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What is NCI?

NCI is a voluntary effort by public
developmental disabilities agencies to
measure and track their own performance.

Collaboration began in 1997

Currently 46 states and Washington D.C.
represented plus 2 sub-state entities
(regional centers in California)

Coordinated by HSRI and NASDDDS




NCI Goals

* Establish a nationally recognized set of
performance and outcome indicators for DD
service systems

 Use valid and reliable data collection
methods & tools

* Report state comparisons and national
benchmarks of system-level performance







In-person Survey

* Formerly the Adult Consumer Survey

* Adults who receive at least one service beyond case
management from the IDD agency

* Face-to-face survey with the person receiving
services
* Survey includes three main parts:
* Background information

= Section I - Subjective questions only
the person can answer

= Section IT - Objective questions
can be answered by a proxy when
needed




Where Do the Data Come From?

* In-person Survey data from 2015-16 data collection
cycle

" Includes data from 35 states and Washington D.C.

* Two sub-groups were created for comparison using
age variable from the Background Information
section

= Data on individuals for whom age information was not
available were excluded from analysis

* The total number of individuals in each group was:
= 2,726 in the 18-25 age range
= 14,732 who were 26 and older
= Total sample of 17,458 individuals.




How were the
Data Analyzed?

* Chi-squared analyses were conducted to
assess significance between age cohorts

* All reported differences in this data brief are
significant at the p < =.01 level

* Statistical significance means that the result
cannot be attributed to chance but in fact is
a true reflection of actual differences




Nature of Disability

Has an ID Diagnosis Has ASD

18-25

18-25

e 390,

26 and older
13%

e 38%

26 and older

* 96%
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Presence of Mental Health Diagnosis

100%
80%

60%

40% 33%
26% 25%
20% 13% 0 11%
6% 9%
Mood Disorder Anxiety Disorder Psychotic Disorder  Other Mental Health
Disorder

(no significance found)

W 18-25 M 26 and older

42% of18-25 year old versus 509%p of those 26 and older had at least one mental health diagnosis
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Behavior Challenge(s)*
Requiring Support

100%

80%

60% 53%

40% 36%

20%

0%
Has a behavior challenge Needs some or extensive support for
behavior challenge

m 18-25 m 26 and older

*Self-injurious, destructive, and/or disruptive behavior
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Has a Guardian
or Conservator

*57%

18-25 <

26 and )
older

e50%

~
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Training, Employment
and Education

100%

80%

60%

40% o
33% 0% Yoo,

20%

0%
Taking classes or training to Needs help finding, Needs help with education or
get a job or a better job maintaining or changing jobs training

B 18-25 M 26 and older




Employment

Not Currently Currently Employed
Employed and and Wants a
Wants a Job Different Job
56% 35%
18-25 18-25
43% 25%
26 and older 26 and older

189% in both cohorts had a paid community job




100%

80%

60%

40%

20%

0%

20%

-9%

Self-directs services

Self-Direction

Self-direction

60%

Takes part in self-directing
his/her own services

B 18-25 M 26 and older

93%

Has enough help deciding
how to use budget/services



Additional Findings

* 18-25 years were more likely to:
= [ive at home and want to live elsewhere

* Have rules and restrictions in their everyday
lives

* 18-25 years were less likely to:
= Make choices in their everyday lives

= Have attended a self-advocacy group, meeting
conference or event

= Have voted in a local, state or federal election




Questions for Policy Makers

Do you carry the transition process beyond the person’s
graduation from school to ensure a seamless move from
adolescence to a productive and empowered adulthood?

Do you include person-centered expectations

during the transition regarding community and civic
involvement, postsecondary education, vocational training,
self-direction?

Do you address family expectations during transition?

Do you make provision for work experience even before
the preparation of the transition plan to enhance the
possibility of post-graduation employment?




Questions for Policy Makers

Are alternatives to guardianship explored during the
transition process?

What does your state NCI data tell you about the frequency
of guardianship among young adults?

[s information about supported decision-making broadly
disseminated?

Are you tracking results on the NCI Child Family Survey to
detect trends in the numbers of children diagnosed with
autism (2015 - 2016 data indicate that 56.2% of children
are on the spectrum)?




Young Adult Data Brief

Full data brief can be found here:

https://www.nationalcoreindicators.org/upload/core-
indicators/NCI Young Adult Data Brief Final 1.pdf

Or by going to:

nationalcoreindicators.org > Resources—> Data Briefs



https://www.nationalcoreindicators.org/upload/core-indicators/NCI_Young_Adult_Data_Brief_Final_1.pdf
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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.

NASDDDS  UMKC

National Association of State Directors of INSTITUTE FOR HUMAN DEVELOPMENT

Developmental Disability Services e I o PR

Original Funding Source

FACL

Administration for Community Living




What is
Charting the LifeCourse??

Guiding Framework

3
g

Practices
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Thinking that Guides
the Framework

SystemsTheory

LifeCourseTheorySocialCapital

2= Person-CenteredPractices
'gSoao-ecologlcalModel ‘
= Family-CenteredPractices

Commu%itylntegrati_on PublicHealthModel
_“AnticipatoryGuidance
Self-Determination
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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.



COMMUNITY
FAMILY

COMMUNITY

FAMILY

PERSON PERSON

Everyone exists

el . Traditional
within the context

of family Long Term Services

and community and Supports

Charting the LifeCourse Key Principle:
Person within the Context of the Family

FAMILY | «

COMMUNITY

"+ PERSON

Integrated Services
and Supports within
context of person,
family and community

and Community



Goods &

: Services
Connecting & (Day to Da
Networking Midical Y
{VELldnig e Financie{l
someone that Supports)

has been there)

Charting the LifeCourse Key Principle:

Supporting Informational, Social Emotional and ( 0\

Day-to-Day needs




Charting the LifeCourse Key Principle: < )
Holistic Focus across Interconnected Life Domains ({ = \




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

Charting the LifeCourse Key Principle:

Trajectory for Enhancing Life Experiences




Trajectory towards Good Life

Vision of What | Don’t Want



Formal Services & Life Experiences

“Anticipatory Guidance for Life Experiences”

Chores and allowance
Summer jobs, babysitting

Learning to say “no”
Making Mistakes @
Playing sports or an instrument

Birthday parties with friends

My parents have
passed away,
what do | do?

Scouts, 4H, faith groups

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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Intentional Supports that
Focus on “Life Experiences”

" a0l Bl Dl Dl Dl Dl

Receiving State DD
Services

Not known to System

Health Plan

Financial Plan
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CtL.C Porttolios

Focus Person & Family Perspective

* ¢
d ng

Technology
Personal Sirenge 8 Assets

éﬁ Charting the LifeCourse Portfolio; Planning

Mame

Relstincahips

W p
e People Like and Adoiee Aot e

Life Trajectory Worksheet

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

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

Writs current
age here

VISION for 8 GOOD LIFE
LIST what you want your "good ife” to look like ...

Euture |ife Experiences
LIST current) future life experiences that
continue supporting your good life vislon.

LIST lifie experiences to avold because they
push you toward things you don’t want.

‘What | DONT Want

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




Personal Strengths

& Assets
resources, skills, abilities

Technology characteristics Relationships
I-pad/smart phone apps, family, friends,
remote monitoring, neighbors, co-
cognitive accessibility, workers, church
Adaptive members,
equipment community
members
Community Based Eligibility Specific

school, businesses, church faith SHS services, Special Ed,

based, parks & rec, public Medicaid, Voc Rehab, Food

transportation Stamps, Section 8

Charting the I:ifeComse Key Principle:
Integrating Services and Supports

Across the Life Span




Focusing ONLY on Eligibility Supports

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

freedom
\

Eligibility
Support
S

Poverty, loneliness,
segregation,
restrictions, lack of
choice, boredom,
institutions
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Relying ONLY on Family & Friends

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

freedom
\

/

Relationshipg

Poverty, loneliness,
segregation,
restrictions, lack of
choice, boredom,
Institutions
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The Garcias Good Life

Family,

home, work

health, keep

|

culture,

Moving
away to get
supports, not
staying

together,




CtLC Integrated
Problem Solving Stars

Star Tool Integrated Star
Charting the LifeCourse Integrated Supports Star: Mapping Ed ch.rion CI I ReSOU rces

Community Eligibility Specific

Access the Charting the LifeCourse framework and tools at lifecoursetools.com

Charting e LifeCoosre Portfoli i & Semysiate of the LIMICC 15, LACED0. Mors marerisis #t Mscosrnck.mn ST T
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Charting the LifeCourse:
Achieving Personal Outcomes



Tool for Developing a Vision - Family

LIFE
My Vision for Farmily Member's Future pricrity
DOMAIN ¥ My Family
Continue Lo volunteer st Fice Slation secawse
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Working with
Families to
Capture
Vision for
their Son

Getting more specific
in each life domain




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 toward an inclusive, quality.
community life. This tool will help families and individuals think about how to
work in partnership to support their vision for a good life

Creating a
Shared
Vision for
Parents and
Team E—
Members | Boundaries

Consis+ancy

Appropriate
Used during Early Childhood affirmation
Transition Planning Meeting

)
TAUDY Soag e

sSOURI FAMILY TO FAMILY | UMKC-IHD, UCEDD AUGUST 2015
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Educate School Team on Vision

c ibuti
Skills, Experience, Attributes, Talents
® Desire to read well
® Generous and caring
®  Smart sense of humor, always makes
teachers laugh
* Motivated by doing your best
* Knows when he needs a break
® Take responsibility for his own leaming
® Great presenter on his projects
®  Fast worker/focuses

twice, not reading, not writing, LOTS of talking,

$8: 5.2
I35 g%}
- 13 S c =
? 'uﬁ
$38 i}
i R ggﬂ
* Awesome dodge ball g - E F -3 - E
player 53 sy Bég
F =2 ‘a s =P 2
: %2 iz 358
v = - -9
® iR - § 3§§c
B 8gs sZf. 8372
3 -4 H § 52
zg J§F 1:E5 3802
$% 538 528% 38£%
............................................................. >
2006 '06-09 '10-12 13-15

* To be bullied
*  For other kids to know | am below grade level in reading

* Not be able to be a marine biologist or p g
* A teacher that comrects my reading and tells me | can read better if | just try
harder, a teacher that tells me to stop doing a tic, but | can't stop it

-

J

@ MISSOURI FAMILY TO FAMILY | UMKC-IHD, UCEDD

Long term education desires and goals:

Ben is currently considering 3 career as a marine
biologist or pal gist. He wants to meet people

that have dyslexia and Tourette’s that have chosen
these careers.

Educate his classmates on Tourette’s
He is determined to be able to read on grade level

Conditions:

®  Access to de-stressing supports (ball pit, alone
time, talking it through with trusted teacher)

* Modification for reading assignments and
home work

*  Having a teacher that “gets” Tourette’s,
dyslexia and anxiety

®  LOTS of activity at recess

Preferences:
® Teacher — nice, not a lot of home work, funny
* Loves social studies and science best!
® Recess!!'!!!

Support Needs:
*  Visual schedule
* Regular routine
*  Opportunities to explore his passions in
projects
®  Audio learner with d

z 4
ation as d

MAY 2014
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Sean s easy to wake up In the morning. Although he doesn't pick
out his clothes he does share when he doesn’t want wear

s Mapping
= Experiences
for 6t
Grade Year

My new friend came over to play

To get in trouble

To forget anymore school work, it is
embarrassing

o J
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Self-1.ead IEP Transition Plan

MY TIMELINE
WHAT I DON'T WANT

e

| don’t want to work in a sheltered S "‘Fi -
. = | H
: 3 |

workshop or in some boring place
making less than minimum wage.

SHELTERED WORKSHOp 13

¥ DISABLED .

| don’t want everyone else to
assume they know what | want and
make all my choices for me.

| don’t want to live in a group home or an institution with a whole bunch of O

other people. - W 4+
@ (/’%ﬁ: 304)
_-Elementary

| don’t want to be lonely, isolated, or “lumpec

with a disability. MY PLANS As AN ADUL‘I‘ 2004-12(13)

| 'weait 1o be Indepandant ard maks goad chalcas for Play
mysz £ B

Aher | graduale, | wonl oo
G 1o co wge
Hiww B my s nsw with o fiiand
Work 10 gozd |03 like the mavie thezter or
Stecbucks ks my blg 2sterl
G2 1o church
Hawe fun wilh my friend: ord family

| nzed carcgiwers ond s1aff 1o Felp ma.

| wead 16 howe 0 :x»yfvlm‘d andd thet some day (et
e T g wadding loo
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Technology Personal Strengths & Assets Relationship

Decision Making: | cam mocurstely choose from lists of actwities. . Ela.E-Ed

Decision Making: | have definits preferences far what | lie to do. Decision Moking:
| cam l=arn on line ar in Cal=b's family farms
pErson. Skills: | have m very pesitie sttituge. People like to be arcund me. Caleb can =xpress his areer

will try to do any activity thet | sm challenged to do. posfroences,
Mizsouri Assistive Technalogy 1 like= o do amything outside and | work hard. Caleh naeds support to Pl o
-Whst squipment do | need? hiEve hesn warking outside all my lite, unrezskand the situation to annlng Star
-t is svailable? . Make chaices.
-B§14ility grantz® o b s L e L e Theare are some situations he will not
Maney Management: Personai Sofety: | follow directions wail, comprehand and will need more input
Con | buy it #t 8 reguiar store? | ar t=l & parson of sutharity wha | sm, frpm trusted family or frisndz.
=ow oan | pay Tar it? hery | live snd who my parents sre. . Shkills:
-Frivate funding | might gat bared but will et back Caleb has been trained to understand how
-ChiBrity @p.tesk with reinforcement. 1 pick and handle producs in the garden.
-Public funding siigibis He iz interested in l=arning more about animals.

Caley has support ta try new opportunities.

Persanal Safety: Money Manogement:

R R Calzb is learning more sbaut money.

He needs help with significant monetary decisions.

Personal Safety:
Future Calek is kmown by some other schoal district
students in gur community.
Career He is known in gur church community.
Planning He ne=ds to be with & trusted adult at all times.

Caleb
Decision Making:
Use m CWIC to understand my 553/5500 berefits cptions.
Diecicion Aok \s= Vorstional Rehabilitetion for job resdiness planning.
Calab nesds substantisl support in rezards to public sector raspurces. Use OIL to understand community options of all kinds.
Maoney Management:
D=terrmine how to use Student Esrmed Income Credit bensfit

Monrey Monagemant:

-Substantial family imvalvement snd planning Flediraid - acoess waiver, medicsl insuranoe, support, job cosch,
-Financial Flanner ) . . equipment, FIA
-Cam uze tracitional savings to pay for schoo, areer Determine how my senvices will be effected and eventuslly replaced as
“Taw stabus — can | et tax ceductions snd cracite? . . . Y Income Increases®
Determire what finandal toals are svsilshle based on my eligibility ABLE,
Personal Safety: PASS, 1A, grants,
-Lawyer - Specisl Meecs Trust, Alt. Gusrdisnship tools, Living Wil Increass cash flow and keep/get privebe insurance - HIF?
| hawe private kesith inzursnce ss well as Medicaid o . frathi ] =
Eaod relationships with family, providers and case managers lzam sbout
PB4/ DH55 rights to protection

Community Based Eligibility Specific




Going fo country
music concerts

Ty o
4 ' ) & A 3 *
RV s "
O
3 L
b [y

¥ Eagle Scout Lleader

Going to the library and other
places around town.

The qud Life
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Diverse Array of Implementation

Educating self-advocates and families on possibilities,
problem-solving and planning

Early Childhood and School Transition Planning

Information and Referral /Options
Counseling /Navigation Support/Futures Planning

Long Term Services and Supports Planning Formal
Planning Process and Requirements

Aging, Social Services, Employment, Retirement,
Health

Etc, etc, etc.

INSTITUTE FOR HUMAN DEVELOPMENT, UCEDD | LIFECOURSETOOLS.COM




chartingthelifecourse.org
LifeCourseTools.com




Contact Information

Sheli Reynolds

reynoldsmc(@umkc.edu

816-235-1759
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Minnesota’s Interagency Efforts

Core Inter-Agency Partners

* Minnesota Department of Human
Services (DHS)

* Minnesota Department of
Vocational and Rehabilitation
Services (VRS)

* Minnesota Department of
Education (MDE)
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Technology Tools

Central Launch Pad: Disability Hub MN Tools — DB101 and HB101

Disabllity Disability Benefits 101 | = e
‘ / <]
m Your Situation Programs Estimators Glossary Videos My Vault Partners
Welcome to the Hub. - ]
£ Disability Benefits 101 gives you toois and
L We can help you plan your best life, your way. information on health coverage, benefts, and employment
You can pian ahead and leam how work and benefits go
together. > More
My options ~ My voice My tools Hub partners earch Disability Hub MN
() Weicome to DB101 (1.5 min video
7 i 2
What is the Hub? SR I
plrnig Fo ioaion i mgiestoyor | progans. > ere
> More
Disability Hub MN is a free statewide resource network that helps you Introducing DisabilityfHub MN: Your best life, your way. © Going to Work © Cash Benefits
solve problems, navigate the system and plan for your future. a
At the Hub, we focus on your needs — helping you understand your Housing Benefits 101

options, connect to resources and find solutions. We're here to help you get
the answers you need. We'll help you think through additional options and
identify new paths toward creating the life vou want.

MYSITUATION ~ PROGRAMS & SERVICES ~ MYVAULT ~ GLOSSARY  PARTNERS

Plan for Your Home, with . Gat Help Now
the Services You Need

Doyouhave s
isablty?
Read more about the Hub. disablty

Are you 60 or older?

Are youa votoran?

Aro you homeless?

J = Other?
Watch a video or audio described video , or read video transcript. wowte
sy
Moving Out of a Changing Your Keeping Your Homeless
Facility, Group Home Housing Services in
Home, or Foster Minnesota

Fixyour cuert piace, o Hor aresoms srategies

Care.
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The “Vault” — supports person centered practice and

coordination

Shared vault between DB101 and HB101 Current list of activities

All Activities (DB101 & HB101)

My Vault
Using Vault activities, see how to increase your income or About Me ¥ Accessibility Needs & Wants
access to health care through work_ You can also save files
that are important when planning for work and benefits. Build a Benefits P anning Team Build a Housmg Team
Do a Quick Budget Get a Benefits Lookup
Make a Work Plan ¥ Manage Benefits

My History: A Guide for Dealing with Past

m Files Shares My Budget Problems
Needs & Wants Options for Paying for Your Own Place
— s ’
Presenting Myself See How Work and Benefits Work Together
| ¥ Services Needs & Wants ¥ Start a Benefits Plan
) T
BENEFITS PLANNING MOUSING NEEDS & WANTS PRESENT s HOUBNO BUOORT
B Whatdo Iwantina How can | make a Does the money add
What happens to my benefits new place? good impression? up?
when | work?
v v
BUDGET IDEAS
Can | move into my
own place?
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