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Wingspread Conference Center Racine, W]
Sunday, March 6, 2011 - Tuesday, March 8, 2011

6% !

BUILDING A NATIONAL AGENDA FOR SUPPORTING
¢ FAMILIES WITH A MEMBER WITH INTELLECTUAL AND
i DEVELOPMENTAL DISABILITIES

Wingspread

A group of diverse national and state family
support leaders and stakeholders met during a
threeday intensive conference held on Mareh 6
8, 2011 at the Johnson
Conference Center in Racine, Wisconsin. The
purpose of the conference was to generate
recommendations for a National Agenda on
Family Support for families of people with
intellectual and developmental disabilities (I/DD).




Moving to Supporting Families

Definedby eligibility, services or Not a program or based on eligibility, is
programs available, or funding needs @fined by thefamilies across the
lifespan regardlessf service provision

Caregiveror parent Family is defined functionally; inclusite
siblings, parents with disabilities, grandpare

Tensiometween seladvocacy and  Enhances opportunities for salf/ocacy and

family support selfdetermination

Crisis, immediate response Preventative, lontermplanning

Supporting caregiver in order to Creates a quality of life for person with DD
decrease demand on lofigrm and theirfamily by supporting their many
services roles

*National Agenda onSupporting Families
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Supporting Advocates & Families

GOAL

Individual Families
Will achieve self-determination, Will be supported in ways
interdependence, productivity, that maximize their capacity,
integration, and inclusion in strengths, and unigue abilities to
all facets of community life best nurture, love, and support the

individual to achieve their goal

Recognizing that individuals exist within a family system

GOODS AND SERVICES
Day-to-Day
& Caregiving/Supports

*NationalAgenda on Supportingamilies, 2011
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Current Reality of Services and Supports

Expectations,

Values, Cultur Federal Budget




Services and Supports are Evolving

COMMUNITY
FAMILY

COMMUNITY

COMMUNITY

)

FAMILY

PERSON PERSON < PERSON

Everyone exists
within the context
of family
and community

Traditional Integrated Services
Disability Services and Supports within
context of person,
family and community
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The significant problems
we face can not be solved
at the same level of
thinking we were at when

we createdthem.

Albert Einstein




Type of Change that iIs Needed

Transitional Change Transformation Change

»0ORet ool i ngo t he|«xBEudamental reardedng oft s
practices to fit the new modé thinking, beliefs, culture,
relationships, and behavior

U

» Mergers, consolidations,
reorganizations, revising » TUrns assumptions inside out
systematic payment structures, and disrupts familiar rituals

. . and structures
» Creating new services,

processes, systems and » Rejects command and contro
products to replace the relationships in favor of €o
traditional one creative partnerships

Creating Blue SpacelanndVeissner2013
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Project Outcome

A State and national consensus on a national frame
and agenda for improving support for families witk
members with I/DD.

A Enhanced national and state policies, practices, a
sustainable systems that result in improved suppc
families.

A Enhanced capacity of states to replicate and sust;

work
|

nd
Its to

AN

exemplary practices to support families and syste

ms.

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.




GUIDING PRINCIPLES OF THE
CHARTING THE \
LIFECOURSE FRAMEWORK



C
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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ALL People




United Statesn Al | 0 Peopl e

4.7 million People with I/DD ® © o o

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

All Abilities National %

All Socieeconomics .

All Members of Family Recelving State
All People Across the Lifespan DD Services

All Types of Organizations
All Systems

** Based on national definition of developmental disability with a prevalence rate of 1.49%
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ALL individuals Exist within
the Context of Family

| 4
-
L4

A

» Family is defined by the individual |

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

» Not dependent upon where the
person lives

'Famlly is
. anyone who |

. loves you
P unconditionally.

.
o

;;‘aﬁa
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Where do People with I/DD Live?

TOTAL 4.7 MILLION PEOPLE WITH IDD

m Own or With Family = Residential Supports

89% living in own
homes and/or are
supported
by family

Anderson, L.L., Larson, S.A., Kardell, Y., Hdllakow, L., Aiken, F., Hewitt, A., Agosta, J., Fay, M.L., & Sowers, M. (2015). Supporting Individuals with Intellectual
or Developmental Disabilities and their Families: Status and Trends through 2013. Minneapolis: University of Minnesoth,dRes€raining Center on
Community Living, Institute on Community Integration.
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Caring About

Caring For

Reciprocal Roles of
ALL Family Members

Affection & SeHEsteem
Repository of knowledge

Lifetime commitment

Provider of dayto-day care
Material/Financial

Facilitator of inclusion and
membership

Advocate for support

*Adapted from Bigby & Fyffe (2012), Dally (1988), Turnbull et all (2011)
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Life Stages and
Individual and Family Cycles

Individual Life Stages

000DOODOO




Lifelong Impact of
Family on Individual

Biologically: Likes, dislikes, Socially: Family and friend

skills, abllities network, connection with
community members
()

Y

Policy:

Dreams, Aspirations,
House rules, cultural rules
expectations
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Aunt Cleo
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Life Trajectory, Experiences
and Life Stages



nNnGood L1 fe f or

The Individualwill achieve selfletermination,
Interdependence, productivity, integration, and
Inclusion in all facets of community life

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

QO& | © UMKC INSTITUTE FOR HUMAN DEVELOPMENT, UCEDD | LIFECOURSETOOLS.COM
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| PITY THE FOOL
WHO DOESNG®I

WHAT PEOPLE
LIKE & ADMIRE
ABOUTME

I like to make other people feel good and be happy.

BENO s ONE PAGE
PROFILE!

| have a great smile and a contagious laugh. | frequently fi et the giggles o !

16n fun, silly and friendly!
| am a dedicated volunteer in my community

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

scouting since first grade.

I am a man about town!

My tattoo!!

My great hugs!

I am willing to try new thingsé

| remember songs and who sings them

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

WHATGO6S | MPORTANT

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 i | 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 i 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.

| dond 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.

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

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

Ian friendly even though | may not
look you in the eye at first

troducing Ben




Trajectory towards Good Life

Friends, family,
enough money,
job | like, home, faith,

- vacations, health,
choice, freedom

[

Vi si on of Wh)a t I Don

e



e V

Family Friends TATTOOS
Vacations  Girlfriend
Concerts WWENascar
Money Job/own business

Fire Station Church

Tiger Football Royals
Good Food Pepsi Beer
/Active Healthy & I/:it

\

Poverty/No Money
Poor Health Diabetes
Heart Disease Guardian
Isolated/Segregated
Institution/group home
Treated Differently

Qoe\‘ © UMKC INSTITUTE FOR HUMAN DEVELOPMENT, UCEDD | LIFECOURSETOOLS.COM
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Trajectory Across Life Stages
and Life Transitions

Life Transitions
\ My parents have
passed away,
what do | do?

And
Disability System

Parents Turn 65
Medicare & SSD

Transitions

Transition ) Living
. Turning 18. Adult Life
planning Leaving
school at 18
Leaving Early or21
Childhood/
Getting New enter school
Diagnosis

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




Trajectory Across Life Experiences

Chores and allowance

Dating & Heartaches

Making Mistakes
Birthday parties with friends

Learning to

OAnti ci patory Gui dan L |

',gog | © UMKC INSTITUTE FOR HUMAN DEVELOPMENT, UCEDD | LIFECOURSETOOLS.COM
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R Life Experiences = Life Outcomes
v
EXperiences / What We Want \

at age 65

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

- Y,

/" 2KbG 28 5hbQe\2tyi

Experiences
at age 13

Experiences
atage 5

',.@Q/e/#

e



Benodos L1 fe

Life Trajectory Worksheet

Traje

VISION for a GOOD LIFE

Past Life Experiences

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

Chores; Boy Scouts;
School Inclusion/Circle of
Friends; Birthday parties;
Riding bike; Debit card;
Family Vacations;

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

Volunteer at fire station;
Find more volunteer ops;
Work out regularly;

Keep in touch w/ friends;
Increase home alone

LIST what you want your “goed life” to lock like ...

Family and friends

Girlfriend

Vacations

Concerts, WWE, Nascar

Tattoos

Money; Job or my own business

Church youth group; time;
Football manager; Go out with friends;
Homecoming king; -~ Spend daytime hours out

Volunteering; L~ of the house;

) i Healthy and fit
High School Diploma e Explore micro-enterprise Good food; Pepsi

hore
LIST past life experiences that pushed 26 LIST life experiences to avoid that push Basketball
Royals baseball

you toward things you don’t want. you toward what you don’t want.
Chiefs football

Volunteer at Fire Station
Being Tiger football manager
Church

Special Education low Sitting at home watching
/ expectations; TV all day; Q\\ﬂng active /
Para glued to Ben’s side; Relying only on paid
Pressure to segregate; ..., supports; —
Medication side effects; | Gaining weight; LIST the things you don't want in your life...
SC?IIOSIS; Ea_tlng unhealthy foo_ds or..... . Poor health, heart disease, diabetes;
Seizures; drink too much Pepsi | ""tees. N
Physical barriers (caffeine) Poverty/no money;
Guardianship; Institution/Group home;
Segregation/Isolation; Being lonely;
Q \_ Being treated differently than peers; /
My LifeCourse Portfolio is a template of the ily to Family LifeCourse Network | UMKC IHD, UCEDD. More materials at lifecoursetools.com

May 2016
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Dignity of Risk and Mistakes

Friends, family,

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

life sentence.

-

enough money,
job | like, home,
faith, vacations,
health, choice,
freedom

Poverty, loneliness,
segregation, restrictions,

lack of choice, boredor




\ = F
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)

Safety and Security
(emergencies, wdlkeing, legal
rights & issues, guardianship
options & alternatives )

Community Living

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

Social and Spirituality
(friends, relationships, leisure
activities, personal networks,
faith community)

Citizenship and Advocacy
(valued roles, making choices,
setting goals, responsibility,
leadership, peer support)
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Looking at Life Possibllities

Very new or

Innovative undiscovered

Islands of Exists in a lot of
places but not

Excellence everywhere

Traditional Services that have
existed for a long

. Options time

CHARTING
@ expioring it possitilitien

I IEAEIE- IR AE]




@ Where | Live

Innovative
A Not YetDiscovered

Islands of Excellence

Ownhome

Shared Living Space

Coop
Environment@daptations
Independent Supported Living

Too oo oo o o

Traditional Options

TrainingCenters
IntermediateCare
Group Homes

To o o




,' How | am Supported

Innovative
A A new possibility
Islands of Excellence

A Remote Monitoring
A Assistiv8echnology
Time banks
Humarservice coops
Seltdirected Services
Respite

Micraboards
Companion Model

Too oo o o o o

Traditional Options
A Staff hiredby Provider




What | do During the Day

E

Innovative

A A new possibility
Islands of Excellence

A Microenterprise

A College/Tech Schools

A Career

A Military

A SupportedEmployment
A Volunteerism

3 A AmeriCorps/VISTA

TraditionalOptions

A ShelteredWorkshops
A Day Habilitation




@ Tool for Developing a Vision - Family

LIFE . . L Current Situation/Things to
DOMAIN My Vision for My Family Member's Future priority Work On
Continue to volunteer at Fire Station because Priority #1: We need to help
Whatdel think my | he loves it and he belongs. We want to help Ben figure out how one of his
:’l‘j"':nf:":;':"diﬁ Ben start his own small business, based on his 1 | interestscan be used to help
Daily Life | hispher scun lfe? | INterests, using the Micro-Enterprise model. him start a small business and
Employment We want him to be active /not sit home all day. make money. We also need to
] Ideally, we want Ben to either rent or own an explore how to do this and
@ f:::f;:; wy | BPAMtMENt, condo or house, and have maintain his eligibility for
family member will | FOoMMmate or live-in companion. For now, we 4 Medicaid. We also need to
Community "”1"‘ hisfner acult | are |goking at options for him to be more work with h'-? dzfyﬁme staff and
Living e independent within our family home. help the_rn with ideas on ways
Ben loves going to weekly mass and a lot of to get him out of the house
::ﬂ:::;’" people there talk to him. The fire department more.
) : also is a source of friendships for him. We want o
m::::wm him to keep in touch with friends via social 2 Priority #2 We need to take 3
Social & :ﬂ: :‘in media and invite friends over or out and about more :rc_tnredrolec:o :‘dp B':-'iu_l
spirituality | “SEEE | with him. We would like him to have a invite friends to do things
girlfriend and maybe get married. h|rn__|5pec|allv t_he firemen
Ben would work out at least 3-5 times/week, outside the station.
How vl hefhe five eat ht_aalthyfood choices, ar!-d Iirnit caffeine Priority #3: Explore buying a
2 healthy lifestyie (Pepsi). We want to get a pill dispenser so he medication dispenser that he
and manage health | can be more independent taking his meds. We 3 can start learning how to use
Healthy :;ip:::l:r:? want him to be able to talk to his health care while we are around to
Living providers and be supported to make choices supervise and help him. We
about his medical care. - - also think it is a good idea for
How | emare We want Ben to have lots offn_ends_and family him to start a small container
% —afety from members who keep in touch with him regularly garden to grown some of his
financial, and will notice if something is wrong. He hasa own vegetables.
Safety & :'":'::::'“T' trust committee for his SM Trust, and he has
Security | adultlife? family who are his Powers of Attorney. Use Priority #4: We would like to
available banking options for finandal security. finish our basement as a
How can | make We would like to see Ben have more active possible apartment for Ben or
::[::i:::: roles at church — maybe ushering or joining the at least a hangout space where
Citizenship hu:‘?::l't:‘:'d ToT:nii?;;oN:;ﬁideZﬂ:;:r:;& he can spend time with fricnds
& Advocacy | nerewnties | ported by family and trusted friends to away from mom and dad.
make his own decisions and choices.
Helping Ben self direct his services is helpful so
@ n*ﬂ:':::::r Bmily | \we can continue to work while still being able
suppart him/herto | T hire people we know or that are highly
supports | Me3awliylfess | recommended. We need coaching and
for Family | sdule? mentoring for future options.

4

>

Supports B
Services

How will he/she be
supported in adult
life to lead the kind
of life he/she wants
as independently as
possible?

By using a combination of technology, family
and friends, community options, paid supports,
and building on Ben's own skills and abilities,
we think he can have the good life he wants.

Benos
Tool for Developin
a Vision

Getting

more
specific In
each life
domain
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Individualized Supports
to Achieve a Good Life



Supporting the Needs of
All Family Members

Goods &

Services
(Day to Day,
Medical,
Financial
Supports)

(= ¥8.) © UMKC INSTITUTE FOR HUMAN DEVELOPMENT, UCEDD | LIFECOURSETOOLS.COM
Sdlla 574




& Types of Supportsthe 3 buckets

Discovery& Navigation Connecting& Networking
Knowledge and Skills Mental Health and Seé#fficacy

A Knowledge on disability bes A Parentto-Parent Support A Self/FamilyDirectedservices
practices, values and life A SelfAdvocacyOrganizations A Transportation
expectations A Family Organizations A Respite/Childcare

A Skills for problersolving and A Sib-shops A Adaptive equipment
planning for now and future A Support Groups A Home modifications

A Skills to advocate and A Professional Counseling A Financial assistance
navigate access services ar A Nondisability community A Cash Subsidies
supports support ﬁ Short/Long term planning

Caregiver supports and
training

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



Integrated Star &
for Problem Solving & Exploring Options



Wh at We Want t o €

COMMUNITY COMMUNITY
FAMILY
FAMILY
PERSON ~ PERSON
75% 25% 100%
People with I/DD not People with /DD People with I/DD
receiving formal receiving formal DD receiving integrated
DD services sevices services and supports

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



LifeCourse Integrated
Supports STAR

Personal Strengths

& Assets
COMMUNITY Technology resogLﬁchgliz’i;blIItI&:Iationships
i-pad/smart phone family, friends,
apps, remote neighbors, co
monitoring, cognitive workers, church
accessibility, members,
Adaptive community
equipment members
Community Based Eligibility Specific
school, businesses, church  SHS services, Special Hd,
faith based, parks &eg Medicaid, Voc Rehab
10090 public transportation Food Stamps, Section|(8

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




Focusing ONLY on Eligibility Supports

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

Eligibility

Supports Poverty, loneliness,

segregation,
restrictions, lack of
choice, boredom,
Institutions

Nk
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Relying ONLY on Family & Friends

COMMUNITY

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

FAMILY

PERSON

Relationshipg

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

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



Personal Strengths

& Assets Problem

Technology Relationships :
Solving:
Life Ife Domain

Domain

Community Based Eligibility Specific

R
%



Technology Personal Strengths & Assets Relationship

= Hasg chores and responsibilities at home or schoal Based
= Lizes alarm to wake up and get ready for school ar n n n
- Domain Specific
» i-p3d or smart phone = Knows how to acoess and use public transportation
« Computer = Has had summer job or other work experience
= Onling classes : xlgi?;::‘tr:::;me needs ® Job shadow family membar
= Social media to connect ® 5pend day with friend at their

and search for jobs
= Apps to help learn job
ikills or stay safe

college or trade school

& Ask family friends, teachers
whiat kind of job they think

= yighicle or home you would be good &t

modifications ® 5tart carpool or ride co-op
= Calendar to keep track ® Ask neighbaors, friends or

of schedule family about doing odd jobs - -
= Alarm clock or app for them ]
= Electrenic reminders = Ask same age peers about a I I e
= Calculator their summes ar part time u
= Direct deposit and Jobs

automatic bl pay My » Ask friends and family about

Emplu-,rment Jobs ar education plans after FOCUS O n
high school
Goal

Employment

= Wisit businesses to learn about jobs

= Vicit colleges or technical schools

= Attend career day or job fair st school or in community

= Talk to school counselor about your job interests

= G to bank and open a student or joint kank account

= Explore local transportation options

= Learn to use public transportation

= Participate in community theater, after school chubs,
sparts, scouts, boys/girls clubs

= Vocational Rehabilitation or Independent Living Center for
joby exploration or assistance

® Area Career Center for job interest and skill assessment

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

= |EP to develop a Circle of Friends

» Agencies or providers who offer social skills classes

= Spaecial Olymipics or Challenger sports programs

= Disability specific social groups

» DDD system personal care supports

* Job coaching

Community Based Eligibility Specific




Technology

Decision Maki

Telephone

Maoney Manogement
*  Online Banking
*  Debit Card
Personal Safety
GP3 Enabled Device
Personal Safety Device

Remaote Monitoring
Computer or Electronic

Personal Strengths & Assets

Relationship

Derision Making: Based
= Ability to communicate wants, needs,
and wishes [traditional, sign, gesture,
communication device)
Maoney Manaogement:
*  Understands concept of money
*  Knows address, phone, other contacs *  Personal Conmtract or
*  Camies ID Agency Agreement
*  [Disaster or Emergency Plan *  Power of Attomey —
*  Ready bag for emergencies General
*  Power of Attormey for
Health Care
* Supported (Shared)
Money Management
*  loint Bank Account
Personal Safety
Safety & Security: *  Close Family & Friends
Options &
Alternatives
To Guardianship

Decision Maki

*  Service Coordinator

*  Plenary or Limited Guardianship

Money Manogement

* Representative Payee for 551, 5501, VA or other

benefits

*  Supplemental Spedal Needs Trust

Personal Safety

*  Personal Care Attendant)/Direct Care Worker

*  Adult Protective Services

Emergency Medical Responders
Community Based

Eligibility Specific

Safety and Security

Focus on Supported
Decision Making




Technology NOW Personal Strengths & Assets FUTURE Relationships
NOW -Carries ID |-Communicate wants NOW

. -Uses Debit Card |& needs better -Joint bank
-i-pad -Can call 911 -Spend more time account with mom
-Phone/i-pod on his own -Power of Attorney
-Digital watch -Call 911 only if (mom & dad)
-Online Banking emergency -5N Trust Committee
-Debit Card (Matt, Zac, Ali, Mike, Tracy)

-Add more Power of

-Remote Monitoring Ben's
-Learn to use Safety & Attorney successors
- i : -5 rted (shared
FaceTime or Skype Security Star: upporte (s are )
Focus on decision making
Supported
NOW Decision Making FUTURE
-Automatic Bill Pay 297

-Direct Deposit FUTURE NOW
-Well known at:
Library, church,
Fire station,
restaurants,
stores,

bus

-Limited bank -Has DDD/SD5

account  Personal Care
-Senior Center  Attendant

-Meals on Wheels  _sypplemental
-Expand community  special Needs Trust
ity Based contacts

Benos
Safety &
Security

Star

Focus on
Supported
Decision Making
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BEFORE: Integrated Supports

Leng Tarm Servies and Suppert Neach

PERSONAL STRENGTHS & ASSETS

Time Mon | Tues | Wed | Thums | FHl | Sat | Sun

£ A
AT AN
I-7 e
T AW

L b

TECHNOLOGY: RELATIONSHIPS: e

PRI ]

Farenis gac Ben ou of badl, aeaist with hosasctant, shower, geding dressed and ready for his day

Focaree wes waskanr
rag

TO-TLI0 AR
Mom, Dad e

z R T
11:H-12 P Weheer SeilDirecied PCA
121230 Pl
121351 FM

1-4:31 PH

t

Benods
Services &
Supports

1303 PH

PRI
203 e
3.3:30 PH
2304 PR

il W

N5 PR

COMMUNITY BASED: ELIGIBILITY SPECIFIC o
DDD SelDirected ke
waiver PCA staff; R
Medicaid; Special L

Needs Trust | e

19 PH -G AW Morn mnd Uad wew e rmeghi ket

Tzl by rdimzorard Tarniy 1= Parnily & o e, il LT 2

AR SISIAM AL Ml ARMEIFLET tlrrnn | L IE AR S A AL - S
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AFTER Integrating Supports

PERSONAL STRENGTHS & ASSETS R I i e
Able to stay home alone for o | Pttt e st
up to an hour; has & T i
TECHNOLOGY:  Can use-pad; RELATIONSHIPS: Err B T R
i-pad when Mom, Dad, Matt, e | | R\ | —
home alone; Zag Ali, Chad, e | (RIS m— s
digital watch . Ericka, Ro i ——
Benos  carl, Nick 1 o e T
Services & Spohn orsans Dimcas
Supports v
o -
COMMUNITY BASED: ELIGIBILITY SPECIFIC oo
Firemen at ESFD; DDD SefDirected L R
coaches & staff at ES ~ waiver PCA staff; e T
high school; Omni bus;  Medicaid; Special ;?f:: e =y —
Needs Trust S

I " © UMK( INS ’11'-'-'- ‘\9’\-\ ..................................................
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Bends Life Acti v

CHARTING the life course 0 o 0 @

Integrated STAR Activities
TIME MON TUES WED THURS FRI SAT SUN

F E RSDNA L ET R E N GTHE E ASE ETS 6-6:30 AM Breakfast Breakfast Breakfast Breakfast Breakfast

Spend
6:30-7 AM I-pad while | I-pad while | I-pad while | i-pad while I-pad Night with
Matt

Can Stay h O m e aI O n e 7-7:30 AM Mom walks | Mom walks [ Mom walks | Mom walks | Mom walks

7:30-8 AM

for up to one hour 830 AM

8:30.9 AM

TECHNOLOGY: RELATIONSHIPS: woom |
I-pad to Mom, Dad, Matt, 101030
watch WWE Zac & Ali; firemen 111130 AN
network and friends; Nick PR s
music Benos, LSpopnidie e et
videos; o Ange, Chad, Ericka 1302 oM
facebook Activities & twin

& go to IHD

10:30-11 AM

Watch TV

2.2:30 PM
2:30-3 PM
3-3:30 PM
3:30-4 PM

for game

4:30-5 PM
5-5:30 PM

COMMUNITY BASED: ELIGIBILITY SPECIFIC

Fire _Statlon’ \_/VaMart’_ Pa.|d Staff thl’u SD Waiver 6-6:30 PM Twils,;:;lad
movies, bowling, Sonic, K e | p with acti|v] L L P O
Prlce Chopper1 ChurChl & access Community; 7:30-8 PM I-pad when | I-pad while | Northland | I-pad while
ngh School’ IHD therapeutic riding :-j::i: Mom walks | Mom walks 'I:::Ep:::: Mom walks
9-9:30 PM Riding
9:30-10 PM

Spend night
‘with Matt
at his
apartment

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

10 PM-6 AM
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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

13033 © UMKC INSTITUTE FOR HUMAN DEVELOPMENT, UCEDD | LIFECOURSETOOLS.COM
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Charting he LifeCourse
Tools In Action



Where do you npl a
professionals and others?

» Schools

v DOCtOrs

v Lawyers

» Support Coordinators

» Vocational Rehabilitation
» Family Members

» Community Settings

Qogs © UMKC INSTITUTE FOR HUMAN DEVELOPMENT, UCEDD | LIFECOURSETOOLS.COM
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Using with Students

» Prepare for IEP
meetings

4 Presentation or
speaking event

a Working on sel
directing or sel
determination skills

» Explorationié about
me exercise)
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CHARTING the life course
Life Trajectory Worksheet: Family

Everyone wants a good life. The bubbles on the right will help
you think about what a good life means for you or your family
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 point you in the direction of
your good life.

e,

This is Joshua’s “short-term” trajectory within the next 6 — 12 months.
Joshua’s trajectory was developed by his grandmother (Lisa)
after a conversation she had with (her son Larry)
Joshua’s father, shortly after the family was

told that Joshua has characteristics

similar to a child with Autism

000000

Developed by Missouri Family to Family at the UMKC Institute for Human Devel UCEDD |

r

000000

| want Joshua to be able to talk to us

To tell us what he wants without throwing a tantrum
| want Joshua to have friends

| want to hear him call me daddy

o o
4 B

What | DON'T Want

I don’t want Joshua stigmatized
I don’t want people treating him differently

What | DON'T Want
| don’t want him exc']ﬁd‘ed%om What other kids getto

| don’t want him labeled

&

ytofamily.org May 2016

Joshua
3 years old




SORTING IMPORTANT TO/FOR

?
@ /MPORTANT TO? IMPORTANT F% @

NI

- ) | )

sWhat 0s | m
TO and FOR
Joshua?

«What 0s t h
Way to Support
Him?

| J)L '

@ WHAT ELSE DO WE
NEED TO LEARN/KNOW?
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Mommy & Daddy and
especially Daddy

Time for water play

E OOLS.(.'.



