustrated and reacting emotionally often, making a small card with
the STOP info on it to refer to can be helpful.

Slide 13 Proceeding Differently

Considerations

. . . Proceeding Differently
— Knowing where the CG is on the range of the emotion

Annoyed or upset?

can allow them to tailor the response. It requires a +_ Change the self-talk
certain level of psychological self-awareness. Some el A Lo
. . Frustrated?
CGs will be more aware, some less, and a few will - Change the self-talk
. oy « Take 10 breath:

totally lack this awareness. They may need additional bkl

. Angry or furious?
assistance. - Walk away

+ Take 10 breaths
+ Exercise your anger away
+ Wait to re-engage until calmer

Material

Know where you are in the range of emotion is important for knowing how to respond. Are you
annoyed or upset? Frustrated? Angry or furious?

If you are annoyed or upset, you can:
- Change the self-talk
- Find the humor in the situation — humor has more power than you think it has to defuse a
situation like this. Humor can help you reframe problems that might otherwise seem
overwhelming.

STOP Have you ever used humor to defuse a situation?
& ASK What about in a caregiving situation?

If you are frustrated, you can:
- Change the self-talk - Take 10 breaths

If you are angry or furious, you can:
- Walk away — take yourself away from what is making you angry
- Take 10 breaths — you will probably need more than one set
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- Exercise your anger away — some people describe this type of anger as spiky energy that
won’t let them calm down. Exercise (like vigorous housekeeping) can be effective
- Wait to re-engage until calmer — this is very important! Do not re-engage while still angry.
As you calm down watch for negative self-talk that is feeding the anger.
Reminder Filling out the Anger Mapping form can help you find the clues needed to know
where you are on the range.

Slide 14 Take Away

Considerations :
. . P Take A
— This is the end of module summary. If you have time, i
you can encourage your CGs to Offer what they believe « Both positive and negative emotions are a normal pare of
P , . . caregiving.
the take away was from thIS session. + Emotions are one part how you feel, one part how your body
reacts, one part how you behave.
+ There are different ways to proceed dependent on how
. I angry you are.

M ate rla - Stop, Take ten breaths, Observe, and Proceed can help to
give you space to respond rather than react when you are
angry.

— FACILITATORS: If there is time do the stop & ask.

STOP Thinking back over today’s session,
& ASK what are the important points you will take away with you?

— FACILITATORS: If not mentioned, make sure these points are included in the Take Aways from today’s session.

To summarize, the Take Aways we hope you will take with you today are that:
- Both positive and negative emotions are a normal part of caregiving.
- Emotions are one part how you feel, one part how your body reacts, one part how you act.
- There are different ways to proceed dependent on how angry you are.
- Stop, Take ten breaths, Observe, and Proceed can help to give you space to respond rather
than react when you are angry.

Slide 15 Making This Work for You

Cons'deratlons k Making This Work for You
— The Action Plan is the most important part. Pk One
— Encourage the CGs to pull out their pen and paper and Eracton kg Become aware of o
. . 10 breaths daily. your seif-talk. Track it for situation where you are
create an action plan right there. f One week and practcs il or moderately angry.
— Use the boxes along the bottom to assist in the L) ®

creation of the action plan.

Do it with Take 3 large Mikelirge  For each step Use your
Berelisicin  Howwill this  somethingyou taskandbresk  stwepsinto  small orlarge,  computer or
your deadline. help you? already do. kintostep.  smallersteps. | use a calendar phone
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Material
Activity: Action Plan

— FACILITATOR: Briefly define the steps.

INTRO: At the end of each session after our review we will work together to create an Action
Plan whose purpose is to help you to figure out how you plan to use the skills and tools we
explored today in session. To get the benefit from these tools, you must do your part and
practice them at home.

The Action Plan has 5 Steps

1. Set a Deadline: this is a deadline for when you will start and finish this goal. It is important
to be realistic when you think about your deadlines.

2. Why choose this one?: The more personal you can make it the more likely it is to push you
to complete your goal

3. What will you pair it with?: research tells us that piggybacking a new task onto something
you already do routinely and consistently is a great way to jumpstart something new. It
becomes an automatic reminder to do the new task.

OPTIONAL Break it down: Sometimes the skills and tools we teach can be complicated. At that
time, you have the option to break it down into many different steps and just deal with each
step as it’s turn comes up.

4. Reminders: what reminders will you use? Be creative!

5. Problem Solving: One of the important parts of any goal making is the problem solving.
When you just can’t seem to get it done it is important to sit down, figure out what the
issue is, brainstorm some solutions, and try out the one most likely to succeed. If it does
succeed and you are able to do the task — great! If not, then go back to your brainstormed
list of solutions and try a new until you find what works.

ACTIVITY-Do it

Everyone should have paper and pen. Let’s go through creating your own personal action plan
step-by-step. As we go through these, write it down on your paper. A written plan has more
weight than one you keep in your mind.

e People do better when they limit the number of changes they are trying to make.
- Have the CGs choose either 10 breaths, self-talk, or using S.T.0.P.
- This example: Self-talk

1. Set a deadline — Be realistic
- By next Tuesday (one week) | will have practice becoming aware of my self-talk 5 times.

i
74 *YOPTIMAL AGING CENTER



2. Why chose this one? - The more personal the better
- l always feel exhausted, and I’'m scared | will mess up something important.

3. What will you pair it with? — Do it with something you already do
- After an outburst, | usually sit at the kitchen table to calm down so | will do it then.

e Optional: Break it down — Take a large task and break it into steps
- 1 will keep my notebook visible, so | see it and remember to do it.
- 1 will write the instructions in red on one of the pages

4. Reminders — Computer, phone, calendar
- I'll write STOP on the white board in the kitchen

- I'll also make a reminder in my phone to reminding in the morning to work on it

5. Problem-solving - Pending

— FACILITATORS: You may want to ask if participant anticipate any issues and plan for it
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All By Myself

The following is the facilitator’s summary of the module:

Aim of Module

To address the isolation experienced by
caregivers during the pandemic by examining
available online support.

Handouts - CWC2.0.5 HO

All handouts are available in electronic format in a PDF.
ALZ San Diego: 9 cognitively stimulating activities you can do at home
GeriPal: Staying Connected: Things to Do

Three Main Points

1. Staying socially connected is important to staying healthy, happy, and keep your mind
sharp.

2. Support Groups come in many shapes and sizes and can help you feel less alone and serve
as sources of practical advice.

3. Matching explanations to their level of understanding and making health related tasks part
of the daily routine can both help to keep the person you are caring for safe and healthy.

Activities Action Plan

No Activities Choice of 2:
- Pick one activity from Staying Connected Handout
- Find a Support Group or Message Board to try out

— FACILITATORS: Forms are not required - pen and paper can be substituted.



Slide 2 Ground Rules

Considerations
Ground Rules
—  While this slide is provided with each module, if
multiple modules are combined the review of this
material is usually only required at the first meeting. Moo PRI CTATION
— Review of the use of the chat feature is appropriate at
this time. If you prefer questions being submitted SPRIVACK SURROUNDINGS
through the chat feature now is a good time to inihe " heenne
men tion lt IF DUTY CALLS
—  We usually mention who the tech person is and how
they can contact this person either via chat in session
or via email if they can’t access Zoom.
Material
Time. This session is 90 minutes long. Since we respect your time, we will start right at
and end at . Due to the amount of material we need to cover and the limited

amount of time we have, | apologize in advance however | may need to interrupt you to keep
us on track.

Privacy. To make this a safe place for everyone to share, we follow Las Vegas rules — what is
said in the group, stays in the group. Please don’t share the stories you hear outside of this
session.

Surroundings. Please check your screen visibility if you are in a public place. Your mute button
looks like a little microphone and is in your tool bar. If you click on it and a line appears across
it, then no one can hear you or any noise happening by you. If you want to talk, just click on it
again — the bar will be no longer across the microphone - and we can hear you if you speak. It is
good to be muted until you want to say something.

Participation. Finally, | saved the most important for last. Research has shown us that those
that engage and participate gain the most. This includes the Action Plan we will discuss with
you at the end of this session. If you just listen, but don’t actually practice what we share with
you, you won’t get the benefit. Sort of like just watching an exercise video instead of getting up
and doing it.

If Duty Calls. If you are attending from home, and the person you are caring for needs you,
please feel comfortable attending to their needs. There is no need to announce that you need
to leave, please do what you need and join us when you are able.
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Slide 3 Introductions

Considerations

—  While this slide is provided with each module, if
multiple modules are combined the review of this
material is usually only required at the first meeting.

— Itis good to write a few notes that identify the
caregiver by name on screen, preferred name, who
they are caring for and relation to them, and the
diagnosis. If they share it is good to note stage of
disease progression. In addition to this information, we
use a simple form created in Excel that allows us to
track attendance in multiple module programs.

Introductions

Your One thing you

Name Who you are hope to learn
caring for and today
their diagnosis

— Not all care recipients have a diagnosis, or even if it has been written in a chart has the caregiver been

informed.

— Itis up to the facilitator to single out each caregiver and have them introduce themselves. We highly
recommend that the number of caregivers are limited to no more than 12. Once you get over 8 or so you might

want to drop the last question in the introduction.

Material
Introduce Facilitator(s)

Name, Title, brief statement of how you work with caregivers

Have your co-facilitator introduce themselves

Introduce your tech person (especially if they shut off their video)

Introduce any guest that may be observing

Have Caregivers Introduce Themselves:

Please unmute and introduce yourself when | call out your name
Tell us your name, who you are caring for, and if you know it, their diagnosis
And finally, tell us one thing you hope to learn today

chance. Let’s get started!

Have CGs Introduce Themselves:
STOP We'd like each person to say, in a minute or two, your first name, who
& ASK you are caring for, what their main problems are, and what you hope to
get from this workshop. We’'ll go around the group, so everyone has a
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Slide 4 Today’s Topics

Considerations

— This slide should be a quick introduction of what this
session will cover.

Material

- Today we are going to talk about
isolations, loneliness, and how it can
share the same space as caregiving.

Today’s T\\pi(\

- &

Isolation Staying
Engaged

it

Support

- Then we’ll discuss ways to stay engaged with the outside world.
- Finally, we'll talk about different ways to find support online.

Slide 5 Isolation

Considerations

— More and more caregivers are reporting distress as the
pandemic stretches on. Due to fear of transmitting the
COVID-19, support systems including respite have
closed and many caregivers are reporting feeling more
isolated than ever.

Material

We’ve known for a long time that social isolation
is a threat to the well-being of most people.

Isolation

Even before the pandemic, social isolation
was a threat to the well-being of older
adults

* Social isolation and loneliness are
considered a “serious public health risks"”

Pandemic has made this worse as places
where people were able to connect have
slowly dwindled

Loneliness is a key risk factor for
Alcoholism and drug use

Alzheimer's disease progression
Antisocial behavior
Cardiovascular disease & stroke
Decreased memory and learning
Depression
Increased stress levels
Poor decision-making

And this never-ending pandemic has made it much worse as many of the places we used to go
to connect with others are not available anymore or severely restricted.
So how is social isolation a threat? Mostly because it leads to loneliness.

Why is this important? Loneliness is a key risk factor for:
With Increased Stress Levels there is a higher risk for Cardiovascular disease & stroke

- Depression
- Alcoholism and drug use

- Without added stimulation dementia can progress more quickly for the person being caring

for

- We can also see decreased memory, learning, and poor decision-making
- If the loneliness lasts long enough? We forget how to politely interact with one other,

leading to antisocial behavior. “Get off my lawn!”
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Slide 6 Loneliness & Isolation

Considerations B o L
Loneliness and lsolation

— Social isolation is quantitative (number of contacts); Lonesiness aiid fsolotion e titfeint; aktioigh they e sftéh
isolation is qualitative (feeling). used nstead of the csher

Social isolation is the absence of social contact

Loneliness is feeling sadness or unease because you're alone
+ Loneliness, according to many experts, is not necessarily

i bout being alon:
M ate r I a I . fnsle;d,evgi gn feeel alone and isolated, even when
. surrounded by lots of people W
Let’s talk a moment about Ionehness and - Loneliness is both complex and unique to each person y “+
isolation. Loneliness and Isolation are different, J.

although people will sometimes use these words
interchangeably.

- Social isolation is the absence of social contact — the number of people in your life is
lacking.
- Loneliness is feeling sadness or unease because you’re alone.

One does not automatically lead to the other. We all know people who appear to be very
comfortable with limited interaction with other people. Many call them introverts. They have
one or two close friends, and they are happy. We also know people who report feeling alone in
the middle of a crowd surrounded by people. So, loneliness is not necessarily about being alone
- It’s about feeling alone. Loneliness is both complex and unique to each person. Social
connections are one way to address loneliness.

Slide 7 What is Social Connectedness?

Material oo s
What is Social Connectedness?
- SOCIaI ConneCtlons are one Way to address Sodial connection is when you connect with other people, either in person
. or remotel
loneliness. .

There are three important parts to social connection:
« How often and who you connect with
« The physical or emotional support you get from your connections

- Social connection is when you connect with « How you feel about your connections
. . - Whether you feel lonely or a sense of belonging
other people, either in person or remotely

- There are three important parts to social
connection:
- How often and who you connect with
- The physical or emotional support you get from your connections
- How you feel about your connections - whether you feel lonely or a sense of belonging

The key to addressing loneliness for many people is feeling socially connected and being happy
with those connections. There are many ways to feel connected to others.

S
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Slide 8 Creating Social Connectedness

Material

Creating Social Connectedness
The best way to foster social connectedness is to Creste  Support Network
create a large support network with many Py R EN i

. . . WHY:
conneCtlon pOInts' These pOIntS Can be tO This network helps you to feel connected and less on your o
friends, family members, other caregivers, or CAUTION:
Diversify! Don’t depend on just one connection point. The more

th rough p rofess|o n a I S . connection points you have the better it can weather any disruptions.
We know for many of you, caregiving has

seriously limited your network.

Today we will we be looking at ways on the internet to increase your contacts so that you feel
connected to others and less isolated even if you can’t get out of the house.

The more connection points you have, the better it can weather any disruptions.

We’'ll be looking at a variety of ways you can reach out online, such as virtual support groups,
message boards, helplines, and social media. We will also talk about where you can find each of
these online.

It is important to remember that you can reach out in many ways to be connected — both in
person and online

We have two handouts which describe many of these programs in greater detail but here’s a
quick introduction.

Slide 9 Staying Engaged: Your Local Library

Material _ _ EEpEa
Staying Engaged: Your Local Library ——
Let’s take a closer look at a few of these OptionS. Local libraries have a variety of online offerings
. . . . . Book clubs
Local libraries have a variety of online offerings Lectures on 3 variety of topcs from scence and
literature to the practical I.kenav'ganngMedncarev‘ agve s fi4d
- Vlrtual Book clubs Music: hosting a concert to record clubs exploring

different artists
Virtual tours

- Lectures on a variety of topics from science oot o s T e——
and literature to the practical like navigating
Medicare

- For those of you who love music: Some
libraries host concerts or offer record clubs to explore different artists

Some offer virtual tours and if libraries are your thing? There are even virtual tours of beautiful
libraries.
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Slide 10 Staying Engaged: Senior Planet & Well Connected

Material
. . . Staying Engaged: Senior Planet & Well Connected
| would like to bring to your attention to two web , ,
. Senior Planet by AARP Well Connected by Covia
Sltes you can use to Stay ConnECtEd' For more information: To download catalog or to check it out
https:// planet.org/locations/pak https://covia.org/programs/well-connected/
alto/events/

. . SENIOR PLANET " Well Connected
Senior Planet offered by AARP offers different OATS e
courses, programs, and activities. If you are , ‘

. : . . RIrim Televisit (not-for-profit)
struggling with keeping up with new technology? HHH S——
i/ weww.televisit.ory
They offer OATS or Older Adults Technology R

Services which offers classes in technology to keep you in the know as the tech advances.

Well Connected is a service offered by Covia. It is a free virtual community that offers phone
and online activities for people 60 and older. They offer discussion groups, games, laughter, and
lectures all designed to create a community and to help you stay connected. You can download
their catalog from the url on the screen.

There is another site not on the screen called Televisit. It is a not-for-profit organization that
connects older adults to each other through their participation in interactive group activities
from the convenience and comfort of home. This is a subscription-based program (~$15
monthly) which requires no technical skill to access programs. http://www.televisit.org
TeleVisit Program Features: They call — so no need to remember; Only press a single button on
the tablet to join a session; Notifications to family members if client does not attend a session,
or facilitator believes that client may not be safe

Slide 11 Virtual Tours

Material it :

Staying Engaged: Virtual Tours
One unforeseen bEHEfIt Of the pandemlc haS Come and tour places you've never thought you would get a chance to see!
been the accelerated development of Virtual Grab a friend and go for a tour each from your own computer

https://teambuilding.com/blog/virtual-tours

tours from many tourist spots. For many of us a
trip to Paris to see the Louvre or to the Vatican to
view one of their many museums, may have
been outside of our budget but now you can do a
virtual tour from the comfort of your own home.
Or perhaps you would prefer to wander some of the wonder national parks or landscapes of
our world? Even the some of the most famous Zoos and Aquariums have gotten into the act
and offer virtual tours.
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Family and friends are using these tours to connect: they select a site, do the tour from their
own home, then meet on Zoom to discuss their favorite parts.

Slide 12 Making Connections Online

Material

Over the next few slides, we will be exploring
different ways to connect online.

From helplines to online support groups, to
message boards and social media — each offer
different methods to make connecting and
finding support possible for you

Making Connections Online
Helplines

Online Support Groups

Message Boards

)O
O
JO

Social Media ( -

02
- il
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Slide 13 Where to go in a Crisis: Helplines / Hotlines

Material

Let’s start with where you can go in a crisis. A
helpline is a special telephone service that
people can call to get advice about a particular
subject.

What are they?
- Non-judgmental listening services for people in
crisis

Where to go in a Crisis: Helplines / Hotlines

WHAT:
Non-judgmental listening services for people in crisis
Offered by telephone, may also be email, web or text support
Can also offer access to information, services, and advice

WHY:
Sometimes it can be very freeing to talk with someone who is

completely objective
Most are 24/7, so in the dead of the night when you are laying awake o
worrying it is nice to have someone to talk with

CAUTION:
You are not guaranteed to talk to the same person every time

- Offered by telephone, may also be email, web, or text support

- Can also offer information, services, and advice

Why should you consider using a helpline?

- Sometimes it can be very freeing to talk with someone who is completely objective
- Most are 24/7, so in the dead of the night when you are lying awake worrying it is nice to have

someone to talk with

CAUTION: You are not guaranteed to talk to the same person every time so if you connect with
someone you may not be able to, or it may be difficult to chat with them again.
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Slide 14 Helplines for Caregivers

Material

Friendship Line California (800-971-0016)

- 24-hour toll-free Friendship Line

- Founded in 1973, it is the only accredited crisis
line in the country for people aged 60 years and
older, and adults living with disabilities

Alzheimer’s Association 24/7 Helpline (800-272-

Helplines for Caregivers

Institute on Aging Friendship Line (800-971-0016)
+ 24-hour toll-free Friendship Line

+  Founded in 1973, it is the only accredited crisis line for people aged 60 years and older, and adults

living with disabilities

Alzheimer’s Association 24/7 Helpline (800-272-3500)

+ 24/7,365 days a year

*  Specialists and master’s-level clinicians offer confidential support and information
+ Live chat from https://www.alz.org/help-support/resources/helpline

Caregiver Help Desk (855-227-3640)
+ Caregiving experts are available 8:00 AM ~ 7:00 PM ET.

+ Helps caregivers to find the right information needed to help navigate complex caregiving challenges.

+  Live chat/email available from https://caregiveraction.org/

Check website of specific chronic iliness foundations/associations.

3900)
- 24/7, 365 days a year

- Specialists and master’s-level clinicians offer confidential support and information to people

living with the disease, CGs, families and the public

- live chat from https://www.alz.org/help-support/resources/helpline available from 7a-7p(CST)

M-F

Caregiver Help Desk (855-227-3640)

- Caregiving experts are available 8:00 AM — 7:00 PM ET.

- Hosted by Caregiver Action Network and staffed by caregiving experts, helps CGs to find the

right information needed to help navigate complex caregiving challenges.
- Live chat/email available from https://caregiveraction.org/

Check website of specific chronic illness foundations/associations. Many have some type of

help line available.

Slide 15 Support Groups

Material

As a CG I'm sure you’ve heard a lot about
support groups. Support groups are one way to
connect with others in a similar situation like
yours. They are not for everyone. But some
people find them every helpful.

What are they?

Support Groups

WHAT:
Support groups focus on sharing personal
experiences and feelings, coping strategies, or
firsthand information

WHY:
Feelless alone
Source of practical advice

CAUTION:
You may need to try out a variety of support groups
until you find one that fits you

- Support groups focus on sharing personal experiences and feelings, coping strategies, or

firsthand information

Why do people keep recommending them?
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- People who attend support group report feeling less alone.
- They can be a source of practical advice — many time the members ‘have been there and done
that’ and can share what worked and what didn’t

CAUTION: You may need to try out a variety of support groups until you find one that fits you
since there are many kinds of support groups to consider

- Condition-specific groups: Parkinson Disease group vs Alzheimer’s Disease group

- Groups targeting different kinds of CGs: spouses, children, men, women, etc.

- Peer-led support groups: led by a caregiver or someone who may have been a caregiver

- Groups led by a trained facilitator: led by someone trained to lead support groups

Slide 16 Support Groups: Pros & Cons

Material . : .
Support Groups: Pros and Cons
In general, there are a lot of positives to joining a & ™
. eeling less lonely or isolate
support group where you feel comfortable ot ARt gl vl il
. Improving understanding of a disease
Sh a rl ng’ Learning about health, economic or social resources
CONs:
. I ::t helpful for everyone )
Pros Inc' Ude: : 2:;::: f;:zu:\sdd:pn;‘;;:'y‘:::‘;:‘eISI::I\::'SP than when you arrived
_ Feellng Iess Ionely or Isolated No way of knowing if material offered is evidence-based
- Improving skills to cope with challenges

- Improving understanding of a disease
- Learning about health, economic or social resources

But not everyone benefits from a support group. Some may find that :

- While support groups can benefit most people that attend, they are not helpful for all

- Many groups do not do problem solving, leaving members to apply new information by
themselves

- Some groups without active moderation can fall into rant session leaving members feeling
worse than when they arrived

- You don’t know if the information shared has any evidence behind it

86 il
'YOPTIMAL AGING CENTER



Slide 17 Finding One That Fits

Material

If a support group sounds like it might be doable il e PG
but how do you find one that fits? vy

Finding a Group That Fits

Cost Invelved
Don't Have to Stay
Keep an Open Mind L ]

Find out what the format is.

- Does the group have a facilitator / trained
leader / peer led?

- Ask about the group's confidentiality policy —
should encourage a level of privacy where what's said in the group stays in the group.

- Know the difference between a virtual support group and an in-person support group
- Both have a meeting date and time and certain frequency they meet (weekly/monthly)
- In person meets at a location you go to.
- Virtual meets on the computer through a teleconference program like Zoom or Skype

Mayo Clinic notes there are specific benefits to virtual groups which include:
- More frequent or flexible participation

- Opportunities for those without local face-to-face support groups

- A degree of privacy or anonymity

Manage Expectations.
- Friends don’t magically appear — you must work at it. Be prepared to introduce yourself, be
friendly, reach out to offer support and be open to accepting support in return.

Know that most groups are free to join.

Be wary if they charge. Ask why there is a fee. Some reasons why groups charge:
- Pay the facilitator or site.

- To encourage group stability — people value what they pay for, so they show up
- And there may be other reasons

Don't feel obligated to stay with a group if it doesn't feel right for you.
- You can always leave a group, but it is good to come a few times/stay for a week online to get
a feel for what the group is like.

Keep an open mind.

- The important thing is to find a space where you can share stories, feelings, and advice with
people who can relate, without judgment. Knowing that you are not alone can make a world
of difference.
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Slide 18 Where to Find a Support Group

Material ; - :
Where to Find a Support Group
Family Caregiver Alliance offers an unmoderated Famil Caregver Alfance offersan emlig st sty support o cregiverscaring for persons
. . with all types of chronic dinesses
email list style support for families, partners, and iosfrvmscrmbre ol comeiig v vercws/

Well Spouse Association open for all chronic ilinesses  https://welispouse.org/

other CGs who want a safe place to discuss the
stresses, challenges, and rewards of providing
care for adults with disorders such as

. , A L. Lewy Body Dementia Association  https://www.lbda.org/local-support-groups/
Alzheimer’s, stroke, brain injury, and other o yourlocal Arsa o Aging . hitps:ffwwminda.ong/
chronic debilitating health conditions. They also

Looking for something local and in-person?
Check out the major organizations for the iliness of the person you are caring for

American Heart Association  htps://www.stroke.org/en/stroke-support-group-finder

Michael ) Fox s, 2 org/news/suppart-groups
https://www.alz fevent_search

offer an online support group for lesbian, gay, bisexual, and transgender CGs of adults with
chronic health problems to discuss the unique issues of caring for their loved ones.
https://www.caregiver.org/connecting-caregivers/support-groups/

Well Spouse Association org for spousal CGs across all chronic illnesses. Although the groups
are member-based, the website has many free resources https://wellspouse.org/

Looking for something local and in-person (some of these also offer virtual support groups)?

- Look at your local hospital and/or major health center

- Local Area on Aging may offer support groups. https://www.n4a.org/

- Check out the major organizations for the illness of the person you are caring for. Many will
have local chapters

Many offer both online and in-person groups depending on where you live: four examples
follow.
American Heart Association
- for cardiovascular diseases offers a searchable database of support groups
https://www.stroke.org/en/stroke-support-group-finder
Michael J Fox Foundation
- for Parkinson Disease has a support group page that lists available online groups.
https://www.michaeljfox.org/news/support-groups
Alzheimer’s Association
- offers a searchable database of support groups, supports research, and offers great
information via website
https://www.alz.org/events/event_search
Lewy Body Dementia Association
- LBDA raises awareness, supports patients, families and CGs and promotes scientific
advancements. They offer a support-group-locator tool to help you find local group.
https://www.lbda.org/local-support-groups/
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Slide 19 Online Message Boards

Material
Online Message Boards
A message board is an online discussion site WHAT:
where people can hold conversations in the form s e ursdeins Lo dittl st
Available 24/7 you post your question or share an answer on your schedule
of posted messages.
WHY: e e———|
Along with feeling less alone & being a source of ‘ EC 4
advice online boards are [
What are online message boards? Whenyounked thars alll el
. CAUTION: =
- Online message boards serve the same goals of You don't know who s offering the advice so make ,I = a—
sure you verify the information before you use it! -

a support group without the structure of
attending a once a week ‘event’
- Available 24/7, you post your question or share an answer on your schedule
Why should you consider an online message board?
- Along with feeling less alone & being a source of practical advice online message boards are
available when you need them

CAUTION:
- You don’t know who is offering the advice so verify the information before you use it!

Slide 20 Message Boards

Material
AARP Online Community (AARP)

Message Boards

AARP Community ALZ Connected Care Community
. H (AARP) (Alzheimer’s Association) (Caregiver Action Network)
https://community.aarp.org + for s curvtrr " Aineimer's & oneroementas Srvw wihout g 5,
+  Don't have to be a member +  Patients, CGs, Family, Friends, and but to post need to join
* Vo f fudi Specific # 1
- For all CGs bz ool ey Abainar, Huningrors,
caregiver tips, knowledge base hitps://www.alzconnected.org/ Parkinson's, & COPD, plus
7 articles, chat, plus more maore online forums.
- Don’t have to be an AARP member or be over i | [T | e
| | (Family Caregiving Alliance / Smart | | ommunity
the age of 50 to use patients) , :

For caregivers of adults with
cheonic physical of cognitive
conditions

- They offer a variety of forums including a set
specifically for CGs with CG tips, knowledge

base articles, chat, plus more

https://www.smartpatients.com/p
artnars/fea |

ALZ Connected (Alzheimer’s Association) https://www.alzconnected.org/
- free online community
- Alzheimer’s and other Dementias
- People with the disease, CGs, Family members, Friends, Individuals who have lost someone
to Alzheimer’s

Smart Patients (Family Caregiving Alliance / Smart Patients)
https://www.smartpatients.com/partners/fca

”
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- For CGs of adults with chronic physical or cognitive conditions such as Alzheimer’s, stroke,
Parkinson’s, and other illnesses

Care Community (Caregiver Action Network) https://caregiveraction.org/community
- browse without signing up, however if you wish to post or comment you will need to
- various specific forums for Alzheimer’s, Huntington’s, Parkinson’s, & COPD, plus more
general online forums

Slide 21 Social Media-Facebook

Material :
Social Media - Facebook
Facebook is a website which allows users, who AT
sign-up for free profiles, to connect online with Do S TR PR Orumps: Same e
. ’ Providing support & advice, many caregivers find them very
friends, work colleagues or people they don’t helpful
know. It allows users to share pictures, music, WH: :
Facebook is a media that many are already familiar with facebook
videos, and articles, as well as their own xiisi ‘
. . . There is no guarantee of privacy on Facebook. While thes
thOUghtS and OplnlonS Wlth however ma ny groups do make an effort to protect their members, the
. very nature of Facebook can at times work against them.
people they like.

Private groups are Facebook code for groups which require members to join individual groups
and posts can only be viewed by members of the group. This means what you post will not
show to your Facebook friends unless they are also members of the group.

What are private Facebook groups?
- Facebook has many private support groups, some have been around for years
- Providing support & advice these groups, many CGs find them very helpful

Why should you consider one?
- Facebook is a media that many are already familiar with and some of these groups have
been around for a very long time so they should have people with a lot of experience in
them

CAUTION:

- There is no guarantee of privacy on Facebook. While these groups do try to protect their
members, the very nature of Facebook can at times work against them
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Slide 22 Facebook Caregiver Groups for All Caregivers

Considerations ) ‘ , , ,
Facebook Caregiver Groups for All Caregivers
— If a caregiver is unfamiliar with Facebook the Caraaiier Naton : P
. . . . . famil regiver: re information, emy b "4 -
following URL provides step-by-step instructions with inderstandon. andesoucestoupponcuegvers. RRSOREIENGEES {
illustrations. Written for someone new to Facebook hitps /e facebook comgroups/ 12299977830004_ K =
. . . Working Daughter
these instructions are simple and easy to use. WD Thisis for wormen who are balancing caring for an
£ aging parent with their career.
(https://www.facebook.com/help/345121355559712/) htps /v facebook com/groups/workingdaughter/
Caregiver Space Community
Offers a variety of private Facebook groups. Group by
specific caregiver type, these private Facebook groups are
. part of Caregiver Space.org and open to any caregiver.
Material Wit/ thecaregiverspace.org/

Caregiver Nation
This is a group for family CGs. They share information, understanding, empathy, and resources

so that CGs never feel alone or unsupported in their efforts.
—  https://www.facebook.com/groups/122999778390804

Working Daughter
This is for women who are balancing caring for an aging parent with their career. They promote

community, support, and encouragement. They encourage you to share questions and advice.
—  https://www.facebook.com/groups/workingdaughter/

The Caregiver Space Community offers a variety of private Facebook groups
These private Facebook groups are part of Caregiver Space.org and open to any CG providing

care and are specific.
—> https://thecaregiverspace.org/

They offer groups for:

Spousal Care Caring for a romantic partner or ex. Eldercare Caring for seniors Caregiving
Parents Caring for child or grandchild Young Caregivers CGs under 35
Long-Term Care Caregiving lasting years After Caregiving Post caregiving
Caregiving Sons Men’s group Caregiving Daughters \Women'’s group

Spousal Care: 20s, 30s, & 40s Young people caregiving for a romantic partner
LGBTQIAP+ Caregivers For sharing issues specific to the LGBTIAP+ community
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Slide 23 Facebook Caregiver Groups for Dementia

Material Facebook Caregiver Groups for Dementia

Memory People Memory People ]

They bring real-time Support to patients, CGs, b st e el

advocates, family members and professionals i o ¢ e SO |- ..

who are dealing with Alzheimer's/dementia or e Purpe sherpa Dementi Family Coreg Sum;mmp

any memory impairment. il T

—  https://www.facebook.com/groups/180666768616259 mthr s ok et emns 0. A
A TR e

The Purple Sherpa Basecamp: Dementia Family Caregiver Support Group

This is a place to share what we've learned as care-partners, to vent and support one another,
and to break the silence that leaves so many CGs feeling alone.

—  https://www.facebook.com/groups/ThePurpleSherpaBasecamp/

Slide 24 Take Away

Considerations
Take Away
— This is the end of module summary. If you have time, _ ' :
R * Staying socially connected is important to staying healthy, happy, and
you can encourage your CGs to offer what they believe keep your mind sharp.
the ’take away’ was from thIS session. There are multiple ways you can stay connected using the internet.
« Support Groups come in many shapes and sizes and can help you feel
less alone and serve as sources of practical advice.
Material
— FACILITATORS: If there is time do the stop & ask.

STOP Thinking back over today’s session,
& ASK | what are the important points you will take away with you?

— FACILITATORS: If not mentioned, make sure these points are included in the Take Aways from today’s session.

To summarize, the Take Aways we hope you will take with you today are that:

- Staying socially connected is important to staying healthy, happy, and keep your mind sharp.

- There are multiple ways you can stay connected using the internet.

- Support Groups come in many shapes and sizes and can help you feel less alone and serve as
sources of practical advice.
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Slide 25 Making This Work for You

Considerations

— The Action Plan is the most important part.

— Encourage the CGs to pull out their pen and paper and

create an action plan right there.
— Use the boxes along the bottom to assist in the
creation of the action plan.

Material
Activity: Action Plan

— FACILITATOR: Briefly define the steps.

INTRO: At the end of each session after our review we will work together to create an Action

Making This Work for You
Pick One
Find a Support Group or

Message Board to join. Stay for
to do with others to add # ! Y.
least a few meetings or a week
each week to my

skl schadole (gj to get a feel for the
WA, ) group or message board.

Pick One New Activity

Do with Take a large Phone Alarms 1D the issue

Berealisticin | How will this | something you | tasks & break Post-its <Brmmmm\ solutions

your deadline. help you? already do. it into steps. Tape to Mirror Try it out

Plan whose purpose is to help you to figure out how you plan to use the skills and tools we
explored today in session. To get the benefit from these tools, you must do your part and

practice them at home.

The Action Plan has 5 Steps

1. Set a Deadline: this is a deadline for when you will start and finish this goal. It is important
to be realistic when you think about your deadlines.
2. Why choose this one?: The more personal you can make it the more likely it is to push you

to complete your goal

3. What will you pair it with?: research tells us that piggybacking a new task onto something
you already do routinely and consistently is a great way to jumpstart something new. It
becomes an automatic reminder to do the new task.

OPTIONAL Break it down: Sometimes the skills and tools we teach can be complicated. At that

time, you have the option to break it down into many different steps and just deal with each

step as it’s turn comes up.

4. Reminders: what reminders will you use? Be creative!
5. Problem Solving: One of the important parts of any goal making is the problem solving.
When you just can’t seem to get it done it is important to sit down, figure out what the

issue is, brainstorm some solutions, and try out the one most likely to succeed. If it does
succeed and you are able to do the task — great! If not, then go back to your brainstormed

list of solutions and try a new until you find what works.
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ACTIVITY-Do it

Everyone should have paper and pen. Let’s go through creating your own personal action plan
step-by-step. As we go through these, write it down on your paper. A written plan has more
weight than one you keep in your mind.

94

People do better when they limit the number of changes they are trying to make.
- Have the CGs choose either added a new activity to do with others, or find a support
group or message board
- This example: explore one of the message boards

. Set a deadline — Be realistic

- By next Wednesday | will have signed up and looked at 2 forums.
- By the end of the month, | will have tried out commenting on a message and posted one
of my own.
Why chose this one? - The more personal the better
- | feel like | have no one to ask specific caregiving questions to.

What will you pair it with? — Do it with something you already do
- | check my email right after breakfast every morning so | will work on it then.

Optional: Break it down — Take a large task and break it into steps
- 1 will download the pdf of the slide set, so | have all of the URLS to find the sites
- I will set aside 15minutes a day to look at the different sites
- At the end of the week, | will choose one to try out.

Reminders — Computer, phone, calendar
- 1 will put a note on my calendar to remind me.
- I'll also make a couple of reminders in my phone to remind in the morning to work on it

Problem-solving — Pending

FACILITATORS: You may want to ask if participant anticipate any issues and plan for it.

A
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Dealing with the Blues

The following is the facilitator’s summary of the module:

e S o
- VC(-)PVIVI"JG WITH CAREGIVING 2.0 SUITE Aim Of MOdUIe
Dealing with u To introduce caregivers to a behavioral activation

the Blues
A tool to manage mood.
A

Handouts — CWC2.0.6 HO

All handouts are available in electronic format in a PDF.
OAC Positive Activities Log (PAL)

Four Main Points

1. Depressive symptoms are common during caregiving. Taking the time to enjoy yourself will
help you feel less stressed and a better caregiver.

2. Scheduling and then doing positive activities can help to manage mood.

3. Itisimportant to do the scheduled activity, even if you don’t feel like it. Make a plan and do
the plan —trust in the process.

4. Doing Positive Activities together with the person being cared for can help to manage their
mood as well. However, it may take time and a trial-and-error process to get this to happen
on a regular basis.

Activities Action Plan

Making a List Choice of 1:

Positive Activity Log Positive Activities

— FACILITATORS: Forms are not required - pen and paper can be substituted.



Slide 2 Ground Rules

Considerations

—  While this slide is provided with each module, if
multiple modules are combined the review of this ]
’ TIME PARTICIPATION
material is usually only required at the first meeting. W | Jomnenty % ewkearybi,
— Review of the use of the chat feature is appropriate at
this time. If you prefer questions being submitted
through the chat feature now is a good time to
mention it. | i
—  We usually mention who the tech person is and how IR e

) Ground Rules

they can contact this person either via chat in session
or via email if they can’t access Zoom.

Material

Time. This session is 90 minutes long. Since we respect your time, we will start right at

and end at . Due to the amount of material we need to cover and the limited
amount of time we have, | apologize in advance however | may need to interrupt you to keep
us on track.

Privacy. To make this a safe place for everyone to share, we follow Las Vegas rules — what is
said in the group, stays in the group. Please don’t share the stories you hear outside of this
session.

Surroundings. Please check your screen visibility if you are in a public place. Your mute button
looks like a little microphone and is in your tool bar. If you click on it and a line appears across
it, then no one can hear you or any noise happening by you. If you want to talk, just click on it
again — the bar will be no longer across the microphone - and we can hear you if you speak. It is
good to be muted until you want to say something.

Participation. Finally, | saved the most important for last. Research has shown us that those
that engage and participate gain the most. This includes the Action Plan we will discuss with
you at the end of this session. If you just listen, but don’t actually practice what we share with
you, you won’t get the benefit. Sort of like just watching an exercise video instead of getting up
and doing it.

If Duty Calls. If you are attending from home, and the person you are caring for needs you,

please feel comfortable attending to their needs. There is no need to announce that you need
to leave, please do what you need and join us when you are able.
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Slide 3 Introductions

Considerations

—  While this slide is provided with each module, if
multiple modules are combined the review of this
material is usually only required at the first meeting.

— Itis good to write a few notes that identify the
caregiver by name on screen, preferred name, who
they are caring for and relation to them, and the
diagnosis. If they share it is good to note stage of
disease progression. In addition to this information, we
use a simple form created in Excel that allows us to
track attendance in multiple module programs.

Ll

Introductions

Your One thing

Name Who you are you hope to
caring for and learn today
their diagnosis

Not all care recipients have a diagnosis, or even if it is in the chart has the caregiver been informed.
It is up to the facilitator to single out each caregiver and have them introduce themselves. We highly

recommend that the number of caregivers are limited to no more than 12. Once you get over 8 or so you might

want to drop the last question in the introduction.

Material
Introduce Facilitator(s)

Name, Title, brief statement of how you work with caregivers

Have your co-facilitator introduce themselves

Introduce your tech person (especially if they shut off their video)

Introduce any guest that may be observing

Have Caregivers Introduce Themselves:

Please unmute and introduce yourself when | call out your name
Tell us your name, who you are caring for, and if you know it, their diagnosis
And finally, tell us one thing you hope to learn today

Have CGs Introduce Themselves:
STOP We'd like each person to say, in a minute or two, your first name, who
& ASK you are caring for, what their main problems are, and what you hope to

get from this workshop. We’'ll go around the group, so everyone has a

chance. Let’s get started!
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Slide 4 Today’s Topics

Considerations

— This slide should be a quick introduction of what this
session will cover.

Material

- Today’s topic is on managing your mood.
- We'll start with how caregiving can influence
mood

Today’s Topics

Caregiving Positive Going
& Your Mood Activities Forward

- Then we’ll introduce a tool you can use to help lift your spirits when you are feeling down
- Then follow up with how to practice this tool over the upcoming weeks to get the most

benefits from it.

Slide 5 Caregiving & Your Mood

Considerations

— Having depressive symptoms versus being depressed
are very different. If a CG is clinically depressed cg will
need more than this program to address the need. A
referral to professional help is needed.

— If a CG mentions they are thinking of harming themself
or another — follow emergency protocol.

Caregiving and Your Mood

Caregiving can lead to depressive symptoms
Unexpectedly becoming a caregiver
The intensity of the caregiving
Severity of the disease

It is more common than most realize
40 to 70% of have of

Caregiving may make you feel like you
have little to no control over your life

Material
STOP Sometimes as a caregiver you may experience some uncomfortable
& ASK moods. Has this happened to you? Do you end up feeling down, or
anxious? Frustrated sometimes?

— FACILITATORS: Remember to normalize this experience.

These feelings are a normal part of caregiving, and many caregivers find good ways to cope. But
sometimes you may need a little something extra to boost your spirits, so today we will be
focusing on those times when you are feeling down and offering a tool that has proven to be

helpful to other caregivers.

There are many reasons why caregiving may lead to experiencing depressive symptoms and

other uncomfortable moods.
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- Unexpectedly becoming a CG. For many CGs, providing care was not what they expected.
Whether it is a retirement derailed or trying to care for a parent while caring for children,
the added responsibility and destruction of long-awaited plans can take a toll.

- Caregiving for someone can become all consuming. Caring for another can mean long hours,
high levels of stress, less sleep, and more family conflict. All of this can add up leading to
feelings of being overwhelmed.

- Severity of the person’s illness. The more severe the disorder, the more CGs reported
depressive symptoms and other negative emotions.

In caregiving, experiencing depressive symptoms is more common than you may realize.
Research shows that between 40 to 70% of CGs have some symptoms of depression. Many
people who have these symptoms either fail to recognize them or may be too embarrassed to
seek help.

Slide 6 When to be Concerned

Considerations ‘ _
When to be Concerned
— There are a variety of hotlines that are available for
folks to use. The national suicide hotline is 988. It is b ot st
available 24/7, including holidays. Translators are N bt comemi
available for any language. ol el b
— I always recommend that the facilitator calls the ;::c':’(."oﬁ.i'.fﬁs.s‘?.iffé you
hotline before doing this module, so they can speak treatment
from a place of knowledge when they
— decide whether a recommendation during the module

is warranted.

Material

So, what are these depressive symptoms?
- You may feel sad, empty, irritable, or hopeless
- You may find yourself having a loss of interest or just gaining no pleasure in activities you
used to enjoy
- Your appetite can change — you may find yourself eating more or eating less
- Your sleep may change —too much or not enough
- You may feel restlessness or the opposite - feeling slowed down
- You may experience a loss of energy
- Feelings of worthlessness
- Slowed thinking or finding it very hard to concentrate
- Or you have thoughts of harming yourself

STOP You may want to take a moment and look at the list on the screen. Do
& ASK you recognize many of these? You don’t have to share with the group,
but it is important to keep in mind as we continue our discussion.
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There is a difference between have some symptoms and have a depressive disorder. Everyone
has negative feelings that come and go, but when you experience 5 or more of these symptoms
every day for most of the day for over two weeks it is important to seek treatment from your
primary care physician or a mental health professional.

Depression can be treated very effectively with either medication, psychotherapy, or a
combination of these. If you are feeling depressed, please reach out for help.

There’s nothing wrong with you for seeking help —in fact, it’s likely to make you a better CG in
the long run. Untreated depression rarely gets better on its own, so getting help will be good
for both you and the person you are caring for.

Slide 7 Taking Back Control with Positive Activities

Considerations , : , . .
laking Back Control with Positive Activities
— We tend to see CGs when things are going bad —
. One way of dealing with the blues is to make time for positive activities
therefore we talk about the bad a lot as we normalize Evidence-based (
Ni for
these experiences and help the CG to find solutions. , . ,
If all you do is related to caregiving, you may experience:
. . o

— There are good things about caregiving. CGs report a Bumout.

Resentment

sense of accomplishment. They learn / practice new
skills which can help to keep their brain active and

strong. They report that giving back to the person they olodabmlomin Sty st ol o
are caring for can provide a sense of purpose to their =¥e.9ma 1o 8dd mors positve aciise!

All which can lead to depressive symptoms

lives. They report an increase in confidence in the
ability to handle problems, sometime referred to as self-efficacy. So, it’s not all bad!

Material

- Decades of research show that one effective way to manage your mood is to take control of
your life. Many times, caregiving is not an activity we ever planned to take on; we come to it
by necessity. At times, it can make our lives feel a bit out of control, or at least it may feel like
you have little to no control. One very effective way of dealing with this is to make time in
your schedule for positive activities.

- Although being a CG is time consuming, it is important that you make time to do activities that
add something positive to your day. If all your activities are limited to your caregiving
responsibilities, you may begin to feel burned out, frustrated, and even resentful. This can
lead to depressive symptoms.

- You may say to yourself “What’s the use?” or, “It seems like there’s nothing | can do to make
things better.”

- When you notice that you are starting to have these types of feeling — it’s time to add positive
activities into your day.
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Slide 8 What are Positive Activities?

Considerations . - —
What are Positive Activities?
— You m,ght get some pUSh back that something so They are activities which give you a sense of pleasure, meaning, or purpose
. ) + They can be big or small
‘simple’ can make a difference. It does and your Racle soad plecoing a8 ey nust ba schedued
confidence in presentation will go a long way in anbe breflaettg coly A fnmomans ac ke Al dny
) H i Examples:
convincing the CGs to give it a try. Roadrg oy N
. rawal 1 iidren
— One of the most common depressive symptoms — Usioning o music ccopig ek bl
. . . . . . Helping a neighbor Planning a trip Being needed
apathy or lack of interest in doing things — is an issue Dolng 2 knd ct Tning auta new recpo Playing a game
. P . . . nga fatching a sunsef Ye
with this intervention. If it comes up, acknowledge it. “I Baing creative Baking _ Sefing at a neighbor
i ‘aking a hike Listening to the bird sing Being creative
have no energy” or “I can’t think

— of anything to do” are both identifiers to this. For these
people — just do it becomes a good mantra. Plan it, schedule it, do it — whether you feel like it or not until you
start to feel better.

— Keep the activities simple and problem-solve if issues arise. If it is a walk around the block — walk them through
what they need to do. Sneakers by the door — makes them easier to find but also, it’s a reminder to go and
walk. Walking with a buddy can help. So can setting an alarm.

Material
Positive Activities are activities which give you a sense of pleasure, meaning, or purpose.

They can be big or small
- Example Going to see a play with friends or having a cup of coffee in the morning to start
your day

Scheduling is important — so there is some planning involved.
- If the object here is to ‘take back some control of your day’ you can’t just pick stuff out of
the day that happened. To count you must schedule it, then do it.

Positive Activities can be done alone or with others
- Positive activities don’t require others to be successful, although having others along can
enhance some activities. However, including others can also complicate things. Will your
friend show up? Are they as excited about doing this as you are? Does having them along
mean you are more likely to do the activity? As you can see — there are pros and cons to
having others involved.

Can be brief lasting only a few moments or take all day
- The power is in the scheduling and doing — the length of the event is not as important as
whether you actually do it
- To start, we are going to encourage you to make the activities small and easy to do. The
larger the plan, the more places the plan can fail. So, in the beginning — keep it simple and
easy. As you gain experience and your mood is better, adding more complicated plans can
help to keep better mood as you anticipate the activity.
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- Some examples of Positive Activities might be reading, going for a walk, listening to music,
or helping out at your place of worship. More examples that caregivers report helpful are
on the screen.

Slide 9 Making the List

Considerations
Making the List
—  You will walk them through this step by step. Make
sure they have pen & paper available before you begin. How.ara.you currently spanding your ime?
— You can use return to slide 31 in between to spark their What 25\"::'::{"&'“" past?
memory Canabenndlﬁsd\owofknow?
Brainstorm a list of activities you can do now
+  Should be simple and easy to do.
Have a few items that get your blood moving
+ Think about barriers 1o doing each of these things
Problem solve and make a plan for the barriers
Material

Activity: Making a List

— FACILITATORS: Encourage the participants to pull out a pen and a piece a paper to write on as you will be
walking them through the process of brainstorming a master list of 15-20 activities that they think will provide
a sense of pleasure, meaning or purpose. Encourage them to not use their caregiving tasks for this exercise,
even though they might fit the criteria. After you give them the instructions for the step they are on, flip back
to S31 so they can use the list to spark thoughts on what might work for them. They give them at least 2 — 5
mins to think of 5 to 7 positive activities for each step. Note: the exercise step will follow on the next slide (533).

ACTIVITY-Do it

We are going to make our master list of Positive Activities now. This is the list you will draw
your Positive Activities from later when it is time to schedule them. Please make sure you have
a paper and pen handy. (wait a moment for the CGs to return) Ok let’s get started.

Step 1 Write down your current Positive Activities
What are you doing right now that you enjoy? What do you find meaning or purpose from?
Example This can be anything from a morning coffee, evening walk, reading, etc.

Try to keep most of your activities simple or small. Things you can do with little planning, or
things that won'’t take a long time to do. Try to think of things that you don’t need a lot of
preparation for. The easier it is for you to do right now the more likely it is that you will actually
do them — especially if you are feeling down.

— FACILITATORS: flip back to S8 and give the CGs 2-5 minutes to write down some current activities.

Step 2 What did you enjoy in the past?
When you are thinking about this, ask yourself: Can you do it now? Why did you stop do it?

‘‘‘‘‘
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Or can it be modified to work now?

Example A CG | worked with used to like to hike and take pictures of the wildlife, but he
couldn’t be gone all day and taking Dad with was impractical.

Modification He put up a bird feeder and now takes pictures of the local wildlife in his
backyard. Bonus - now the backyard is full of birds and his dad likes to watch the birds too.

How to do this

1) Identify what made it enjoyable

2) Find a way to keep the enjoyable part by:
what is stopping you?
problem solve and make a plan

— FACILITATORS: flip back to S8 and give the CGs 2-5 minutes to write down some current activities.

Do you have any past activities that you think might work?

STOP How would you modify them?
& ASK oI

Briefly share some of their favorite activities off their list.

Your aim in this exercise is to brainstorm a list of 15-20 activities you can do now
- Preferably these positive activities should be simple and easy to do.
- If you haven’t quite got 15-20 activities on your list, don’t worry we have one more
category of activities for you to think about.

Slide 10 Importance of Staying Active

Considerations _
Importance of Exercise
— Addition of exercise for someone who is not active Mental Health
Effective as antidepressants
H H Impre n f Il bein:
needs a clear recommendation that they talk to their e W o0 et of ok ncon; e Your
doctor before exercising so they can do so safely. o e i L
— There are more complicated ways to measure Physical Health
. . . . . Manage or prevent - arthritis, heart disease, stroke, type 2 diabetes,
moderate intensity aerobic exercise using heart rate or osteoporosis, and 8 types of cancer, including breast and colon cancer
activity trackers. You can find those at: Goal for these Benefits
L. 150 minutes (2 ¥ hours) a week of moderate-intensity aerobic exercise
—  https://www.mayoclinic.org/healthy- e
lifestyle/fitness/in-depth/exercise-intensity/art- hipedimwvaie.nh.govhestiexerctas physioalactity
20046887

— National Institute on Aging has a wonderful website for those over the age of 50 interested in adding exercise
to the life. www.nia.nih.gov/exrcise-physical-activity
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Material

We are going to encourage that you add some way of staying physically active to your positive
activity list. Staying physically active has many benefits for a healthy life.
It effects your:

Mental Health
- Research has shown it can be as effective as antidepressants for treatment of depression
and maintenance of a healthy mood
- People who regularly exercise report an improved sense of well being
- It has been shown to improve or maintain some aspects of cognitive function, like your
ability to shift quickly between tasks or plan an activity
- And not unexpectedly, exercise helps to improve sleep

Physical Health
- It can manage or prevent - arthritis, heart disease, stroke, type 2 diabetes, osteoporosis,
and 8 types of cancer, including breast and colon cancer

So, what marathon do you need to run to get these types of benefits?
It’s not really that bad. The target for these benefits is 150 minutes (2 % hours) a week of
moderate-intensity aerobic exercise.

- Which is about 30 minutes per day for 5 out of 7 days

- 30 minutes can be broken up — it doesn’t have to all occur at once

- ANY movement is better than none at all
Moderate-intensity aerobic exercise means any activity that gets your heart pumping. A simple
way to tell what moderate intensity means for you is that you can still talk but you can’t sing.

New to exercise? The National Institutes on Aging has a wonderful website
- URLis on screen

Bottom line for your health - schedule in some activities that you enjoy get your blood moving.

Slide 11 Positive Activities Log

Considerations BALs Boiitive ketivities Liog
: Positive Activities Log
— The easiest way to keep track using the form is to Move your list to PAL
schedule with a / and mark complete with a X. ol b b L
— If they are using a calendar schedule with a title and Schsdile o ————
check mark next to it or strike through when it is b ripmgad A = == ooas

. . days you will do them
complete should be sufficient.
Do the Task .

During the week as you complete —

your activity you can add the other -

slash to make an X Pl =

Material
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Activity: Scheduling the Positive Activities

— FACILITATORS: This is the one time we really encourage people to use the form. But if they don’t have it? They
can use a calendar or a planner to schedule in the activity. They should either have the form or a calendar
handy along with a pen.

— FACILITATORS: Before you start, review the form with the participants.

- To the left is a place to put the Positive Activities you will be scheduling.

- Across the top is a weekly schedule (have them write tomorrow’s date or name under Day 1).

- At the bottom of the grid is two lines. One is for totaling up the number of activities
completed that you scheduled and the other is a place to record your mood at the end of the
day. The rating scale from 1 (very sad) to 10 (very happy) is at the bottom of the form.

ACTIVITY-Do it

Step 1: Using the Positive Activities List
- Pick 10 things from your Activity List that you are likely to do next week.
- If you are working with a calendar — mark these 10 activities.

— FACILITATORS: Give them 3 minutes to select the 10 activities from the list they just made, remind them to
keep these first activities simple and easy to do.

Step 2: Scheduling your List of Positive Activities
Now that you have a list of your favorite 10, it is time to put it into action.
- On the PAL you’ll see a numbered list from 1-10. Move your list to PAL. Order doesn’t matter.

- To schedule, mark the PAL with a slash for the days you will do them over the next week.
- Repeats are ok — coffee every morning, evening walk most nights
- On a calendar you are going to schedule by writing it in.

- The goal is 4 Positive Activities a day.

— FACILITATORS: Give them 10 minutes to transfer and schedule the activities.

During the week, it’s good to pick a time in the evening or early the next morning where you
can sit down and fill in the form.

Step 3: Every night mark which activities you completed
- During the week as you complete your activity you can add the other slash to make an X.
- On the calendar you can strike it through or check mark it.

- At the end of the day total up the number of activities you completed and enter that on its
line near of the bottom of the grid. Then rate your mood for the day, from 1-10 and enter that
on its line.

i
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Slide 12 Using this Skill

Consideration T
Using this Skill
— Four is the number of positive activities that is the goal
to work towards. Some of the CGs you work with will TR b o )
cheduling is an important part of the process - don’t look back over your
be able to integrate four with no problem but for those Oy and counk thinge you sready did:  must be chudided
) . Don't wait to do things until you feel like it or wait until you are motivated -
that are overwhelmed or who are experiencing apathy Justfollow the plen snd ¥ust the process
. L. Research has shown that the best dose for the positive activities is 4 per
they may struggle adding one. It is important to meet day to reduce depressive symptoms and maintain their absence
the CG where they are. It is important to get 4 positive activities
scheduled into your day and then do them!
Material

When people are feeling down, they rarely feel like doing anything. When we first started
talking about positive activities, we talked about how taking control of your schedule could help
to manage your mood.

To do this effectively, you need to have a plan and follow it. Scheduling is an important part of
the process - don’t look back over your day and count things you already did. It must be
scheduled.

Don’t wait to do things until you feel like it or wait until you are motivated — just follow the plan
and trust the process. If you scheduled a walk on Tuesday, then on Tuesday you walk.

Now if you find that following the plan is difficult?

- For example, you just can’t get out there and walk.

- Then it’s time to problem solve why you are having trouble.

- Maybe finding an exercise buddy to help encourage you or change the day/time might be

easier options for you— the idea is to problem solve around the barrier.

Research has shown that the best dose for the positive activities is 4 per day to reduce
depressive symptoms and maintain their absence. The important thing is to get 4 positive
activities scheduled into your day and to do them.

If you are not feeling down right now, this is a good thing to prepare for since most of us have
down days every now and then. Know which positive activities work for you can prove very
helpful in the future.

If it’s difficult to do 4? Are the activities you’re choosing require too much effort/planning? —
Try to find some smaller ones. Start with a few and grow into 4 a day.

STOP
& ASK Is this something you are willing to try? Does it sound doable?
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Slide 13 Revising Your List

Consideration

— Encourage participants who are not currently feeling

) Going Forward

down to think of the future. It is good to do the work
now and be prepared with a list of 10 solid pick me up Al thefrst won:
activities were done? Which ones were not? What stopped you?
type of activities. REVISNG  Frolbigpin A AP
The goal:
To find 10 activities you can use to lift your mood whenever you need it
Material

After you have completed a week of scheduled

activities it is time to review your list.
- Which activities were you able to complete?
- Which ones were never done?
- Can you figure out what the barrier was that prevented you from doing that activity?
- Is there a way to modify that activity so it is more likely to be completed?

Take off the activities on the list that you would be less likely to complete next week and add
others that you would like to schedule. This list of activities is an ever-evolving list.

Every week you'll review it and either modify or remove the activities you didn’t do until you
have a solid list of 10 go to activities that work for you. Most people will work on this list for a
few weeks.

Slide 14 Figuring Out Your Dose

Consideration

— Some will see the connection between what activities
they are doing and how it effects their mood. Some will

Going Forward

not. If someone is very interested and still struggling, You may notce:
. : + Connection between how many PA in your day and your mood
encourage them to reach out to a mental health oo * Soma types of activies mey work for you more than olhers

On average:
4 positive activities a day keeps the biues away

professional proficient in behavioral activation.

Material

Over time you may notice that there is a connection between the number of positive activities
you schedule then complete, and your mood score. There will be times when your mood may
respond more to a certain type of activity rather than the sheer number of activities.

It is important to note those activities when they happen since they may provide an extra boost
when you need it most.
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- An example may be when a friend visits after you’ve been alone for a long time. Your
mood may respond more positively.

This type of activity may end up being so important it becomes largely responsible for
increasing your mood despite other things happening or not happening in the day.

Summary of Steps for Adding Positive Activities to Your Life

STEP 1: Identify specific activities or situations associated with positive mood which can be
added into your day.

STEP 2: Schedule, do, and track these positive activities every day and notice if there really is an
association between mood and activities.

STEP 3: Revise or modify this “list” based on your changing needs and observations about what
works and what doesn’t work.

Slide 15 Take Away

Considerations ]
[ake Away
— This is the end of module summary. If you have time,

H Depressive symptoms are common during caregiving. Taking the time
yOU can encourage your CGS to Offer What they belleve to enjoy yourself will help you feel less stressed and a better caregiver.
the ‘take away’ was from this session. Scheduling and then doing positive activities can help to manage

mood
It is important to do the scheduled activity, even if you don't feel like it
- Make a plan and do the plan - trust in the process.
Material
— FACILITATORS: If there is time do the stop & ask.

STOP Thinking back over today’s session,
& ASK what are the important points you will take away with you?

— FACILITATORS: If not mentioned, make sure these points are included in the Take Aways from today’s session.

To summarize, the Take Aways we hope you will take with you today are that:
- Depressive symptoms are common during caregiving.
- Scheduling and then doing positive activities can help to manage mood.
- It is important to do the scheduled activity, even if you don’t feel like it. Make a plan and do
the plan —trust in the process.
- Taking the time to enjoy yourself will help you feel less stressed and a better CG.

il
108 'YOPTIMAL AGING CENTER



Slide 16 Making This Work for You

Considerations

— The Action Plan is the most important part.
— Encourage the CGs to pull out their pen and paper.

Making This Work for You

Positive Activities
« Croate a list of positive activites + Each wook, reviso your kst until you

— Use the boxes along the bottom to assist in the S DomestA S AR e e sharts soanever
« Atthe end of each day note your [y 4 you are feeling down or notice you are
creation of the action plan. mood ratig for that day O’_‘kg’ getting very iable
&%

Do i with Takolarge  Phone Alarms o 1Dthe issun
Bereistcin  Howwillthis  somethingyou  tasks & break Poses Brainstorm sokutions
your deadiine. help you! already do. Rimosteps.  Tape to Mirror N Tryiox

Material
Activity: Action Plan

— FACILITATOR: Briefly define the steps.

INTRO: At the end of each session after our review we will work together to create an Action
Plan whose purpose is to help you to figure out how you plan to use the skills and tools we
explored today in session. To get the benefit from these tools, you must do your part and
practice them at home.

The Action Plan has 5 Steps

1. Set a Deadline: this is a deadline for when you will start and finish this goal. It is important
to be realistic when you think about your deadlines.

2. Why choose this one?: The more personal you can make it the more likely it is to push you
to complete your goal

3. What will you pair it with?: research tells us that piggybacking a new task onto something
you already do routinely and consistently is a great way to jumpstart something new. It
becomes an automatic reminder to do the new task.

OPTIONAL Break it down: Sometimes the skills and tools we teach can be complicated. At that
time, you have the option to break it down into many different steps and just deal with each
step as it’s turn comes up.

4. Reminders: what reminders will you use? Be creative!

5. Problem Solving: One of the important parts of any goal making is the problem solving.
When you just can’t seem to get it done it is important to sit down, figure out what the
issue is, brainstorm some solutions, and try out the one most likely to succeed. If it does
succeed and you are able to do the task — great! If not, then go back to your brainstormed
list of solutions and try a new until you find what works.
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ACTIVITY-Do it

Everyone should have paper and pen. Let’s go through creating your own personal action plan
step-by-step. As we go through these, write it down on your paper. A written plan has more
weight than one you keep in your mind.

e People do better when they limit the number of changes they are trying to make.
- No choosing on this one — everyone does Positive Activities.

1. Set a deadline — Be realistic
- I will start adding Positive Activities to my schedule tomorrow and continue adding
them until | have 10 solid activities | know work for me.

2. Why chose this one? - The more personal the better
- I've been feeling down and irritable lately — | am snapping at everyone.

3. What will you pair it with? — Do it with something you already do
- I will check the schedule every morning with my morning coffee

e Optional: Break it down — Take a large task and break it into steps

— FACILITATORS: This will greatly depend on the activities chosen. Offer to walk people through the breakdown
process.

4. Reminders — Computer, phone, calendar
- I'll put a Post It note on my bathroom mirror to remind myself why | am doing this

- I'll set my form right next to my coffee maker, so | see it when | get my coffee.

5. Problem-solving — Pending

— FACILITATORS: You may want to ask if participant anticipate any issues and plan for it.
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Filling the Well

The following is the facilitator’s summary of the module:

e |
— T gy 2

i COPING WITH CAREGIVING 2.0 SUITE Aim of Module

[ e Well K u To address the issue of self-care and provide
caregivers with insight into their own level of self-
care

[N

Handouts — CWC2.0.7 HO

All handouts are available in electronic format in a PDF.
NIH: A Good Night's Sleep

OAC: Self Care Checklist

NIA: Exercise & Physical Activity: Your Everyday Guide

Four Main Points

1. Caregivers are at an increased risk for certain health concerns and burnout.

2. Self-Care is a deliberate action you take that improves your physical, mental, or emotional
well-being.

3. Understanding what keeps you from doing self-care can help you to increase the amount of
self-care you do.

4. Prioritizing addressing health concerns, finding support, practicing self-compassion, and
adding laughter is a good start on adding self-care to my day.

Activities Action Plan

Self-Care Check List Choice of 2:
Identify Areas of Self-Care
Practice Top 3

— FACILITATORS: Forms are not required - pen and paper can be substituted.



Slide 2 Ground Rules

Considerations ‘
’(xruund Rules
—  While this slide is provided with each module, if
multiple modules are combined the review of this )
c . . " . S [IME S8 PARTICIPATION
material is usually only required at the first meeting. @ 232 vy b

May need to Int

— Review of the use of the chat feature is appropriate at
this time. If you prefer questions being submitted ERUIVACY o ey
through the chat feature now is a good time to
mention it _Z" ittt
—  We usually mention who the tech person is and how

ty.

they can contact this person either via chat in session or via email if they can’t access Zoom.

Material

Time. This session is 90 minutes long. Since we respect your time, we will start right at

and end at . Due to the amount of material we need to cover and the limited
amount of time we have, | apologize in advance however | may need to interrupt you to keep
us on track.

Privacy. To make this a safe place for everyone to share, we follow Las Vegas rules — what is
said in the group, stays in the group. Please don’t share the stories you hear outside of this
session.

Surroundings. Please check your screen visibility if you are in a public place. Your mute button
looks like a little microphone and is in your tool bar. If you click on it and a line appears across
it, then no one can hear you or any noise happening by you. If you want to talk, just click on it
again — the bar will be no longer across the microphone - and we can hear you if you speak. It is
good to be muted until you want to say something.

Participation. Finally, | saved the most important for last. Research has shown us that those
that engage and participate gain the most. This includes the Action Plan we will discuss with
you at the end of this session. If you just listen, but don’t actually practice what we share with
you, you won’t get the benefit. Sort of like just watching an exercise video instead of getting up
and doing it.

If Duty Calls. If you are attending from home, and the person you are caring for needs you,

please feel comfortable attending to their needs. There is no need to announce that you need
to leave, please do what you need and join us when you are able.
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Slide 3 Introductions

Considerations

—  While this slide is provided with each module, if
multiple modules are combined the review of this
material is usually only required at the first meeting.

— Itis good to write a few notes that identify the
caregiver by name on screen, preferred name, who
they are caring for and relation to them, and the
diagnosis. If they share it is good to note stage of
disease progression. In addition to this information, we

) Introductions

Your One thing you

Name Who you are hope to learn
caring for and today
their diagnosis

use a simple form created in Excel that allows us to
track attendance in multiple module programs.

— Not all care recipients have a diagnosis, or even if it has been written in a chart has the caregiver been

informed.

— Itis up to the facilitator to single out each caregiver and have them introduce themselves. We highly
recommend that the number of caregivers are limited to no more than 12. Once you get over 8 or so you might

want to drop the last question in the introduction.

Material
Introduce Facilitator(s)

Name, Title, brief statement of how you work with caregivers

Have your co-facilitator introduce themselves

Introduce your tech person (especially if they shut off their video)

Introduce any guest that may be observing
Have Caregivers Introduce Themselves:

Please unmute and introduce yourself when | call out your name
Tell us your name, who you are caring for, and if you know it, their diagnosis
And finally, tell us one thing you hope to learn today

Have CGs Introduce Themselves:
STOP We’d like each person to say, in a minute or two, your first name, who
& ASK you are caring for, what their main problems are, and what you hope to

get from this workshop. We’'ll go around the group, so everyone has a

chance. Let’s get started!
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Slide 4 Today’s Topics

Considerations L,I i e
oday s lopics

— This slide should be a quick introduction of what this
session will cover.

M ate ri a I Caregiver Self-Care Tips &

Burnout Strategies

Today’s topic is self-care. We'll start by exploring
burnout, and why this can be an issue. Then we’'ll
talk about self-care with a focus on different tips

and strategies you can use to help you get some self-care into your life.

Slide 5 Elephant in the Room

Considerations

— Almost without fail when the topic of self-care comes
up there is at least one CG who will say one of these « have no ime”
phrases. And it’s all true — time, money, energy - they
are all at a premium. By stating this upfront, we are *Iim Just 000, tied.”
letting CGs know that no matter how important this is
we realize what we are asking them to do is very hard
and even if it may

— provide relief, it can seem huge trying to add

B Let’s Start with the Elephant in the Room

“I have no help.”

“| just can't”
“l can't afford it.*

themselves onto the long to-do list. Our job it to make sure they know that by doing so it makes the rest easier
to do.

Material

We know these are real concerns — the job of caring for another person day in and day out can
be overwhelming. It can seem impossible to fit one more thing into your schedule. But it’s
important to find small, doable ways to keep yourself healthy. Ask yourself, what will happen to
the person you are caring for, if you burnout from all the stress of caregiving? You are here
today because either you noted you needed help, or someone you know recommended that
you attend. Try to keep an open mind to the suggestions offered here and focus on the small
doable things you can do. Sometimes it doesn’t matter how much you do but just that you are
doing something for you.
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Slide 6 Caregiving & Well-being

Considerations T
P Caregiving &Well-being
— Not every CG will find themselves with every issue.
And if you get a very vocal CG who is very early in the Love
disease progression or someone who is very negative i e sy
and appears on the edge of burnout, they may shut Very Rewarding

down everyone else. Redirecting the conversation by
; : Worry
calling on someone else to contribute by name can be it

he/pfu/. Continuous Care
Inadequate Resources

Material

Caregiving is a balancing act between the ups and downs. On one side you have the positives.
Caregiving is an opportunity for you to give back to a someone who cares for you, a spouse, a
parent, or a dear friend whom you love. Many find it very rewarding. But on the other side the
need for continuous care with, at times, inadequate resources can be a source of constant
worry and stress. Because of these stressors and other like them CG are at an increased risk for
burnout.

Slide 7 Caregiving is Intense

Material
Around 1 in 4 caregivers experience burnout. Why

P Caregiving is Intense Signs of
Caregiver Burnout

* Uncharacteristic Irritability & Impatience
* Heavy Workload * Poor Skeep

does thls happen? + Conflicting Demands mlm headaches gastrointestnal
« Lack of Privacy . mm-pwnm
+ Change of Roles ; mgm“:?m
Heavy Workload * Unreasonable Demands ; :x&:mm
« Lack of interest in doing things you use to enjoy
- Most chronic illnesses are progressive meaning e R : S
. . . . . . 25 TTioughis of huring YOEVeN of e peeyan you
they get worse over time, increasing in intensity et

as the disease progresses.

Conflicting demands

- There are not enough hours in the day to get everything done for everybody. Balancing the
needs of the person you are caring for, coworkers and employers, family members, and your
own needs.

Lack of privacy
- On demand 24/7 means there is little time to be alone.

silde
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Change of roles
- CGs move from child or spouse to CG, changing how to relate to the person, and grieving for
the lost relationship.

Unreasonable demands
- Can be placed upon a CG by other family members or the person being cared for.

Unrealistic expectations
- About the effect caregiving efforts will have on loved ones with progressive diseases such as
Parkinson's or Alzheimer’s

In a moment we will examine the signs of caregiver burnout. As we review
STOP these signs you may recognize a few happening in your own lives. You are
& ASK not required to share your past or current experiences with burnout. We
realize this may be difficult. However, if you are comfortable and wish to
share your experiences please do so.

— FACILITATORS: It is important to normalize these experiences. Almost all caregivers experience some of these
symptoms during their caregiving journey.

Signs of CG burnout

e Uncharacteristic Irritability & Impatience ® Poor Sleep

e Forgetfulness * Headaches / gastrointestinal distress

e Decreased appetite or Increase food intake

e Nointerest in doing things you use to enjoy e |solating

e Getting sick all the time e Feeling anxious/depressed all the time
e Thoughts of hurting yourself or the person you are caring for

e Drinking alcohol too much & Increase drug usage — this includes OTC or prescription drugs

But CG burnout is not inevitable. The proper use of self-care and respite can go a long way to
addressing these symptoms.

i
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Slide 8 Self-Care

Material o o
¥ Self-Care
Self-Care is defined as a deliberate action you
1 1 + Adeliberate action
take that improves your physical, mental, or i e o SN
emotional well-being. This does not mean that T
+ Gives energy to care for someone else

you are putting you needs over anyone else’s — it " You can't get water from an empty well

A . . . Self—calje is not a luxury —itis a
simply means you are relaxing and recovering to necessity!
perform at the best of your ability when you are
needed.

Self-Care can lessen the effects of things you normally would find overwhelming or stressing,
like the signs of burnout we talked about on the last slide. Certain acts of self-care provide you
more energy than they take to do. Exercise is a good example of this. As you know, your energy
is not infinite, once it’s gone it takes time to refill. Proper nutrition, a good night sleep,
exercising your body or mind all provide you with a boost to your energy levels, in essence
filling the well with more energy than it takes to do these things.

Much like the airline attendants who encourage you to put your own mask on first, taking care
of you first means you’ll have the energy to take care of everyone else you are responsible for.
Self-care comes in many different forms so let’s look at that next.

Slide 9 Four Areas of Self-Care

Considerations L ;
® Four Areas of Self- Care
— By splitting self-care into four areas, we offer a more = —
approachable way of thinking of self-care. R b v o
Schedule a doctor appt Listen to a pod cast
Take a daily walk Do a puzzie or play a game
Try chair yoga Use your non-dominant hand
Material Eat more veggies Draw a map of your neighborhood
. Spiritual Social
Many CGs find there are several areas of self- SRRl ok i ok b s
care that probably have been neglected to some s:.i:’m.‘.”""".,:: s O B os Pk
lelp someocne el Join a support group
extent, as you progressed in the caregiving e i

journey — physical, mental, spiritual, and social.

Physical: Care for your body. As a CG you may find yourself neglecting your physical well-being.
There is a tendency to push it off, thinking “I will do it later.” However, caregiving can take
years and neglecting your health over a long stretch of time is not beneficial for you and may in
fact impact your ability to provide optimal care. Ask yourself, when was my last physical or
dental check-up? How am | sleeping? Am | eating well or depending on take out and fast food?
Am | exercising?
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Mental: Exercising your mind. Your brain is a muscle that needs to be exercised like any other
muscle. If you are feeling fuzzy, finding it hard to think and you have addressed the physical
(sleep, eating and exercising), then it’s time to stretch your mind. Whether you are learning
something new or challenging yourself with a puzzle, your brain develops new pathways
allowing it to adapt and change.

Spiritual: Doing what is meaningful for you. Spirituality is a broad concept with room for many
perspectives. In general, it includes a sense of connection to something bigger than ourselves
and typically involves a search for meaning in life. Spirituality is a personal practice that is
meaningful and kindles a sense of sacredness and belonging. Spiritual self-care is any practice
that gives you that connection and reduces feelings of isolation and loneliness.

Social: Reach out to others. Social self-care is all about nurturing relationships. Whether is
spending quality time with friends, developing new friends, or meeting new people, these
people should uplift and support you. Social self-care also means letting go of those individuals
who flood your life with self-doubt and negativity when you can. In Facebook, look for the 3
dots at the upper right corner, click on it and select hide post (see fewer post like this), Snooze
the author for 30 days, or unfollow them (you’ll stop seeing their posts but still stay friends.

Slide 10 Quality Sleep

Considerations ‘ ® 3
P Quality Sleep
— 76% of CGs reported poor sleep quality, and the »
proportion is considerably higher for female CGs e . i
« Slows reaction time, making for dangerous driving & other safety related risks
Compared to male CGs. « Affects problem solving abilities
«  Without enough quality sieep can become more forgetful
During sleep
. * Memories are reactivated
M ate r I a I Connechonslsbelween bra;i{::lz‘z:al:({englrened
For many of us we have been burning the candle Caregiving interrupts sleep in many ways
at both ends for a long time. And as a result, our

sleep quality has slowly declined over time.

However poor sleep affects us in multiple ways
- It becomes harder to focus and pay attention
- Slows reaction time, making for dangerous driving & other safety related risks
- Affects problem solving abilities
- Without enough quality sleep we can become more forgetful
- Affects mood, leading to irritability, depression, and increase anxiety
- Chronic sleep deprivation increases the risk of high blood pressure, heart disease, obesity,
and diabetes
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Many people think that sleep is a waste of precious time they could be using to do important
things. However, sleep is important and serves a purpose. During sleep

- Memories are reactivated and consolidated, making it easier to recall them

- Connections between brain cells are strengthened

- Information is transferred from short to long-term memory

Caregiving also interrupts sleep in many ways
- Stress, worry, and anxiety can delay falling asleep or may wake you early
- Person you are caring for may wake in the night and need help
- Depressive symptoms can include sleep disturbances

STOP How much sleep do you think you need?
& ASK How much are you actually getting?
Slide 11 How Much Sleep Do You Need?
Considerations

— This slide directly addresses the myth that we don’t JELow Much Sleep do You Need!

need 7-8 hr. sleep a night for optimal results.
— Get through this slide quickly

Material

How much sleep do you need?
- A persistent myth exists that as we age, we

SLEEPFOUNDATION.ORG | SLEEF.ORG

need less sleep. This is not true.
- By age 18 the recommended amount of sleep is 7-9 hours.
- This numbers only slightly decrease as we age. For those over the age of 65, the
recommended sleep is for 7-8 hours.
Sleep needs are individual, and we’ve all heard how people can not only survive but thrive on
less than 5 hours a night. It is important to note this is less than 5% of the general population
and that most people are walking around sleep deprived.

So how do you know you are sleep deprived?
You may be experiencing the following symptoms
- Feeling drowsy during the day
- Routinely falling asleep within only 5 minutes of lying down in bed for the night
- Experiencing "microsleeps,"” which are very brief episodes of sleep while being awake

So how do you increase the amount of sleep you are getting?
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Slide 12 Sleep Hygiene

Considerations R _
P Sleep Hygiene
— Sleep hygiene is the first step to addressing sleep O Nl O o e
prob/em but Ifs/eep hygiene is insufﬁcient, a Think of it as preparing yourself for for the best sleep you can get
recommendation to a physician or a psychologist who * Avoid long naps
L. 3 « Stick to a schedule
specializes in sleep. « Play in the sunlight
« Get moving
« Restrict what you eat and drink
« Banish electronics
Material W e ks
i . X « No difficult discussions
Sleep hygiene describes the things we do that

can make it easier to get the number of hours of

sleep you need as well as improve the quality of that sleep. If you are already getting a solid 8
hours of sleep, you wake up feeling refreshed and rested, then your sleep hygiene is sufficient
for your needs. But if you are struggling with getting enough good quality sleep so you wake up
the next morning feeling rested than the first step is looking at your sleep hygiene and seeing if
any of these items can improve your sleep.

Avoid long naps: Limit napping to 30 min in the early afternoon.
Stick to a schedule: Get up at the same time every day, seven days a week.
Get some sunlight: Expose yourself to sunlight during the day, which helps set your body clock.
Get moving: Regular physical activity promotes good sleep.
Restrict what you eat & drink: Avoid caffeine after lunch; don’t eat/drink for 3 hrs before bed.
Banish electronics: Bedroom is for sleeping or sex, not watching TV, reading, playing games.
Try a warm bath, warm socks

- Aregular bath may be beneficial two to three hours before bedtime.

- Wearing socks to keep feet warm can also help you fall asleep more easily.
No difficult discussions: Keep it peaceful before bedtime. No arguing/discussing touchy topics.

If you try these for 3-4 weeks and see no improvement, then it is good to reach out to a mental
health provider who specializes in sleep to help you.

Slide 13 Why No Naps?

Considerations

— This is important for the care recipient as well as the
CG. If they sleep all day, they will be up all night.

) Why No Naps?

Sleep Drive
* Lowest in the morning after wakening

* Increases during the day
+ Naps weaken sleep drive and make it

M ate ria I harder to fall asleep

Sleep Drive tracks how much you need to sleep
over a 24-hour period.
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- Your sleep drive is lowest in the morning when you wake up, and gradually increases as the
day progresses.

- Napping reduces sleep drive by recharging the energy reserve.

- Longer naps reduce the sleep drive more than shorter ones.

- Napping close to bedtime (even briefly dozing off while watching TV) weakens your sleep
drive just when it is most needed.

- Basically, the longer the time that has elapsed since you last slept, the stronger the sleep
drive becomes, and the easier it will be to fall asleep.

- In some ways the sleep drive is similar to hunger and napping to snacking. Naps spoil your
sleep drive like appetite may be ruined by snacking close to dinner

Slide 14 Benefits of Staying Active

Considerations

— Exercise is mentioned multiple places throughout the
modules as it is beneficial for multiple issues.

) Benefits of Staying Active

+ Stress reduction

« Better sleep

* Improved mood

* More energy

M ate ria I * Heart disease, stroke, and other disease prevention
« Improved memory

* Reduction in blood pressure

One way to take care of yourself — physically, « iharased Motaballsin
mentally, and emotionally — is to exercise
regularly. Even though it may sometimes be hard

GOAL: 150 mins moderate intensity aerobic activity

to find the time, just 30 minutes of physical activity a day can help you maintain a healthy
weight, reduce stress, and improve your overall health and well-being.

Exercising regularly has many positive health benefits, including:

- Stress reduction - Better sleep

- Improved mood - Better weight management
- Increased energy levels Improved memory

- Reduction in blood pressure Increased metabolism

- Heart disease, stroke, and other disease prevention

The goal to get these benefits is 150 mins of moderate intensity aerobic activity over the course
of a week, so 30 mins daily for 5 of the 7 days will do it!
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Slide 15 Overcoming Barriers

Considerations : _ A c A
P Overcoming Barriers to Staying Active
— Can’t have a conversation about adding something to Finding Time
their schedule without discussing the barriers. S pormiphusions b som il g raeeg il el
3 . . . « Can't do 150 minutes? Some activity is still better than none
— These are recommendations, if you have extra time in .
Sticking with the Plan
the module, you can ask the CGs themselves to offer TS iy, . Sclvies from sach owsgy
workarounds. Too Tired to Stay Active?
+ Increase in energy is one of the many benefits of staying active
+ Sometimes you just have to make the plan and “just do it” for a few weeks
« Continuing to feel fatigue after a few weeks? Check in with your doctor
Material
Finding Time

- Combine exercise with a task already part of your day
- 30 mins too long? Break into three 10 min segments
- Can’t do 150 minutes? Some activity is still better than none

Sticking with the Plan
- Mix it up — add new exercises from each category
- Find a buddy
Too Tired to Exercise
- An increase in energy is one of the many benefits of exercise
- Sometimes you just must make the plan and “just do it” for a few weeks
- Continuing to feel fatigue after a few weeks? Check in with your doctor

Make it a priority
- This is one of the best things you can do for your overall health — physical, psychological, &
cognitive health

Make it easy
- Do it first thing in the morning before you get busy, join a gym close by, walk the stairs
instead of the escalator etc.

Make it fun!
- Do a Zumba class, do something you enjoy! Laugh
- Mark it on your calendar

STOP What are some of the things that have helped you to stay active in
& ASK your day-to-day life?
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— FACILITATORS: Don’t forget to mention to check in with their doctor if they haven’t exercised in a while. Even if
they have a disability, most doctors can offer modifications or work arounds so that they can still get the
benefits from staying active.

Slide 16 Self-Care Check List

Considerations
— The form isn’t required, though writing it down is P Self-Care Check List
recommended. When you are trying to start a new
habit it is good to write down your
intentions and post them where
. I you can see them every day
Materla ¥ Write down what you want to do
¥ Then check it off when the task
Activity: Self-Care Check List b ome

There is a form in your packet called the Self-Care Check List. This can be used in two different
ways depending on where you feel comfortable. Up on the slide you'll see one way. If you want
to add different types of self-care into your day, then making a list and checking off when
you’ve completed the task is a good way to go about it. But if you are not sure, then more
exploration may be needed. This form can also be used to discover what you are currently
doing, and which types of self-care you tend to use.

ACTIVITY-Do it

Remember, if you feel like you’ve got self-care covered and overall, you are not feeling
overwhelmed — then just continue with what you are doing. But if you noticed that lately things
seem to be weighing more on you and you noted that you are experienced more signs of
burnout — then it is time to increase your self-care.

How to increase the amount of self-care you are doing.

Step 1: Let’s take a moment and identify what you currently do for self-care. Think about the
four different areas — what do you do to take care of your physical body? Exercise your mind?
Embrace a connection to the spiritual? Stay connected socially? Go ahead and write those in.

Step 2: What area needs more work? Is there one (or more) area you’ve neglected in the past
year or two? What self-care items would work for you to fill that area?

When you are trying to add a new habit, it is good to write down your intentions and post them
where you can see them every day.

- Write down what you want to do

- Then check it off when the task is done
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One aspect of self-care we haven’t discussed is respite. Respite is a short-term break from
caregiving. It can be for a few hours one afternoon, or for several days. Care can be provided
from another family member, a friend, or something more structured like an adult care center
or a brief stay at a residential facility. The Caregiving TLC website has a respite locator for North
Carolina available. (We’ll show you how to access it at the end of this session.)

Step 3: We realize that most people can’t work on all four areas at once, but we encourage you
to select at least one area to focus on and work on in the weeks and months ahead. Writing it
down can help you later. If you notice you are starting to experience more and more of the
signs of burnout you can pull out your list and add more self-care into your life.

ACTIVITY-Process

STOP What self-care are you doing now?
& ASK What are you thinking of adding to your day-to-day life that will
help?

Slide 17 What Stops You from Self-Care

Considerations

— Adapted from FCA Identifying Personal Barriers

https.//www.CG.org/taking-care-you-self-care-family- Q
Identify attitude or beliefs

CGs What Stops
You From
Self-Care?
Material Negative Self-Talk

Activity: What Stops You?

— FACILITATORS: Provide the introduction & ask the questions to lead to a discussion.

ACTIVITY-Do it

Many times, attitudes and beliefs we hold can stand in the way of caring for yourself. Whether
or not taking care of yourself is a lifelong pattern, or you find that taking care of others an
easier option here are two things you can do to help you understand what is stopping you.

IDENTIFY:

The first is identifying what attitudes and beliefs you have about self-care
- Do you think you are being selfish if you put your needs first?
- Do you feel guilty if you take time for yourself?

i
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- Do you feel inadequate if you ask for help?

Lack of time or energy can make getting that time away particularly challenging. You may even
feel guilty or selfish for paying attention to your own needs. What you need to know is this: in
fact, practicing self-care allows the CG to remain more balanced, focused, and effective, which
helps everyone involved.

STOP What beliefs do you hold about self-care?
& ASK Do you feel guilty if you decide to take some time for yourself?
How do you think this would get in the way of you doing self-care?

NEGATIVE SELF-TALK

Negative self-talk is the negative stuff we tell ourselves. Many times, we are meaner to
ourselves then we would ever be to someone else. Can you image telling your best friend some
of things we routinely tell ourselves? Stuff like “I’'m so stupid!” or “You’re just lazy.” Let’s look at
what negative self-talk looks like.

Scene 1:

Sally has been trying to become more active by adding an evening walk, but it rarely seems to
work. She decides to walk after dinner but as she is getting ready, she looks in the mirror. She
thinks to herself: “l look horrible — there is no way I’'m going out!”

STOP What do you think happened? (Did this caregiver go for her walk?)
& ASK

What could she tell herself to influence her decision?

- There are two ways to attack this statement:
- 1. Address the “horrible”
- 2. Address the “not going out.” Both might work — it’ll depend on the caregiver.
- Have the participants try to reframe both side of the negative self-talk before asking them how
the new statement might change her behavior (go for the walk rather than staying home).
- Encourage the caregivers to recognize the power in the self-talk to encourage or discourage.
- Help the caregivers to recognize they have agency — encourage them to brainstorm the
alternatives.

Scene 2:

Anna decided to steal a few moments and enjoy catching up with her friends on Facebook. As
she scrolls through her feed, she sees that an ex-co-worker has posted. She feels a sense a
dread as she sees her name because every time her ex-co-worker posts she get so upset at
what she writes. Anna finds herself thinking: “If | unfriend her, she’ll get mad at me. I'm such a
coward.”
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STOP What do you think happened? Did this end up being self-care or did the
& ASK experience end up adding to her stress?
What could she do to remedy this? What could she tell herself to help her to

- Encourage the caregivers to recognize the power in the self-talk to encourage or discourage.

- Help the caregivers to recognize they have agency — encourage them to brainstorm the
alternatives.

- The goal here is to get the participants to recognize that by telling herself she is a “coward” it
limits the options she has to deal with the situation. She can hide the post, which will limit her
seeing post like this, Snooze the author for 30 days, or unfollow them so she’ll stop seeing their
posts but still stay friends.

Slide 18 If Lost — Start Here

Considerations i _
— We present a lot of information in the module. Thisisa [ R R
shortcut for the CG so they can get started right away. X
1. Address Your Health Issues
Material 2. Find a Support Group
3. Practice Self-Compassion
If you find yourself overwhelmed by all the 4. Laugh
choices presented in this module, then start with
these four.

1. Address your own health issues. Make a doctor’s appointment, get the physical, get a flu
shot, update your glasses prescription, whatever you need to do to be healthy. No matter
how much juggling it takes to get to these appointments, they are important. Someone
depends on you to be healthy. If you are up to date on your medical appointments, then are
you eating well? Sleeping well? Pick one thing at a time to change.

2. Develop a support network. Whether you use a best friend or a structured support group,
find somewhere to safely share your worries and concerns. There are many support groups
online now due to the pandemic. Check your local hospital, one of the Foundations that
support the chronic illness of the person you are caring for, or Facebook.

3. Self-compassion is essential. Self-compassion means being kind to yourself by giving
yourself credit for the tough work of caregiving, ignoring your harsh inner critic, and
allowing yourself time to take care of yourself, even if it’s just a few minutes a day. Forgive
yourself—often. You cannot be a perfect CG, all day, every day
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4. Laugh. Find ways to keep your sense of humor. Watch comedies, share jokes with friends.
Research shows that even pretend laughter if done often and long enough turns into real

laughter.

Slide 19 Take Away

Considerations

— This is the end of module summary. If you have time,
you can encourage your CGs to offer what they believe

the ‘take away’ was from this session.

Material
— FACILITATORS: If there is time do the stop & ask.

STOP Thinking back over today’s session,
& ASK what are the important points you will take away with you?

k'l‘;lkc Away

« Caregivers are at an increased risk for certain health
concemns and burnout.

« Self-Care is a deliberate action you take that improves your
physical, mental, or emotional well-being.

+ Understanding what keeps you from doing self-care can help
you to increase the amount of self-care you do.

« Prioritizing addressing health concerns, finding support,
practicing self-compassion, and adding laughter is a good
start on adding self-care to my day.

— FACILITATORS: If not mentioned, make sure these points are included in the Take Aways from today’s session.

To summarize, the Take Aways we hope you will take with you today are that:
- CGs are at an increased risk for certain health concerns and burnout.
- Self-Care is a deliberate action you take that improves your physical, mental, or emotional

well-being.

- Understanding what keeps you from doing self-care can help you to increase the amount of

self-care you do.

- Prioritizing addressing health concerns, finding support, practicing self-compassion, and
adding laughter is a good start on adding self-care to my day.

Slide 20 Making This Work for You

Considerations

— The Action Plan is perhaps the most important part of

this session.

— Encourage the CGs to pull out their pen and paper and

create an action plan right there.
— Use the boxes along the bottom to assist in the
creation of the action plans

.Muking This Work for You
Pick One

Identify Areas to Work On
Use the Self-Care Check List to identify the
things you currently do for self-care. Notice

which areas you are doing well >
in and which areas you need 1o
work on. =

Practice the Top Three
Make a list of your top 3 self-care activites and
practics one a day. If needed,
zlg break into smaller tasks.
[—}

Do it with Take 2 large Makelirge  Foreachstep  Use your

Berealscin  Howwillthis  somethingyou tskandbreak  stepsinto  small orlirge, | computer or
your deadine help you? already do. kintostep.  smaller steps.  use a calendar phone.

2,
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Material
Activity 2: Action Plan

— FACILITATOR: Briefly define the steps.

INTRO: At the end of each session after our review we will work together to create an Action
Plan whose purpose is to help you to figure out how you plan to use the skills and tools we
explored today in session. To get the benefit from these tools, you must do your part and
practice them at home.

The Action Plan has 5 Steps

1. Set a Deadline: this is a deadline for when you will start and finish this goal. It is important
to be realistic when you think about your deadlines.

2. Why choose this one?: The more personal you can make it the more likely it is to push you
to complete your goal

3. What will you pair it with?: research tells us that piggybacking a new task onto something
you already do routinely and consistently is a great way to jumpstart something new. It
becomes an automatic reminder to do the new task.

OPTIONAL Break it down: Sometimes the skills and tools we teach can be complicated. At that
time, you have the option to break it down into many different steps and just deal with each
step as it’s turn comes up.

4. Reminders: what reminders will you use? Be creative!

5. Problem Solving: One of the important parts of any goal making is the problem solving.
When you just can’t seem to get it done it is important to sit down, figure out what the
issue is, brainstorm some solutions, and try out the one most likely to succeed. If it does
succeed and you are able to do the task — great! If not, then go back to your brainstormed
list of solutions and try a new until you find what works.

ACTIVITY-Do it

Everyone should have paper and pen. Let’s go through creating your own personal action plan
step-by-step. As we go through these, write it down on your paper. A written plan has more
weight than one you keep in your mind.
e People do better when they limit the number of changes they are trying to make.
- Have the CGs choose either ID Self-Care areas to Work On or Practice Top Three
- This example: My top three are to read more, work on my sleep habits, & attend my
worship service more often. (Only illustrating one of these)

1. Set a deadline — Be realistic

i
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- My sleep will be more on track within 1 month. | will be in bed by 10:30p and ready for
sleep by 11:00p
2. Why chose this one? - The more personal the better
- l always feel exhausted, and I’'m scared | will mess up something important.
3. What will you pair it with? — Do it with something you already do
- I'm setting up a bedtime routine that will start at 10pm with the news.

e Optional: Break it down — Take a large task and break it into steps

I’'m working on my bedtime routine, morning wake up, and no caffeine after 2p
Write out my routine with a time schedule

Set my morning alarm

After my first pot of coffee is done, I'll prep a de-caf pot

4. Reminders — Computer, phone, calendar
- I'll put a Post It note on my bathroom mirror to remind myself why | am doing this
- I'll set my phone with an alarm 15m after my alarm to remind myself to get out of bed.

5. Problem-solving — Pending
— FACILITATORS: You may want to ask if participant anticipate any issues and plan for it.
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Challenging Behaviors |

The following is the facilitator’s summary of the module:

COPING WITH CAREGIVING 2.0 SUITE Aim Of MOdUIe

Working with . . .
Challenging A : To be able to identify the three parts of behaviors
Behaviors - and recognize these parts in challenging
L behaviors.

Handouts - CWC2.0.8 HO

All handouts are available in electronic format in a PDF.
OAC: The BDA

Three Main Points

1. Challenging behaviors have a large effect on caregivers and the people they care for.

2. Behavior has three parts what happens before the behavior, the behavior itself, and the
reactions to the behavior after.

3. The only things you as a caregiver have control over are triggers and reactions

Activities Homework

No activities in this module Practice recognizing the three parts of behavior
and bring in a challenging behavior you are
struggling with.

— FACILITATORS: Forms are not required - pen and paper can be substituted.



Slide 2 Ground Rules

Considerations

— While this slide is provided with each module,
if multiple modules are combined the review
of this material is usually only required at the
first meeting.

— Review of the use of the chat feature is
appropriate at this time. If you prefer
questions being submitted through the chat
feature now is a good time to mention it.

— We usually mention who the tech person is and how they can contact this person either via
chat in session or via email if they can’t access Zoom.

L(;rnund Rules

IF DUTY CALLS
cave to do n

Material

Time. This session is 90 minutes long. Since we respect your time, we will start right at

and end at . Due to the amount of material we need to cover and the limited
amount of time we have, | apologize in advance however | may need to interrupt you to keep
us on track.

Privacy. To make this a safe place for everyone to share, we follow Las Vegas rules — what is
said in the group, stays in the group. Please don’t share the stories you hear outside of this
session.

Surroundings. Please check your screen visibility if you are in a public place. Your mute button
looks like a little microphone and is in your tool bar. If you click on it and a line appears across
it, then no one can hear you or any noise happening by you. If you want to talk, just click on it
again — the bar will be no longer across the microphone - and we can hear you if you speak. It is
good to be muted until you want to say something.

Participation. Finally, | saved the most important for last. Research has shown us that those
that engage and participate gain the most. This includes the Action Plan we will discuss with
you at the end of this session. If you just listen, but don’t actually practice what we share with
you, you won’t get the benefit. Sort of like just watching an exercise video instead of getting up
and doing it.

If Duty Calls. If you are attending from home, and the person you are caring for needs you,
please feel comfortable attending to their needs. There is no need to announce that you need
to leave, please do what you need and join us when you are able.

Key Point In our work with caregivers we have found that many types of memory loss disorders
from Mild Cognitive Impairment to dementias like Alzheimer’s Disease or Vascular Dementia
can share certain concerns and issues which can become problematic for caregivers. For this

i
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program we use the term Memory Loss Disorder as a comprehensive phrase referring to all
diagnosis which affect the memory in the person you are caring for.

Slide 3 Introductions

Considerations k ;
Introductions

— While this slide is provided with each module,
if multiple modules are combined the review
of this material is usually only required at the
first meeting. Mk

— Itis good to write a few notes that identify
the caregiver by name on screen, preferred
name, who they are caring for and relation to
them, and the diagnosis. If they share it is good to note stage of disease progression. In
addition to this information, we use a simple form created in Excel that allows us to track
attendance in multiple module programs.

— Not all care recipients have a diagnosis, or even if it has been written in a chart has the
caregiver been informed.

— Itis up to the facilitator to single out each caregiver and have them introduce themselves.
We highly recommend that the number of caregivers are limited to no more than 12. Once
you get over 8 or so you might want to drop the last question in the introduction.

One thing
you hope to
learn today

Material

Introduce Facilitator(s)
Name, Title, brief statement of how you work with caregivers
Have your co-facilitator introduce themselves
Introduce your tech person (especially if they shut off their video)
Introduce any guest that may be observing
Have Caregivers Introduce Themselves:
Please unmute and introduce yourself when | call out your name
Tell us your name, who you are caring for, and if you know it, their diagnosis
And finally, tell us one thing you hope to learn today

Have CGs Introduce Themselves:
STOP We’d like each person to say, in a minute or two, your first name, who
& ASK you are caring for, what their main problems are, and what you hope to

get from this workshop. We’'ll go around the group, so everyone has a
chance. Let’s get started!
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Slide 4 Today’s Topics

Considerations k
Today’s Topics

— This slide should be a quick introduction of

what this session will cover. 0 e =

Challenging Anatomy Step by Step

o
Materlal Behaviors of Behavior Examples

- The is the first session of a two-part module
focused on working with Challenging
Behaviors.

- We will start today by talking about challenging behaviors.

- Then we’ll break down the challenging behavior into three parts.

- Most of our session will be learning how to recognize these three parts by using multiple
examples.

Slide 5 What are Challenging Behaviors?

nsideration

Co S de ations k\\’hat are Challenging Behaviors?

— The important aspect to stress here is the ,
3 . R ) « Cause distress to both caregiver and person being cared for
intention behind these behaviors. The care + Aggression (either physical or verbal), agitation, apathy, wandering,

.. 3 I w k tt t W sleep distufbances. inappropriate sexual behavior, paranoia, etc.
C/ec:;_alen_t is rarely sef_: ing a el? /_on or * Notbohavngbady ’.'P\//}- . @
doing it on purpose.” Usually, it is an ot e B e @ ,9 y)
. . bright, etc.)

attempt to communicate with the only tools /“‘
they have. A

Material

- One of the more difficult jobs a caregiver has is managing the behavioral symptoms of the
disease sometimes called challenging behaviors.

- Challenging behaviors are a catch all phrase, as many behaviors can be clumped under this
name.

- Some examples of challenging behaviors are aggressive behavior, wandering, apathy,
depressive mood, agitation, anxiety, repetitive activity and nighttime disturbances.

- But the one thing they all have in common is they cause distress to the both the caregiver and
the person they are caring for.

- It is important to remember that in many cases the behavior is a direct result of the changes
happening in the brain during the progression of the disease.

- Many experts believe that these challenging behaviors are an attempt to communicate a need
or a way to say something isn’t quite right .

- In many instances, it is important to remind yourself that it isn’t the person doing this
behavior to upset you.
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- This may allow for a measure of calm when you respond.

Slide 6 Three Parts of Behavior

Material

- The first step in identifying the purpose of
someone’s behavior is to pay attention to
what happens before and after the behavior.

- Something is always taking place before and
after the behavior.

- Sometimes what happens before the
behavior can be referred to as a “trigger.”

- What happens after the behavior as a “reaction.”

kThc Three Parts of Behavior

Before | During = After

Slide 7 Before the Behavior

Material

To understand the purpose of the behavior, it is
important to pay attention to what is happening

LBcforc the Behavior

Identifying the triggers:

/T‘n An event or activity

|mmed|ate|y before the behaVIOr happens. ‘.‘ Something that affects a person over a long period of time
What is occurring before the behavior is called a W iAo

“trigger.”

Triggers could be any of the following:

- An event or activity, such as noise or a demand that is being placed on the person (e.g.,
bathing)

- General things that affect a person for a long period of time (e.g., time of day, season, and/or
physical illness)

- Cues in the environment, such as keys to the car or the presence of another person

st
*YOPTIMAL AGING CENTER 135



Slide 8 During or the Behavior

Material

The Behavior is what the person who you are
caring for does

- Be very specific and detailed. No vague terms.
- Identify exactly what they did or said

kDuring or the Behavior

The Behavior is what the person who you are
caring for does

Be very specific and detailed. No vague terms.

Identify exactly what they did or said

Slide 9 After the Behavior

Material

Reactions occur immediately after the behavior.

Reactions include:

- What you do, how you feel

- What the person who you are caring for does.

- In other words, what happens after the
behavior?

LAf:er the Behavior

Reactions occur immediately after the behavior

Reactions include:
What you do, how you feel
What the person who you are caring for does

In other words, what happens after the behavior?

23
It is very important to pay attention to gl
reactions Depending on how you react, you may .

increase or decrease the problem behavior

It is very important to pay attention to reactions. Depending on how you react, you may
increase or decrease the problem behavior.

Slide 10 Key Point

Material
A person with memory problems has a lot of

chv Point

difficulty learning new information. For
example, it is difficult to teach him/her the
difference between right and wrong behavior.

The only things you as a caregiver have control
over are triggers and reactions.

A person with memory problems has a lot of difficulty
ing new infc ion. For le, it is difficult to teach
him/her the difference between right and wrong behavior.

The only things you as a caregiver have
control over are triggers and reactions.

Occasionally, we can't change the triggers. During those
times, changing how you react to the behavior will keep the
situation from getting worse.

Occasionally, we can’t change the triggers. During those times, changing how you react to the

behavior will keep the situation from getting worse.
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Slide 11 The BDA

Material kThc sk
It is helpful to think about the different phases T
of behavior as a BDA for short. v |

We will be applying the BDA in the following
examples using a simple form to understand
what occurs before and after a difficult behavior
happens.

In the first column you will write the date or the day of the week, the time when the difficult
behavior occurred.

For the next three columns:
- In the center column, you will be describing the behavior that occurred.
- In the BEFORE column, you will list what happened right before the behavior.
- This could be an event, activity, timing, or cue in the environment just before the
difficult behavior occurred.
- The last column is for what happened directly following the behavior, including your
reaction to the behavior.

Slide 12 Roger & Ginger Scenario

Material
oger mger: o cenario
Jth R & Gi S i

Read the scenario:

) . . . It is 10 am on Monday morning, and Ginger is quietly sitting in her
Itis 10 am on Monday morning, and Ginger is S i o s P o G

1 1 1 1 1 H sa s:“ 0, I'm not going to the oc’ or” en Robe: e; s for her
qUIetly Slttlng In her favorlte Chalr When her Son' lovget :p,('Eingerlsfansgt;vt:ll.:ob!en f:Zlhs ov:rwhr:Ir‘:\ledimcethis
Robert, comes over to her side and says, “It’s T

) ) y ) ::I::g.!meb::‘dlea. es Gm:(: ﬂlon.e Lh'i d.\a ,.tliogfzer stops

time to go to the doctor, let’s put your coat on.”
Ginger says, “No, I’'m not going to the doctor.”
When Robert pleads for her to get up, Ginger

starts to yell. Robert cancels the appointment
and leaves Ginger alone in her chair. Ginger stops yelling. Robert completes the following
behavioral log.

Ok, now let’s start filling out the BDA.
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Slide 13 Roger & Ginger BDA

Considerations
— The BDA will fill in on each click on the screen

Material

1. The first step is to fill out the first column
date, time and day of the week.
- Monday, 10am, Robert
2. Next, what was the difficult behavior?

.Rogcr & Ginger: BDA

Time/ \
Date/ r
Day of BEFORE )|
week P
Monday | Mom is quietly

sitzing in her chair.

Robert tells her it is
Robers time o g0 to the needs to get ready.
doctor,

- Ginger yelled, refused to go to the doctor.
3. What happened just BEFORE (Trigger) Ginger started yelling?
- Let’s see, before she started yelling, she was sitting quietly and then Robert came in and

told her it was time to go to the doctor.

4. What was the reaction to Ginger’s yelling and refusal to go the doctor?
- Robert left Ginger alone and cancelled the appointment.

Slide 14 Jim &

Sue Scenario

Material

Read the Scenario:

Every morning at 8 am, Jim and his wife Sue
have breakfast. After breakfast, Jim sees car
keys on the key hook by the breakfast table,
and tells his wife, Sue, “I am going out for a
drive.”

Sue reminds him that he no longer has a driver’s

k]im & Sue: Scenario

Every morning at 8 am, Jim and his wife Sue have breakfast. After
breakfast, Jim sees car keys on the key hook by the breakfast table,
and tells his wife, Sue, “l am going out for a drive.”

Sue reminds him that he no longer has a driver’s license and is not
permitted to drive. Jim responds by yelling, “I don’t know what you
are talking about,” and angrily walks toward the driveway. Sue feels
helpless and frustrated.

license and is not permitted to drive. Jim

responds by yelling, “l don’t know what you are talking about,” and angrily walks toward the

driveway. Sue feels helpless and frustrated.
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Slide 15 Jim & Sue BDA

Considerations hm T
— The BDA will fill in on each click on the screen Time .\

Do, BEFORE DURING

week y 4

. Every Have breakfast Says he is going for a Sue feels helpless

M ate r I a I :‘:'""l S s ::’ e and fruscrated
Let’s walk through the steps together. San Remodsbimbe | TP
1. The first step is to fill out the first three

columns date, time and who.
- Every morning, After breakfast.
2. Next, what was the difficult behavior?
- Says he is going for a drive & grabs the keys
- Sue reminds him he shouldn’t drive
- He yells and goes to drive
3. So, what happened just BEFORE (Trigger)?
- They have breakfast
- After breakfast
4. What was the reaction to the difficult behavior?
- Sue feels helpless and frustrated
- We don’t know what happened to Jim

Slide 16 Jane & Betty Scenario

Material
Read the scenario.

L]ane & Betty: Scenario

Itis 3 am and Betty wakes up and begins to walk around the
house. Jane, her daughter, is sleeping. Betty paces throughout the

Let set the scene: house and wakes Jane up. Jane is upset because she has a long
day at work tomorrow.
. . ) .
Jane IS Concerned Wlth Betty s Wande”ng at Jane says, “Mom, you need to go back(obed,-lfsSam.“Betly
night. Some nlghtS She trles tO make tea and ;a:'s{s:::::otsleepy. Jane yells “I can't take this anymore.” Betty
leaves the burner on. A couple of nights ago she
made it as far as the porch.

The scenario:

It is 3 am and Betty wakes up and begins to walk around the house. Jane, her daughter, is
sleeping. Betty paces throughout the house and wakes Jane up. Jane is upset because she has a
long day at work tomorrow.

Jane says, “Mom, you need to go back to bed, it is 3 am.” Betty says, “l am not sleepy.” Jane
yells “I can’t take this anymore.” Betty starts to cry.
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Slide 17 Jane & Betty BDA

Considerations klm i e B

— The BDA will fill in on each click on the screen T < N
pu | BEFORE  DURING ‘
week E >

. Almost | Betty wakes at Jam Betty doesnt go back | Jane cells her Mom

Material 2 e | e

around ity wanders Jane yells
. . 3am around the house
Let the caregivers provide the answers. ’” ey cre
Let’s walk through the steps together.

1. The first step is to fill out the first three
columns date, time and who.

- Almost every night around 3am

2. Next, what was the difficult behavior?
- Betty doesn’t go back to sleep
- Betty wanders around the house

3. So, what happened just BEFORE (Trigger)?
- Betty wakes at 3am
- Janeis sleeping

4. What was the reaction to the difficult behavior?
- Jane tells her Mom to go to sleep.

- Janeyells
- Betty cries
Slide 18 Review BDA
Material k :
Review BDA
BEFORE
- What happens before the behavior ik R
- Triggers could be any of the following: SURING
- An event or activity, such as noise or a * This is the challenging behavior
demand that is being placed on the person AFTER
. + The reaction to the challenging behavior
(e.g., bathing)
- General things that affect a person for a long

period of time (e.g., time of day, season, and/or physical illness)
- Cues in the environment, such as keys to the car or the presence of another person

DURING

- The Behavior is what the person who you are caring for does
- Be very specific and detailed. No vague terms.
- ldentify exactly what they did or said
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AFTER
- Reactions occur immediately after the behavior.
- Reactions include:
- What you do, how you feel
- What the person who you are caring for does.
- In other words, what happens after the behavior?

Slide 19 Behavioral Log Reminders: Before

Material
To figure out possible triggers:
- Was the environment quiet or noisy?
- Dark or bright?
- Were they alone or was someone present?

LBcha\'ioral Log Reminders: Before

To figure out possible triggers:

Was the environment quiet or noisy?
Dark or bright?

Were they alone or was someone present?
If s0, who?

Was an event occurring, such as bathing, or administering medications?
- |f SO, Who? Do they want something, such as food, a beverage, or keys? [ﬁ
. . Do they appear to be seeking attention?
- Was an event occurring, such as bathing, or 30 Aethey i pa?

administering medications?

- Do they want something, such as food, a
beverage, or keys?

- Do they appear to be seeking attention?

- If so, why? Are they in pain?

Slide 20 Behavioral Log Reminders: After

Material

To figure out your reaction:
- Did you stop the event?
- Such as bathing, administering medications
- What kind of feelings did you experience? e t
- Did your level of stress increase or decrease? :
- What did you actually do?

LBchuviornl Log Reminders: After

To figure out your reaction:

Did you stop the event?
Such as bathing administering medications

What kind of feelings did you experience?
Did your level of stress increase or decrease?
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Slide 21 Take Away

Considerations
Take Away
— This is the end of module summary. If you have time,
you can encourage your CGs to offer what they * g:ag:o"gjggl;;';“:;;gff;ave large aflocton caregivers anc
believe the ‘take away’ was from this session. + Behavior has three parts: what happens before the
behavior, the behavior itself, and the reactions to the
behavior after.
H + The only things you as a caregiver have control over are
M ate r | a I triggers and reactions
— FACILITATORS: If there is time do the stop & ask.

STOP Thinking back over today’s session,
& ASK what are the important points you will take away with you?

— FACILITATORS: If not mentioned, make sure these points are included in the Take Aways from today’s session.

To summarize, the Take Aways we hope you will take with you today are that:

- Challenging behaviors have a large effect on caregivers and the people they care for.

- Behavior has three parts what happens before the behavior, the behavior itself, and the
reactions to the behavior after.

- The only things you as a caregiver have control over are triggers and reactions

Slide 22 Homework

Material k
Homework

- Spend the next time between this session and
the neXt examlnlng one. Spend the next ume be(vfeen this session and the n'exl examining one
- challenging behavior the person you are caring Khsscrghg bevoniic Pt AN satng ke hex

for ha S. Break down the behavior to Before, During, and After.
. . Bring it with you to the next session where we will work on
- Break down the behavior to Before, During, how to change the behavir.
and After.

- Bring it with you to the next session where we

will work on how to change the behavior.
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142 'YOPTIMAL AGING CENTER



Challenging Behaviors Il

The following is the facilitator’s summary of the module:

B —

e |
— A T ey
R~ TR
COPING WITH CAREGIVING 2.0 SUITE

~ Working with .
Challcnging Alm Of MOdUIE
Beh";;'iors ™ To use the BDA to work with a challenging

behavior to cause less distress.

Handouts - CWC2.0.9 HO

All handouts are available in electronic format in a PDF.
OAC: Behavioral Log
OAC: Behavioral Log Reminders

Four Main Points

1. Itisimportant to rule out medical conditions by speaking with their doctor as a possible
change of the challenging behavior, especially if the behavior is new and onset was sudden.

2. The only things you as a caregiver have control over are triggers and reactions.

3. ltisimportant to keep track of what happened to your proposed strategies, so you have a
record of what worked AND what didn’t.

4. Problem solving is a process of trial and error. Be flexible, patient and creative! Give
yourself the gift of time, and permission to fail.

Activities Action Plan

BDA Choice of 2:

Use 2 or 3 strategies to modify the challenging behavior
Practice recognizing the part of a challenging behavior

— FACILITATORS: Forms are not required - pen and paper can be substituted.



Slide 2 Today’s Topics

Considerations k,roday,s Topics

— This slide should be a quick introduction of

what this session will cover. o 9 0

- Changing Proposed Challenging
M ate r | a I Challenging Changes Behavior &
Behavior Things to Try

- Welcome to the second part of Challenging
Behaviors.

- Today we will be discussing how to use the
BDA to guide how to change these behaviors and how to propose and follow through on these
changes.

- Then we will look at different challenging behaviors and some proposed changes other
caregivers have found useful.

Slide 3 Reviewing the BDA

Material L
Reviewing the BDA
Review last sessions material: T I ._
. . . Date/ SN
- As we covered in the last session, it is helpful bov | oumne_.'_‘

to think about the different phases of behavior
as BDA for short.

- In the first column you will write the date or
the day of the week, the time when the
difficult behavior occurred.

- For the next three columns:

- In the center column, you will be describing the behavior that occurred.

- In the BEFORE column, you will list what happened right before the behavior.

- This could be an event, activity, timing, or cue in the environment just before the
difficult behavior occurred.

- The last column is for what happened directly following the behavior, including your reaction
to the behavior.
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Slide 4 Changing Challenging Behavior

Material

We will now discuss the different ways we can
change behaviors.

These include the following
- Changing the BEFORE or trigger
- Changing what comes AFTER or our reactions
- Changing the trigger and our reactions

Remember the key point discussed earlier?

kChanging Challenging Behavior

We will now discuss the different ways we can change behaviors.
These include the following:

Changing the BEFORE or trigger

Changing what comes AFTER or our reactions

Changing the trigger and our reactions

Remember the key point discussed earlier?
A person with memory problems has a lot of difficulty learning new information.

The only things you as a caregiver have
control over are triggers and reactions.

A person with memory problems has a lot of difficulty learning new information.
The only things you as a caregiver have control over are triggers and reactions.

Slide 5 Rule Outs

Material

Before we begin with a new example, we need to
discuss ruling out medical problems.

Before trying to change the person, you are
caring for’s challenging behaviors, it is important
to make sure that their behavior changes are not
related to a medical problem.

kRulc Outs

Before we begin with a new example, we need to discuss ruling out medical
problems. Before trying to change the person you are caring for’s challenging

a medical problem.
Some common medical problems that can affect behavior include:
Medical conditions (e.g., urinary tract infection, constipation, pain, fever)

Medication side effects (have they started a new medication?)
Sensory impairments (e.g., hearing loss, poor vision)

treated by your physician, as there may be underfying sources of their behavior
problems.,

Important Note: Always contact your loved one’s physician if there is any
sudden change in the person you are caring for's functioning.

behaviors, it is important to make sure that their behavior changes are not related to

Itis important that these conditions, as well as others, be adequately diagnosed and

Some common medical problems that can affect behavior include:
- Medical conditions (e.g., urinary tract infection, constipation, pain, fever)
- Medication side effects (have they started a new medication?)
- Sensory impairments (e.g., hearing loss, poor vision)

It is important that these conditions, as well as others, be adequately diagnosed and treated by
your physician, as there may be underlying sources of their behavior problems.

Important Note: Always contact your loved one’s physician if there is any sudden change in

the person you are caring for’s functioning.
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Slide 6 Remember Betty & Jane?

Material kRemember Betty & Jane?

- Remember Betty & Jane? B - ]
- Itis 3 am and Betty wakes up and begins to ‘ ‘?‘«i‘ PEFORE _,,;: i ‘
walk around the house. Jane, her daughter, is | | SRgwnnn | o

sleeping. Betty paces throughout the house and e e B

wakes Jane up. Jane is upset because she has a
long day at work tomorrow. Jane says, “Mom,
you need to go back to bed, it is 3 am.” Betty

says, “l am not sleepy.” Jane yells “l can’t take this anymore.” Betty starts to cry.

As you can see, we have mapped out the behavior.

- Time/Date/Day of the week Almost every night around 3am

- During Betty doesn’t go back to sleep. Betty wanders around the house
- Before Betty wakes at 3am. Jane is sleeping.

- After Jane tells her Mom to go to sleep. Jane yells. Betty cries.

Slide 7 Making Room for Change

Materlal kMaking Room for Change

There is a lot to keep track of here so it may be =B —
ot BEFORE  DURING D Strategy

helpful to use the form below called the et < , [

Behavioral Log. brpet?

Parts of this log should look familiar to you, but , m

we’ve added an extra column. o

The column labeled ‘Strategy’ adds new rows. Notice it has Current, Proposed, and Result
headings.
- The Current row describes the difficult behavior you are concerned about.
- The Proposed row is the place to describe your strategy to change either the BEFORE or
AFTER.
- The Result row gives you a place to write what the result was for the proposed strategy.
- What happened when you used it? What was the outcome?

There will be times when you will need to sleuth your way through, trying many strategies to
change a difficult behavior. Now that you’ve seen what a Behavioral Log looks like, let’s use it to
organize Jane’s new strategies.
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Slide 8 Proposed Changes for Before

Material
Proposed Changes for Before
What are some of the proposed changes Jane — .
can do during the Before? oy | A A ol Bl
. Amost Betty wakes at Jam Becty doesn’ go back to :-:::;«mnm ‘;mlﬂ
No naps Exercise L T nappened?
. . - oy aiiniell] | =
Keep her busy Bedtime routine o Fropowcd.
No caffeine o o
Result
Talk to doc: rule out/ meds o

Slide 9 Proposed Changes for After

k[’roposed Changes for After

Material _

What are some of the proposed changes Jane "i,:; srrone SR

can do during the After? il o S:ﬁ” v
- Gently say: it’s dark out, time to sleep = e e T
- Play soothing music e e | dine
- Focus on the task; Stay calm S

- Thirsty? Hungry? Bathroom?

Walk through the changes made — do the caregivers think they would work? Are there other

suggestions they would make?

Point out there was no attempt to use logic or reasoning. Why?
- A person with memory problems has a lot of difficulty learning new information or
remembering the steps needed to make logic work.

The only things you as a caregiver have control over are triggers and reactions.

i
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Slide 10 What Happened?

Material

Regardless of which behavior and strategies you
choose the most important thing to remember is
to be consistent.

Problem solving is a process of trial and error.
Once this problem is solved, another one may
develop.

kWhat Happened?

important thing to ber is to be

Problem solving is a process of trial and error.
Once this problem is solved, another one may develop.

It's possible that the strategy that you produced may work at
sometimes and not others.

Be flexible, patient and creative!

Regardless of which behavior and strategies you choose, the most

It’s possible that the strategy that you came up with may work at sometimes and not others.

Be flexible, patient, and creative!

Slide 11 Behavioral Log Reminders Before

Material

To figure out possible triggers:
- Was the environment quiet or noisy?
- Dark or bright?
- Were they alone or was someone present?
- If so, who?
- Was an event occurring, such as bathing, or
administering medications?

kBehavioral Log Reminders: Before

To figure out possible triggers:

Was the environment quiet or noisy?
Dark or bright?

Were they alone or was someone present?
If s0, who?

Was an event occurring, such as bathing, or administering medications?
Do they want something, such as food, a beverage, or keys?

Do they appear 1o be seeking attention?
If so why? Are they in pain?

G

- Do they want something, such as food, a beverage, or keys?

- Do they appear to be seeking attention?
- If so, why? Are they in pain?

Slide 12 Behavioral Log Reminders After

Material

To figure out your reaction:
- Did you stop the event?
- Such as bathing, administering medications
- What kind of feelings did you experience?
- Did your level of stress increase or decrease?
- What did you actually do?

i
148 *yoprimaL AGING CENTER

‘Behaviornl Log Reminders: After

To figure out your reaction:

Did you stop the event?
Such as bathing, administering medications

What kind of feelings did you experience?
Did your level of stress increase or decrease?

What did you actually do? E
»




Slide 13 Behavioral Log Reminders Strategies

Material

Reminders for strategy:

- Could there be a medical problem?
- Have you called the doctor?

- Be creative
- Exercise instead of sleeping pills
- Music instead of a sedative

- Do you need a break?

chhavioral Log Reminders: Strategies

Reminders for strategy:

Could there be a medical problem?
Have you called the doctor?

Be creative
Exercise instead of sleeping pills
Music instead of a sedative L ————

Do you need a break?
Can you ask someone to give you some time to recharge?

Remember to look for both trigger and response strategies.

- Can you ask someone to give you some time to recharge?
- Remember to look for both trigger and response strategies.

- Consistently use these strategies and complete the behavior log to find out if the behavior has

changed.

- You may feel that you can “mentally” keep track of whether the behavior has changed,
however many find the log helpful, so they don’t have to remember the fine points of what

they’ve tried.
- Problem solving is a process of trial and error.

- Once this problem is solved, another one may develop.
- It’s possible that the strategy that you came up with may work at sometimes and not others.
- Be flexible, patient and creative! Give yourself the gift of time, and permission to fail.

Slide 14 Time to Try

Material

Remind your caregivers that the last sessions
homework was to bring a challenging behavior
that they were struggling with.

If they did not bring one, have them work on Jim
& Sue.

‘Timc to Try Your Challenging Behavior |

Time/ | | |
Every moming at 8 am, Date/
Jim and his wife Sue have Day of BEFORE DURING Strategy
breakfast. After breakfast, week | - 4

Jim sees car keys on the I Curreat
key hook by the breakfast

table, and tells his wife, pplt
Sue, “1 am going out for &
drive.” Sue reminds him ) + + 1
that he no longer has a i g
driver's icense and is not e
permitted to drive. Jim Aefferent?
responds by yelling, I
don't know what you are =

Lewult

walks toward the driveway. changed?
Sue feels helpless and
frustrated.

talking about,” and angrily ‘ What

— FACILITATORS: The activity is they fill out the current and proposed rows. Give them 10 mins, then check in.

Ask if someone was willing to share.

silde
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Slide 15 Challenging Behaviors General Strategies

kChallcnging Behaviors: General Strategies

Material
= See the behavior as a means of communication
. . is this happeni now?
- - See the bEhaV|0r as a means Of . Beov‘o’::uo\llhsofhv:rzeall’t‘a:::h:\m-vetbalstgnalsyouaresendm
. . * Avoid punishment, blame, or ridicule
Communlcatlon. + Remain calm, walk away for a moment if you need to
. . . . * Re: d to the emotion over the words
- Why is this happening right now? - Vee darecton when osetie
. * Reduce caffeine
- - Be conscious of verbal tone & non-verbal * Aways check in with the doclor for sudden onsel of new behaviors
+ Don't rush — aliow plenty of time
Slgn als * Use a visual cue, show on your body what you want to do before you touch them
+ Take a time out when you need it
- you are sending
- - Remain calm, walk away for a moment if you
- need to
- - Respond to the emotion over the words - Reduce caffeine
- - Use distraction when possible - Don’t rush — allow plenty of time
- - Take a time out when you need it - Avoid punishment, blame, or ridicule

- Always check in with the doctor for sudden onset of new behaviors
- - Use a visual cue, show on your body what you want to do before you touch them

Over the next couple of slides, we are going to examine different challenging behaviors and
what other caregivers have found helpful.

Slide 16 Challenging Behaviors Agitation & Aggression

kChallcnging Behaviors: Agitation & Aggression

Physically y Fhy Y Y
Non-aggressive  Non-aggressive Aggressive Aggressive
. general restiessness constant requests hitting, kicking screaming, cursing
M ate rl a I g biting outbursts
These four types of behavioral classifications are Why it happens: fatigue, an over-stimulating environment,
. . . making too many demands, asking them to do something
frO mt he Internationa I PSYCh oge riatric beyond their abilities, failure at a simple task, uncontrolled pain,
. . untreated depression, side effect of meds, infection

Association.
Physically Non-aggressive Verbally Non-aggressive

Example restlessness, repetitive mannerisms Example constant requests interrupting
Physically Aggressive Verbally Aggressive

Example hitting, kicking, biting Example screaming, cursing, outbursts
150 e
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Why it happens

Fatigue Failure at a simple task
An over-stimulating environment Uncontrolled pain
Making too many demands Untreated depression
Asking them to do something Side effect of meds
Beyond their abilities Infection

Slide 17 Challenging Behaviors Agitation & Aggression

Material

Repetitive Mannerism: What you can try
Have a daily routine
Daily walks
Give them something to fidget with
Distraction

Repetitive Mannerism

What you can try:

* Have a daily routine

+ Daily walks

« Give them something to fidget with
+ Distraction

Hitting

What you can try:

+ Do not confront or try to talk about it
+ Do not try to touch them

+ Look for pattermns/ triggers

+ Talk to doctor

kChallcnging Behaviors: Agitation & Aggression

Constant Requests

What you can try:

+ Stay calm

* Not seeking information, looking for
reassurance

+ Use a white board for common questions

Outbursts, Screaming

What you can try:

« Don'tignore or talk over them

« Avoid topics / change topic

+ Calm the environment / play music
+ Look for pattems/ triggers

Constant Requests: What you can try
Stay calm
Not seeking information, looking for reassurance
Use a white board for common questions

Hitting: What you can try

Do not confront or try to talk about it Look for patterns/ triggers
Do not try to touch them Talk to doctor

Outbursts, Screaming: What you can try
Don’t ignore or talk over them
Avoid topics / change topic

Calm the environment / play music
Look for patterns/ triggers

Slide 18 Challenging Behaviors Wandering

Materlal kChallenging Behaviors: Wandering

What it is: Shadowing, repeated looking for cg,
aimlessly walking, repeated attempts to leave
the house, usually a combo of disorientation and
restlessness

Why it happens an attempt to leave, following
someone out the door, bored or lack of

What it is: Shadowing, repeated looking for cg, aimlessly walking,
repeated attempts to leave the house, usually a combo of

disorientation and restlessness

Why it happens: an attempt to leave, following someone out the
door, bored or lack of stimulation, restlessness due to meds

What you can try:

+ Keep coats/keys/purse out of sight
+ Have a safe place and time to walk

+ D bracelet/dog tags
+ Escape proof the house

+ Exercise

* Redirect wandering to a new activity
* Reduce noise and confusion

+ Keep a recent photo handy in case

stimulation, restlessness due to meds

PTIMAL AGING CENTER
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What you can try:
Keep coats/keys/purse out of sight
Have a safe place and time to walk
ID bracelet/dog tags
Escape proof the house

Exercise

Redirect wandering to a new activity
Reduce noise and confusion

Keep a recent photo handy in case

Slide 19 Challenging Behaviors Losing Inhibitions

Material

What it is: impulsive and inappropriate behavior
— euphoria, self-harm, intrusiveness, sexual
inappropriate behavior

Why it happens an exaggeration of a life-long
pattern, thinking someone is their partner,
misinterpreting personal care, long for intimacy

kChallcnging Behaviors: Losing Inhibitions

What it is: impulsive and inappropriate behavior — euphoria, self-
harm, intrusiveness, sexual inappropriate behavior

Why it happens: an exaggeration of a life-long pattern, thinking
someone is their partner, misinterpreting personal care, long for
intimacy

What you can try:

+ Don't over-react - it's part of the disease

* Respond with patience and a gentle matter-of-fact manner
* Reassure and comfort anxious person

*+ Provide more comfortable clothing

+ Distraction

What you can try: Respond with patience and a gentle matter-of-fact manner

Don’t over-react —it’s part of the disease
Provide more comfortable clothing

Reassure and comfort anxious person
Distraction

Slide 20 Challenging Behaviors Sundowning

Material

What it is: It’s a group of symptoms that
occurring in the late afternoon and early evening.
These symptoms, are confusion, anxiety,
aggression, ignoring directions, pacing or
wandering

Why it happens fatigue, low lighting, increased

shadows, disruption of the body's "internal clock”, difficulty separating reality from dreams

What you can try

kChallcnging Behaviors: Sundowning

ignoring directions, pacing or wandering

the body’s "internal clock®, difficulty separating reality from dreams

What you can try:

+ Predictable routine for bedtime, waking, meals and activities.
* Limit daytime napping

* Limit caffeine and sugar to morming hours.

+ Keep the house well lit to reduce shadows

* If sundowning develops quickly — talk with the doctor

What it is: It's a group of symptoms that occurring in the late afternoon
and early evening. These symptoms, are confusion, anxiety, aggression,

Why it happens: fatigue, low lighting, increased shadows, disruption of

« Play familiar gentle music or relaxing sounds of nature, such as the sound of waves.

Predictable routine for bedtime, waking, meals and activities

Limit daytime napping
Limit caffeine and sugar to morning hours
Keep the house well-lit to reduce shadows

Play familiar gentle music or relaxing sounds of nature, such as the sound of waves

il
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If sundowning develops quickly — talk with the doctor

Slide 21 Challenging Behaviors Sleep Disturbances

Materlal .Challcnging Behaviors: Sleep Disturbances
What it iS: WakEfUIness, disorientation or What it is: wakefulness, disorientation or confusion at night,

. . e N difficull turning to sl
confusion at night, difficulty returning to sleep UL

Why it happens: confusion, over-stimulation, and fatigue during
the day, fear of the dark, maybe seeking safety/security

Why it happens confusion, over-stimulation, and

What you can try:
fatigue during the day, fear of the dark, maybe i rolaepiepiio i ol g SR
. . = Add a night light * Daily exercise
seeking safety/security R oo e kg iy
« Same nighttime routine + Offer a soft stuff animal
What you can try:
Check bed comfort — too hot? Cold?
Soft music
Daily exercise Reduce light and noise
Add a night light Provide a reflective strip to bathroom
Keep a regular sleep schedule Same nighttime routine
No naps after 2pm Reduce caffeine and/or alcohol
Dementia clock showing night/day Offer a soft stuff animal
Slide 22 Challenging Behaviors Hoarding
Materlal kChallcnging Behaviors: Hoarding
What it is: hoarding, hiding, losing things What it is: hoarding, hiding, losing things
Why it happens: trying to have some control over their situation,
. . paranoia — someone is trying to take things away, protecting their
Why it happens trying to have some control over property
their situation, paranoia —someone is trying to What you can try:
ke thi tecting their propert A decgbimiol Sidetde el L Heva ek Saboand ot st voach
take things away, protecting their property | Domamo g motamon | Rasvscom i
+ Keep a spare set of keys or glasses * Prevent access to firearms, power tools,
+ I hiding food, check their hiding place regularly sharp knives, anything dangerous
What you can try:

Create a hoarding box/drawer for them

Figure out where they tend to hide things

Don’t leave anything important out

Keep a spare set of keys or glasses Have mail delivered out of reach
Use locks to keep meds safe Restrict access to trash cans

If hiding food, check their hiding place regularly

Prevent access to firearms, power tools, sharp knives, anything dangerous

st
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Slide 23 Challenging Behaviors Paranoia / Accusing

Material

What it is: suspicious of those around them,
accusations of theft and betrayal

Why it happens confusion and loss of memory
can cause suspicion, watching violent movies or
TV can also contribute

What you can try:
Don’t argue
Offer simple answers
Distract with another activity

kChallcnging Behaviors: Paranoia / Accusing

What it is: suspicious of those around them, accusations of theft
and betrayal,

Why it happens: confusion and loss of memory can cause
suspicion, watching violent movies or TV can also contribute

What you can try:

+ Don't argue * Help to look for missing item

+ Offer simple answers + Don't take it personally

+ Distract with another activity + Talk to their doctor as medications
* Keep duplicates of favored item may help

* Let them carry small amounts of money
+ Explain to others that paranoia is part of the disease

Keep duplicates of favored item Help to look for missing item
Let them carry small amounts of money Don’t take it personally
Talk to doctor as medications may help  Explain that paranoia is part of the disease

Slide 24 Take Away

Considerations

— This is the end of module summary. If you have time,
you can encourage your CGs to offer what they
believe the ‘take away’ was from this session.

Material

— FACILITATORS: If there is time do the stop & ask.

STOP

kTakc Away

« Itis important to rule out medical conditions by speaking with their
doctor as a possible change of the challenging behavior,
especially if the behavior is new and onset was sudden.

+ The only things you as a caregiver have control over are triggers
and reactions.

+ Itis important to keep track of what happened to your proposed
strategies, so you have a record of what worked AND what didn't.

+ Problem solving is a process of trial and error. Be flexible, patient
and creative! Give yourself the gift of time, and permission to fail.

Thinking back over today’s session,
& ASK what are the important points you will take away with you?

— FACILITATORS: If not mentioned, make sure these points are included in the Take Aways from today’s session.

To summarize, the Take Aways we hope you will take with you today are that:

- It is important to rule out medical conditions by speaking with their doctor as a possible
change of the challenging behavior, especially if the behavior is new and onset was sudden.

- The only things you as a caregiver have control over are triggers and reactions.
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- It is important to keep track of what happened to your proposed strategies, so you have a
record of what worked AND what didn’t.

- Problem solving is a process of trial and error. Be flexible, patient, and creative! Give yourself
the gift of time, and permission to fail.

Slide 25 Making This Work for You

nsideration
Co S de ations .Making This Work for You
— The Action Plan is perhaps the most important part of Pk One
this session. e o e e s ot
— Encourage the caregivers to pull out their pen and (2 st ¢ [ sork i 5 gy struggling with. Note the trggers tha occur
in the before and note the reactions that
paper and create an action plan right there. ke onewotedbet iy gy PRI

— Use the boxes along the bottom to assist in the
creation of the action plan.

2 Deadline | | Why this one?

Do it with Take a large
Berealisticin | | Howwillthis | somethingyou | task and break
your deadline. help you? already do. it into step.

Use your
steps into computer or
smaller steps. | | use a calendar phone.

Material
Activity: Action Plan

FACILITATOR: Briefly define the steps.

INTRO: At the end of each session after our review we will work together to create an Action
Plan whose purpose is to help you to figure out how you plan to use the skills and tools we
explored today in session. To get the benefit from these tools, you must do your part and
practice them at home.

The Action Plan has 5 Steps

1. Set a Deadline: this is a deadline for when you will start and finish this goal. It is important
to be realistic when you think about your deadlines.

2. Why choose this one?: The more personal you can make it the more likely it is to push you
to complete your goal

3. What will you pair it with?: research tells us that piggybacking a new task onto something
you already do routinely and consistently is a great way to jumpstart something new. It
becomes an automatic reminder to do the new task.

OPTIONAL Break it down: Sometimes the skills and tools we teach can be complicated. At that
time, you have the option to break it down into many different steps and just deal with each
step as it’s turn comes up.

4. Reminders: what reminders will you use? Be creative!

5. Problem Solving: One of the important parts of any goal making is the problem solving.
When you just can’t seem to get it done it is important to sit down, figure out what the
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issue is, brainstorm some solutions, and try out the one most likely to succeed. If it does
succeed and you are able to do the task — great! If not, then go back to your brainstormed
list of solutions and try a new until you find what works.

ACTIVITY-Do it

Everyone should have paper and pen. Let’s go through creating your own personal action plan
step-by-step. As we go through these, write it down on your paper. A written plan has more
weight than one you keep in your mind.

People do better when they limit the number of changes they are trying to make.
- Have the caregivers choose either Try out 2 or 3 proposed strategies or Identify parts
of behavior

1. Set a deadline — Be realistic
- Next time Mama won’t sleep | will try playing some soft music and leaving a night
light on

N

. Why chose this one? - The more personal the better
- lalways feel exhausted, and I’'m scared | will mess up something important

w

. What will you pair it with? — Do it with something you already do
- Nothing to pair it with

Optional: Break it down — Take a large task and break it into steps
- | will pick out some of Mama'’s favorite music and have it ready for her
-l will find a soft night light with a pretty pink light since it is her favorite color
- | will pick 10 songs and load them into a player
-l will order the night light and figure out the best place for it in her room

4. Reminders — Computer, phone, calendar
- | will post a reminder of my plan next to my nightstand, so | see it when Mama
wakes me.

5. Problem-solving - Pending
FACILITATORS: You may want to ask if participant anticipate any issues and plan for it.

0.
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History

CWC2.0 Suite is an update version of the Coping with Caregiving program developed by Dolores
Gallagher Thompson PhD, ABPP and her colleagues. The first version of the Coping with
Caregiving program is an evidence-based face-to face workshop for caregivers of person living
with dementia (PLWD). It is theoretically rooted
in two sources: Pearlin’s model of primary and
secondary stressors as sources of caregiver
distress® and Beck’s cognitive-behavioral model
for treating depression?. Caregiving is a complex
experience and surveys showed that 50-75% of
caregivers report symptoms of depression. The
original workshop was developed in 1985 and
first evaluated in a pilot study in 19883, Results of
the first RCT were published in 2000%.
Subsequently, Dr. Gallagher-Thompson was
invited to participate in the first set of the REACH
studies: Resources to Enhance Alzheimer’s
Caregivers’ Health (REACH 1). That 2" RCT used

CWC Development Timeline

-2021 CaregiverTLC

- 6 sessions,
- Virtual, small group

- Used six modules of CWC2.0
-RCT*

- 9 modules/8 topics
- Modular
- Virtual, small group

- Adapted community setting
- 4 sessions
- Virtual, small group

- Adapted for Stanford Medicine
Neuroscience's community ed

- 4 sessions

- In person, small group

Our Family Journey

- 4 sessions
- In person, small group

CWC RCT Studies

- 2000
- 2003 REACH®*
- 2008 REACH IF

Coping with Caregiving

- Initial Development
- 12 Sessions,

the CWC program with Caucasian/ White and
Latino/Hispanic caregivers, with very positive
results for both groups, compared to a minimal

- In Person, small group

Note: This timeline tracks the development of CWC. Blue
titles are virtual programs. Green titles are face-to-face

programs. Red titles are the initial CWC.

support condition®.

Following the success of REACH | which ran six unique interventions in six separate sites in the
US, REACH Il was designed incorporating the best features of the successful REACH | programs.
The following CWC elements were included in the REACH Il multi-component program: home
practice was incorporated and was referred to as an Action Plan; skills such as controlled
breathing were kept to reduce caregiver anxiety; and material on increasing positive activities
and challenging unhelpful negative thinking were retained. New material included a Risk
Appraisal at the outset to determine which topics would be most helpful to each caregiver. The
Risk Appraisal included an assessment of safety in the home, adequacy of the support network,
and encouragement for caregiver to take care of their health. REACH Il was a 5-site multi-
ethnic, multi-racial study of over 600 caregivers of PLWD, done in English and Spanish. Results
indicated significant improvement for White/Caucasian and Latino/Hispanic caregivers on an
omnibus measure of distress. African American/Black caregivers were less responsive to the
program®.

The Coping with Caregiving program was developed to meet the psychological needs of
depressed family caregivers of PLWD. By offering what was essentially cognitive-behavioral
therapy in an educational format, the stigma associated with help-seeking for mental health
services was reduced. Caregivers were willing to say they were “distressed” and come to a



workshop that encouraged them to learn skills to
manage depression. It was the first
psychoeducational program in the US that was
carefully researched and implemented in a
variety of settings, with caregivers of diverse
ethnic and socio-cultural backgrounds. The
original CWC was developed when few services
existed that were tailored to caregivers’ specific
needs. Due to a strong need for culturally
appropriate services for Hispanic/Latino
caregivers in the state of California, CWC went
through several iterations to adapt it for cultural
relevance. Similar positive effects on depression
and caregiving stress were found in RCTs where
CWC was compared to other active programs*>7.

Initial CWC Program (1988)
Length: 12 sessions held on consecutive weeks,
2hr duration each session
Intervention Style: Delivered face-to-face in a
small group format: 8- 12 caregivers of PLWD
who met specific criteria for acceptance of
significant symptoms of depression
Topics: Teach a set of cognitive-behavioral skills
to improve mood, including identify/add positive
activities into daily life, skills for questioning
unhelpful negative thoughts about caregiving,
developing more adaptive ways to think about
their situation and ways to manage problem
behaviors of their care recipient.
Materials: Participant workbook and Leader
workbook.

With CWC's success, further adaptations and appropriate modifications in language, format,
and examples were developed and studied with other culturally and linguistically diverse
groups including Chinese American caregivers, Viethamese American caregivers, and Farsi-
speaking Persian caregivers. There are several programs which have been developed using CWC
and the program’s core components. A few of the most recent are described in the following

text.

Active Caregiving: Empowering Skills (ACES)
ACES is a face-to-face workshop for caregivers of
persons with memory loss. In ACES, CWC was
modified to include some positive psychology
features. Caregivers learn about resilience, stress
and stress management, behavioral activation for
mood stabilization, tools for changing challenging
care recipient behaviors, communication with
individual with dementia, family, & providers,

ACES Program (2018)
Length: Eight-hour workshop: divided into four
2-hr sessions, offered over a 4-wk period
Intervention Style: Delivered face-to-face in a
small group format
Topics: Stress, mood, communication, &
challenging behaviors
Materials: Participant Packet, & Handouts

and tools for happiness while caregiving such as positive thinking, gratitude and forgiveness.
This adaptation was based on caregiver feedback as well as advances in the field of caregiving
research.

Building Resilience & Inner Strength for Caregivers of Persons with Memory Loss (BRIGHT)
BRIGHT is an interactive, online workshop for
caregivers of persons with memory loss. It was
developed to enhance existing coping skills, teach
new ones, and acknowledge the depth and
breadth of each caregiver’s inner strengths. Built
using the ACES program as a base and adapted
for delivery virtually using a teleconferencing
technology. In BRIGHT, caregivers create a care

BRIGHT Program (2019)
Length: Six-hour workshop: divided into four 90-
minute sessions, offered over a 4-week period
Intervention Style: Delivered remotely via a
teleconference platform
Topics: Resilience, stress, mood, &
communication
Materials: Workbook, PPTs, & Handouts

i
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map gaining a clearer understanding of their care network. They learn new skills for coping with
stress, and practice new strategies for communicating with the family, with the person with
memory loss, & with medical professionals.

CWC2.0 Suite

CWC2.0 is an evidence-informed module-based CWC2.0 Suite Program (2020)
program that is delivered virtually. It consists of 9 Length: Nine modules: 90-minutes each, can be
modules that cover 8 topics. Each topic is combined into short workshops or used
designed as an independent workshop. independently

Intervention Style: Delivered remotely via a
Dependent on the needs, the modules can be v y
teleconference platform

combined to form short workshops. Each module Topies: Resilience, communication, stress,
has 1 topic with 3 sub-topics; each session starts frustration, isolation, mood, self-care, care-
with an agenda, skills are taught through an recipient challenging behaviors
interactive combination of information, Materials: Facilitator's Guide, PPTs, & Handouts;
exercises, and discussion, topic is summarized at Compan'o,n ltesilise e caregiver eiferrizlls £
] o ] resource links sorted by topics
the end of the session; and an individual Action
Plan is created to integrate skills into the caregiver’s daily life.

CaregiverTLC

CaregiverTLC is an evidence-based workshop created from CWC2.0. The CaregiverTLC program
broaden application of the CWC2.0 from a dementia/memory loss focus to one encompassing
physical chronic illness. The caregiver issues are similar: stress, frustration, depressive
symptoms, lack of self-care, need for a larger support network, and issues with
loneliness/isolation. The psychoeducation and skills from the CWC2.0 program were paired
with new examples appropriate for those caring for those with physical chronic illnesses,
including memory loss. CaregiverTLC was created during the pandemic and thus followed the
CWC2.0 format as a virtual program. It has been evaluated in an RCT® compared to a waiting list
control with strong positive results. Caregivers learn about stress and stress management,
behavioral activation for mood stabilization, resilience and their support team, self-care,
frustration and anger management, how to reduce isolation and stay socially connected while
staying primarily at home. The Workshop uses CWC2.0 modules but adds a check in at the
beginning of each session to review home practice of the action plan and problem-solve any
obstacles encountered.
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