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About Jane....

e Mom of 3 sons, “Ben’s
mom”

e Partners in Policymaking
Graduate

o Community Inclusion and
Field Research Specialist

« National Community of
Practice on Supporting
Families Staff

e Missouri Family-to-Family
HIC staff

« Coordinator of activities

focusing on supported
_decision making
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Presenter
Presentation Notes
Parents experience with caregiving – 6 years – had to look for ways to give Mom a break


Project Outcome

State and national consensus on a national
framework and agenda for improving support for
families with members with 1/DD.

Enhanced national and state policies, practices,
and sustainable systems that result in improved
supports to families.

Enhanced capacity of states to replicate and
sustain exemplary practices to support families
and systems.

National
Community of
Practice for
Supporting
Families

Project Goal

To build capacity through a
community of practice
across and within States to
create policies, practices
and systems to better
assist and support families
that include a member with
I/DD across
the lifespan.



Presenter
Presentation Notes
Are YOU in one of the CoP states??

COP charged with developing a framework for supporting families
Chose to model after the life course theory
Informed by Wingspread-Building a National Agenda for Supporting Families with a member with IDD

Framework started with Mo F2F stakeholders.  Plain language, not systems jargon. 







Outcomes for Today

Basic overview of the Charting the
_IfeCourse Framework

How to use the Charting the
_IfeCourse Respite Guide, Portfolio

and Calendar
Tips and hints from the pilot group
Share real life examples
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Presenter
Presentation Notes
Build your capacity to understand, use and support caregivers to use the Charting the LifeCourse Respite Guide and tools


Guiding Principles of the
Charting the LifeCourse Framework




S
Current Reality of Services and Supports

Federal Budget
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Presenter
Presentation Notes
Respite – budgets, demand, and capacity of workforce (even if someone has respite funding, can they find a respite provider or worker?

-DEMAND for services going UP, while BUDGET is going DOWN.  Workforce – females between 25 and 45, going DOWN.  Elderly using $ and people resources that IDD also uses.  
-Expectations of younger generation that has grown up with FULL iinclusion.
-Policy – moving away from institutional and congregate settings, and employment and community inclusion is an expectation. 
-Providers expected to do MORE for less 
Key Federal Policy:
Developmental Disability Act
Individuals with Disabilities Education Act
Family and Medical Leave Act 
Lifespan Respite Act 
Older American’s Act
HCBS rules
Key Federal Initiatives
Medicaid Money Follows the Person
SSA Ticket to Work
Aging and Disability Resource Centers
HHS Community Living Initiative

Other Key Initiatives:
National Governors Association initiative “A Better Bottom Line:  Employing People with Disabilities”  




Services and Supports are Evolving

COMMUNITY
FAMILY

COMMUNITY

COMMUNITY

)

FAMILY

PERSON PERSON < PERSON

Everyone exists

within the context Traditional Integrated Services
of family Services and Supports within
and community context of person,
family and
community
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This is true across most service systems


National “All” People with I/DD

®
1in 4 Persons with I/DD Receive
Formal State DD Services

4.7 Million

people with National %
developmental Receliving _State
disabilities DD Services

** Based on national definition of developmental disability with a prevalence rate of
1.49%
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Presenter
Presentation Notes
While this graphic is specific to DD, other service systems are similar – ie – behavioral health, special healthcare needs, aging
3 out of 4 are not getting and may never get paid DD services.  Our job is to help the 3 get other kinds of support, and help ALL 4 figure out different ways of getting supports. 




Expanding the Framework to “All”

All Disabilities

All Socio-economics

All Members of Family

All People Across the Lifespan
All Types of Organizations

All Systems
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Presentation Notes

3 out of 4 are not getting and may never get paid DD services.  Our job is to help the 3 get other kinds of support, and help ALL 4 figure out different ways of getting supports. 




Core Bellef
All people and their
families have the right
to live, love, work,
play and pursue their
life aspirations
in their community.
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Trajectory towards Good Life

Sennl s
VISon
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Presenter
Presentation Notes
What kinds of things did you say earlier for YOUR good life?  PWD and families usually want those same types of things. Everybody “gets” what the good life is.  We just don’t usually ask them!  What kinds of things do you think PWD and families will say they DON’T want?  Sometimes you need to start there – they may not know what they want (because they are thinking in disability world) but they almost always can tell you want they don’t.  FAMILY should have a good life trajectory too.
TRAJECTORY is the path that will either lead you toward the good life or toward things you don’t want. Think about throwing a football – the path that the ball takes on it’s way to the receiver is the trajectory.  If you shoot an arrow, or a nerf gun – the path that the arrow follows is the trajectory.   CAN START at ANY AGE!!!!
Support coordinators, providers, DSP’s, VR counselors, teachers….. ALL have the power to impact someone’s trajectory, sometimes negatively, by their actions or words.  We must be very careful and mindful of the impact we can have.  Are we nudging person and family toward what they want or what they don’t want??   EACH interaction, think about which way it pointed their trajectory! 
KINDERGARTEN story – segregated class and safer special bus
Trajectory isn’t always straight 
Bumps in the road – you can get back on track 
VISION and TRAJECTORY can be very broad or very specific and time limited.  Might be what are we doing/what’s happening this wee


“Good Life for All ”

The Individual will achieve self-
determination, interdependence, productivity,
Integration, and inclusion in all facets of
%ﬁ‘.‘é@t\){/i\\fﬁe supported in ways that
maximize their capacity, strengths, and
unique abilities to best nurture, love, and
support all individual members to achieve

their goals
o)
H
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Presenter
Presentation Notes
RESPITE is that type of support for family members/caregivers – they can provide better care and support to the individual when they are supported
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Presentation Notes
We will get into more detail on trajectory and integrated star moving forward


LifeCourse Integrated
Supports STAR

Personal Strengths

& Assets
resources, skills,

COMMUNITY Technology ypjjities characteristicsRelationships
‘H I-pad/smart phone family, friends,

apps, remote neighbors, co-

monitoring, workers, church

cognitive members,

accessibility, community

Adaptive members

equipment

Community Based Eligibility Specific

school, businesses, SHS services, Special

church faith based, parks Ed, Medicaid, Voc

100% & rec, public Rehab, Food Stamps,
transportation Section 8
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Presentation Notes
***Do the example of morning routine to help them learn the star concept


MAPPING
PROBLEM SOLVING
PLANNING LTSS
PLANNING ACTIVITIES
We ALL do this without even thinking about it


BEN — before Integrated Supports
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BEN — After Integrated Supports

Long Tarm Sarvice and Support Naads

PERSONAL STRENGTHS & ASSETS

Time Mon Tues Wed | Thurs Fi | sa | sum
Able to Stay home alone i;:l;.‘l-'r.ﬂl Parents get Ben cut of bed, asakt with breakins:, shower, g=ing dreased and ready for his day
for up to an hour; has & Ty ——

E-0:00 AM

can use i-pad; S

TECHNOLOGY: RELATIONSHIPS: YT : "o | o

i-pad when Mom, Dad, e % | ==
home alone; Matt, Zac, Al, B o T -
digital watch , Chad, Ericka
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4
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VISION for a GOOD LIFE

Life Trajectory Worksheet - IST what you want your “goad lfe” to ook ke ..
Past Life Experiences UST curent future ifeexper;-z;:':l d friends
Personal Strengths & Assets ST pst e exprnces o et continue supporting your goo Family a: r
that supported your vision for a ; Ifrien
i i i e t fire station; Girl
Outgoin ersonality, friend) : L Volunteer a i
E !jg sg pi ~;y ity b t Chores; Boy Scouts; Find more volunteer ops; /' Vacations o
agle Scout, can ride city bus, School Inclusion/Circle of Work out regularly; Concerts, WWE, Nas|
Well known ajl over town ol ol Tattoos

Rslationships

Dad, Mom, Matt, Zac,
Ali, Chad, Ericka,
Twins, Sheli, Ange,
Pam, Wally, Josh,
Firemen friends,
Spohn, Buford, Mike,

Technology

i-pad, apps, Facebook,
facetime, digital watch,
vibrating toothbmsh,
glasses

Friends; Birthday parties;
Riding bike; Debit card;
Family Vacations;
Church youth group;
Football manager;
Homecoming king;

time;

Keep in touch w/ friends;
Increase home alone

Go out with friends;
Spend daytime hours out
of the house;

Money; Job or my own business
Volunteer at Fire Station

Being Tiger football manager
Church

Healthy and fit

Nick, Scout friends

you toward things you don’t want.
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Sitting at home watching

Gaining weight;

©
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-~ Laalth heart disease, diabetes;

Quylng active

Tool for Developing a Vision - Family

Current smmlon;nqmy ta
Work On
Priority £1- e e b halp
Ben figure aur oW ane of his
interests can be used to hejp
him start  smya) business ang
a8 ey, W also negy 1y
BIDIore haw to do this and
M3intain his efigility for
Medicaid, we 5 need tg
Wark with his gayime stalf ang
halg them with idpas 0 ways
0 gat him st gf the house
mare,

M Vision for Wy Family Merstrer, Future

Cantinue tg “aluntear at Fivg Station becavse
) leves it angt bg Belongs. Wo wan 1 nelp

A ity
sy merate g
20 gty
Wb el a7

Dy tity
Emplerpment

aney
Communigy | Vovin i
e

Mer

Priority i72: We neey 1 take g
maree active rofa 1 hela Ban
Invite friends to things with
him, espegsia))y the firaman
Oltside the statipy,

G abiy
B e et ey 7

BT wolld wark ooy at tpar &5 timesveqk,
23t haalthy foog chui, 0% 305 it caftging
1Pepsi). We want 1o B2t 3 il g

o il v g
A heaby iy
ar ® by
e s iy

B kel 1y

Priority a3: Explare buying a
Meditation dispanser thae he
€an starg Jearning how o use
while we gre ourd bo
suaervise and help him, y,
sothinkiting Bo0 ideg for
HiM b0 54311 2 s gy, ner
BANEN to grown some of pig
W Vegetabley,

Heakhy
Uhing

Ve iots af [, N8 anel Yarnily
embers who keeg in tauch with bim regularty
and will natie i Something is WIONE. He has 3
st commigun Tor his S Trust, sod b fas
Family wha are nis Pawers of Altaroey. yge

£ 90tions for fingpe @l seeurity.
Wewould ke to sep 820 have mog activg
roles at churgh

s, physicy)

Satory &

Priority na: we woid (ke 1o

POSSible apartment for Buq o

M least 3 hangaut s pee wheng
e €30 Spend time with fripngs
Wy drom mam and dag.

Wom o sty b g
atadak?

MEMAring for fugy e aptions,
By using 3 ambinatian of tech nology. family

o W b

} L ::-Z::.:T:: and frients, som. Mty aptions, paiy Supoarts,
o & | 5o behnmnnn | 30 bilfing o Bery W SK515 anef a itigs,
5.”“"‘ 2o btsserteny s | wethink he can hetvee Ve g g g wanis,
el L




Impact on All Family Members

Life Trajectory Worksheet
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Presenter
Presentation Notes
I USE THIS TO PLAN FOR MY DAUGHTER, TO FRAME HOW I THINK ABOUT HER

FOR MYSELF, TO GIVE ME PURPOSE AND DIRECTION
	REMEMBER HOW I SAID WE WERE SERVICE-DRIVEN? EVERY DECISION WAS DRIVEN BY DO I QUALIFY?
			WHERE ARE THE SERVICES?

NOW: NO LONGER DRIVEN BY FEAR, I HAVE THE FREEDOM TO EXCEL BC I KNOW THAT IF I LOSE A SERVICE, WELL LET’S JUST GO TO THE STAR AND SEE HOW WE CAN WORK THIS OUT

HAS CHANGED THE ENTIRE DIRECTION OF MY FAMILY.  WE HAVE MEANING AND PURPOSE

When I feel like things are getting crazy and out of hand, I can go back to our plan, trajectory.



Charting the LifeCourse.......

|s about having different conversations
Is a different way of thinking
|s about encouraging high expectations

Is about having life experiences to move the trajectory in
the desired direction

Is about integrating LOTS of different kinds of support,
and not just having an “all green life”

Isn’t JUST about the “tools”
Isn’t a “program”
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~ The Respite Guide:
Thinking through “Short Breaks”

Charti ;
arting the LifeCourse
LIFE DOMAIN
ALL Life Domains
LIFE STAGE
ALL Stages
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 reqguire additonal support,
we must remember to care for ourselves as well,
, DEVELOPED BY
This guide is meant to help caregivers and those
who support them to understand the meaning and M
importance of respite/short breaks, see real life examples, ! ISSOURI
understand the possibilities and options that e.:ci.sl for MLXQ FAM!K
respite, within and outside the formal, paid service M-
system, and create a successful plan that uses these short IN PARTNERSHIP WITH
breaks to enhance the lives of all family members. >
Q_c’é\‘aﬁqna.'
?‘ Network
~ And Resource Center
UMKC INSTITUTE FOR HUMAN DEVELOPMENT, UCEDD
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Presenter
Presentation Notes
Thanks to our advisory group, and field testers.  Funded by a Arch National Respite Network and Resource Center thru a grant from the Administration on Community Living.  WHO:  professionals to use with caregivers, or in some instances, for the caregiver to work through.  


Benefits to ALL family members

Some benefits of taking short breaks incdude’*34:

1. Harper, A., Dyches, T. T., Harper, 1., Roper, 8. O., & South, M. (2013). Respite care, marital quality,
and stress in parents of children with autism spectrum disorders. Journal of autism and
developmenital disorders, 43(11), 2604-2616.

2. Neville, C., Beattie, E., Fielding, E., & MacAndrew, M. (2015). Literature review: use of respite by
carers of people with dementia. Health & social care in the community, 23(1), 51-63.

3. Robertson, 1, Hatton, C., Wells, E., Collins, M., Langer, 5., Welch, V., & Emerson, E. (2011). The
impacts of short break provision on families with a disabled child: an intemational literature
review. Health & social care in the community, 19(4), 337-371.

4. Theis, 5. L., Moss, J. H., & Pearsen, M. A. (1994). Respite for caregivers: An evaluation study.
Journal of Community Health Nursing, 11(1), 31-44.

&
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Presentation Notes
Sometimes caregivers need to understand the benefits – they might not recognize the need for taking a break or how respite would help not just them but the whole family unit.


.

Exploring Respite Possibilities with the

Integrated Supports Star

FIGURE 1. Integrated Respite Possibilities

Technology
Using technology to either help
provide the support a perscn needs
so the caregiver can take a break, or
enhance the respite experience.

Example: Using video chat to check
in with a caregiver who is not home.

Community Based

The places and activities in the community that anyone
can access, or the community members we interact with.

Personal Strengths and Assets

Tangible or financial resources, and personal

skills and abilities. What the person
who receives care can do with
minimal support.

Example: The care recipient is
able to stay home alone for
short pericds of time.

RESPITE
POSSIBILITIES

Relationship Based
Family, friends, neighbors,
co-workers and other pecple
who might be able to help with
something to enable the caregiver to
take a break.

Example: A neighbor comes by

for a visit while the caregiver
goes for a walk.

Eligibility Specific

Formal eligibility-based respite programs, as well as other
kinds of support the caregiver or care recipient may be

eligible for based on age, income, diagnosis or other criteria.

Example: A caregiver may be able to take a break

while his or her loved one participates in an activity at

the YMCA.

Example: An elderly care redipient is eligible for a

companion program through their Area Agency on Agency.

(%)
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Presentation Notes
Personal Assets and Strengths: Ben’s example of learning to stay home alone for short periods of time and what it has done for me as caregiver
Rachel’s example of “NEST” for technology
Elizabeth’s Family and Friends example for Grandma (dementia)
end to go straight to paid supports.  Often told to use “natural supports” but what does that mean exactly?  Will explore more in the coming slides. 
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Download your own LifeCourse Respite Portfolio at lifecoursetools.com/respite
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Life Trajectory Worksheet: Exploring Respite VISION FOR A GOOD LIFE

What's Working? Whet Would It Toke? / For the Cere Recipient NS For the Carsgiver
Past axperiancas whare taking a braak Wihat woald naed o happan 12 have [ d A \
was succasatul or halpil apasitiva caragivar brask? VISION FOR
QOOD RESFITE

= : 7~ /

; WHAT WE DONT WANT

What's Not Working? Barriers to Overcome or Avoid? Far the Care Recipient Far the Caregiver \
Past axpariances whero taking 3 broak . What might maka it hard to.
dlicln’t work out taka 2 brask from caragiving?
NOT

@0O0D RESPITE
e,
¥ Charting the LifeCourse Integrated Supports Star: Mapping Respite Supports (=) Charting the LifeCourse: Exploring Respite @%’"@' >
Technology Personal Strengths & Assets Relationships _ - . .
- N -~ >,
f ‘What is going on in my life? \"‘. " How would taking short breaks HELP

me and the person I provide care to?

A 4
P
Making short breaks happen
‘What would | do if | had a break Who would | spend time with during
from caregiving? a break from caregiving?

What needs to be in place 5o | am comfortable leaving the person | am caring for?

Community Based Eligibility Specific

Access the LifeCourse framework and tools at lifecoursetools.com

D, UEEDD. OCTORER 20117 D, LCEDD. OCTORER 2017




How can the Respite Portfolio be used?

Problem solve during planning meetings on how to
meet needs of all (loved one, caregiver, other family
members)

Train/coach person(s) providing respite (in/out of
nome)

Plan or coordinate logistics of day-to-day activities

Help educate community members on how to
support loved one
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Presenter
Presentation Notes
How we use the one page profile to educate or update staff, friends, family, etc.
More on this later


Caregiver
“Snapshot”

PLANNING RESPITE

What's going on now?

Having a clear picture of your current situation can help you know where you are starting, how using respite
could improve your life, think about what you would do with a short break, and identify what needs to change.

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

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

How would taking short breaks HELP me
and the person | provide care to?

List some of the SPECIFIC benefis o you,
your loved one, and youn famiy.

emmp'lu' releve stress; improve caregver mental
heatth; improve relationship of caregiver and loved one;

Making Short Breaks Happen
What would | do if | had a break Who would | spend time with during
from caregiving? a break from caregiving?
List ideas of places you might want 4o go, ackivbies in which Think, abeut who you would ke +o spend time with if
youd lke to particpate, or hobbies you rright pursue. you had respite from canegiving.
host sleepovers or famdy events; take a yoga class. new friend; have some dlone time.

What needs to be in place so | am comfortable leaving the person | am caring for?
List smo“-hecomil-ionu/:peziﬁc supports that you and your loved one feel are necessary to feel comfortable being
apart and Hruly enjoying a short break from caregiing.

Examples: specific raiing needed, urique care needs; preferred way of being supported.



Presenter
Presentation Notes
Can get the blank tools at lifecoursetools.com/respite 
Will go through it section by section


What'’s going on now?

/

©

How would taking short breaks HELP me
and the person | provide care to?

List some of the SPECIPIC benefits to you,
your loved one, and your family.

examp\es: relieve stress; improve caregiver mentadl
health; improve relationship of caregiver and loved one;
caregwer keeping their job.

\

/
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Presenter
Presentation Notes
Unique circumstances; why are you overwhelmed; needs or circumstances of other family members that impact caregiving


How can Respite help us?

/

\

How would taking short breaks HELP me
and the person | provide care to?

List some of the SPECIFIC benefits to you,
your loved one, and your fami|y.

exampbsl relieve stress; improve caregver mental
health; improve relationship of caregiver and loved one;
caregiver keeping their job.

\

g
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Planning what | could do
If | had a respite break

/ Making Short Breaks Happen N
What would | do if | had a break Who would | spend time with during
from caregiving? a break from caregiving?
List ideas of P‘aces you m@'rl' want +o go, actwities n which Think. about who you would ke to spend time with i
youd ke to particpate, or hobbies you might pursue. you had respite from caregiving,
examples: attend faith or other communi~|-y events; €xamp|es: reconnect with Fami|y or friends; make a
host sleepovers or family events; take a yoga class. new friend; have some dlone time.

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

List some of +he conditions/ spe.cific suPPoH-s that you and your loved one feel are hecessary 1o feel comfortable being
apar-l' and -l'm'ly ehjoyihg a short bredk from car\egivihg.

€xamp'|es: sPecific -I-r'aining needed; unique care needs; Pre(err\ed way of being suppor-l-ed.
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Presenter
Presentation Notes
Work on fitness goals; educational opportunities; fun and recreation for caregiver; opportunities to “recharge your batteries”
Ask – what are things you used to do but don’t or can’t anymore?  Are you turning down invitations from family, friends or co-workers?


Who would | spend time with?

@ >

Making Short Breaks Happen

What would | do if | had a break Who would | spend time with during
from caregiving? a break from caregiving?
List ideas of places you might want +o go, actwities in which Think about who you would ke +o spend time with i
youd lke to particpate, or hobbies you might pursue. you had respite from caregiving.
€xamples: atend faith or other community events; examples: reconnect with famiy or friends; make a
hest sleepover's or famﬂy events; take a yoga class. hew friend, have some dlone time.

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

List some of the condiions/ specific supports that you and your loved one feel are necessary to feel comfortable being
apart and truly enjoying a short bredk from caregwing.

€xamp|es: specific training needed, unique care needs; preferred way of being supported,

-_._ © UMKC INSTITUTE FOR HUMAN DEVELOPMENT, UCEDD | LIFECOURSETOOLS.COM



Presenter
Presentation Notes
Ask: Who have you lost touch with that you would want to reconnect with?  Who has reached out to you but you’ve turned down because of caregiving?  Are there activities of other family members you are missing out on?


“Must Haves” to make 1t work

- >

Making Short Breaks Happen

What would | do if | had a break Who would | spend time with during
from caregiving? a break from caregiving?
List ideas of P|aces you m@ﬂ' want to g0, actwibies n which Think about who you would ke to spehcl time with i
youd ke to particpate, or hobbies you might pursue. you had respite from caregiing,
exampies: attend faith or other commuhi'l'y events; €xamp|es; reconnect with fami\y or friends; make a
host sleepovers or Fami'ly events; tdke a yoga class. new friend, have some dlone time.

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

List some of +he conditions/ speciﬁc supPoH-s that you and your loved one feel are necessary Lo feel comfortable being
aPar"l' and +ru|y erjoyihg a short break from caregivihg.

€xamp1es: speciﬁc +r~ainin9 needed; unique care needs; Plﬂefer\r\ed way of being suppor'{-ed.
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Presenter
Presentation Notes
IF I’m worried about my loved one the whole time, I won’t benefit from the respite break.  


Care Recipient Vision

/ Vision for a Good Life \
Osk the person receiving care (f
possible) to define their good life and
LIST in $his section. I could be similar
or different than what you identify.
\Vhat makes +hem happy or puts a
smile on their face?

example: friends, family, a favorite
item or food

¥

What We Don't Want

LBTW{'ocrmswexpeﬂemeanl'
your loved one wishes +o avoid or would
make their ife “not good” in this section.

examples: being bored, loneliness,

\ no I"I"IOMY /

CAREGIVER

Vision for a Good Life
LIST what needs to be present op
happehihg to make a 900& ife for
YOU, the caregver You can +hink

long or short term.

exomples: friends, Famiiy, fun, 900&

job, or having enough money to do the

4-h'mgs you ke

¥

N

List what would make your life not so

What We Don't Want

good. \Yhat do you want o aveid

or Plﬂeveh{-?

Examples: poverty, poor health,
on loss of job.

6

/

RESPITE

VISION FOR GOOD RESPITE
LIST what makes a good respite
exPehience for both you and your
loved one. V'What needs +o be
kappah'mg ok in PLac.e. SO you cah both
relax and have a positive experience?

exampies: Tvain'mg in CPR/first aid,

care heclpie,n'l' does anjoyable ach'i-Py

“ier to know what you want by FIRST identifying “What We Don't Want” below.

- w N
WHAT IS NOT GOOD RESPITE
LIST things that would make respite

a ne.gaﬁve. experieﬂce for either the
caregiver and/or care recipient.

exampies: care recipient is frightened,
\ caregiver worries the entire fime /
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Presenter
Presentation Notes
If they can’t communicate verbally what they want/don’t want, then use your knowledge about that person to think about what they would say if they could, and what they tell you with their actions, reactions, expressions, etc. 


Caregiver Vision

CARE RECIPIENT

Vision for a Good Life
Osk the person receiving care (if
possible) to define their good life and
LIST in this section. It could be similar
or different than what you identify.
\Vhat makes them happy or puts a

smile on their face?

€xampie.: friends, family, a favorite
item or food

Note: Sometimes it is casier to know what you want by F

o

What We Don’t Want
LIST outcomes or experiences Hhat

your loved ohe wishes +o avoid or would
make their ife “not good” in this section.

€xamp§es: being bored, loneliness,

K ho mney /

o eamawe

/ Vision for a Good Life \
LIST what needs +o be present or
happening to make a good life for
YOU, the caregiver You can think

long or short +erm.

exampks: friends, Fami‘y, fun, cpod

job, or having enough money to do the
things you like

4 N\
What We Don't Want
List what would make your life not so
good. \Yhat do you want fo avoid
or pmvznl-?

examples: poverty, poor health,

or loss of job.
e : /

RESPITE

VISION FOR GOOD RESPITE
LIST what makes a good respite
experience for both you and your
loved one. \'What needs to be
happening or in place so you can both
relax and have a pos'i'Hve exper'ience?

excmplesi Tva'm'mc} in CPR/first aid,

care r'ecipieh'}' does enjoycbie cc{-iv'i'i'y

Ve Don’t Want” below.

4 N
WHAT IS NOT GOOD RESPITE
LIST Hn'mgs that would make vesp'i{'e

a nega'ﬁve zxper\ience for either the
caregiver and/or care recipient.

exampies: care recipient is frightened,
Kcar\egiver\ worries the entire Hme./

6
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Presentation Notes
Might be hard for the caregiver to think about what they want for themselves, but it’s important.  Might need to start with what they DON’T want.  Where do you see yourself in 5 years?  What makes you feel happy or content or fulfilled? Are there life goals you have set aside for now? 


Vision for Respite
CARE RECIPIENT T CAREGIVER -

Vision for a Good Life Vision for a Good Life / VISION FOR GOOD RESPITE N\
Ask the person receiving care (if LIST what needs to be present on LIST what makes a good respite
possible) +o define their good life and happening to make a good life for experience for both you and your
LIST in Hhis section. i could be similar YOU, +he caregjiver You can +Hhink loved one. YWhat needs +o be
or different than what you identify. long or short +erm. happening or in place so you can both
VVhat malf?es them Ihappy or puts a Examples: friends, fanily, fun. qood relax and have a positive exper'ishce?
smile on their face? . Pe ! 9
job, or having enough money to do the Examples: Training in CPR/fist aid,
examp1e: friends, family, a favorite things you like

care he,cip'lzn+ does enjoyab‘e achH-y

item or food

Note: Sometimes it is easier to know what you want by FIRST identifying “What We Den‘t Want" below

4 * N | * R

/

What We Don’t Want What We Don’t Want WHAT IS NOT GOOD RESPITE

LIST cutcomes or experiences Hhat List what would make your life not so LIST Hrftngs that would make respi+e

your loved one wishes +o avoid or would gao&. \Vhat do you want o aveid a negal-ivz experience for either the
make their ife “not good” in Hhis section. on Pr\even{".) caregiver and/or care mcipieh+.

examples: being bored, loneliness, examples: poverty, poor health, exarrple.s: care recipient is frightened,

K no money / \ or loss of job. / kmgiver‘ worries the entire hne/

6
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Trajectory

PLANNING RESPITE

What is our trajectory”?

Trajectory FIGURE 3.RESPITE TRAJECTORY WORKSHEET
The ‘trajectory’ is the path in life that will either lead - e —
you toward your good life or push you toward what e B
you don’t want. Life experiences and events effect the x

trajectory. Some experiences help move the trajectory Ry

toward the desired good life outcomes. Others might a z

move the trajectory toward unwanted results. It's — =
important to reflect on past life experiences, both e _ mmm—
positive and negative, to know what to continue or L

build upon, and what to avoid or stop doing. With every

choice, decision, experience, or interaction with others,

consider which direction it nudges the trajectory. You

will need your Respite Trajectory Worksheet (pictured). 5“9@ G’@@

Planning is beneficial at any age. First, on your Respite
Trajectory Worksheet, write your loved one’s current age or the date in the box under the icon of the blue person.
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Presenter
Presentation Notes
This is why it’s so important to have vision for what you want and don’t want –so you know if the trajectory is moving you in the desired direction. 


Life Exp

eriences

Past Experiences

What's working?
Reflecting on past experiences that were
positive can help you to know what
worked well and plan more positive
experiences in the future. LIST times
you felt comfortable taking a break,
things that resulted in a positive respite
experience, or situations where your
loved one was successfully supported by
someone other than you, the caregiver.

]Mhat's not lﬂiQ[kil]Q"
It is also important to acknowledge past
barriers to good respite or what has
moved you or your loved one toward
unwanted results. By knowing what
didn't work in the past, you can identify
situations to avoid. LIST past negative
experiences, situations that made you
feel uneasy about taking a break, or
resulted in a stressful situation for you or
your loved one.

Current and Future Experiences

FIGURE 3. RESPITE TRAJECTORY WORKSHEET

What would it take?
Keeping the Good Life and Respite
vision in mind and considering the
trajectory up to this point, think about
moving forward. LIST what would need
to happen for you to feel confident
and comfortable taking a short break,
additional steps that need to be taken,
or supports needed to move you and
your loved one toward the vision of
good respite?

Barriers to Overcome or Avoid
Considering potential barriers to you
or your loved one having a successful
respite experience can help you plan
and address/avoid issues that are
preventing your good respite vision.
LIST potential barriers that might get
in the way of you or your loved one
having a successful respite experience.

UMKC INSTITUTE FOR HUMAN DEVELOPMENT, UCEDD | LIFECOURSETOOLS.COM




Past Experiences: What's Wor

King

Past Experiences

What's working?

Reflecting on past experiences that were
positive can help you to know what
worked well and plan more positive
experiences in the future. LIST times

you felt comfortable taking a break,
things that resulted in a positive respite
experience, or situations where your
loved one was successfully supported by
someone other than you, the caregiver.

What's not working?
It is also important to acknowledge past
barriers to good respite or what has
moved you or your loved one toward
unwanted results. By knowing what
didn't work in the past, you can identify
situations to avoid. LIST past negative
experiences, situations that made you
feel uneasy about taking a break, or
resulted in a stressful situation for you or
your loved one.

Current and Future Experiences

What would it take?
Keeping the Good Life and Respite
vision in mind and considering the
trajectory up to this point, think about
moving forward. LIST what would need
to happen for you to feel confident
and comfortable taking a short break,
additional steps that need to be taken,
or supports needed to move you and
your loved one toward the vision of
good respite?

Barriers to Overcome or Avoid
Considering potential barriers to you
or your loved one having a successful
respite experience can help you plan
and address/avoid issues that are
preventing your good respite vision.
LIST potential barriers that might get
in the way of you or your loved one
having a successful respite experience.
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Presentation Notes
Doesn’t have to be a “respite” experience, but something that relates to support or positive experiences of caregiver or recipient


Past Experiences: What's NOT Working

Past Experiences

What's working?

Reflecting on past experiences that were
positive can help you to know what
worked well and plan more positive
experiences in the future. LIST times

you felt comfortable taking a break,
things that resulted in a positive respite
experience, or situations where your
loved one was successfully supported by
someone other than you, the caregiver.

g ing?
It is also important to acknowledge past
barriers to good respite or what has
moved you or your loved one toward
unwanted results. By knowing what
didn’t work in the past, you can identify
situations to avoid. LIST past negative
experiences, situations that made you
feel uneasy about taking a break, or
resulted in a stressful situation for you or
your loved one.

Current and Future Experiences

What would it take?
Keeping the Good Life and Respite
vision in mind and considering the
trajectory up to this point, think about
moving forward. LIST what would need
to happen for you to feel confident
and comfortable taking a short break,
additional steps that need to be taken,
or supports needed to move you and
your loved one toward the vision of
good respite?

Barriers to Overcome or Avoid
Considering potential barriers to you
or your loved one having a successful
respite experience can help you plan
and address/avoid issues that are
preventing your good respite vision.
LIST potential barriers that might get
in the way of you or your loved one
having a successful respite experience.
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Presentation Notes
IE – respite provider was too bossy and care recipient got mad;  care recipient was upset the whole time the caregiver was gone; Communication was an issue


Current and Future Experiences:

What would 1t take?

Past Experiences

What's working?

Reflecting on past experiences that were
positive can help you to know what
worked well and plan more positive
experiences in the future. LIST times

you felt comfortable taking a break,
things that resulted in a positive respite
experience, or situations where your
loved one was successfully supported by
someone other than you, the caregiver.

What's not working?
It is also important to acknowledge past
barriers to good respite or what has
moved you or your loved one toward
unwanted results. By knowing what
didn’t work in the past, you can identify
situations to avoid. LIST past negative
experiences, situations that made you
feel uneasy about taking a break, or
resulted in a stressful situation for you or
your loved one.

~J

Current and Future Experiences

What would it take?
Keeping the Good Life and Respite
vision in mind and considering the
trajectory up to this point, think about
moving forward. LIST what would need
to happen for you to feel confident
and comfortable taking a short break,
additional steps that need to be taken,
or supports needed to move you and
your loved one toward the vision of
good respite?

Barriers to Overcome or Avoid
Considering potential barriers to you
or your loved one having a successful
respite experience can help you plan
and address/avoid issues that are
preventing your good respite vision.
LIST potential barriers that might get
in the way of you or your loved one
having a successful respite experience.
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Current and Future Experiences
Barriers to Overcome or Avoid

Past Experiences

What's working?
Reflecting on past experiences that were
positive can help you to know what
worked well and plan more positive
experiences in the future. LIST times
you felt comfortable taking a break,
things that resulted in a positive respite
experience, or situations where your
loved one was successfully supported by
someone other than you, the caregiver.

: fop
It is also important to acknowledge past
barriers to good respite or what has
moved you or your loved one toward
unwanted results. By knowing what
didn’t work in the past, you can identify
situations to avoid. LIST past negative
experiences, situations that made you
feel uneasy about taking a break, or
resulted in a stressful situation for you or
your loved one.

~J

Current and Future Experiences

What would it take?
Keeping the Good Life and Respite
vision in mind and considering the
trajectory up to this point, think about
moving forward. LIST what would need
to happen for you to feel confident
and comfortable taking a short break,
additional steps that need to be taken,
or supports needed to move you and
your loved one toward the vision of
good respite?

Barriers rcome or Avoid
Considering potential barriers to you
or your loved one having a successful
respite experience can help you plan
and address/avoid issues that are
preventing your good respite vision.
LIST potential barriers that might get
in the way of you or your loved one
having a successful respite experience.
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Presentation Notes
The “yeah buts” you need to overcome….


Mapping Respite Support Options

Integrated Star Worksheet FIGURE 4. MAPPING SUPPORTS FOR RESPITE
In this section, you will create your own Respite

Integrated Supports Star “bank.”

Technology Personal Strengths & Assets Relationships

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.

Respite Supports
for
Barbara

You will need your LifeCourse Respite Portfolio, turning
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.

Community Based Eligibility Spedific
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Personal Assets and Strengths

Personal Assets and Strengths

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

© UMKC INSTITUTE FOR HUMAN DEVELOPMENT, UCEDD | LIFECOURSETOOLS.COM



Presenter
Presentation Notes
IF Grandma can’t drive anymore, can she learn to use public transportation to get where she needs/wants to go?


Technology

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.

) UMKC INSTITUTE FOR HUMAN DEVELOPMENT, UCEDD | LIFECOURSETOOLS.COM



Presenter
Presentation Notes
Could technology help the care recipient stay in touch with family and friends – so that they weren’t so dependent on the caregiver for social interaction?  


Relationships

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, their
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.
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Presenter
Presentation Notes
Remember Elizabeth’s example of grandma – old friend taking her to Taco Bell once a week; grandkids each taking a “turn” hanging out with grandma. 


Community-Based Resources

Community-Based Resources

There are many places and activities that can be
accessed simply by being a member of that particular
community. Could participating in a community activity
provide an opportunity for a caregiver break?

In the dark blue part of the star, list the places you
and/or the person receiving care go and activities you
participate in.
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Presenter
Presentation Notes
Ben can shoot baskets at the community center while I walk the track around the gym or take a class in the room nextdoor to the gym. 


Eligibility Specific

Eligibility specific supports are resources the caregiver or Examples:
care recipient may be able to receive because of income, * Medicaid, Medicaid health aides
age, diagnosis, disability, or other criteria. This might waiver, SSI, SSDI * State lifespan respite
include formal respite supports, but can also consist of * Rehabilitative services SAES PROGRAHS
other options either or both of you might be eligible to = =fumcErlnaE = EEE e mence
receive based on various factors. & afjmt oD o = ramiy C e ey
+  Family care homes or Support Program

. . host homes * Respite voucher
List the supports both you and the person receiving s Horiebased e R T
care are eligible for or currently receive in the green programs, home respite

part of the star.
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Presentation Notes
Either the caregiver or recipient might be eligible for a variety of supports


PLANNING RESPITE

Can we find time?

You and your loved one have worked hard to make plans for successful respite and identify resources that can
help you reach your vision of good respite. With today’s busy lifestyles, you may feel it is difficult to fit respite
time into your schedule. Sometimes, you may not even realize how much you could really use some respite time in
your life. This section will show you two ways you can use the Integrated Respite Support Schedule. If you don't
already have one, download a copy for free at lifecoursetools.com. Since the colors used to color the schedule are
the same as the Integrated Supports Star colors, you may want to have your Respite Integrated Star bank closeby.

The schedule can help you see the need to take a break
as well as find time to incorporate respite into your life.
Fill out your own schedule as it is now so you have a
good visual of when you are providing care and when
you are meeting other life obligations.

FIGURE 5. CAREGIVER
INTEGRATED RESPITE SUPPORTS SCHEDULE
I _“n::- ok I ) Wb TS | tm | AT N

I | T
rroam | |
7:308 AM | |
TS
aenm
e
a0
onseam ||
ot AN |
T
TaetzPM |
e

10 P A |

Example: If you work 8:30am to 5:00pm each day, color
in those times as shown in the example above on the
left. If you provide care for your loved one evenings
and weekends, shade those times as shown. Maybe

you have other family that you need to do something
with. Add those times to the schedule (and if it overlaps
some of the other times, that's okay), as that will help
identify times when you need support with caregiving.

You can see in this example, the caregiver has little
time to do other things she needs to do, and illustrates
the need for finding time and supports for respite.

The schedule can also help you see how and when your
loved one is supported by yourself and others, and

find windows of time when it might make sense for
you to create respite opportunities. Fill in your loved
one’s schedule and write who supports him/her during
specific times. It is helpful to shade the timeslots the
same color as the type of support it corresponds to on
the Integrated Supports Star.

FIGURE 6. CARE RECIPIENT
INTEGRATED SUPPORTS SCHEDULE

TUES wip | Tt | mr

|

Example: If your loved one stays home by themselves
during the day Monday through Friday, shade that time
light blue, as that shows a personal strength. If they
have a weekly meeting (like a Bible study or card game),
shade that time based on who is supporting them.

Once filled in, you can look for times and ways to
incorporate different supports so you can take a break,
and your loved one can be supported to have good
respite experiences and a good life.

10

Finding
Time
or Respite



Presenter
Presentation Notes
Sometimes a caregiver might need to see it on paper to realize how much they really do need a break! 


CHARTING the LiteCourse L) @ @ @ O

Integrated Support Schedule

Integ rated . 1 2

6:30-7 AM

Su pDPO rt e

8-8:30 AM

Schedule

10-10:30 AM
10:30-11 AM
11-11:30 AM

11:30-12 PM
12-12:30 PM
12:30-1 PM
1-1:30 PM
1:30-2 PM
2-2:30 PM
2:30-3 PM
3-3:30 PM
3:30-4 PM
4-4:30 PM
4:30-5 PM
6-5:30 PM
5:30-6 PM
6-6:30 PM
6:30-7 PM

7-7:30 PM
7:30-8 PM
8-8:30 PM

8:30-8 PM
9-9:30 PM
9:30-10 PM

10 PM-6 AM

Developed by UMKC |HD, UCEDD. More materials at lifecoursetools.com MAY 2016



Presenter
Presentation Notes
Can use colored pencils, fill in on computer, etc.  No right or wrong.  I use it to schedule personal care attendants.  We use it to schedule and/or track activities.  


Introducing
Barbara and
Rachel

Finding time
for Respite



Presenter
Presentation Notes
This picture was taken just shy of a year ago, on Memorial Day weekend. Grandma and I were carrying out our tradition of visiting our family at the cemeteries.
On the way home, we stopped at my mom’s to use the bathroom.  She fell. 
The rest is history, as they say.


Vision for a Good Life \

Live in my own home
Go to church and get
out in the community
Spend time with
granddaughter
Country and gospel
music
Gardening and
flowers

» Crossword puzzles,
\ game shows, and
soap operas

/ What | DON'T Want \

e Live in a nursing
home

 Sick, go to hospital
0 om @ @ @ \° Financial problems

GL ) © UKC INSTITUTE FOR HUMAN DEVELOPHENT, UCEDD | LIFECOURSETOOLS.COM
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Barbara’s Trajectory



Presenter
Presentation Notes
So I started using the tools.
I already knew off top what she didn’t want! Then, I talked to her about and plotted out what her good life looks like.
Based on what she wanted in the top box, I made a list of demands.

She can’t spend all day alone anymore. 
We have to get a medical alert device so she is not laying on the floor alone for hours waiting for someone to come and help anymore.
We have to put together a financial action plan to protect her money from people who are preying on older people.
We have to get her a new cell phone.


B

Before the hospital (as of May 2015) After the hospital (September 2015 through February
CHARTING the life course 0 0 o 0 @ 0 2(]9-1%116 ING the life course 0 ° o 0 @ 0

Barbara’s Long Term Support Schedule

Barbara’'s Long Term Support Schedule

May 2015 September 2015



Presenter
Presentation Notes
Rachel didn’t have a life anymore on the right hand side example.  


Now - AFTER INTEGRATED
%gEEqugth%E life course 0 a o @ @ 0 CHARTING the life course 000000
A

Barbara's Long Term Support Schedule

. TIME MON TUES WED THURS FRI SAT SUN
Integrated Services and Supports:
6-6:30 AM
Feople need suppons 1o lead good lives. Using a combinalion of kots of different kmnds of 6:30-7 AM
support helps to plot & trajectory toward an inclusive, quality, community Be. This tool will
help families and indissduzts think about how to werk inparinershap b suppod their vision 7-7:30 AM
for a good hie. 7-30-8 AM
B-8:30 AM
Technalogy Parsonal Strangihs & Asasts Relationships 2300 AM
& slarm clock & Owns koma # Rachal 9-9:30 AM
a  Call phong *  Dwng car ®  Linda
. Compuer P *  Loo&Lsls 9:30-10 AM
= T * Educatod = LifpGrausp 10-10-30 AM
= Comcast mbernet *  Irmsdligent frmrde Gary,
= ADT security = Zocabn :'m 10:30-11 AM LifeGroup
P i " Thoughed +  impect Fisnds: 11-11:30 AM with friends
 Cane +  Canng Kirn, Danny,
*  Raised wilst Margarat 11:30-12 PM
eatshand e (R S —
¢ EEHE  alars & Mickl 121230PM
. LEEALERT 0 A 12:30-1PM
rolabes
1-1:30 PM
1:30-2 PM
2-2:30 PM
2:30-3 PM
BARBARA 3330
3:30-4 PM
4-4:30 PM
4:30-5 PM
55:30 PM
5:30-6 PM
6-6:30 PM
6:30-7 PM LifeGroup
7730 PM with friends
7:30-8 PM
& FEST (Rapeiat Chureh of 5 5830
= YMCA *  Modicanrs M
*  Hyvea *  SllvarSorpt 8:30-9 PM
& Price Choppes Pharmacy = Wesper Hall
*  Comer pas staton [Examingr on Sytundes) 9-9:30 PM
9:30-10 PM
Community Based Eligibility Specitic
10 PM-6 AM
@ MISSOURT FAMILY TO FAMILY | UMEC-THD, UCEDD

© 2016 UMKC INSTITUTE FOR HUMAN DEVELOPMENT, UCEDD | LIFECOURSETOOLS.COM




FIGURE 6. CARE RECIPIENT
Xamp le INTEGRATED SUPPORTS SCHEDULE

THURS FRI SAT

3 AT
IOT——_ T 7 7 e
o | TR IR S| rerieprr ] AT

TIME

Care

7-7:30 AM

eciplent =

TUES

8:30-9 AM

Schedule

10:30-11 AM
11-11:30 AM
11:30-12 PM
12-12:30 PM
12:30-1 PM
1-1:30 PM ; :
1:302PM | NS B e s

2-2:30 PM e e |

2:30-3 PM

3-3:30 PM
3:30-4 PM
4-4:30 PM
4:30-5PM
5-5:30 PM
5:30-6 PM
6-6:30 PM
6:30-7 PM
7-7:30 PM
7:30-8 PM

8-8:30 PM
8:30-9 PM
9-9:30 PM
9:30-10 PM

10 PM-6 AM




Example
Caregiver’s
Schedule

FIGURE S. CAREGIVER

INTEGRATED RESPITE SUPPORTS SCHEDULE

TIME

MON

TUES WED THURS FRI SA SUN

6-6:30 AM

6:30-7 AM

7-7:30 AM

7:30-8 AM

8-8:30 AM

8:30-9 AM

9-9:30 AM

9:30-10 AM

10-10:30 AM

10:30-11 AM

11-11:30 AM

11:30-12 PM

12-12:30 PM

12:30-1 PM

1-1:30 PM

1:30-2 PM

2-2:30 PM

2:30-3 PM

3-3:30 PM

3:30-4 PM

4-4:30 PM

4:30-5 PM

5-5:30 PM

5:30-6 PM

6-6:30 PM
6:30-7 PM
7-7:30 PM
7:30-8 PM

8-8:30 PM

8:30-9 PM

9-9:30 PM

9:30-10 PM

10 PM-6 AM




Portfolio Is completed, now what?

The Charting the LifeCourse Respite Portfolio can be used:

* To help others provide good supports to your loved one while you are taking a break or are not around. Paid
staff, volunteers, family, friends, or others who might be providing care in your absence can use the front page
of the portfolio as a quick reminder about what's important and how to best support the person receiving care.

* To train and coach people on how to best provide support when you are taking a respite break, and
understand your vision for a good life and a good respite experience for your loved one. It could be kept in
a notebook that can be easily accessed and used as a reminder when someone new or who hasn’t spent time
with the care recipient recently is providing support.

* To help people know how to best support your loved one when he/she is participating in an activity or event
in the community.

* To advocate with professionals in formal planning meetings for your loved one’s support needs and your
needs as a caregiver and family member. The vision and trajectory pages can help you articulate to others
what is important, what has worked or not worked in the past, and how you and your loved one want to
move forward. The Integrated Star can be used to help both you and professionals think about how paid
services can be enhanced by using some of the other types of supports you identified in the LifeCourse
Respite Integrated Supports Star, or if paid services aren't available, decide how to best meet the support
needs of your loved one, and your need to have some time for yourself.

* As agood organizing tool. It can help with planning and coordinating the logistics of everyday life for you and
your loved one. The Integrated Schedule can be used when planning and scheduling who is providing support
and when. It can help you find time for yourself to get a break from caregiving. The Integrated Supporrts Star
Worksheet can help you find solutions when challenges arise around respite and other life issues.
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Introducing
Daniel and
his caregiver

@ My LifeCourse Respite Portfolio
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What would | do if | had a break
from caregiving?
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a break from caregiving?
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What needs to be in place so | am comfortable leaving the person | am caring for?
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VISION FOR A GOOD LIFE

- - For the Care Recipient \\ /— For the Caregiver \
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Respite Trajectory Worksheet

What's working?
Past experiences where taking a break was
uuuuuuuu helpful
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What Would it Take?

What's not working?
Past experiences where taking a break
didn"t work
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Thinking
about What's
Worked or
Not Worked
IN the Past,
and Thinking
about how to
Move
Forward




Y Mapping Supports for Respite
Technology Personal Strengths & Assets
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Community Based ' . Eligibility Specific

Access the LifeCourse framework and tools at lifecoursetools.com

My LifeCourse Portfalio is & template of the UMKC IHD, UCEDD. More materiabs at lifecoursetools.com
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Relationships
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Integrated
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Karen'’s Story

Had a yearly allotment of respite funding

Was using it up fast and was going to run out many
months before year end

Used the Respite Portfolio to think through other kinds of
supports and what might help moving forward

Discovered new ways to have respite without using
funding

Side benefit of daughter’s friendship outside of school
setting

Qo‘; I\'I:l © UMKC INSTITUTE FOR HUMAN DEVELOPMENT, UCEDD | LIFECOURSETOOLS.COM



RESOURCES FOR RESPITE

The ARCH National Respite Network includes the National Respite Locator, a service
& iona’ to help caregivers and professionals locate respite services in their community, the
. National Respite Coalition, a service that advocates for preserving and promoting
esp’te respite in policy and programs at the national, state, and local levels, and the Lifespan
Network Respite Technical Assistance Center which is funded by the Administration for
And Resource Cenfer Community Living in the US Department of Health and Human Services.

The resources below, arranged by the categories of the Integrated Supports Star you just learned about, are just
few examples of national resources to get you started, and help you to make respite happen.
To find even more resources, visit archrespite.org.

PERSONAL ASSETS & STRENGTHS

VolunteerMatch.org

Search engine with hundreds of thousands of
opportunities for individuals to give back and share
their time and talents with their community.

National Center for Creative Caregiving

Free resource providing creative lessons to address the
needs of family and caregivers of adults living with
Alzheimer's disease and related cognitive disorders.

COMMUNITY RESOURCES

YMCA.net
YMCAs offer recreation and exercise programs for
individuals of all ages and abilities.

Public Libraries usa.gov/libraries
Public libraries lend books, movies, music, and offer
recreational and educational programs year round.

TECHNOLOGY

State Assistive Technology Projects ataporg.org
Listing of statewide programs helping people with
disabilities and their families select and acquire
assistive technology devices for all types of settings.

Manage care schedules online for individuals of all ages.

AARP Technology aarp.org/technology

Provides information, webinars, and resources for older
Americans and their caregivers to learmn more about
technology for entertainment, support, and more.

RELATIONSHIP-BASED

Parent to Parent USA (P2PUSA) p2pusa.org

Find your state P2P to connect with someone whao's
‘been there’ and find out how they made respite
happen for their family.

AARP.org Caregiving aarp.org/caregiving

Tips and advice for caregivers at all stages, including
articles, online discussion boards for caregivers to
connect, and links to resources.

ARCH National Respite Locator Service

respitelocator.org
Search engine of local respite programs and providers

serving family caregivers of individuals with any
disability or chronic condition, or of any age.

ARCH Respite Fact Sheets
archrespite.org/productspublications/archfactsheets
Provides an overview of the different types of respite
programs available and how to access them.

Find your local Area Agency on Aging or Senior Center
and additional resources.

Family-to-Family Health Information Centers
fv-ndfpp.org

Federally funded centers that provide information
and referral, training through workshops, and family-
friendly materials to help you navigate life.

12

Resource page

More resources at
archrespite.org




THE Charting the LifeCourse FRAMEWORK

This guide was developed using the Charting the
LifeCourse, a framework created to help individuals
and families of all abilities and all ages develop a
vision for a good life, think about what they need
to know and do, identify how to find or develop
supports, and discover what it takes to live the lives
they want to live. Individuals and families may focus
on their current situation and stage of life but may
also find it helpful to look ahead to think about life
experiences that will help move them toward an
inclusive, productive life in the future.

Even though it was originally created for people with
disabilities, this universally-designed framework may

be used by any person or family making a life plan,

regardless of life circumstances.

FOUNDATION OF THE LIFECOURSE FRAMEWORK

The following are the building blocks of the
LifeCourse framework. They are the core principles
and values that are important as we begin to think
differently about what it means to support individuals
with disabilities and their families to have good lives.

Core Belief: All people have the right to live, love,
work, play, and pursue their life aspirations.

ALL People
' ALL people, regardless of age, ability or

family role, are considered in our vision,
values, policies and practices for
supporting individuals and families.

/" Life Stages and Trajectory

2 Individuals and families can focuson a

O/om% specific life stage, with an awareness of
how prior, current and future life stages

and experiences impact and influence life trajectory.
It isimportant to have a vision for a good, guality life,
and have opportunities, experiences and support to
move the life trajectory in a positive direction.

Life OQutcomes

Individuals and families plan for
present and future life outcomes that
take into account all facets of life and
have life experiences that build self-
determination, social capital, economic sufficiency and
community inclusion.

Family System and Cycles

People exist and have give-and-take

roles within a family system. Roles

adjust as the individual members

change and age. Individuals and
families need supports that address all facets of life
and adjust as the family ages through family cycles
and the roles and needs of members change.

m Life Domains
People lead whole lives made up of
specif_ic, connecte_d, and integrated life
¥ domains that are important to a good
quality of life. These include daily living, community

living, safety and security, healthy lifestyles, social and
spirituality, and citizenship and advocacy.

3 ] Individual and Family Supports

k Supports address all facets of life
t' and adjust as roles and needs of all

family members change. Types of

support might include discovery and navigation
(information, education, skill building); connecting
and networking (peer support); and goods and
services (daily living and financial supports).

Integrated Delivery of Supports
Individuals and families access an array
of integrated supports to achieve the
envisioned good life, including those
that are publicly or privately funded
and based on eligibility; community supports that
are available to anyone; relationship-based supports;
technology; and that take into account the assets and
strengths of the individual and family.

Policy and Systems

Individuals and families are truly

involved in policy making so that

they influence planning, policy,

implementation, evaluation and revision
of the practices that affect them. Every program,
organization, system and policy maker must always
thirk about a person in the context of family.

To learn more about the LifeCourse framewaork, visit
lifecoursetools.com.

The Charting
the LifeCourse
Framework

Overview




You don’t have to FILL IT OUT in
front of family/caregiver

You don’t have to complete the
Portfolio in the order that’s in the
guide if it doesn’t make sense for a
particular person or circumstance
(find what works best for your style
and the person you are working
with)

Could use it to take notes as you
talk to caregiver

Don’t have to “fill out” the whole
portfolio — do what makes sense

Sometimes you just use the
framework to have conversations

Could give it (in person or send
ahead of time) to the caregiver and
ask them to follow the guide and fill
out the tools and get back with you
to discuss

Tips and
Tricks




www.lifecoursetools.com/respite
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Presenter
Presentation Notes
We will add the feedback form and the calendar to the page ASAP, as well as Rachel’s story
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Charting the LifeCourse Respite Guide and Tools Pilot: Feedback form
Please complete to submit your example of how you have implementad the Charting the LifeCourse Respite tools

1. YourName:

2. Your Emall:

3. Your Organization:

4. What do you see as your role?

O Family member - parant O Public Health Staff

O Family memiser - sibling O State systern - /DD Staff

O Respite Provider O State System - Education staff

O Lifespan Respite Grantes O Support coordingtor or case manager
O State Respite Cozlition Representative O Murses and Medical staff

O Aezpite Provider - administration/manzgement O University staff (WCEDD, faculty)

O State Uniton Aging O Other:

O Area Agency on Aging Staff

L. When using the Charting the LifeCourse Respite material or tool in this example, who was your focus personfs)?
Role of Focus Person:

PFarent Caregiver

Spouse Caregher

Adult Child Caregiver

Other Family Member Caregiver [specifiy)

Mon-Family Caregiver

Other (specify)

oooooo

Age of Care Recipient:
O Under 18

O 1854

O &5 and ower

Lifecoursetoolscom LIAKC |HD, LACEDD

Feedback
Form




Questions? Comments?

#8,) © UMKC INSTITUTE FOR HUMAN DEVELOPMENT, UCEDD | LIFECOURSETOOLS.COM




oJane St John
stjiohnj@umkc.edu

Ways to
earn More:
-Webinars
-CoP Listserv
-Website Links

supportstofamilies.org
lifecoursetools.org
mofamilytofamily.org



mailto:stjohnj@umkc.edu

Thank you!!
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