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About Susan

* Parent of Elizabeth, Marcus and
Connor

* Qutreach Coordinator
* AMCHP Family Scholar
* AMCHP Leadership Lab Mentor




About Jenny

Parent of Joseph

Family Information and Resource
Specialist

Focus: Faith and Inclusion

C.L.R.S. Certified since 1997




About Georgia

Parent of Caleb

Family Information and Resource
Specialist— MoF2F

Benefits Specialist

Partners in Policymaking Graduate

C.I.R.S. Certified
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About Our Organization

* Housed at UCEDD/LEND with longstanding
focus on Family Support, Self-Advocacy and
Self-Determination

e State and National Systems and Policy Change

* Statewide Family Resource Center, Family-to-
Family HIC, for over 25 years, with evolving and
on-going statewide partnerships
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What does a good life
mean for you?




Workshop Objectives

Understand the Life Course Framework
concepts

Explore a Vision for a Good Life —and how to
get there

Discuss the integrated supports and trajectory

Learn how to apply integrated supports in
everyday life



GUIDING PRINCIPLES FOR THE
SUPPORTING FAMILIES
LIFE COURSE FRAMEWORK



Current Reality of Service and Supports

Demand for
Services

Expectations,
Values,
Culture

Federal Budget

Capacity of
Work Force




Services and Supports
are Evolving

COMMUNITY
FAMILY

COMMUNITY

COMMUNITY

FAMILY |«

FAMILY
&

"+ PERSON

PERSON

PERSON

Everyone exists i
Y Traditional Integrated Services

within the context of ithi
e X Disability Services and Supports within

family and context of person,
community family and community



Type of Change that 1s Needed

TRANSITIONAL CHANGE TRANSFORMATION CHANGE
“Retooling” the system and its Fundamental reordering of thinking,
practices to fit the new model beliefs, culture, relationships, and
Mergers, consolidations, behavior
reorganizations, revising Turns assumptions inside out and
systematic payment structures, disrupts familiar rituals and

. . structures
creating new services, processes,
systems and products to replace Rejects command and control
the traditional one relationships in favor of co-creative

partnerships

Creating Blue Space, Hanns Meissner, 2013
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Policy, Systems & Community Change:
Person-/Family- Centered and Driven



Partnering with People with Disabilities
and their Families so they can
Engage, Lead, and Drive
Policy and Systems Change




Comprehensive, Integrated & Coordinated
Systems Across Life Domains & Stages

Pediatrician, Families and Friends,
Faith based

IDEA Part C, Parents as Teachers,
Health, Headstart

School, Special Education, Health,
Recreation

Vocational Rehab, Health Employment,
College, Military

Disability Services, Health, Housing,
College, Careers

Retirement, Aging System, Health



National

g C ity of
: Practi
Project Goal
Project Outcome To build capacity through a
* State and national consensus on a national framework community of practice across
and agenda for improving support for families with and within States to create
members with | /DD. policies, practices and
* Enhanced national and state policies, practices, and systems to better assist and
sustainable systems that result in improved supports to support families that include
families. a member with |/DD across
* Enhanced capacity of states to replicate and sustain the lifespan.
exemplary practices to support families and systems.




Funded in 2012 by
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All people and their
families have the right to

live, love, work, play
and pursue their life
aspirations in their
community.



What is YOUR Vision
for a Good LIFE?

Write down your responses on your worksheet &
discuss with your table

R\
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What DON'T you want??

Vision of What
I Don’t Want

&

. & discuss with your table

‘ 2 ! Write down your responses on your worksheet
&



What is a good life for your family member
with a developmental disability?

/ What | Want

What | DON’T Want

______________________ >

0000000 -

Discuss at your table and record your responses on your worksheet.



“Good Life for All 7

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

o),
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Focus on “ALL”

1

)

National %
Receiving State
DD Services

All 4.9 Million people with
developmental disabilities

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



Person Within Context

of Family & Community



All individuals exist within
the context of family

* Family is defined by the individual

* Individuals and their family may
need supports that adjust as roles
and needs of all members change

* Not dependent upon where the
person lives

" Famllyis |
« anyone who
loves you

F unconditionally.




Relationships and Roles of
Family in a Person’s Life

Affection & Self-Esteem

Caring Ab()ut Repository of knowledge

Lifetime commitment

Provider of day-to-day care

Material /Financial

Caring For Facilitator of inclusion and

membership

Advocate for support

*Adapted from Bigby & Fyffe (2012), Dally (1988), Turnbull et all (2011)



Families Support
Members with I/DD

89% of People |/DD receiving services are Supported by Family

4.7MillionBeople@vithd/DDE

B Receiving®ervicesDutl
offHomel 3%

672,000
12%0

[0 Receiving@ervices
LivingttfHomel# 2%

© NotMReceiving®ervicesk
-AlivingEatHomelfr 5%l

Larson, S. A., Lakin, K. C., Anderson, L., Kwak, N., Lee, J. H., & Anderson, D. (2000).
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The future is not something we enter.
The future is something that we create.
And creating that future requires us to
make choices and decisions that begin
with a dream.

-Leonard L. Sweet



Trajectory towards Good Life

Friends, family,
enough money,
job I like, home, faith,
vacations, health,
choice, freedom

[

Vision of What | Don’t Want



-~

The road is not always easy.....
and the trajectory isn’t always straight.



Life Stages and
Individual and Family Cycles

Individual Life Stages

000DDOOODO

000 O ® 0 O

Family Life Cycle



Life Stages: Think Across Generations

Total MO 362,650 1,045,641 3,747,386 888,537

Population (6%) (17.3%) (62%) (14.7%)
Approx.

DD 5729 16,521 59,209 14,038
(1.58%)

Q0D OO0



Life Experiences

Volunteering Chores and allowance
Learning to say “no”
Birthday parties with friends

Playing sports or an instrument

what do | do?

Scouts, 4H, church groups @ \
Making Mistakes @ My parents have

Parents Turn 65
Medicare & SSDI

passed away,

Living
T i .
rqnsl.lon Turning 18. Advult Life
planning .
Leaving
school at 18
Leaving Early or 21
- Childhood/
Getting New enter school

Diagnosis




‘ ;! Life Experiences = Life Outcomes
N

Experiences
at age 65

Experiences

at age 13

Experiences

at age 5

o o

© 0 000

-
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What We Want

Friends, family,
enough money,
job I like, home, faith,
vacations, health, choice,
freedom

~

J

/

What We DON’T Want

\




Adapting and Accommodating
Life Experiences

———————————————————————————

What adaptations
can you make for /
a 13-21 year old?

What | Want \

o J

/ What | DON’T Want \

. J

Discuss at your table and record your responses on your worksheet.



Joe’s Life Trajectory

ILife Trajectory Worksheet

LIST past life experiences and events that
supported your vision for a good life.

Wery busy as a lithe person

‘ery active and wanted to seslexplors
everything-curious

Often wandered away from secure sumoundings
LOVED Batman

LOWVED anything related to Ghostbusters— the
mavies of the cartoons

LOVED Star Wars

Imaginative play was important

Made fiends sasily

Had "Tom Sawyer" traits- could easily convincs
others to do things (+ and-}

Loved to take things apart

Wery curious about guns and weaponry
Meedad structure, routine, and rules 1o be
comfiortable in daily life

Age 3—wanied to be Batman

Age G—wanted to be a Ghostbuster

Age 10 wanted to be a policeman or fireman

-~
-~

Wirite cunent
age here

<

T

LIST past life experiences that pushed the
arrow toward things you don't want.

ery shori attention span oftem got him in
frouble at school-

His creative and imaginative play was often
"too much” for the teachers-

Thought in "pictures” which is difficult for
fraditional education seitings- he needed
often to see a picture (even in his mind) to
understand what you were talking about-
being able to touch or hold something to
learn it was better, but not many people
understood this

Often had recess removed due fo behavior

Euture | ife Experiences
LIST current/ future life experiences that
continue supporting your good life vision.

Continued abiity to be imaginative
Wanted to own and handle firearms
Wanted to serve others
Large need for friends, especially these that shared
similar interests | Military, video games, WWE
wrestiing and roller hockey)
Learm more about serving in the military
Understanding the importance of being responsible
and having responsibiities
Join the US Maval Sea Cadet Program
Study enough in school to keep GPA necessary to
be a Sea Cadet
Participate in Community Activities that will
strengthen my understanding of things that are
required of US Service Personnel
Share my appreciation of the US Amed Forces with
others
Begin to Study for the ASVAB
Successfully completing my study of the Navy BMR
or any of the tests at Sea Cadets
Participating in church and youth group
Dioing fun things with my friends
Playing video games
Get my drivers license

14

LIST life expernences to avoid because they
push you toward things you don't want.

Geifing infe trouble at school

Getling infe trouble with law enforcement
Geifing infe trouble at Sea Cadets

Failing to keep my GPA high enough to
remain in the Sea Cadets

Mot geiing a high enough score on my
ASVAB

Failing any part of the Sea Cadet Training,
such as Boot Camp, the BMR, shooting skills,
fire suppression fraining, efc.

Mot passing the driver's license test

Mot graduating from high school

LT
.‘"'d.
F.‘

VISION for a GOOD LIFE

LIST what you want your “goad life” to look like ...

To be in the US Navy or Marine Corps

To be a Master of Arms, or Gunners Mate, or work in EOD in the military
To do well in the military and advance in rank

To be happy with what | am doing

To make new friends, and keep my old friends

To hawe fun

To be able to have my Play Station or X-Box where ever | am stationed
Tao live someplace fum and exciting

To be able to handle firearms

To make enough money to buy the things | want

To be happy

To hawve a girlfriend

Someday, to fall in love and get married

Tao hawve more tham one child

Ta live near the ocean

To hawve my cwn car

Someday, to go to college

Someday, after | retire from the military, to own a gun shop and be my own boss

What | DON'T Want

LIST the things you don't want in your life...

Live at home with my mother in Kansas City

Work at a job | don't like

Mot have enough money

To be in trouble with the law or go to jail

To be without friends

To not be able to go where | want to go and do what | want to do

\




Never be defined by
your past. It was just
a lesson, not a

life sentence.

Friends, family,
enough money,
job I like, home,
Jaith, vacations,
health, choice,

freedom
|

\
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Life Domains, Life Outcomes
and Life Possibilities



Achieving Outcomes for
Connected Life Domains

Daily Life and Employment Healthy Living
(medical, behavioral, nutrition,

(school/education, employment, @
volunteering, routines, life skills) wellness, affordable care)

Community Living Safety and Security
(housing, living options, home (emergencies, well-being, legal
adaptations and modifications, rights & issues, guardianship

community access, transportation)

options & alternatives )

Social and Spirituality
(friends, relationships, leisure

Citizenship and Advocacy
(valued roles, making choices,
activities, personal networks, setting goals, responsibility,

leadership, peer support)

faith community)




CHARTING the life course O o 0 @

Tool for Developing a Vision - Family

Forming a vision and beginning to plan for the future in each of the life domains helps plot a trajectory for a full,
ﬂ inclusive, quality life in the community. This tool is to help families of all ages — those with a very young child, an adult
or somewhere in between, think about a specific vision in each life domain for how their family member will live their

life as an adult, and prioritize what they want to work on right now that will help move toward the life vision. O Ol fOr
LIFE - . - Current Situation/Things to I
My Vision for My Family Member's Future priority /Thing

A== Developing

Employment

o a Vision

Community :mhmldl.il
Living

How will he/she
connect with
m spiritual and leisure
sities; have

< frizndships &
S?.Clﬂ & relationshaps in
SPIIUATY | hig/her adult iife?

How will he/she live
@ a healthy lifestyle
and manage health

Heany | e,

live a quality Iife as
an aduilt?

How will he/she be
- supported in adult
life to lead the kind
of lifie he, nts
Supports & | - 'I ""'I by -

Services passible?

@ MISSOURI FAMILY TO FAMILY | UMKC-IHD, UCEDD August 2015




Individualized Supports
to Achieve a Good Life



Three Types of Supports

st




Shaping Elizabeth’s Trajectory

/\'ISIO,\' fora GOOD LIFE\

Self determination
Choice
Privacy

. ¥
( What I DONT Want \

A R fajec
pec! e -_1%‘9‘199&; Unnecessary medications
O-’f . | Unnecessary procedures
Charted rajectory stoma Linliting choices
S Atk .\ o VGt S > 1o Limiting self-determination

% e,




Integrated Star
for Problem Solving & Exploring Options



Integrating Services and Supports

COMMUNITY COMMUNITY COTMUNIT'{.,__

FAMILY g X N
FAMILY |«

’_-_-
FAMILY
&

PERSON PERSON < PERSON

75% 25% 100%
People with | /DD not People with | /DD People with | /DD
receiving formal receiving formal receiving integrated

DD services DD services services and supports



Focusing ONLY on Eligibility Supports

Friends, family,
enough money,
job I like, home,
faith, vacations,

health, choice,

freedom
\

Eligibility
Supports
\ Poverty, loneliness,
segregation,
restrictions, lack of
choice, boredom,
institutions



Relying ONLY on Family & Friends

Friends, family,
enough money,
job | like, home,
faith, vacations,
health, choice,

freedom
\

/

Relationship

Poverty, loneliness,
segregation, restrictions,
lack of choice, boredom,
institutions




COMMUNITY
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FAMILY |«

Personal Strengths
& Assets

resources, skills, abilities ) )
Technology characteristics Relationships
family, friends,

neighbors, co-
workers, church

members,
Adaptive community
equipment members

Eligibility Specific
SHS services, Special Ed,
Medicaid, Voc Rehab,
Food Stamps, Section 8

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

Life Course Integrated Supports STAR




Personal Strengths

& Assets
Technology Relationships
Morning
or
Evening
Community Based Eligibility Specific

=’(

Daily

Routine




Personal Strengths
& Assets

Technology Relationships

Community Based Eligibility Specific

— - —asuica
w Pe— e . i

v 0= e T
. i e e -

Problem
Solving:

Life Domain




Eric’s Focus on Social and Spiritual

RELATIONSHIP-BASED

Happy, Funny and loving
Likes to help people
Likes to try new things
Police cars, tow trucks,

fire engines and racecars
Golf Cart

COMMUNITY-BASED

Companion
Supports
day-to-day

TECHNOLOGY-BASED




° 'Yl
Technology Parsonal Strengths & Assats Relationship
= Has chores and responsibilities at horme or schoaol Based O m al n p e Cl 1 c

= Lises alarm to wake up and get ready for school or
work

= Knows how bo acoess and use public transportation

= Has had summer job ar other work expenence

= gnline resume bullders
* [-Pad or smart phone
= Carmputer

= Online classes

= 5oclal media to connect
and search for jobs

= Apps to help learn job
skillls or stay safe

= ehicle or homa

= Able to communicate needs
® Lses a debit card

® Inh shadow family membear

® Spand day with friend at their
college or trade school

® gsk family fnends, teachers
what kind of job they think
yau would be good at

IDEVIVABIE

modifications & 5zart carpool or ride co-op
= Calendar to keep track ® Ask neighbars, friends ar
of schedule

family about doing add Jobs

= Alarm clock or app for them
= Electronic reminders = sk same age peers about
= Calculator their summes or part time
» Direct deposit and Jobs
automatic bl pay My » fsk friends and family sbout I ' O C l l S O ’ l
Employment Jobs or education plans sfter
Goal high school

Employment

= isit businesses to learn about Jobs

® Vicit colleges or technical schools

= Altend career day or job fair al school or in communily
= Talk to school counselor about your job interests

= 5o to bank and open a student or joint kank account

= Explore local transpaortation options

= Vocational Rehabilitation or Independent Living Center for
job exploration o assistance

® Ares Career Center for Job interest and skill assessment

= |EP gr Transition plan to learn skills and work experience

= |EP to develop & Clrcle of Friends

= Agencies or providers who offer social skills classes

= Spacial Olymipics or Challenger sports programs

= Disability specfic social groups

» DDD system personal care supports

» Job coaching

= Learn Lo use public transportation
= Particlpate In community theater, after school chubs,
sparts, scouts, boys/girls clubs

Community Based Eligibility Spacific




Technology Personal Strengths & Assets Relationship

. . i L Based
Decision Maiirg: | can sccurstely choose from lists of actiities. . .

Decision Making: | have definits prefarences for what | lies to do. Decision Making: ( : b
| cam l=arn on line ar in Calzb's family farms a e S
pErson. Skills: | hawe n very positive sttitude, People like to be around me. Caleb can express his

will try to do any activity thet | sm challerged to do. pocferences,
Mizsouri Assistive Technalogy 1 lik= o do amything outside and | work hard. Caleb n=eds suppart to C
-Whst squipment do | need? hgve been working outside all my life. unfErstand the situstion to areer
-t is svailnble? ] make choices.
“Bg1Ailty grantz? Mancy Wanagement: | Con ume b detet card Bnd o There are some situations ke will not ©
Maney Management: Personal Sofety: | follow directions well. cosmprehang and will need more input P annlng
Con | buy it st reguiar stors? | car tell & parson of suthority wha | sm, frpm trusted family or friends.
sow oan | pay Tar it? hers | live and who my parents sns. ) Shills:
-Frivate funding | might gat bared but will get bk Caleb has been trained to understand how
-ChiBrity @Otask with reinforcement. tn pick and handle produce in the garden.
-Public funding ligibiz He iz interested in learning more abaut animals.

Caleb has support ta try new opportunities.

Persanal safety: Maoney Monogement:

B Calzb is learning maore sbout money.

He needs help with significant monetary decisions.

Personal Safety:
Caleb is known by some ather school district
Future ) ; ;
students in our community.
Career He is known in our church community.
Planning He nesds to be with 2 trusted adult at all times.
Caleb
Decision Mgking:
s s CWIC ko undierstand my 5595500 benefits options.
Decision kaking: \Jse Varaticnal Re=habilitetion for job resdiness pl:nrmg.
Caleb needs substantisl support in regards bo public sectar rasources, L3 2 L e I S b il (e
Maney Management:
Money Mana e Determine fiow t0 wse Student Emed incame Credit bEnefit
-5u|:qst|n|:iu|fugmir;imnh':m:nt and planning Medicaid - access waiver, rr.:m-::lm:u-:nne.suppur.t. job cosch,
-Financisl Planner ] . eguipment, FLA
-Car use tragitional savings to pay for schoch/caresr Zetermine haw my services will e effect=d and eventusly repisced =2
. vy I i B
<Tax starbus — can | get tax d=ductions snd crecits? ) , Py INCEME IRCrEases
Determire what financal toals sre svsilsble based on my eligibility ABLE,
Persaan Safety: | A DA grant
-Lavwyer - Specisl Heeds Trust, Alt. Susrdisnship toos, Living Wil Increase cash flow and Keepyzet private insurance - HIF®
-| hawe private hesitn insursnce &5 well &3 Medicaid gromnnl Ty

'Zood relstionships with family, providers snd case managers l=sm sbout
PE.A/DHSS rights to protection
Community Based Eligibility Specific




Technology Personal Strengths & Assets Relationship
Decision Making: Based
*  Ability to communicate wants, needs,
and wishes (traditional, sign, gesture,
communication device]
Maney Management:
. . *  Understands concept of money
R Personai ey Decision Making Supports
*  Smart Fhone Knows address, phone, other contacts *  Personal Contract or
¢  Telephone *  Caries D Agency Agreement
- *  Disaster or Emergency Plan *  Power of Attomey —
Money Management #  Ready bag for emergencies General
*  Online Banking *  Power of Attormey for
» Dehit Card Health Care
Personal Safety = Sq:pm'l:ed_ : ISha;edl
*  (5P5 Enabled Devi
*  Personal Safety D:une Money Manag ¢
*  Remote MDHItDrII'Ig *  loint Bank Account
*  Computer or Electronic i Personal Safety
locks Safety & Security: *  Close Family & Friends
Options &
Alternatives
To Guardianship
Decision Making
*  Medical Advisors {Doctor, Nurse)
*  Clergy or Life Coach
*  Financial Advisors Decision Making
*  Educational Advisors [Teacher, Counselor) *  Service Coordinator
Maoney Monogement. *  Plenary or Limited Guardianship
*  Limited Bank Account
*  Direct Deposit Maney Mﬂnﬂgemenr.
*  Aut ic Bill Pay *  Representative Payee for 351, 5501, VA or other
P " benefits
*  MNeighbors *  Supplemental Spedal Needs Trust
*  Police Personal Safety
* Fie *  Personal Care Attendant/Direct Care Worker

*  Adult Protective Services

*  Emergency Medical Responders
Community Bazed

Eligibility Specific

Domain Specific

Safety and
Security

focus on
Supported
Decision

Making




Technology NOW Personal Stren
NOW .
-Carries |1D
: -Uses Debit Card
-i-pad
. -Can call 911
-Phone/i-pod
-Digital watch
-Online Banking
-Debit Card

e FUTURE

-Communicate wants NOW
& needs better -loint bank
-Spend more time account with mom

on his own -Power of Attorney
-Call 911 only if (mom & dad)
emergency -SN Trust Committee

(Matt, Zac, Ali, Mike, Tracy)

-Add more Power of

-Remote Monitoring Ben's
-Learn to use Safety & P;ttorner:f S:?Cssm;s
FaceTime or Skype Security Star: B
Focus on decision making

Supported

Decision Making
NOW FUTURE
?7?

-Automatic Bill Pay

-Direct Deposit FUTURE
-Well known at:

Library, church, -Limited bank
Fire station, account

restaurants,
stores,

-Senior Center
-Meals on Wheels
bus -Expand community
contacts

NOW

-Has DDD/SD5
Personal Care
Attendant

-Supplemental
Special Needs Trust

Relationships

Ben’s
Safety &
Security

Star

Focus on

Supported

Decision
Making




PERSONAL STRENGTHS & ASSETS:

What skills or abilities do | have, can
I learn or improve upon; what
“things” do | have access to

TECHNOLOGY: that might help

the situation?

Can | use a smart
phone, computer,
electronic device,
remote monitoring,
or other form of

RELATIONSHIPS:

Do | have family,
friends, co-workers,
classmates or other

people in my life that

high or low tech My Problem can do somethlng

to help solve the . to help me solve this
Solving STAR bl : 2

problem or make it problem or issue

better?

COMMUNITY BASED: ELIGIBILITY SPECIFIC:

What are the resources,
places, organizations, or
people in the community,
available to anyone, that
could help me with problem
solving this issue?

What services based on age,
ability, socio-economic
status, or other factors could
I use along with supports
from other parts of the STAR
to solve this problem?

PROBLEM
SOLVING
FOR A
SPECIFIC
ISSUE OR

GOAL




CHARTING the life course 0O00O PROBLEM

Integrated Services and Supports:

People need supports to lead good lives. Using a combination of lots of different kinds of
’ support helps to plot a trajectory foward an inclusive, quality, community life. This toal will
help families and individuals think about how 1o work in partnership to suppart their vision

for a good life.

- S — FOR A

= Fithit device *  Planned beach vacation [for «  Spouse not
and app metivation) buying junk S
*  Alarm on cell « Access to workout equipment food for the PE IFI
phone e wake L house
up early for *+ Friend/
EEErCciee workout
= ISSUE OR
hourly »  Co-workers
stretches walk at

*  Smart phone lunchtime
app for calorie +  Family notice
countingfood and

B complimeat

progress

« Dog for daly

Lﬂf‘." “'“

Weight * Familyfiiends

compate on

ittt

thallenget

Healthy
e Livning

aerohics
*  Neighborhood walking trall
*  Mutrition class at local hospital
+  Farmer's market for fresh produce

= ‘t'l'.'l!l class at community centar

Community Based Eligibility Spacific

@ MISSOURI FAMILY TO FAMILY | UMKC-IHD, UCEDD




CHARTING the life course

Ridefinders
Carpool Connections

Share the Ride Stl

TRANSPORTATION

Q00O

The Arc
St Louis

Problem
Solving
for

Information
and Referral






LifeCourse Real Life Examples



I PITY THE FOOL
WHO DOESN’T LIKE

WHAT PEOPLE

LIKE & ADMIRE
AB()U T ME

| like to make other people feel good and be happy.
| frequently “get the giggles”!

| have a great smile and a contagious laugh.
I’'m fun, silly and friendly!
| am a dedicated volunteer in my community

BEN‘s ONE PAGE
PROFILE!

I am an Eagle Scout and an adult leader in scouting - been involved in service through

scouting since first grade.

| am a man about town!

My tattoo!!

My great hugs!

I am willing to try new things...

I remember songs and who sings them

I am not usually a complainer, even though sometimes | am in pain or uncomfortable

WHAT S IMPORTANT TO ME

My family and friends

Volunteering at the Fire Station, wearing my
uniform and badge

Going to the library

Going to church

My TV, DVR, and radio/CD player (I like to play
them all at once sometimes)

My iPad

WWE wrestling — | love when my brother Matt
takes me to live shows

Nascar Racing(Jeff Gordon is my favorite driver)
Going to country music concerts

Feeling like | belong

Being like everybody else, not being treated
differently

Getting a tattoo (already planning my next
tattoo)

Having control over my life as much as possible
My Excelsior Springs Tigers — especially football
Riding horses at NTRC

Facebook friends

Having an occasional beer with friends

Having a purpose and being productive

HOW BEST TO
SUPPORT ME

| need help remembering things,
like what | did or who | saw today.

| get confused easily so | need help
not getting lost or turned around
when | am out and about.

| know what times | am supposed to
take my meds, but | need help
getting them out and getting refills.

| get anxious sometimes, need to
be reassured that people | care
about will be there for me.

| don'’t like to spend time alone, but |
am working on it, help me not be so
anxious when | am alone for short
periods of time.

| sometimes need someone to
steady me if | get off balance.

| need to rest or extra support if |
have to do a lot of walking or
standing. If | am shopping, it helps
if | am the cart-pusher.

| need support keeping in touch with
friends and family and practicing
having good conversations.

I'm friendly even though | may not
look you in the eye at first

ntroducing
Ben




Ben’s Life Trajectory

CHARTING the life course

Ben’s Life Trajectory Worksheet

000

-

Friends

Vacations

Football Manager
Gen Ed Classes
Inclusion
Chores Church group
Boy Scouts Volunteering
School Inclusion Homecoming King
Riding bike Riding Omni bus
Swimming Shopping at
Circle of Friends Walmart and PC
T-ball Using Debit Card
Shooting hoops Fire Station
Birthday parties Good Sam
Family vacations Hanging out with
Brothers friends
Cousins Graduation
Music
Going to
brother’'s games

Getting a Tattoo

VISION for a GOOD LIFE

Job/financial security
Fun/interesting stuff to do
Continue to learn new things
Ben own his own home or condo

Live on his own or with a friend

e

What | DON'T Want

SPED negativity &
low expectations
Segregated classes
Scoliosis

Seizures

Physical barriers
Surgeries

Side Effects of Meds

©Q00DO

() MISSOURI FAMILY TO FAMILY | UMKC-IHD, UCEDD
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Sheltered Workshop

Group Home or Institution

Segregation or Isolation

Loneliness
Guardianship

Poverty

J
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Ben’s STAR
for

Personal Strengths & Assets
Outgoing personality, friendly,

Eagle Scout, can ride city bus, .
Well known all over town EXplOratlon
Technology Relationships an d
i-pad, apps, Facebook, Dad, Mom, Matt, Zac,
facetime, digital watch, Ali, Chad, Ericka, 3
vibrating toothbrush, Twins, Sheli, Ange, D lscove :>
glasses Pam, Wally, Josh, .
Firemen friends, mapplng
Ben’s Spohn, Buford, Mike, A ,;,, S
Integrated Nick, Scout friends i
Supports ' L g
. v ,
PCA-DDD, " Heg
24 Hour Fitness, Price Social Security, Medicaid,
Chopper, St Ann’s Church, ES Special Needs Trust
Fire Dept., joint bank account,
direct deposit

Community Based Eligibility Specific




Moving to Integrating Supports

Leng Tarm Service and Suppert Neads

Tims: Men | Tues | Wed | Thurs | Frl gt Sun
[T

TR

FnTEAN | Pareavls ges Ben ouf of b, peadsi with beeaiciast, showssr, gedting drassed ared ready for his day
T AW

-
112 P
24230 PR
12381 FM

[=1
LT
BEELCE
[ ransPE |
[ Ghea PR |
G077 PR

LT
BEEELCEE
BEELLEE
R
BEELCI
EELEEN

Mo ard Ciad prvicis 2l mepeort, nciding ek fansposabon and
ruspe for actsee, st

19 PH-G &M

Fom mnd Uad wes oreameghil slart

Tz we By méimaoar Tl 1z Ty & Ui s 000, Ll [ R

Long Tarm Service and Support Needs

Tirna Mon Tuss | Wi | Thurs Fn a2 Sun
-8 AN
o Forenss pel Ben oul ol bed, a3sks s breakfey, shower, pering dressad and resdy for his day
I
T-T30 A
Farants suzpord San
105 AN
A0-10:30 AW .
1015011 AN —
101930 AW
11312 PH Heores alosa
whilc Wom
124250 M'H wabka
12:30.1 PR
Hommzack
Therapy
w! Dad
0 FRA-E AR Winm ard Mad arm cvsmight siaf
Tarpial by S Fandy oo ey S UASC-HD, BDE0D Iy S




Ben’s Life Activities

CHARTING the life course 0 o m @

Integrated STAR Activities
TIME MON TUES WED THURS FRI SAT SUN
6-6:30 AM Breakfast Breakfast Breakfast Breakfast Breakfast Spend
6:30-7 AM I-pad while | I-pad while | |-pad while | i-pad while I-pad Night with
7-7:30 AM Mom walks | Mom walks | Mom walks | Mom walks | Mom walks Matt
7:30-8 AM
Personal Strengths 5530 AM
8:30.9 AM
&' Asse.ts 9.9:30 AM Go for walk Get ready
Can stay home alone for 9:30-10 AM & goto1HD
= - 10-10:30 AM
Technology up to one hour Relationships P
I-pad to watch Mom, Dad, Matt, PP Er——
WWE network and Zac & Ali; firemen 113012 Pw
12-12:30 PM Lunch with
music videos; friends; Nick, 12:30:1PM_| pcahel | Fremene

1-1:30 PM
1:30-2 PM
2.2:30 PM
2:30-3 PM

facebook Spohn, Mike,
Ben’s Life Ange, Chad,

Watch TV
& chill

Watch TV
& chill

Get ready

for game

Acﬁviﬁes Ericka & twins 3.3:30 PM
3:30-4 PM
4:30-5 PM
5.5:30 PM Dinner with
5:30-6 PM Matt (twin)
6-6:30 PM Twins, Chad Watch
6:30-7 PM & Ericka in Music PayPerView
= - - H . 7-T:30 PM Lawson Concert with
c.nmml!nl BESEd . Ellglblllty s.peclflc 7:30-8 PM I-pad when | I-pad while Northland I-pad while with Matt Firemen
Fire Station, Wal-Mart, Paid staff thru SD waiver help 5590 PM [ om wralie | Wom walke | Therapeatic | Momwals P
movies, bowling, Sonic, with activities, ADL's & access ::"32 z: ”:’_‘:"“"
) iding
Price Chopper, Church, community; therapeutic riding 9:30-10 PM 3
. Spend night
High School, IHD 10 PMLS AM wi o
apartment
@ MISSOURI FAMILY TO FAMILY | UMKC-IHD, UCEDD February 2015




£ L1741 's ONE-PAGE PROFILE

T Chéer pPeoyle Up- P{oy/e tamk L
L Guke & Svzert,
S5 bejé’oa e et

try pned 1liings -
/ How to Best Support ME \
'Fsus " sh my Chair
4@' Sty e fJ,H?(Uwrl j/%’"j
/‘/’/ 11 Be patient wWhet T
/fl(/“‘l q./OA ?Y’e’d_s +_7 f/ /bt/ .
J f/ fﬁ 7+ or
130 g ﬁoocl Seiend what T Wen .
C’Ioll'd 7o é:’f jj [D{WNOZ;;IVW% Jhen T— Ellzabeth,
60:/1970 & (Par ,f}/ 17 Siqure ot
Schoo! how 10 CJ{/ Som€— age 6
BeComhng & Lr2afist thing on 7 1

% .
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Elizabeth’s Life Trajectory

Life Trajectory Worksheet

Past Life Experiences
LIST past life experfences and events that
supported your vision for a good life

Commmity bvolvemest
- BRetl, Tenais, Dince,
skafe ek, varh
Chorch ). School S¥ig
Medio Cxpsure
- Nath room G Vel
- Abilty Expo
pdb/rc Sﬂfﬂk’ﬂg
- Syunt dy wiSer
Birthdey (?whq
- ‘6:?1/1" i-ﬁ{f‘;’jf}e"s

- fasiag

=4

LIST past e experiences that pushed the
arrow toward things you don't want.

Assumphons oF;
pedic o
W& b /'U
dependence

Euture Life Experiences
LIST current/ future life experiences that
continue supporting your good life vision.

o to colfege
let iavolved i~
robohfics

Adeocecy oS
LeaderSliyp

Write current
age in the
STAR

LIST life experiences to avoid because they
push you toward things you don’t want.

[s0le f o~
Fe

LIST what you want your "good |ife” to look like ...
j’_':{ @ Mowl

¢ @« ()Cl(d‘/'j'{— )

/ Lie In wWisconSir-

[70 'f‘d 7‘&\& b(ﬁ(é\

o /

LIS‘I’INIanywudon'lwlmi:l ug)'
People fo 1himK [ Cén

J vst beCatiSE =
........... N ?ﬁféﬁ'?xﬁ;{dmm

000D OOGC
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Integrated Services and Supports

' People need supports to lead good lives. Using a combination of lots of different
y } kinds of support helps to piot a trajectory toward an inclusive, quality

community life. This tool will help families and ndividuals think about how to

e l b
work in partnership to support their vision for a good life Ell Z abet S
Technology Personal Strengths & Assets Relationship

0(/” e A deum Sesed d
b o AR, s flons 5t Integrate
Microwive. ¥ete, erestve, Big Brolls

) f‘necf ’F’U'fﬂ_y Iy 1 bor S 2 °
DVR [CLickes a";r r;:wcu [ie @52 w3 [Fo Y StaI'.
TA BLET <heol ’ﬁ"“”?f

e cluh sk Mapping

2aCh 45 :
mfﬂavxg D /0? [ MrSeS
SeolT Crue B2l

el

EOWODOM(? ‘ Hippo thecepy
B Ball [TEMNS £—2 espite
Zoo/ L sled [ Agviciis~
Skate Verk ) e Acera S
Librecy SCIA
Stace

Community Based Eligibility Specific

@ MISSOURI FAMILY TO FAMILY | UMKC-IHD, UCEDD OCTOSER 2015




Peyton’s Plan
for Inplusion

in
School

Using the
LifeCourse Tools

to Transform the

Way the School
Thinks about
Inclusion for

Peyton



Peyton’s Good Life Trajectory

GHARTING thelifecourse £ @ @ @ @ O

1 TTm
Life Traje?t)bry Worksheet: Family K e
VISION for a GOOD LIFE
Friends

Everyone wants a goed life. The bubbles on the right will help you think
about what a gooed life means for you or your tamily member, and
Identifying what you know you don’t want. You can use the space around

the arrows to think about current or needed life experiences that help Fami Iy )
peint you in the direction of your good life. Productive Em ployment
Happiness

Living Independently

Meaningful Relationships

Love

Community Involvement & Inclusion

~ i

/ What | DON'T Want \

Sheltered Workshop

Group Home

Isolation

Dependency on paid supports
Lonely

Unhappy, unproductive, bored

Poverty
OO0 00 O - —
Wy

2B AUTCOATIDT EAMITY A% FAYETTY | FYNCTFA 171 TrATra




Peyton’s Integrated Supports

CHARTING the life course 0 ° o 0 @ 0

Integrated Services and Supports | TIME

eed 10 lead good lves. a combination of lots of different kinds of |S30AM
wm memMUm quality, community life, This fool wil €:30-7 AW
mu:wmmmmnmnmbwmmm 7730 AN
lm -

7:308 AM
8-8:30 AM
8:309 AM Scnadl pronding sulpoaris

N T v : e et e
| S 3eMAM Shyoulay out MPALS * P
ww0Mn |- o Supoilrt Svon peeds
1010004 | - Tocln fSupoact | iwouaX) AT devfee
te041AM | -4 Skopndis g Ked £d and

. Personal Strengths & Assets
~Sociable -Mp&:\ - Strong
~Loves to Run +F =33

‘-wma-h Cmmu icate
~s.uq }we'nis 1o make mw
Ou

‘ 11-11:30 AM specipl ed glasstonlms
3 othuars Q‘W\s 11:30-12 P !
12.42:30 PM

an oriended
Tmaginative

12:30-1 PM
141:30 PM
1:30.2 P
2-2:30 P
2:30-2 P
3-3:30 PM
3304PM
aa0em (TR

- PeA | Home dealkdh
- Cona.uwx Directed Servicas

@ MISSOURI FAMILY TO FAMILY | UMKC-IHD, UCEDD ot id

@ MISSOURI FAMILY TO FAMILY | UMKC-IHD, UCEDD February 2015




Adult Employment Trajectory

Ll

Employment Trajectory Worksheet:

VISION for good employment and a GOOD UFE

Long term employment desires and goals:

Contributions:
Skills, Expericnce, Attributes, Talents

* Hard Working
o Ontime [/ prompt / reliable

Kenny would like to find a job that he is good at and
enjoys for long term employment. Kenny enjoys
custodial work and finds that it is a good match for
him. He finds it very Important that the factors under
“What | DON'T Want" are respected when job seeking.

*  Wakes up around 6 am

e Motivated by money

*  Will pick up extra shifts

* Knows what cleaning supplies are used
while cleaning the restroom and how to
use them safely

Kenny's ultimate goal is to find full time employment
with benefits and to live independently. Kenny
understands that this can only happen when It is

e Showers and wears clean considered safe for himself and everyone else.

clothing each day

Shred Shed- temporarily shredded paper
Marion Count Courthouse- Custodial Work | fill in

Hannibal fegional Office- Car Detail

g w
= z
=
8 g z Conditions:
Will work weekends g 2 _E e Part-time employment
; & g ¢ Line-of-site supervision at all times
bt f g o Make at least minimum wage
g 3 3 o Co-workers / staff are respectful to him
£ £ o Preferences:
& 2 S e Would like to work indoors when the weather
------------------------------------------------------------------------------- > outside Is too hot
Before 1996 '96-01 2010 2014 2014 2015 e Custodial employment
e Cutting grass
Support Needs:
e Assistance learning the routine and new job
tasks
* Reminders to be clean shaven
= To work near kids because it is not safe ¢ Transportation to and from work from Carrs

o Sheltered Workshop employment- Kenny does not want to work with “those *  Audlo learner with demonstration as needed

people” and dislikes the job because it does not pay well
* Overnight shifts because he likes to go to bed early and wake up early

¢ tull time employment because of the need for Meadicaid to maintain a healthy My Include: scheduls, Salary, Benefits, Appearance, Learning
Style, Supensor Interaction, Eironment, str.)

living environment
¢ frequent changes In staff, unexpected job task changes

R J

‘) MISSOURI FAMILY TO FAMILY | UMKC-IHD, UCEDD MAY 2014




Integrated Services and Supports

People need supports 10 lead good lives. Usng a combnation of lots of different

kings of suopart nelps to plot a trajectory towar N NCusive, quality
community ile. This tool wil help famiies and 3
work in parinership 1o support their vision for & 9o

Parsonal Strangths & Assets

- Likeable
- Social
- Max - Affectionate
does well
with minimal - Dad
screentime - Mom
- Step Mom
- Siblings
- Pets

- Grandparents

Goal for Academic
Readiness

- Childcare

- PreK

- Music Therapy

- Art Inspired Academy
- Community Events

- No service eligibility

Commurty Basnd Elgihilny Specit

DEVELOPED &Y @ MISSOURI FAMILY TO TAMILY | UMKC 01D, UCEDD

Max’s
School

Portfolio

- Cute
- Little

- Complimentary
- Affectionate

- Energetic

Journey through Schoal

Seperatad parants
improved relationshin
- Appropriato sleep
- Lniversal D.'([.'ICC'ZBIIDI"IE
- Time with famihy
- Appropriate fime with
family

1 ] P ra @t es At
H L H R I N p bt TEETE 6 e S

- Inappropriate amount
of soresn time:
Wized signals

- Lovwer expaclalions
due Lo birlh ordear (he
baby

- Lack of consistency

- Faor commumicaticn

with Frek

11 st e
i s qoxd ife

- Starting szhoal whan
[ax 15 ready

- Supporing ard
teaching self contral

- Consizlenl Parenling
Good Communication

151 1he Aupsr prpsas b Renii SerH SR
e pasti pesoraman: Hngs e

Pushing Max w co
things that he isn't
rexady for

- Encouraging an
inflated sense of self

- "babying” him

- Mimed expectations,
incensistancy

LIST meos wic 0wt oo oo IR 1010

Sohoal suncess

- Friends

- Happinoss

- Apprapriate hehaviar and social
functioning

= Posiive relatonshipes

- Zonsistent expeciations

LAET 2ot s wtul St mat w0

- Agoression
Different conflicting expectations
- Bekavioral struggles {particularly
I sGhainl)




Cognitively Accessible Trajectory

CHARTING the life course o ° o 0 @ @

Life Trajectory Worksheet: Eamily 7y duat / x
VISION for & GOOD LIFE

Everyone wants a good fife. The bubbles on the right will helip you think
about what a good life means for you or your family member, and
identitying what you know you don't want. You Gan use the space around
the arrows 1o think about current or needed life experiences that help
point you In the direction of your good iife,

‘&!
L ="

Live Independently Find A Career A

)

—

-

Career Training What | DON'T Wamt

To Get Angry Not Stay Safe

\

Learn Life Skills

QQOQ@M

o MISSOURI FAMILY TO FAMILY | UMKC-IHD, UCEDD MAY 2014




LifeCourse
Tools

Lifecoursetools.com

LifeCourse
Educational Materials

EHARTING thelite cousse () @) () Q0

X

TECWNO >y
RO 2w

r ~

; 1 -'.. 1 ; . ]'.
" f ) ,_‘._’ ’ c “s” |
. f " - ¥, N
m g "A; |
STRATEGIES FOR THE GOOD LIFE
MUNITY-3ASED

PERSONAL 455
A STRENGTRS



Integrated Options
Support Stars
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Focus on.... Life stage:
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Life Domain & subtopic guides
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Charting the LifeCourse

Questions, Conversations, and
Reflections for Caregivers

Throughout our lives, we face questions and search for
answers that will hefp us on our journey 10 a full and
meaningful ife. This is true for everyone, especially
WhHEN YOU OF SOMEONE you care about experiences
disability or spedal health care need.

Charting the LifeCourse Is a tool 10 assiit you in
créating & viskan for the hature. 1t s designed to help
you think about the questions to ask as well & the
chalces, options and (ife experences 1o consider as
you “plot a course” to a full and meaningful ife. 1t i
intended to be a starting point no matter where you

are in your iife joumey.

We hope this UfeCourse Experiences and Questions
bookdet helps you reafize that even when your child

is very young, and whesever you are on the journey
o he or the ages and grows into scdulthood, thew ife
eaperiences and environment can shape how they will
live life in the future

Coming
soon...

Guide
focused on
supporter/
caregiver



A LI RLE L

5)) INNOVATIONS IN SUPPORTING FAMILIES
COMMUNITY OF PRACTICE FRAMEWORK FOR SYSTEMS CHANGE WEBINAR SERIES

FOCUSING ON THE FRONT DOOR r -1
OF LONG-TERM SERVICES TO ENHANCE
SUPPORTS TO FAMILIES

Reaching out to find information or to get necessary services and supports
can be a hard first step formany famikes. Two of the Community of
Practice states, Missourt and Tenmessee, have been werking to make this
Initial comtact with the state developmental disabilty systems a more
person- and family-centered sperience, STl from the state Intellectual
and Developmental Disatilities (UDD) agendies will provide an overview
of the changes they are making to the front door of services to better
meet the needs of persons with /D0 and their famiies and to serwe s a

no wrong door 1o other supports. I_ _I

PRESENTERS LOGIN AT

Key stallfom the stale UDO ageades n https://nasddds.adobeconnect.com/familynetworks/
MISSOURI
DMH Diekton of
Desshopmental
Disabilives

TENNESSEE
Ot CALLINTO
melxchal &
Devsapmental Disabiizs (888) 407-5039
MARCH 26, 2015
2PM Eastern / 1PM Central / 12PM Mountain / T1AM Pacific / 10AM Alaska / 9AM Hawaii
Webinar will last approximately one hour and a half.

This wetvinar &5 part of @ seres foawsed an innovatve strategies 1 enfiovce the systems that support famihes of mdhviduads wath intellectual & develspmental dbsabuies.

For more details about the series, please visit supportstofamilies.org.

HOSTED BY

~ INSTITUTE FOR Servi
UNTK , HUMAN DEVELOPMENT AS S ﬁ Human Services
N DDD “Hskri” Research Institute

& Unvarsty et fy Bce leace i D kgnentel Dbl s

The (evevations Wednar Series is browght to you by the Nattenal Communty of Practice for Supportng Farmibes of Indwideals weth bntedlectud & Developmental Disabdties. Thes project &
fandad by the Admirtstration oo imelectuyd & Developm eatal Duabiite, grant rumber MG 50000238 A0 1« dadicated Lo ensurm g Bt ndroduals with developmental deabeites aad
thet famdies ace able ta fully particpate in and caetribete % 2l aspects of commundty e in the Unsted S2ates and its ten tones.

Ways to Get
Involved:

-Webinars
-CoP Listserv

-Website Links

supportstofamilies.org
lifecoursetools.org
mofamilytofamily.org




Life isn’t
about how to
survive the
storm, but
how to dance
in the rain.

-unknown




Questions,
Retlections and
Discussion



Contact Information

Susan Bird
birdsk@umkc.edu
Jenny Hatfield-Callen
hatfieldcallenj@umkec.edu

Georgia Mueller
muellergl@umkc.edu

800-444-0821


mailto:reynoldsmc@umkc.edu
mailto:hatfieldcallenj@umkc.edu
mailto:stjohnj@umkc.edu

Thank You!

Please complete your evaluations.



