Charting the LifeCourse
Path to the Good Life




About Our Organization

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

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

DEVELOPMENTAL
DISABILITIES

Institute [or Human Development RSA

A Universtty Center for Excellence in Developmental Disabalities [ LICEL )
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About Crystal

* Mom to Peyton, Conner and
Lilly

* Missouri Family to Family
-Coordinator

UMKC-IHD
-Family LifeCourse Specialist

e CtLC Certified Trainer
e AMCHP

9

MISSOURI

-Family Delegate FAm ILYE%%Lﬁ
* Partners in Policymaking INSTITUTE FOR
Graduate UAEK HUMAN DEVELOPMENT

A University Center for Excellence in Developmental Disabilities
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Project Outcome

State and national consensus on a national framework

and agenda for improving support for families with
members with | /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 | /DD across
the lifespan.




Funded in 2012 by

ADMINISTRATION oN

i INTELLECTUAL AND
DEVELOPMENTAL
DISABILITIES

National Partners
NASDDDS  UMKC fi=i

INSTITUTE FOR HUMAN DEVELOPMENT H
A Univpnits C i for Eaodlenee in Doy meontsl Dby LCEDLDD
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EE%AU C D “ NACDD

Mational Association of Councils
ASSOCIATION OF LINVERSITY CENTERS ON DESABILITEES
4 on Developmental Disabilities
RESE R iCH [ =R Fri'cdN, SERVIC
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Setting the Stage



Current Reality of Services and
Supports

Federal Budget
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Services and Supports are Evolving

COMMUNITY

COMMUNITY
FAMILY

COMMUNITY

9

FAMILY ~ PERSON ¢

A
PERSON PERSON
Integrated Services and
Supports within context of
Everyone exists person, family and Traditional
within the context community enables us to Disability Services

of family N, wrap supports

and community The ALL daround a person
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Type of Change that is Needed

Transitional Change Transformation Change
“Retooling” the system and its Fundamental reordering of
practices to fit the new model thinking, beliefs, culture,

o relationships, and behavior
Mergers, consolidations,

reorganizations, revising Turns assumptions inside out
systematic payment structures, and disrupts familiar rituals

i i and structures
Creating new services,

processes, systems and products Rejects command and control
to replace the traditional one relationships in favor of co-
creative partnerships

Creating Blue Space, Hanns Meissner, 2013
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Core Belief:

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

community.




LifeCourse Framework

Guiding Principles of the Supporting Families )
@
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11n 4 Persons with 1I/DD Recelve
Formal State DD Services

4.7 Million

people with National %

developmental Receiving State

disabilities DD Services

** Based on national definition of developmental disability with a prevalence rate of 1.49%
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Kansans Living With DD

45,978 estimated people in Kansas living with Developmental Disabilities*

~8,880
Paid DD
Services
~3,500
Woait list

~33,600

Not Known to
DD State System

*Based on 1.58% prevalence of 2.92 million citizens, US Census (2015)
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Person Within Context
of Family and 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

Family is
- anyone who
. loves you
P unconditionally.
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Lifelong Impact of Family
on Individual

Biologically: N Socially: Family & friend
Likes, . | network, community
dislikes, skills,

abilities

Environmentally:

Neighborhood,
socio-economic,
education




Life Stages and
Individual and Family Cycles

Individual Life Stages

QQOQ@@@Q

---------- Early child ----- School ----- Transition ----- - Adulthood -

Single Adult --- New Couple - ------——-— Couple with Children -- -----—- Launching Children ------ - Family Later in L

000 O ® 0 O

Family Life Cycle
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Reciprocal Roles of
ALL Family Members

Affection & Self-Esteem

Caring ADboOuUt 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)
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Aging Parents

Siblings:
Dieabtios The
‘Club Sandwich’
Generation

Siblings often juggle
multiple roles for support
and caregiving, which
can seem overwhelming ,’;’-

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



Good Life, Vision, Trajectory,
Life Stages and Experiences




What i1s YOUR Vision
for a Good LIFE?
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Vision for a Good Life

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
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Life Experiences and
Life Transitions

Chores and allowance

Summer jobs, babysitting
Learning to say “no”

Making Mistakes

Playing sports or an instrument

Birthday parties with friends

Scouts, 4H, faith groups

My parents have
passed away,
what do | do?

Parents Turn 65
Medicare & SSDI

Transition ) Living
: Turning 18. Adult Life
planning Leaving
school at 18
Leaving Early or 21
Childhood/
Getting New enter school

Diagnosis
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Life Experiences = Life Outcomes

Experiences
at age 65

Experiences

at age 13

Experiences

at age 5
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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 ~ \




Dignity of Risk and Mistakes

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

life sentence.

1~

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

J /
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Life Domalins, LL_iufe Outcomes
and Life Possibilities




Achieving Outcomes for
Connected Life Domains

Daily Life and Employment
(school/education, employment,
volunteering, routines, life skills)

Community Living

(housing, living options, home
adaptations and modifications,
community access, transportation)

Social and Spirituality
(friends, relationships, leisure
activities, personal networks,
faith community)
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Healthy Living
(medical, behavioral, nutrition,
wellness, affordable care)

Safety and Security
(emergencies, well-being, legal
rights & issues, guardianship
options & alternatives )

Citizenship and Advocacy
(valued roles, making choices,
setting goals, responsibility,
leadership, peer support)
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Integrated Star for Problem Solving
& Exploring Options




Three Types of Supports
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LifeCourse Integrated Supports
STAR

Personal Strengths

& Assets
COMMUNITY Technology 'esources, skills, abilities Relationships
h characteristics
> N i-pad/smart phone family, friends,
apps, remote neighbors, co-
monitoring, cognitive workers, church

e FAMILY

accessibility, embers, community

‘ Adaptive members
equipment
Community Based Eligibility Specific
school, businesses, church faith SHS services, Special Ed,
0 based, parks & rec, public Medicaid, Voc Rehab, Food
l oo /O transportation Stamps, Section 8

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




Brighter Futures, Positive Trajectories
and Transformational Family Change

&



Before Charting the LifeCourse

CHARTING the LiteCourse €3 @ @ @ O
A Integrated Supports
Technology Personal Strengths & Assets Relationships
Car Gray g,
; PN
o Resil ot pa Caray
; G
Sz Sotron
Q"“PM I ﬂb-r; W, Motlrﬁ;.r
chul i
Fieeds
Bell |
Fam ¥ %@q of o
Care ’f__‘é‘af
Spets C,o«“\"m
Medicaid
Someki mes Chuch SST v
Movie Foodl %Jromi?s &)SQW
Seckion B ggenial
Schoo| Poll Grounds g2
Speciad Olympies
Community Based Eligibility Specific
Access the LifeCourse framework and tools at lifecoursetools.com
Developed by the UMEC Institute for Human Development, UCEDD. Mose tools and materials at Iifecoursetools.com MAY 2016
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Before Charting the LifeCourse
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Peyton’s Plan
- . for Inclusion
'ﬂ- ﬁ%\f& \ In
S = School
4 -:'el\\”E | Using the
L '% }r ‘:;\1: LifeCourse Tools to
Suppnrtms Positive r iy ;i-, Transform the Way

e Behavior in . Ly
| Children and Teens gsﬁ wm i) the School Thinks

i Down 5‘1'“':"‘:"“3

3 L ' about Inclusion for
1 ' *‘*,M 1 Peyton




Transformational Changes In
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Transformational Changes in
Thinking

ﬁ Peyton Bell
d\We
wy G

Cheerleadeﬁ

Being Healthy

ood and Big Bird
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A GOOD LIFE!
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A GOOD LIFE!!
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Conner’s Journey
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A GOOD LIFE!!!

AM BESTAT...




What about
THE
BUMPS!1?7?°

Acceptance
Popular
On TV and YouTube
Rich
Family
Girlfriend

Inclusion \

DS
5
\\ .
Aggression N No Friends
\_{ People laugh at me
People think I'm stupid
Isolation Loss of Freedom No understanding

Poor

Depression No job
\
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Everyone has a different path

Name:_Daniel Kirk
Today's date: 1U302018
1 will be a train conductor at a major railroad
Life Trajectory Worksheet: _iné / What | WANT
i »  Inclusion = | want to be vakued on my job iITING the LifeCourse 0 @ o 0 @ o
during the final year of my certification program. B : Integrated Supports
hesithy enviconment Pm-mrunm‘“nml\nuﬂmnmmﬂmlmmhnaufwmﬂ

job th theps to plui o --F-uwmmam1ummmmw&mhm-mm__
RNy sunpert Lelevisiar far

* 1 will apply after Propel to a 2-year BNSF
o indved b think almd : g o

CHARTING the life course o * 1 will contact Vocational Rehab for possible skilis
Integrated Services and Supports .

G_
& Poople need supporis to ead good fves. USing acombing « i vakunteer at Union Station
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Community Based Eligibility

@ MISSOURI FAMILY TO FAMILY | UMKC-IHD, UCEDD
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Im
pact on All Family Members
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Thank Youl!

bellcd @umkc.edu
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