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Introduction

In 2012 the USAdministration on Intellectual and
Developmental Disabilitig@IDD) awarded funding to ProjectGoal
the National Association of State Directors of _ . e
Developmental Babilities Services (NASDDBRS)reate  [REAUCReE U ERESEU TR IIEEIERE Y
a Community of PracticgoP)focusedon expandinghe [EEEIERIEESERINEREU NS B IERT
knowledge basaroundhow to best supportamilies better assist and support families that includ

with memberswith intellectual and developmental a member with intellectual and
disabilities developmental disabilities across thispan.

Along with NASDDS, the core project team includes the

Institute for Human Development at the Univeysif Missouric Kansas City (UKLC), and the Human Services
Research Institute (HSRIn addition to the core project management team, an advisory group of national
partner organizations provide guidance to the project and includes the Association of University Canters o
Disabilities AUCD)National Association of Councils on Developraébisabilities (NACDD), Par¢otParent

USA, Selfdvocates Becoming Empowered (SABE), and Sibling Leadership Network (SLN). A number of key
consultants recognized nationally as exgsan the area of supporting families also lend their expertise to the
project.

The investment in this five year project directly relates to one of the four key recommendations generated by
a group of national leaders in the disability field at the Wprgad Family Support Summit in 261fhat

& LIS O A DeveIsp atidFundiNational Supporting the Family Initiatives that explore principles, practices, an
data indicators that will inform practice and policy related to supporting families across thealife ¢ Ly
alignment with this recommendation, the goal of this initiative is to build capacity across and within states to
create policies, practices and systems to better assist and support families that include a member with
intellectual and developmenl disabilities across the lifespan.

Over the course of this five year effort, the project team aims to achieve the following outcomes:

w State and national consensus on a national framework and agenda for improving support for families
with members with IDD.

w Enhanced national and state policies, practices, and sustainable systems that result in improved
supports to families.

w Enhanced capacity of states to replicate and sustain exemplary practices to support families and
systems.

The purpose of this repors tobuild onactivities conducted during the first two yeawéthe projectand
provide a description of the activities and aclements associated with year thred the project. What
follow isa description of (a)the Supporting FamiliesifeCourse Famework (b) year threeactivitiesof the
national Community of Practicas well as state level activitie&) essons learned, and (d) next steps.

1 Hecht, E., & Reynolds, M. (201B)ilding a National Agenda for Changing Systems for Supporting Families with a Member with
a Disability Washington DC: Administration on Intellectual &wl/elopmental Disabilities.
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SupportingFamilies LifeCourse Framework

The Supporting FamiliesfeCourse Franveork is the theoreticainodelthat the Community of Practice has
usdal to guidethe work to improve supports tdamilies with members who havéDD. During the first two

years of the project, théramework continued to evolve, and while the process of adapting and integrateng th
framework is ongoing, the fundamental elements remained stable in year thraes allowed the National

CoP team as well as state teams to convey a consistent mesgalgepartnershipsand begin to apply the
framework to impact policies and practicessupport families.

Figurel: Community of Practice Framework for Systems Change

Life Course Guiding Principles
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Michelle “Sheli” Reynolds, PhD. UMKC Institute for Human Development, UCEDD. Revised June 2014. Adapted from Hall et all, 2007
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Year ThredActivities

Year hreeactivities build on the foundation developed over the courséheffirst two years of the project
Thefollowing describeproject activiies undertaken during yeahtee at the Natonal Community of Practice
leveland state team level.

National Community of Practice Activities

The national project team is responsible for managing the activities of ther@mity of Practice including
organizing and convening monthly calls with all the of the participating states, proydorge and onsite
technical assistance, hosting additional webinar training opportunities to enhance learning across the states
relatedto a particular topic, and convening an annual meeting. In addition to these regularly scheduled
activities, members of the national project team engaged in a number of information dissemination and
networking activities, which are described in more delelow.

Conference Presentations

The learning from the @nmunity of Practice was shared Hs conferences in year thred ke presentations
focused on theLifeCourse Framewodnd Community of Practiceand included Keynote sessions, Breakout
sessions, and Poster sessions.

NASDDD&Keynote, November 145, 2013
AUCLx, Pre conference session, November-19, 2013
TASH; Breakoutsession December 123, 2013
' VAGSNRBRAGE 2F L26l Qa / Sy SN T2QNenidwofthR Lileurdel K
Frameworkg January 20, 2015
AMCHR; PostersessionJanuary 2-28,2014
AADD Annual Conference, St. Louis, MO ; Aging across the LifeCaMiag 18, 2015
Delaware UCEDD Leadership Academy, June 15, 2015
AAIDD¢ Post sessionJune 2427, 2014
Person Centered Planning Gathering, July 28, 2015
Reinventing QualityAugust 35, 2014
o National CoR, Breakoutsession
o LifeCoursd-rameworke Postersession
1 ASAN Leadership Train g@ugust 17, 2015ACDD/ITACC Webinar: LifeCourse Thinking and DD Coun
Strategic Planning ¢ June 30, 2015
1 HCB<Zonference; Family Caregiving Intsive:September, 2014

= =4 =4 4

= =4 -8 4 -4 4

Innovation Webinar Series

In 2015, the Community of &ctice initiated thennovation Webinar Seriés provide more inrdepth
discussiorand examples of how aspects of the LifeCourse Framework are being operationalized in states.
Reguar webinars were open to the public and featured exemplars from participating states and national
partners. The webinar series was very well attended and versions of the presentations remain ai@hitresl
websitefor convenient accessThe following vebinars were conducted in year three.

I January 2015
Overview of the LifeCourse Framewarkhe LifeCourse Framework serves as the foundation of the
Community ofPractice . Thiswebinarfocused orhow the framework can be applied tite policy level,
as well as a guide for service provision and planning.

supportstofamilies.org
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I March 2015
Front Door to Longrerm Services & SupportReaching out to find information or to get necessary
services and supportsan be a hardirfst step for many families. Two of the CommunityPoéctice
states, Missouri and Tennessee, have been working to makenttigd contact with the state
developmental disability systems a mgrerson and familycentered experience. Staff from the state
Intellectualand Developmental Babilities (I/DD) agencigsovided an overviewof the changes they
are making to the front door of services to bett@eet the needs of persons with I/DD and their
families and to serve asr® wrong door to other suppost

9 June 2015
2 SONB 'ff Ay ¢KAa ¢23S0KSNY The seliadlvgcacy imdvénent,2 &S Y
parents movement, and siblings movement have been working for many years to improve the quality
of life of individuals with intellectual andevelopmental disaitities. This presentatiofocused on the
three movements and how they are ceergingtof 2 N | dzy Alj dzS8 F2 NOS O f f §
This webinar described how thesetworkswork together across the country and in the Community of
Practice states to try new strategies for working on frontlines connecting families, improving policies
and practices for families, and serving as a voice for individuals with disabilities and their families.

T August 2015
Reframing the Conversation at Alelzels: Tools for Chang&his webinar explored how three states
have started changing the way they think and talk about supporting individuals with I/ DD and their
familiesat all levels. Presenters discussedaurces and materials they have developed and
disseminated to individuals and their families, professionals and organizations in the community, as
well as state systems and policymakers

Virtual Information Dissemination

The Community of Practice utilizes a number of virtual avenues to distribigsteriation and engage with a
broader audience. During year three, there was a significant increase in the numbers of people who engage
with the Community of Practice across all of thiNP 2\&tOal fagorms.

1 National Community of Practice for Supporting Families Websitew.supportstofamilies.org
Since October 2014, 7,237 users have navigated a total of 10, 452 sessions on the current
website. Direct traffic b the website (where people used the project's URL) accounted for 37% of all
traffic, organic search accounted for 25%, social media and email traffic accounted for 26% of traffic,
and another 10% of users were referred from other websit@bnost 65% o$essions navigated on the
website from new usersThe most common pages accessed were the homepage, the LifeCourse
Toolkit, CoP State Team Presentations from the Annual Meeting, Resources, and the Innovations
Series.Project staff uses Google analyticsavaluate website data and monitor usage and user
behavior.

1 Social Media
The National Community of Practice for Supporting Families of Individuals with 1/DD project currently
has a presence on three social media channels: Facebook, Twittegaogle+.Project staff use
Hootsuite to facilitate and manage social media posts and interactibhsough integrations with the
WordPreson thewebsite, each time a new post announcing a new product, project update, or other
news related supporting families éseated at supportstofamilies.orgjl project social media channels
are automatically updated.

A Facebook

supportstofamilies.org
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The Community of Practice for Supporting Families with Disabilities Facebook page
(http://facebook.com/supportstofamiliesexpanded its reach th,156dikes ¥ N2 Y
approximately 900 since last yedihe Facebook page is used to share new resources created
by state teams, communicate important national policy and practice news, higbpligject
activities, and generate conversations about supporting families.

A Twitter
Currently, @familieswiddhftp://twitter.com/familieswithidd) has686 followers, which is an
increase obver 250since I&t year.The Supporting Families Facebook page content
automatically updates the Twitter feed, so it is @mtly being used to amplifgurrent
communication strategies.

A Google+
The Community of Practice for Supporting Families Google+ page was created in May of 2014
02f aiSNI AaSFNOK Sy3aayS 2LIAYATFTGAR2Y 2y D223
presence.lt currently has 16 followers. Page content has been viewed ove04i0@s.
Google+ is a relatively new social media channel and not commonly used by the typical users c
our website, females (80%) between ages 35 and 64 (71%), which explains the small increase
followers from the previous report (8 followers).
I Video
In addition to the above channels, project vidgemd media are hosted on Youtube (connected to the
CoP Google+ Profile) and Vimeo.

1 EmailList
The Supporting Families mailing list currently has 553 subscribers, which is an increase of over 200
subscribers over the past yeaiThe Supporting Families mailing list is used to share project updates,
which feature national news stories, state updatasd a LifeCourse Spotlighh addition, the project
uses the mailing list as a vehicle to share resources, promote announcementsl iafodations Series
webinars and issues briefs, and communicate partner announcements.

LifeCourse Tod&lt Developmentand Dissemination

Duringyear threeof the project,the family of LifeCourse Fameworktools continued to beexpandedand

refined. The tools are aimed at assisting individuals and their families with creating a vision for a good life an
planning for the supports they need now and in the future. Participating states are using the tools to embed
the LifeCourse Framework at all lévencluding planning systems reforms, connecting and working with
partners, training front line staff, and planning with individuals and families. following toolsre currently
available for use and can be found on the website at:
www.supportstofamilies.org

Figure 2: LifeCourse Infograph
Tools for Conversations Craring e i Coure
9 LifeCourse Infographic S —
This handout is a visual representatimnhelp with understanding Y (’0\
the LifeCourse framework guidingginciples. Ithighlights the key \
areas ofthe framework and presents thiaformation concisely.
This handoupairs best with a presentation @rofessional who
knows the frameworkvell and is able to answer amyestions.
1 Life Trajectory Worksheet: Individual angamily

Everyone wants a good life, and defiriesir good life in their
supportstofamilies.org —
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own way. Thisool can be used to help individuals afamilies think about what a good lifeeans to
them, and also identifywhat KS& (y 26 (KS@& Raoihe arrbws Gathe used ® & LJI
think about current or needed life experienctd®at help point the trajectory arrow ithe direction of
the good life vision.

1 Tool for Developing a Vision: Individual and Family Versions
Forming a vision and beginning to pkam the future in each of the lifedomains helps plot a trajectory
for afull, inclusive, quality life in theommunity. This tool is to helpdividuals of all ages and/or
their familieg; from the very young child, amdult or somewhere in betweeqstart to think about a
more specific vision fdife as an adult. This tool also heipslividuals and families narrow dowwvhat
life domain(s) they are focusing @y rating what is most important tthhem at this point in time.

1 Integrated Supports Staworksheet
All people needupport to lead goodives. Using a combination of madiferent kinds of support
helps to plot arajectory toward an inclusive, qualitgpmmunity life. This tool will helfamilies and
individuals brainstorm theupports that they already have aright need in order to work in
partnership to make their vision forgood life possible.

1 Long Term Seice and Support NeedSemplate
Once people have figured out the typessupports needed and/or existing, thsmplate is a way to
apply the supportso a daily/weekly schedule.

Supplemental Handouts

1 Foundation of the LifeCoursEBramework
This tool explains the main elemerard core beliefs of the life courdeamework. It can be used to
helpsomeone who is unfamiliar with theifeCourse framework or tooitsrderstand the basics and
explain it toothers.

1 Charting the LifeCourse: Experiencasd Questions Booklet
This booklet helps individuals afamilies know the questions to ask atidngs to think about
throughout thelife course, in order to havie experiences that help lead to the gobfe that they
envision. Most of thejuestions and life experiences in thisoklet could apply to anyone,
whetherthey have a disability or not!

1 LifePossibilities
There are many options for living, working, guldying in the community. What might have been new
YR SEOAGAY3 on &SIFENBR 325 YIre y20 62N F2N i
to help individuals and families explore variety of kinds of options for where they might lde or
during the day to earn money or have fun. Some may be more traditional or historic and no longer
preferred by many, some that are known and tried but not necessarily the norm, and others that are
new or unfamiliar to individuals, families and professits.

1 Integrated Support Options
People often need support to lead gobdes. Using a combination of madifferent kinds of support
helps to plota trajectory toward an inclusiveuality, community life. This tool whielp families and
individuals thik about how to work in partnership teupport their vision for a good life.

1 Long Term Service and Support NeepBefore and After Integrating Support
This is an example of what the templdt®ks like filled out for a particulandividual in a more
traditional systemsnodel and in an integrated suppaniodel.

supportstofamilies.org
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Additional LifeCourse Tools

9 Charting the LifeCourse: Focus on Transition
This short four page guide can be given to youth and parents of youth who are nearing or have reache
transition age, to helphem begin to think about things in each of the life domains that will be
important in the transition from school to adult life. It includes questions to ask and options to
consider and discuss with transitioning youth, to move toward a vision for algeas an adult.

1 Charting the LifeCourse: Daily Life & Employment Guide
This 20page guide is meant to help transition age youth and families figure out what daily life is going
to look like after high school ends. It includes activities and resourdesgim to think about jobs,
careers, or continuing education in adult life.

SecondAnnual Gathering

On May27", 28" and 29", 2015, representatives froevelopmental Disability (DD) state systems, DD
Councils, University Centers for Excellence in Dewatopal Disabilities (UCEDD), and other family and
community organizations in Connecticut, District of Columbia, Missouri, Oklahoma, Tennessee, and
Washington state gathered together for the third annual meeting of the Community of Practice for Supporting
Families of Individuals with I/DD. The state Community of Practice teams and others came together to
recount their accomplishments and spend time collaborating and sharing ideas to push forward systems
change that enhance supports to families of individuaith I/DD.

Other organizations that took part in the annual meeting inclugeaject leadership from the UMKC IHD,
National Association of State Directors of Developmental Disabilities Services (NASDDDS), Human Services
Research Institute, representatisdrom the Administration of Intellectual and Developmental Disabilities,
leaders from the national partner organizations, Seffvocates Becoming Empowered (SABE), the National
Association of Councils on Developmental Disabilities (NACDD), Parent to P@ferand the Waisman

Center at the University of Wiscondutadison. Also in attendance were invited guests from South Dakota
Department of Human Services, who have connected with the National CoP to pilot and incorporate
LifeCourse thinking in their siat

Person Centered Thinking and the LifeCourse Framework;NPeeting Session

Members of the Community of Practice state teams and national project leadership, representatives from
AIDD, and invited guests from states like South Dakota and Texas conwdra@d a conversation about
PersonCentered Thinking and the LifeCourse Framework.

Attendees spent the first part of the meeting discussing the shared values and principles of the two ways of
thinking. Then, the conversation moved into a more specificugision about tools that can be used with

families and how Perse@entered Thinking and LifeCourse tools can work together to help individuals achieve
a good life. Then, strategies for helping organizations embed the two ways of thinking into theespatidi
practicesandbuild the capacity of staff to apply the thinking and use the tools in their daily wor& wer

explored. The CoP continutsexplore how the two ways of thinking can be integrated to make tlostm

impact with families.

StateActivities

Gonnecticut

In yearthree, theConnecticut state team continued to build a culture of creative and affe¢amily and
community partnershipsSome othe Community of Practice committedisat were established early in the

supportstofamilies.org

9



COMMUNITY ©F PRACTICE

Year Three Report

project restructuredby comhbning focus areasThe committeesleveloped and disseminate information

about particular topics in the context of the LifeCourse FramewBdmilies started takinthe lead in many

of the projects and metingsand acting as mentorsThe Connecticut tean also workedwith the Family

Support Network and Pare#ib-Parent to disseminate the message of the LifeCourse framework statewide.

Another focus in year three was include theLifeCourse principles and tools within services and supports
offered throughthe Department. They ar@oing this by:

1 Working to enbed LifeCoursprinciples and practices services planning and school planning
processes, and connect with persoantered planning practices,

1 IncludingLifeCourse principles as part of core compeies in training for ilhome support provides,
and

1 Trainingfamily mentors on LifeCourse principles and tools.

The Connecticut team also moved forward with several initiatives around technology solutions by working to
implement a wekbased option that Blps organize a support network around an individual, and partnering
with Safe and Smart Campaign and Tech Act to increase knowledge and availability of technology supports.

District of Columbia

In 2015 the DC Community of Practice team focused on engpgiith stakeholdersincluding targeted efforts
to reach familieghat do not currently access formal services offered through the Departmehey
convened stakeholder groups to seek input, and developed and disseminatéditfoeacy Across the
Life@urse @ideto build the voices of familiedn order to support participation they allocated stipends for
family and seladvocate involvement. In year three, they saw an increase in the number of stakeholder
participants and partners involved in theredeam. During stakeholder meetings, they utilized Person
Centered Thinking approaches to focus on strengths and shared responsibilities for cliargelso
continued the work to develop Parentto-Parent DC Chapter to increase opportunities for peepeer
supports.

Inthe early stages of the project, the DC team identified gaps in the service systkmding services to adults
with developmental disabilities, traumatic brain injury, and coordination of services for youth. In year three,
they cortinued work to address these needs layeatinga frameworkfor flexible seHdirectedsupports to be
included as part of the Individual and Family Supports Waiver and build an infrastructure for participant
directed servicesAlso, the team continuetb explore approaches tend the practice of civdommitmentof
people with ID as a requirement to access services. This year, they began work to impgleriafe@urse

tools into Indvidual Supports Planning and partneith No Wrong Door initiative to iprove the front door to
DDA experience.

Missouri

The Missouri state team worked tabance stakeholder involvement in Comanity of Practice activities and
include the voice of families and individuals with IDiey focused on activities related to tratnsn age

youth and worked tomprove information and resources for young people with disabilities to secure gainful
employment and explore alternatives to guardianshiphey did this bgtartingthe practice of including the
LifeCourse Transition handoand information about choice and guardianship alternatisEsgwith

G ¢ NI yaFSN 2 hiusmg lFHeCoursé principlasinboNbuth Leadership Academy, and linking
Community of Practice and Show Me Careers grant activities.

supportstofamilies.org 10



COMMUNITY ©F PRACTICE

Year Three Report

Another focus area thigear was to align the support coordination function with ghrénciples of the
LifeCourse framework including:

1 Updating DDD Quality Outcomes to align with LifeCourse principles;

1 Embedding LifeCourse principles in Support Coordinator training and coaahahg;

1 Piloting LifeCourse tools with County Boards.
Several strategic planning exercises and training initiatives were undertaken this year including

1 Restructuring Missouri DD Council activities ligrawith LifeCourse principles;

i Training families anahdividuals with IDD on usingéCourse tools for a good lifand

1 Training provider agencies and direct care workers on LifeCourse principles.
Oklahoma

The Oklahoma Community of Practice team focused efforts in year thregoemnd understanding of the
principles of the LifeCourse framework among individuals with IDD, families, and professatialtes
included:

1 Disseminating the resource folder;

1 Incorporating LifeCourse principles into Partners in Policymaking and Yeaderiship Forum
trainings;

1 Incorporating LifeCourse information in keynote presentations and boeglsessions ahe Joining
C2NOSa yR D2@SNYy2NRa /2y FSNByOSaT | yR

T ¢NFAYAY3 AYRAGARIzZEE A FYR FlLYATtASA 2y (KGCentprA TS
and Oklahoma Family Network.

They also worked to integrate the LifeCourse principles across supports available to individuals and families
includingaligning support strategies withifeCourse principles in DDS contracts with agencies that serve
individuals and families and implementing the Integrated Star tool as a common tool across agencies to aid
with fluid transition between formal support systems.

In subsequent years the team plans to esgacapacity for training and technical assistanod.ifeCourse
tools statewide, and work taniprove the front door access to the service system.

Tennessee

In year three, the Tennessee Community of Practice team worketleingthen relationships with state
agencies and community organizations who suppantifies and individuals with IDThey focused efforts on
the front door to services byonducting a LEAN Government Event to systematically streamline the intake
processyevisingprocedures related to first point of contact for families and individealensure that it is a
meaningful encounteregardless of eligibilityand preparing front line staff to providasefulinformation and
support to those on the waiting list for services.

The state team engaged in a number of communicasivategiesincludng:
w Dissemmating information via listserv;

w / NBFOGAY3T YR RA&ASYAY!Il (AY 3 udae amilesd andRpsliByrakers; 2 NRA S
w Disseminatig the community resource folder;
supportstofamilies.org
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w Conductinga series of very wetieceivedd [ dzy OK I Y R [ shardNdfoinatiSnZaSdyengage G 2
more partners; and

w Incorporating LifeCourse information in keynote presentations and boeglsessions at the TN
Disability Megaconference.

Due to systems reform anticipated to launch in the summer of 2016, another keydoeagor the Tennessee
team this year wasrainingfor managed care organizations on LifeCourse framework principles and tools.

Washington

As major systems reform was underway this year, the Washington state Community of Practice team worked
closely with policy making bodies during the development of the Community First Choice Option and
advocated to include approaches to supports that aiigtin the principles of the LifeCourse Framework.

In early stages of the projecth¢ Washington state team identified five focus areas including:
Aging Caregivers

Siblings of people with IDD

Parents with IDD

Autonomy for adults with IDD living with family

Improving the front door to DDA services

geegee

During year three, they gathered information about these particular issues by conducting stakeholder focus
groups and/or surveysTo address these issuglke team continued to:
w Work with local and national siblg support groups to develop strategies to best support siblings of
people with IDD and potentially establish an adult sibling support network;
w Partnered on innovative technology solutions including tevelopment ofan onlinesupports
planning tool(www.mylifeplan.quid$ that isorganizedacross life stagesnd aSmart Living
Demonstration Project to explotechnology support strategies;and
w Partneredwith two counties tobeginpiloting approaches to improve thfirst point of contact with the
service system.

No Wrong Door Activities

In year three, the Community of Practicereived a supplemental enhancement to work with states on using
the lessons from the CoP within the No Wrong Door framework. Projectgeament worked with

consultants from Support Development Associates (Dumas, Smith and Buckrerew Family focused

person centered planning and the LifeCourse tools being used in the CoP stéted.ifeCourse tools most
frequently used by the CoP states were thite Trajectory for framing apatet | LISNER 2y Qa & il i
andthe Integrated Star to map aflupportsa person may haven addition to anyormal eligibility supports.

supportstofamilies.org 12
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Integrated Services and Support

@ MISSOUR FAMITY TO FAMILT | UMKC-HD, UGTED

[ ———

@ HISEOUR FAMILYTO TAMIEY | UNKE D UEED:

Figure 3: Life Trajectory Worksheet Figure 4: Integrated Supports Star Worksheet

The consultants with Support Development Associates have incorporated the LifeCourse tools into the family
centered planning curriculum released in July 2015. The Cao#ssted all using a combination of person
centered planning tools as developed by SDA and the LifeCourse tools. In February the CoP project team
mapped the CoP goals to the No Wrong Door initiatiVe.were able to show the connection of the focus of

the DD systems support coordination, person centered thinking work, use of family naragatd family

networks and the ifeCourse framework and tools to the front door of DD services.

Figure 5: No Wrong Door and Focus of Supporting Families CoP

All of theCoP states have been working to connect waitfencies outside of the I/DD services. In reviewing
the No Wrong Door graphic we made additional sources of referrals to include State #D&esy VVocational
Rehabiliation, Medical Homes or Health Homes;lirding pediatric offices, Early Childhood programs, Schools

and colleges and Family and S&tfivocacy Networks .
supportstofamilies.org
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