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

Development, UCEDD
• Lead Product Developer
• Trainer/Coordinator of SDM activities

About Jane



Objectives for Today

•Challenge how we think about short breaks

• Introduce LifeCourse tools for Respite

• Explore planning for short breaks through an 
interactive activity



Charting the LifeCourse



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 a vision

• Access a variety of integrated supports



All people and their families 
have the right to live, love, work, 

play, and pursue their life 
aspirations in their community. 

CORE BELIEF



Charting the LifeCourse 
Key Principles



Respite: Setting the Stage
Beyond traditional understanding



Traditional Respite 
Definition 

• Paid service 

• Outside family home

• Formal care facility setting

• Community based respite 
program

OR

• In-home with paid 
professionals



Respite: 
Practical Application

• ”Coordinated systems of 
community-based respite for family 
caregivers of children or adults 
regardless of special need.”*

• Short breaks that benefit both the 
caregiver and care recipient 

• Can be in a variety of settings, 
including in-home, community 
places and more

• Respite can be a “formal service” or 
informal supports

*Lifespan Respite Care Act

short breaks

friends

extended family

wellness



Doing Everyday Things

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

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



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”



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? 

75% 25%



Finding Balance
Caregiving can be:

• Rewarding
• Stressful
• Overwhelming

Important to find 
BALANCE

Caregiver 
Stress; 

Changing Roles;
Isolation; Feeling 

Overwhelmed;

Respite;
Short Breaks;

Everyday things;
Time with friends 
and other family 

members;  



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. 



Benefits of Respite

Caregiver:

• Rest and recharge

• Relieve caregiver stress

• Spend time with other family member(s)

• Catch up with friends

• Do things they enjoy

Care Recipient:

• Break from caregiver 

• Chance to spend time with others or do things they enjoy



“Good Respite for All ”

The Individual will achieve self-determination, 
interdependence, productivity, integration, and 
inclusion in all facets of community life

Families will be supported in ways that maximize their 
capacity, strengths, and unique abilities to best nurture, love, 
and support all individual members to achieve their goals

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.



Charting the LifeCourse Respite 
Guide and Tools



Respite Guide

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

• Free to download and use

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


LifeCourse Portfolio: Exploring Respite



Respite One-Page 
Description
Why Use This Tool?

• Get to know more about the 
caregiver

• Begin to build trust and 
relationship



Why Use the 
Respite 

Trajectory?

• Learn about vision, 
fears, barriers

• Identify goals for 
caregiver and care 
recipient for short 
breaks/life



Ben & Jane’s 
Vision for Good 
Life and Good 

Respite

And what we 
don’t want….



Jalyn & Ruth’s 
Vision for Good 
Life and Good 

Respite

And what we 
don’t want….



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)



Respite 
Resources and 
Ideas -
when in-person or 
formal respite 
services aren’t 
available or enough



Planning for 
Supporting 

Ben’s 
Caregiver(s) if 
Parents Aren’t 

Available



Integrated Star     Schedule/Calendar



Applying Supports to Life



Respite Schedule
CAREGIVER                                       CARE RECIPIENT



Ben’s Supports

Ben’s 
Supports

Mom, Dad, Matt, 
Zac, Ali, Chad, 

Ericka, Roy,    
Carol, Nick, 

Spohn,    

Able to stay home alone for 
up to an hour; has &       

can use i-pad; 

i-pad when 
home alone; 
digital watch

Firemen at ESFD; 
coaches & staff at ES 
high school; Omni bus;  

DDD Self-Directed 
waiver PCA staff; 

Medicaid; Special 
Needs Trust   



Ben’s Daily Activities

Can stay home alone 
for up to one hour 

Mom, Dad, Matt, 
Zac & Ali; firemen 

friends; Nick, 
Spohn, Mike, 

Ange, Chad, Ericka 
& twins 

I-pad to 
watch WWE 
network 
and music 
videos; 
facebook

Fire Station, Wal-Mart, 
movies, bowling, Sonic, 
Price Chopper, Church, 
High School, IHD

Paid staff thru SD waiver 
help with activities, ADL’s 

& access community; 
therapeutic riding





Let’s Try It!



Fill it out for YOU

• With one color, block the time 
each day when you are not taking 
care of anyone else (husband, kids, 
grands, etc.)

• Use a different color to block the 
time each day that you are taking 
care of someone (husband, kids, 
grands, etc.)

You are doing this exercise FOR 
YOURSELF.  It doesn’t matter if you 
are not a caregiver.  However, if you 
are a caregiver, that is great – it 
may help you to see when you could 
use a short break!



Reflection

• 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?



Respite Guide

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

• Guide is FREE to download and 
use

• All tools are also FREE to 
download and use for anyone, 
anytime!

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




Charting the LifeCourse Respite Series
What is it?



Respite Skill Building Series

• 4-part Interactive Skill Building Training

• Contact LifeCourse Nexus to learn more

https://www.lifecoursetools.com/contact-us/

https://www.lifecoursetools.com/contact-us/


Questions & Final Reflections



THANK YOU!
stjohnj@umkc.edu
https://www.lifecoursetools.com/lifecourse-library/exploring-the-life-
domains/respite/

mailto:stjohnj@umkc.edu
https://www.lifecoursetools.com/lifecourse-library/exploring-the-life-domains/respite/

