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Objectives @ pennsylvania

DEPARTMENT OF HUMAN SERVICES

 Explain the origin of the National Community of Practice and the
components of the LifeCourse Framework.

» Understand how to apply the LifeCourse framework, principles,
and tools within the context of the school environment, specifically,
In the Healthy Living and Safety and Security Life Domains.

 ldentify resources to support students within the school
environment.

3/30/2022 3




Type of Change that is Needed

pennsylvania
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Transitional Change Transformational Change
« “Retooling” the system « Fundamental reordering of
and its practices to fit the thinking, beliefs, culture,
new model relationships, and behavior
 Mergers, consolidations, * Turns assumptions inside
reorganizations, revising out and disrupts familiar
systematic payment rituals and structures
structures
* Rejects command and
« Creating new services, control relationships in
processes, systems and favor of co-creative
products to replace the partnerships

traditional one
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Growth Disguised as Destruction pennsylvania

DEPARTMENT OF HUMAN SERVICES

"FOR A SEED TO AC

ITS GREATEST EXPR

IT MUST COME
COMPLETELY UND

THE SHELL CRACKS,

ITS INSIDES COME ©
AND EVERYTHING CHANGES.
FOR SOMEONE WHO
DOESN'T UNDERSTAND
GROWTH,

IT WOULD LOOK LIKE
COMPLETE DETRUGTION.”

CyYNTHIA OcceLLt
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A movement only
exists when people
are Inspired to move,
to do something, to
take up the cause as
their own.

3/30/2022
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The Golden Circle we=¥ pennsylvania

@2\ DEPARTMENT OF HUMAN SERVICES
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The Golden Circle

pennsylvania
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WHAT




The Adoption of Something New pennsylvania

DEPARTMENT OF HUMAN SERVICES

DIFFUSION OF INNOVATION MODEL

=25 -

ESSENTIAL MARKETING MODELS HTTP://BIT.LY/SMARTMODELS
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Services and Supports are Evolving @ pennsylvania
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Everyone exists Traditional Integrated Services and
within the Disability Services Supports W|th|n.context
context of family of person, family and
community

and community
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Current Reality of Services and Supports T30 pennsylvania

DEPARTMENT OF HUMAN SERVICES

State & Federal
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Where it Began pennsylvania
‘ DEPARTMENT OF HUMAN SERVICES

Wingspread Report - 2011

 National Conference with
Developmental Disability
Leaders

« Recommendations created
to support families of
people with intellectual and
developmental disabilities

Zoiarrh St itp://supportstofamilies.org/wp-
£ & content/uploads/WingspreadReport-2012-

—~

e N ( Rev-52912-Compressed.pdf



http://supportstofamilies.org/wp-content/uploads/WingspreadReport-2012-Rev-52912-Compressed.pdf

National Statistics \

pennsylvania

) DEPARTMENT OF HUMAN SERVICES

1 in 4 Persons with I/DD ® © o
Recelve Formal State DD Services 'n' 'n' 'n'

O 0 0
100/0 75% 25%

4.7 Million people

with
developmental National %
disabilities Receiving State DD

Services

*Based on national definition of developmental disability with a prevalence
rate of 1.49%
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PA Statistics pennsylvania
“;‘5 DEPARTMENT OF HUMAN SERVICES

0
69% % o
(139’768) Cool:girr)lc;fcion , Serwces
Not Known to . // '7 Support Coordination
DD State System / gcslt; Support Coordination

(SC Only?): 15,466
e County Support Coordination
Only (Base?): 10,337

Paid DD Services
e Support Coordination Plus

Data Sources: Paid DD (Community
1. US Census population estimate 2019 12,801,989 .. .
Pop Living/Consolidated /PFDS/

2. Office of Developmental Programs Annual Data Report FY _ _
Adult Autism Waivers?):

2018-19
Page 4 Enrollment by Program During the State Fiscal Year 36,700
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Where People with I/DD Live 7een' pennsylvania

4.7 Million People with I/DD

672,000

528,000

@ Receiving Services, Living at
Home

H Receiving Services, Out of
Home

3.500.000

@ Not Receiving Services

Larson, S. A., Lakin, K. C., Anderson, L., Kwak, N., Lee, J. H., & Anderson, D. (2000).
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All: Public Health Framework
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@ pennsylvania

e

Medical
System

Flu Shot

Hand Washing
Anti-Bacterial Soap
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Innovative Strategies for Transformation pennsylvania
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Eligibility-Based Supports

* Family and self-advocacy networks

* Simplify the front doors

* Give families a different, positive narrative
* Inclusive education with supports

e Adaptive equipment

* Problem solving and life navigation

* Universally-designed and affordable homes

* Knowledgeable and supporting EMT’s and police

e Strong families and friends to share lives with

* Inclusive and accepting spiritual and recreational opportunities
e Changes in public spaces that work for ALL

* And much more....

3/30/2022 17
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What Do Families Need? pennsylvania

| - Goods &
N el Services
SOTTCTRETIANT] | P A M e B ESTOAL 0 (Day to Day.
. DEVELOPMENTAL DISABILITIES Medical,
; o ~ " . Financial
™ o) 4 2z : Supports)
< B A Php-- .
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A National Movement Zon! pennsylvania

/  DEPARTMENT OF HUMAN SERVICES

THE

COMMUNITY

"PRACTICE

FOR SUPPORTING FAMILIES OF INDIVIDUALS WITH
INTELLECTUAL & DEVELOPMENTAL DISABILITIES

3/30/2022




DEPARTMENT OF HUMAN SERVICES

PA Joined the Movement in 2016 pennsylvania

Regional Collaboratives in PA's Community of Practice of Supporting Families

-

SUSQUEHANNA

CRAWFORD 'WAYNE

'WYOMING

SOMERSET (ﬂj S - NORk: PADELPHIA

BEDFORD : 4 y
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Charting the LifeCourse @ pennsylvania

DEPARTMENT OF HUMAN SERVICES

Charting the LifeCourse
IS a set of principles and
tools that can help us
dream and plan for
Everyday Lives...

...and for the “here and

JJ

now-.




DEPARTMENT OF HUMAN SERVICES

I, 7= sy tvania

Core Belief:

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

community.




The LifeCourse Principles ‘*@ pennsylvania
(2 DEPARTMENT OF HUMAN SERVICES
Focusing on Recognizing the Person  Trajectory of Life Achi_eving
all people Within the Context of Experiences Life
Their Family Across the Outcomes
Lifespan
XX X

2
0e® W

Holistic focus Supporting the Integrated Services ~ Iransformational
: three buckets of Policy and
across life need and Supports Across y
domains the LifeCourse Systems Change

23




Family *@ pennsylvania
e’ DEPARTMENT OF HUMAN SERVICES

@ We all exist within the context of family

= Family is defined by the person

» People and their families may
need supports that adjust as
roles and needs of all members
change

= The importance of family is not

dependent upon where the
person lives

; Familyis
. anyone who
. loves you

unconditionally.




I, 7= sy tvania

Everyday Life Domains

Daily Life and
Employment
(school/education,
employment, volunteering

Community Living
(housing, living options,
home adaptations and
modifications, community
access, fransportation)

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

@

DEPARTMENT OF HUMAN SERVICES

Healthy Living
(medical, behavioral,
nutrition, wellness,
affordable care)

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

Advocacy and
Engagement

(valued roles, making
choices, setting goals,
responsibility, leadership,
peer support)




Today’s Focus

-% pennsylvania
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Safety and Security Healthy Living




Safety and Security pennsylvania
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Staying safe and secure

« Emergencies

« Well-being,

« Power of Attorney/Guardianship
options

» Legal rights and issues




Healthy Livin »hY pennsylvania

Healthy Living - Managing and accessing
health care and staying well

 Medical

« Mental health

« Behavioral health
« Developmental
 Wellness

* Nutrition




Student
Experiences

What types of experiences
might students encounter
that fit within these two
domains?

3/30/2022
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The COVID-19
Pandemic




Death and
Loss of
Loved Ones




Natural
Disasters




pennsylvania
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Bullying

33



/

Internet
Safety




Anxiety



Family Stress




|Isolation In School
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How can you help
students in the moment
using the LifeCourse
framework, principles, and
tools?

We'll Show You a Few
Ways!

3/30/2022 38




pennsylvania

DEPARTMENT OF HUMAN SERVICES

Ask Which Bucket They Need Filled @

Students need
connections and Students need tangible items

S_tUdentS r]eed peer support and access to public and
information, opportunities with private organizations in their
resources and Others. community for support.
training.
Goods &
_ Services
Connecting & (Day to Day,
Networking Medical,
(Talking to someone Financial

that has been there) Supports)




Capture Their Feelings on Paper *@ pennsylvania
e’ DEPARTMENT OF HUMAN SERVICES

@ i] LIFE TRAJECTORY | EXPLORING
Vision for What | Want

- J

e @ o 0 @ Developed by the Charting the LifeCourse Mexus - LifeCourseTools.com « & 2021 Curators of the University of Missouri | UMKEC IHD - September 2021

3/30/2022 40





https://www.youtube.com/watch?v=zd1BPAe2MAc

Example — Short-Term Vision

What actions and experiences will help Derek over the next few weeks?

Stay active by taking walks in the neighborhood, walking my dog, Jaxon
Riding myy bike when the weather improves, walking to get the mail, playing my Wi Fit

Participate in any online meetings for the DD Coundl and other groups |

v To Stay Healthy To Keep Connected
~Eat healthy «Call, text, shype or emadl family,
*Cook at home members, neighbors, co-workers,
~Wash my hands ~Friends and Stoneybrooke residents
~Stay home
*Drink water .
Practice “stranger danger®, Talk
Do to my parents/family
Participate in my Monday Bible Study

watch church online — Calebrate,
Embrace, Pastor Salem, First Lutheran

Listen to music, watch movies, d"“"
board games, video games mh““w
Stay informed by me
asking my parents, /n“::‘“.‘m—mw and sut‘?'d
updates by the deﬂ wh°"‘°”3\¢nd*""'
Mayor or Governor b Mt:;:?:“n up
dor’ day
VA

pennsylvania

DEPARTMENT OF HUMAN SERVICES

)

Derek’s Trajectory for the Next Few Weeks

/

~Stay Healthy & feel safe

“Keep Active and fit

Listen 1o Music

~Stay connected to my chruch

“Stay involved with my Bible Study Group

~Connect with family, friends, neighbors, co-workers, card
group, coaches, Stoneybrook residents & staff

~Lose more weight

“Keep involved in my groups. DD Counal, Toastmasters,
Athlete Input Group for Special Olympics, Partners in
policymaking

VISION for » GOOD LIFE

~Be informed on what's happening at my work, the
community and our state

/ What | DON'T Want

*People to be late

*Change in my routine

*Drama

*Stress, anxiety, and/or depression

*To be around people who don’t feel well

—

—

mall



Help Them Problem-Solve

3/30/2022

pennsylvania
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Integrated Services and Supports

Technology Personal Strengths & Assets

Community Based

Access the LifeCourse framework and tools at lifecoursetools.com

My LifeCourse Portfolio & a template of the UMKC #4D, UCEDD. More materials at lifecoursetools.com

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.

Relationship
Based

Eligibility Specific

OCTOEER 2016

43



3/30/2022

-Term Plans »R pennsylvania

CHARTING the LifeCourse
Integrated Supports

e DEPARTMENT OF HUMAN SERVICES

Resources & Supports for Derek to have what
he needs & wants over the next few weeks.

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.

Technology Personal Strengths & Assets Relationships

= Good computer/phone skills
=  Friendly, caring, & well-connected

Fhone to text, facetime, call

= Family - Mom/Dad/Adam,

*  Apps for ghmas & calming =  (Can express some worries/concerns Heather, Reed & Annika]axon

= P54 - Games « Likesa B = Extended Family

*  Poscasts - (faith based & «  Canprepare some meals Larry/Jodi/Rebecca/Dillon
leadership) - Get ready for the day Gordy/Lynn/Grant /Sarah

e *  Able to ask questions or tell us of his concerns et .
skype, look up information, new = Motivated to stay active and t THVHIW{M{MM
Bealthy recipes, watch church *  Has a home busines/can transfer VHS to DVDs s P

= Facebook & facebook live — stay
connected with friends, faith
based devetions, church

= Wil-Fit - bowling, exercising

= Echo Show/Alexa - video
contact Mom & Dad. check
weather/temperature, tell you a
joke, find a recipe

= Shopping - Aisles online for

Eroceries,
* Food & Snacks - microwave,

oven, keurig, Magic Bullet
* White board calendar for
schedule
* [PAD- Music

=  TV-Netflix, Disney Plus, etc
*  Security Cameras

»  Church - Celebrate & Embrace, First Lutheran,
Pastor Salem’s church-Aberdeen

Great Life Performance Center

01 — Orthopedic Institute at Grear Life

Great Life Suburban Lanes
HyVee - Food & Snacks
Walgreens - prescriptions
StoneyBrook Suites & Prince of Peach

Barrel House - (Take Out) & B&G (Ice Cream)

Community Based

= Neighbors - Renee, Sandy, Bob
& Shirley, Dick & Jeanette

=  Friends - Emily Determan,
Grandma Pat & Wayne, Bobby.
Megan, Angie,

=  Co-workers — Mike /Randall

= Residents & Staff at
StoneyBrook & Prince of Peach

* Pastors at church

=  Groups — Bible Study Group,
Card Group, Teastmasters, PIP,
DD Council, CAC, Better Ride
Band, Special Olympics friends,
bowling team

*  Family Support 360
= Linda, Companion Provider
=  Housing

Eligibility Specific
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COVID-19 Resources

CHARTING the LifeCourse

COVID-
19

Suppor

Option

Personal Strengths &
Assets

Skills to Stay Safe:

= Try not to touch things with your

hands that you doen't need to

tauch.

Don't touch your face.

= Speeze or cough into your elbow,
not your hands.

= Hand washing

s  Wearing Gloves

Emergency Preparedness

Skills to Maintain Wellness:
* Mindfulness and Coping Strategies
= Wellbeing Checklist

Decision Making During a Pandemic:

= Self-Advocate Transition Resource

= Family Resource for Transitioning
to Community

= Things you need to know about
COVID-19 and what to do

* Understanding
Vaccinations/Social Story

Understanding COVID-19:

®» Understand COVID-19 symptoms
and monitor for them

* Communicate with doctors about
any symptoms of concern

= Be knowledgeable of your special
healthcare needs

= Manage (or help manage)
medications and healthcare needs

= Understand health risks around
COVID-15

»w COVID-19 Integrated Support Options »w

Relationship Based
Supports

Healthcare Team:

+ Doctors

*  MNurses

* Family member or staff who
supports me during appointments
or with medication management

Interacting with Others:

+ When you see somenne you know,

don't shake their hand, hug or kiss

people, or give a high five; instead,

you can touch elbows or give a

peace sign or a Spock sign or justa

big smile.

Dating During a Pandemic

+ Social Distancing

+ Understanding When to use
Isolation

+ Understanding When to

Finding Social Events (In-person &
Online):

+ ASDNext- Event Calendar

& SAUI- Event Calendar

= PA Family Network- Events

Maintain Relationships During the

Pandemic:

+ Use online communication (Where
do | connect with pecple?)

+ Internet watch parties (watch

maovies and concerts with others)

Call on the phone (Who can | call?)

ugranting

Technology

Hand sanitizer

Masks / Gloves

Telehealth appointments
Pill-minders
Calendar/Reminders
Telephone/Smartphone
Computer/Tablet

Internet

TN [Metflix, Disney+, Hulu,
Cable Ly, etc}

FaceTime

Zoom

Skype

Alexa/Eco Show

Security Cameras

Social Media

Fitness Apps

Mindfulness & Meditation Apps
to premote wellness
COVID ALERT PA (download
from app store)
Faith-based Podcasts or
YouTube Channels

Online trainings/courses

Community Resources

Back to Others in the Communi

Washing my hands and wearing my
mask helps myself and others stay
safe

Offering acts of kindness to others
Check on neighbors and friends to
make sure that they are safe and have
what they need then help if you can

Staying Connected in the Community:

Virtually attend township meatings
Virtually attend neighborhood/schoal
meetings

PA Family Network
SAUL

Transitioning Back into the Community:

Steps to Stay Safe in the Community
Social Distancing

Self-Advocate Roadmap & Guide Back
into the Community

Parent & Caregiver Resource Guide to
Community Readiness

School During COVID-18/Social Story
Waorking During COVID-19/5odial
Story

COVID-13 Vaccinations in Your Area:

https://fwnanw. pa.gov/guides/get-
vaccinated/
PA Health Hotline at 1-877-724-3258

LS
Call Persevere PA at 1-B55-284-2454
LS

* pennsylvania

DEPARTMENT OF HUMAN SERVICES

Make sure that your insurance is
current, and the information is readily
available.

Waiver Services

Home/Community Based Services
Assistive Technology

Medical Home

In-home Nursing services

Einancial Support:

If your income goes down, you can
apply for help.

Unemployment

Financial assistance

Know how and where to get checked for
CovID19:

Call your doctor to discuss how you are
feeling
Comntact local urgent care

Testing Information

Determining COVID-19 Vaccination
Eligibility:

CDC COVID-18 Toolkit for People with
Disabilities
Vaccinations for Unpaid Caregivers

3/30/2022
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Abuse Awareness and
Prevention — A National Focus

of the Charting the LifeCourse
Nexus

Safety and Security
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A Helpful Resource @pennsylvania

Abuse Awareness and Prevention —
LifeCourse Nexus (lifecoursetools.com)

Abuse Awareness and

PREVENTION
GUIDE

Part of the CtLC Life Domain Series

3/30/2022 47
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Help them cultivate relationships pennsylvania
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“Connection is why we're here. We

are hardwired to connect with others, it's |
what gives purpose and meaning to our |
lives, and without it there is suffering.” -

Brene Brown, “Daring Greatly”.

3/30/2022
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Help Them Identify Their Supports o pennsylvania

e DEPARTMENT OF HUMAN SERVICES

@\\ INTEGRATED SUPPORTS STAR | ABUSE AWARENESS AND PREVENTION

FHow con you use your own skills or abilities to prevent, recognize, or get away from obuse?

- Calendar to keep track of anything you think might be abuse or doesn’t fee! quite right
- Know where/when you feel safe or do not feel safe
- Have a Personal Safety Plan in place

How can How con
you use fomily, friends,
technology to and others you
help you prevent, trust, heip you
recognize , or get prevent, recognize, or
owoy from abuse? get away from abuse?
- Safety Awareness Circle - Trusted family, friends,
- Medical alert device neighbors, acquaintances who:
- Hidden cell phone on mute * can provide information

with emergency numbers on in a orisis

speed dial * you could stay with if
~ Cell phone company feeling unsafe at home

prearranged 911 location trace « keep money, spare keys,
- Security systems extra clothes, or important
- Motion detector cameras papers for you

Plan for - Familiar staff or people at local
stores, restaurants, etc.
Safety from e b
Abuse trusted family/friends/etc i
help is needed

What ploces, people, or resources in the How could you use services or resources
community could help you prevent, recognize, you are eligibie for to help you prevent,
or get away from obuse? recognize, or get oway from abuse?
- Wdentify “safe places” in community - Case workers
- C ™ prog - Trusted support staff
-~ Post office box to receive private mail - Trusted person in safety planning process
- Local emergency responders - Domestic violence/sexual assault hotlines

3/30/2022 49
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Reassure Them When Stressful Things Happen

GIVING UPON
YOUR GOAL
BECAUSE OF _
‘ONE SETBACK IS Getting back

LIKE SLASHING on track
YOUR OTHER
THREE TIRES
BECAUSE YOU
GOT ONE FLAT.
TOBY MCKEEHAN

Incidents
shouldn’t become
life sentences




Connect Them With Other Self-Advocates

@ pennsylvania
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In our logo, people raise and
join hands to celebrate power
for a new day for self advocacy
in Pennsylvania

3/30/2022 o1



SAU1 Contact Information

‘@ pennsylvania
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Use Your power to connect with us!

Learn more about Self Advocates United as 1's (SAU1)
work, being a self advocate, and speaking up for people’s
rights. You can reach us in lots of ways. It's easy!

Send us mail at: SAU1 428 S Main Street, Suite 3
Greenville, PA 16125

Give Rita at SAU1 a call at; 724 588 2378.

Email SAU1 at: info@saul.or

3/30/20221.26.18 -



tel:7245882378
mailto:info@sau1.org

SAU1 Events @ pennsylvania
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Power Events (saul.orq)
« All About Jobs

« All About Relationships
« All About Waiver Changes
 Power Talk with ODP
* Let's Speak Up!

Let's Speak Up!

Self Advocacy: 4
Speaking Up For Yourself 4

and Others

53
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https://sau1.org/power-events

Wrap-Up

« Learned the origin of the National
Community of Practice and the
components of the LifeCourse
Framework.

« Learned how to apply the LifeCourse
framework, principles, and tools within the
context of the school environment,
specifically, in the Healthy Living and
Safety and Security Life Domains.

« Learned about resources to support
students within the school environment.
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Contacs R

pennsylvania
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PENNSYLVANIA

COMMUNITY ©F PRACTICE

FOR SUPPORTING FAMILIES

Candida Walton (State Initiative Coordinator)

cawalton@pa.gov

Mary Citko (SE)
mcitko@pa.gov

Mavureen Timlin (NE)
mtimlin@pa.gov

Cortney McCaleb (C)
cmccaleb@pa.gov

Cathy Traini (W)
ctraini@pa.gov

SAU1

Kelly Arnold (C) ""“’*w%
kelarnold@pa.gov A

o\
:

Nancy Armstrong (W) \
narmstrong@pa.gov @‘t\ j!@
(&

Heidi Arva (BSASP)
c-harva@pa.gov

PA Family Network
PAFamilyNetwork@yvisionforequality.orq, or call 1-

844-PAFamily

info@saul.org, (1-844-723-2645)



mailto:c-nrichey@pa.gov
mailto:mcitko@pa.gov
mailto:mtimlin@pa.gov
mailto:cmccaleb@pa.gov
mailto:ctraini@pa.gov
mailto:info@sau1.org
tel:(1-844-723-2645
mailto:kelarnold@pa.gov
mailto:narmstrong@pa.gov
mailto:c-harva@pa.gov
mailto:PAFamilyNetwork@visionforequality.org
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@ pennsylvania
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