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About Barb

* 48+ years Human Services
* Consultant
* CtLC Coach
* PCT Trainer/Mentor
* Family Member
* Family Caregiver
* Sister, Partner,
Daughter, Aunt
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About Jane

* Mom of 3 sons, “Ben’s mom”
* Wife, mom, grandma, daughter, sister
e CtLC Nexus at UMKC-Institute for Human

Development, UCEDD
* Product Development and Training
* Trainer/Coordinator of SDM activities




Objectives for Today

* Raise the bar in how we think about short breaks
* Introduce LifeCourse tools and training for Respite
* Explore short breaks through an interactive activity
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What is Charting the LifeCourse?

Created for people and families of
all abilities and all ages to:

* Explore life possibilities and discover
options

* Problem-Solve to find solutions and
identify resources

* Plan Goals and Action Steps for Now
and the Future

* Advocate and navigate for vision
* Access a variety of integrated supports
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CORE BELIEF

All people and their families
have the right to live, love, work,
play, learn, and pursue their life
aspirations in their community.




Charting the LifeCourse
Key Principles

ODO0ODO

Charting the LifeCourse o @ o m @ 0 | www.lifecoursetools.com




National Respite Network
AND RESOURCE CENTER

Respite: Setting the Stage

Beyond traditional understanding
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Traditional Respite
Definition

* Paid service

* Qutside family home

* Formal care facility setting

 Community based respite
program

OR

* In-home with paid
professionals
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Respi.te: o short breaks
Practical Application wellness

e "Coordinated systems of
community-based respite for family rest and
caregivers of children or adults recharge
regardless of special need.”*

* Short breaks that benefit both the . ces
caregiver and care recipient friends usted p\a

e Can be in a variety of settings, a“d peo
including in-home, community

places and more

* Respite can be a “formal service” or extended famlly

informal supports
*Lifespan Respite Care Act

balance
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Doing Everyday Things

Sometimes caregivers need respite to handle some kind of business....

Caregiver may need short breaks to work on these kinds of things:

* Medical appointments

* Grocery shopping

* “Fighting city hall”

* Handling household issues
* Paying bills

* Job obligations
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Changing Roles

May not recognize, acknowledge or identify as a caregiver

* Change in roles (for example, caring for a spouse or aging parent)
* Not acknowledging the “extra” care, beyond the typical role

* Not recognizing the stress and “overwhelm”
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Why Think Differently About Respite?

* Not everyone gets respite
funding — think about the ALL

* Respite funds are often very
limited — how can we make
them stretch?

» Short breaks don’t have to be a
formal service — how do we
incorporate into everyday life?
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Finding Balance

and other family

Overwhelmed; b
members;
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Caregiving can be:
* Rewarding
* Stressful
* Overwhelming

Important to find
BALANCE



Why Respite is Important

Research shows that respite, which is personalized
and purposely planned, benefits not only caregivers,
but all family members, including siblings or a

spouse or partner.

Charting the LifeCourse @ @ o 0 Q ’5 www.lifecoursetools.com



Benefits of Respite

Caregiver:

* Rest and recharge

* Relieve caregiver stress

e Spend time with other family member(s)

e Catch up with friends

* Do things they enjoy

Care Recipient:

* Break from caregiver

* Chance to spend time with others or do things they enjoy
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“Good Respite for All

The Care Recipient will have greater independence by
spending time away from caregiver, improved interactions
with caregiver (due to decreased stress), increased
happiness and self-esteem.

Caregivers will be supported to take planned short breaks
where they can focus on self care, spend time with friends or
other family members, read a book, do everyday things, or
just relax and re-charge.
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ALL Lfo Domains

LIFE STAGE

20000

ALLStoges

Respite:
Short Breaks for Caregivers

Being a caregiver can be ane of the most rewarding and.
most challenging times we face. In order to continue to
bk ik oo
etiadlicph b
P
‘This guide is meant 10 help caregivers and those.
ot i it bl
it el |\ /[155OURIT
understand the possibilities and options that exist for FAMILY TO FAMILY
respite, within and outside the formal, paid service WO
stem, and create a successful plan that uses these short
breaks to enhance the bves of af family members.

INPARTNERSHIP WITH

000000

Charting the LifeCourse Respite
Guide and Tools
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Respite Guide

https://www.lifecoursetools.com/lifecourse-

library/exploring-the-life-domains/respite/

* Free to download and use
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Respite:
Short Breaks for Caregivers

Being a caregiver can be one of the most rewarding and
most challenging times we face. In order to continue to
care for family members who require additional support,
we must remember to care for ourselves as well.

This guide is meant to help caregivers and those

who support them to understand the meaning and
importance of respite/short breaks, see real life examples,
understand the possibilities and options that exist for
respite, within and outside the formal, paid service
system, and create a successful plan that uses these short
breaks to enhance the lives of all family members.

UMKC INSTITUTE FOR HUMAN DEVELOPMENT, UCEDD

LIFE DOMAIN

000006

ALL Life Domains

LIFE STAGE

ALL Stages

DEVELOPED BY

MiSSOURI
FAMILY TO FAMII%

INPARTNERSHIP WITH

“Respite
’_{Network

And Resource Center
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LifeCourse Portfolio: Exploring Respite

(o\ LIFECOURSE PORTFOLIO | EXPLORING RESPITE (o\l INTEGRATED SUPPORTS STAR | EXPLORING RESPITE

(’o\ LIFE TRAJECTORY | EXPLORING RESPITE

Yo ‘What's Working? — ‘What Would It Take? _ Vision for a Good Life

List past experiences where taking & List current o future Ife experiences or goals that For the care recipient For the caregiver
break was suecessful ar helpful will eontinue to support your good life vision

Visian for good respite

Technology for Supporting Respite
ayydsey Buoddns Joj sdiysuoge|ay

List Past experiences where taking @ List what might make it hard to
break didn’t work out well take a break from caregiving

What We Don’t Want

For the care recipient For the caregiver

MAKING SHORT BREAKS HAPPEN:

What would | de if | had @ break from caregiving? Whe would | spend time with during a break from caregiving?

'q

What needs to be in piace so | am comfortable leaving the person | am earing for?

o AN
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PLANNING RESPITE

What's going on now?

Having a clear picture of your current situation can help you know where you are starting, how usin
could improve your life, think about what you would do with a short break, and identify what need:

To begin, you will need the blank LifeCourse Respite portfolio that came with this guide or you dows
at lifecoursetools.com/respite.

The first page of the portfolio is designed to provide a snapshot of your current situation related to
well as help you identify the benefits of respite to you, your loved one and other members of your f4
are able to take a break from your caregiver role while your loved one is in trusted care. Take a few
to reflect or even have honest conversations with other family members about the impact of caregiyi
consider your own needs as well as those of others in your family. Try to let go of any guilt and thinl

about your unique situation.

f

What is going onin my life?

h}m&hw%wqmﬁm
your loved one, and your family as a whole. Think about
factors that are uricue to your situation.

/’

How would taking short breaks H
and the person | provide care

List some of the SPECIPIC berefiks
your loved one, and your family.

Examples: releve stress, improve caregp
}Ml’H"' WP'W NHD"IH? U‘ m‘al\f‘r Gﬂd
Hr‘qlm kﬂﬁpl’q HElFJUb

(&

What would | do if | had a break
from caregiving?
List ideas of places you might wart to go, achiities in which
Examples: atend faith or obher community events;
hOI“ *‘PD\!IH or Famiy I.\MVI"I', M‘ a yaga Clﬂ!

Mcaking Short Breaks Happen

Who would | spend time with d
a break from caregiving?

Thirk. aboset whe you would lke ¥o spend Hi

Exarmples: reconnect with famiy or friend

nevr friend, have some dlone dime

—i CARE RECIPIENT

PLANNING RESPITE

What is our vision?

Respite Trajectory Worksheet

Good respite planning starts with a clear vision for a good life and for a good respite experience. Havi
of what good respite looks like for you and your loved one, and keeping that vision in mind, can help
as you make decisions about whether choices or experiences draw you closer to that vision or further 4

Relationships

Most of us rely on others in our life to give us advice,
lend a hand, or be there for us when we need some
support. How can relationships help you take a
respite break and/or make it a positive experience for
the care recipient?

List the people in your life (and if you'd like, thair
relationship to you or your loved one) right now that
either do or could do even one thing that would enable
you to take a short break in the purple part of the star.

i isi inki FIGURE 2. VISION FOR....
Exploring your vision could mean thinking well

into the future or focusing on the here and now. ST——
Identifying a vision will help you have a target to aim
for, as well as a way to communicate with others what
you want good respite to look like. Most caregivers
will anly take a break if they are sure their loved one is
happy, safe, and well cared for in their absence.

The Respite Trajectory Worksheet is located on the
inside of your LifeCourse Respite Portfolio. You will
begin this exercise on the right-hand side of your
Respite Trajectory Worksheet. You will begin by
identifying an “overall” good life for both you (the

0000

caregiver) and the person receiving care, as well as
what you both don't want in life. This will help you keep in mind a target for your lives, and avoid pitf]
might take you in an undesirable direction.

CAREGIVER ) RESPITE
Vision for a Good Life
LIST what needh fo be present or
happening Yo mdke a good Ife for

.H‘WMVNWH
long or short berm.

Examples: friends, famly, fun, gosd

Vision for a Good Life
sk Hhe person receiving care (if
possible ) 4o define Hhein guod e and
LIST in Hhis section I could be simitar
or diferent than what you idenkfy
m+ ML"MLWYWPAI‘G
arvile on Hheir face?

VISION FOR GOOT
LIST what makes o g
np:n'lmforbﬁ!hr
loved one. VYhat e
heppering or i place 30
ulancncfhmcopuﬂm

Examples: Rexpite proy

What needs to be in place so | am comfortable leaving the person | am caring fg

qu‘ some DF‘“\‘ EUHJIhUIIJrIPIGI“ wﬂ:ur'h ‘HWG+ YUil Ghd )‘W |w¢d one F‘Gl are musnr'y +U fl‘l GDMFD"'
apart and truly enjoying a short break from caregiving.

exemplui lpulﬂ: H'uwug n“dld, unue care nudl; pm‘m-d weay of Emﬂg IKWD‘M.

Euanﬁ( friends, farnly, o favorthe
trem or food

)dnw‘\mhg‘nmélmfkdnh
Hings you ke

n CPRSfest aid, care
erpycble ocH

P
What We Don't Want
LIST subeomes o expenences thak
your boved one wishes o avcid on would
moke ther fe ot good” in Hhis sechon.
e:r.wplcs. being bored, lonelness,
p

e money \

R S—
[

What We Don't Want
Lisk what wieuld make yeur e rok 5o
gesd Vhat do you want o ausid

wprzun!?
e:mpkn. poverty, pocr heaith,
\_ or losa of job

Y

[
WHAT IS NOT GOO|

Don't Want” below.
- i
LIST Hings Hhat weuld

a negative expererce f|
mmgiu:rmdlrnr:m

MAPPING RESPITE

What are our options?

Integrated Star Worksheet
In this section, you will create your own Respite
Integrated Supports Star “bank.”

Completing the star will help you think about your
own life and the supports and resources you have
available in each of the star categories that could help
make respite possible or a better experience for you
and your loved one.

You will need your LifeCourse Respite Portfolio, tuming
to the Integrated Star Worksheet on the back page.

First, in the center of the star, write “Respite Supports
for” and the care recipient’s name.

The descriptions and examples that follow in this section
will guide you through each part of the Integrated
Supports Star.

Person ts and 3

It's important to consider what the caregiver and the
person receiving care bring to the table - what are the
possessions, assets, skills, traits, knowledge and talents
of you and your loved one that could make respite
possible and a positive experience?

List you and your loved one's knowledge, skills,

lity traits, and ial or financial resources
that enable or could enable you to take a break in the
light blue part of the star.

Technology
Everyone uses technology as part of daily life these

days. How can technology be used to help make respite

possible for you and a positive experience for your
loved one?

List the technology you and/or your loved one have
available or use now in the pink part of the star.
Remember, technology can be high tech, like a smart
phone, or low tech, like a digital watch.

FIGURE 4. MAPPING SUPPORTS FORRESPITE

e [er—— —

State lifespan respite
care programs

Dider Americans
Act- Family Caregiver
Support Program
Respite voucher
Consumer directed
respite

Examples:
«  ability to stay
home alane
ability to dial 911
doesn’t wander
knows/communicates
address

breaks for herself.
r, Nicole began to look
htly.

daughter, who was

summer, could help

er as well as spend some
Nicole to work on

as well as run occasional

lationehip-based

Huced the amount of

leling and allowed her to

|ded to dao. *




Respite One-Page
Description
Why Use This Tool?

 Get to know more about the
caregiver

* Begin to build trust and
relationship

Dovalopad by tha Charting tha LifeCourse Nams CoursaTools.com
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Questions to Ask or Discuss

* What is going on in your life?

* How would taking short breaks HELP you and the person you provide
care for?

* What would you do if you had a break from caregiving?

* What are things you enjoy doing?

* Who would you spend time with during a break from caregiving?
* What are some of the everyday things you don’t have time to do?

 What needs to be in place, so you are comfortable leaving the person
you are caring for?

Charting the LifeCourse @ @ o @ @ www.lifecoursetools.com



Let’s Try It!
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Each person take a few minutes to think about

the questions and write something in each box.

Then spend some time sharing and discussing
in your group how you could apply to the
people you navigate with, plan with, etc.

If you are NOT a caregiver, think
about it in terms of what is going on
in your life

* Where could you use a short break
(parenting, job, obligations, etc.)?

e How would a break in
help me?

 What would it take/what would
| do if | had a break?
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Fill it out for YOU

(0\I LIFECOURSE PORTFOLIO | EXPLORING RESPITE

NAME: DATE:

~

What would [ do if | hod a break from coregiving® Who would [ spend time with during o break from caregiving?

What needs to be in ploce so I am comfortable leaving the person | am caring for?




Welcome Back!

* What were some of the key takeaways or
“aha moments” from your activity and discussion?

 What did it feel like to do this for yourself?

 What would it be like to use this to support a
caregiver to take a short break?




Why Use the

Y What's Working? N What Would It Take? Y Vision for a Good Life
(] List past experiences where taking @ List current or future life experiences or goals that
break was successful or helpful will continue to support your good life vision
Trajectory? Sl
[
Ve
L] L]
Learn about vision,
O [
fears, barriers : )
List Past experiences where taking @ Listwhat might make it hard to N A J
break didn't work out well take a break from caregiving

|dentify goals for n
caregiver and care o

What We Don’t Want

recipient for short
breaks/life «

000000
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Vision for
Good Life and
Good Respite

And what we
don’t want....

Charting the LifeCourse (% Wk { M

Spending time with family and
friends, im person or virtuzlhy
Volumteering at Fine Station
Faworite food and drink - Pepsi
is at the top of that list
Watching wrestling or listening
to music on |-pad

Farworite TV shows - cooking
shiows, ER or medical shiows.,

Vision for a Good Life

Wision flor oo respite N
Mentzl health break for mom
Time to run errands/shopping
Someone or something to
keep Ben occupied while | am
in meetings or presentations
“ME" time

Ben is safe and secure and has
something to keep him
ocoupied

Ben interacting with people

Spending time/staying in
touch with family and friends
Having money to buy what |
wart and co what | want
Getting my nails done every
-3 weeks

Meximn foed and margaritas
Having a s=fe, comfortable,

upgraded house

wrestling, music shows : * Traveling for fun and leisure
* Playing baskethall hie Hkes or cares sbout * Job | love (have one!)
= Swimming * |zzi the dog
* Tattoos [has one, wants more) * Being healthy/keeping existing
* Country music concerts heatth isswes under control
# Live wrestling shows *  Mice car with lll the cool stuff
* Going to church on Sunday . S Shoes - lots of them
# Playing Golf # [Eatwithout gzining weight
\» Going on vacations _:k *  Family safe and healthy _,,-"I
- What We Don't Want ~\
For the cone recipiant For ihe comegiver
* Being bored * Poor health it hesith
. H-eiE anuious or wormed 4 - WTWI“;;:I 018 A ,_,l::_.; d:t,:rll::ltni:,s =
Getting sick/getting COVID1G | * “FTEUPOS i -
s * Benupset worisdorscared | © L8 LT B e
*  Hospital sty ' M"m:' waorried zbout Ben #  [Ben or family members being
#  Health isswes like dizbetes or * Benis bored/not engaged hospitalized or dying
heart dipease * Kom feels guilty for taking s Cethine impgtient or short-
* Being lonely or isolated areak tcrnp:sr-:d :u: to oeer-
* |n institution or group home exposure (Ben 24,7
* Mo money Gain weight
- i::‘:k atkl?lll:lm 2447 A v, Not enough money
. ing skills
LS

A

www.lifecoursetools.com



Why Use the
Respite
Support Star?

Not everyone gets paid
respite supports
(think about the ALL)

Paid respite funding is
often not enough
(make it stretch)

Can offer more targeted
and personalized
support (incorporate in
everyday life)

Charting the LifeCourse -h Ww o1 M M @
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e\' INTEGRATED SUPPORTS STAR

Seek physical activity
Find excuses to change rooms frequently

@
Cook food that is new to you
Learn a new skill or craft
Make a wish list of “if | only had min. to

myself” ie. :15, :30, :60, a day etc. Be ready to
execute your list as able
Put positive memories in a jar and pull out as

needed
Create videos to share with others online
Your child’s abilities:

Electronic reminders _ -can stay alone/in another room for short time People who can provide short
= Schedule to r.edu.oe anxiety _not a wanderer breaks by doing any of the =
S Remote rponltorlng for following with your child: video g
° short periods chatting, social distancing in the §=§
- I8 o Cell phone/Texting — i i ing iz
£ ! ell phone/Te Ing ) yard, texting or calling, playing o
'g |n|:r.ease communication video games online, etc. £
options for all & |mmediate or o
. Virtual conferencing extended family
iPad educational/life skills members
- apps i i
whnen in-person or .
Virtual vacations for both Teachers, coaches
parties and Ideas for Co-workers

Online classes or training Short Breaks Other caregivers
Virtual Happy Hour after during COVID19 Faith based

[
O ‘ ‘ ] ] a ‘ eS I t e ehils pedtime cnmmuniw
College students
‘ . ‘ , t
Se VI CeS a en 4 ol R Medicaid, Medicaid i Ssl, sSDI

Online special interest groups (crafts, hobbies, SAIELE, LA BRI UL £
Family care homes or host homes

sports) .

Meet i Home-based service programs

d (.ee Lt =R . . Self Directed Support Personal Care Assistant
Faith-based resources — online services or groups : . .
Volunteering tozether - VolunteerMatch tofind (PCA); Family as paid caregiver
o.un ering og_ R er - Volunteeriviatch.org to in CCtlPersonal Care Assistance Agencies

online opportunities . .

State lifespan respite care programs

Get involved in a volunteer project you can do from Older Americans Act— Family Caregiver

home Support Program
Community Centers or Parks and Rec hosting online pp.o g
Respite voucher

fun activities or exercise classes .
Consumer Directed Support

Community Based

o Developed by the Charting the LifeCourse Nexus - LifeCourseTools.com
@ 2020 Curators of the University of Missouri | UMKC IHD = March2020
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Planning for
Supporting
Ben’s

Caregiver(s) if
Parents Aren’t
Available

Charting the LifeCourse

Financial Help:

Family Assets:

“Life Insurance - Tom's work (2x yearly salary) -House is paid off
-Life Insurance - Jane's Work (2x yearly salary) -Ben Special Needs Trust
-Annuity - XXXXXXXXX (Jane) -Family Living Trust
SXOOOKXXXX Life - Jane and Tom policies -Savings account at XXX
Notebook with lots of info - in Dining Room
Ben's Strengths:
-Routine oriented
-Very social - people person
-Likes to be active - on the go People who know Ben well:
= q iPad -Understands more than you think Matt (twin brother)
et about lots of things Tz (il b ia
2N _Doorbell/Tndo ¢ (older brother)
el oo;‘ : }(:rlcamelrash. > -Helps with trash day and dishes Gz
S “Apple NI.LIS.IC “1eps cim At an Chad and Ericka
N occupy his time
-Paid WWE Network subscription People to help plan/problem solve:
-Uses FB Messenger to video chat Sheli Reynolds
Julie Reynolds
Jenny Turner
[NFORMA?ION People who love and care about Ben:
for Caregiver Matt, Libbi, Zac
If Ben's Parents Fire Department - Brad, Cameron,
aren't available

-Ben is very well known in our local community
-St Ann Catholic Church

-Membership at ES Community Center (they
have some online activities during COVID)
-Can ride the Omni bus around ES

-ES Fire Department - lots of supporters there,
and when safe (post-COVID) volunteering there
means the world to him

Community Based

Nathan, Balls, Matt Spohn

-Medicaid Community Support Waiver - Self-
directing (mom is designated rep)

-Support Coordinator with CHS - Lisa Antonini
-SSI - mom is representative payee

-Northland Therapeutic Riding Center

www.lifecoursetools.com
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Charting the LifeCourse Respite Series
What is it?




Respite Skill Building Series

4-part Interactive Skill Building Training

 Session ONE — Explore respite/short breaks; building trust; getting to
know caregiver/family

 Session TWO — Trajectory - discover vision/fears; identify barriers;
identify GOAL(s) for short breaks/life in general

e Session THREE — Integrated Supports — mapping and planning variety
of supports for respite; moving beyond traditional paid respite

* Session FOUR — Respite Schedule — using to map care giver and care
recipient needs and life schedule
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Questions & Final Reflections
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THANK YOU!

stiohnj@umkc.edu
Barbara.Sapharas@umkc.edu

https://www.lifecoursetools.com/lifecourse-library/exploring-the-life-
domains/respite/

\@) www.lifecoursetools.com
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