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About Jane….
• Mom of 3 sons, “Ben’s 

mom”
• Partners in Policymaking 

Graduate
• Community Inclusion and 

Field Research Specialist
• National Community of 

Practice on Supporting 
Families Staff

• Missouri Family-to-Family 
HIC staff

• Coordinator of activities 
focusing on supported 
decision making

Presenter
Presentation Notes
Parents experience with caregiving – 6 years – had to look for ways to give Mom a break



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.

Project Outcome
• State and national consensus on a national 

framework and agenda for improving support for 
families with members with I/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.

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 
LifeCourse Framework

• How to use the Charting the 
LifeCourse Respite Guide, Portfolio 
and Calendar

• Tips and hints from the pilot group
• Share real life examples

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



Current Reality of Services and Supports

Federal Budget

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

Everyone exists 
within the context 

of family 
and community

Traditional
Services

Integrated Services 
and Supports within 
context of person, 

family and 
community 

Presenter
Presentation Notes
This is true across most service systems



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

** Based on national definition of developmental disability with a prevalence rate of 
1.49%

100%
4.7 Million 

people with 
developmental 

disabilities 

75%

National % 
Receiving State 

DD Services

25%

National “All” People with I/DD

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”

100%
76

All Disabilities 
All Socio-economics 
All Members of Family 
All People Across the Lifespan
All Types of Organizations
All Systems

Presenter
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. 





10

Core Belief: 
All people and their 

families have the right 
to live, love, work, 

play and pursue their 
life aspirations 

in their community. 

Presenter
Presentation Notes
 



Trajectory towards Good Life

Good Life 
Vision

Vision of What I Don’t Want

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 
community lifeFamilies 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

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



Presenter
Presentation Notes
We will get into more detail on trajectory and integrated star moving forward



i-pad/smart phone 
apps, remote 
monitoring, 
cognitive 
accessibility, 
Adaptive
equipment

family, friends, 
neighbors, co-

workers, church 
members, 

community   
members

school, businesses, 
church faith based, parks 
& rec, public 
transportation

SHS services, Special 
Ed, Medicaid, Voc 

Rehab, Food Stamps, 
Section 8

R

resources, skills, 
abilities characteristics

LifeCourse Integrated          
Supports STAR

100%

Presenter
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

Mom, Dad

DDD Self-Directed 
waiver PCA staff; 
Medicaid; Special 

Needs Trust   

Ben’s 
Services 

& 
Supports



i-pad when 
home alone; 
digital watch

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

can use i-pad; 

BEN – After Integrated Supports

Mom, Dad, 
Matt, Zac, Ali, 
Chad, Ericka, 
Roy,    Carol, 
Nick, Spohn,    

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

DDD Self-Directed 
waiver PCA staff; 
Medicaid; Special 

Needs Trust   

Ben’s 
Services 

& 
Supports





Impact on All Family Members

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…....

 Is about having different conversations
 Is a different way of thinking
 Is 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”



The Respite Guide: 
Thinking through “Short Breaks”



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

Presenter
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

Presenter
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. 







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 
home)

 Plan or coordinate logistics of day-to-day activities
 Help educate community members on how to 

support loved one

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



Caregiver 
“Snapshot”

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



What’s going on now?

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



How can Respite help us?



Planning what I could do  
if I had a respite break

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 I spend time with?

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 it work

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

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

Presenter
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



Trajectory

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 Experiences



Past Experiences: What’s Working

Presenter
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

Presenter
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 it take?



Current and Future Experiences
Barriers to Overcome or Avoid

Presenter
Presentation Notes
The “yeah buts” you need to overcome….



Mapping Respite Support Options



Personal Assets and Strengths

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

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

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

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

Presenter
Presentation Notes
Either the caregiver or recipient might be eligible for a variety of supports



Finding 
Time

for Respite

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



Integrated 
Support 
Schedule

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.



Barbara’s Trajectory
Vision for a Good Life

What I DON’T Want

• Live in a nursing 
home

• Be alone
• Sick, go to hospital
• Financial problems
• Personal drama & 

stress

• 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

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.



Before the hospital (as of May 2015) After the hospital (September 2015 through February 
2016)

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



Now - AFTER INTEGRATED 
SUPPORTS



Example 
Care 

Recipient 
Schedule



Example 
Caregiver’s 
Schedule



Portfolio is completed, now what?



Introducing 
Daniel and 

his caregiver



Vision for   
Good Life,  

What is        
NOT Wanted, 

and              
Vision for 

Good 
RESPITE



Thinking 
about What’s 

Worked or 
Not Worked 
in the Past, 

and Thinking 
about how to 

Move 
Forward



Mapping 
Daniel’s 

Integrated 
Supports



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



Resource page

More resources at 
archrespite.org



The Charting 
the LifeCourse 

Framework 
Overview



Tips and 
Tricks

 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



www.lifecoursetools.com/respite

Presenter
Presentation Notes
We will add the feedback form and the calendar to the page ASAP, as well as Rachel’s story



Feedback 
Form



Questions? Comments?



Ways to 
Learn More:
-Webinars

-CoP Listserv
-Website Links

supportstofamilies.org
lifecoursetools.org

mofamilytofamily.org

Jane St John  
stjohnj@umkc.edu

mailto:stjohnj@umkc.edu


Thank you!!
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