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ISSUE BRIEF

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

The Community of Practice for Supporting Families of Individuals with
Intellectual and Developmental Disabilities (I/DD) holds the core belief
that all people have the right to live, love, work, play and pursue their

life aspirations in their communities. Across the country, our culture is
embracing this belief. It is necessary to change not only our conversations,
but the way we think about people with I/DD and their families and the
supports they need to live a good life.

The Community of Practice (CoP) is working on discovering integrated,
flexible, and innovative strategies for supporting the entire family, rather
than focusing solely on formal services.

This issue brief focuses on how the LifeCourse framework is being used:
at the individual and family level to help them troubleshoot issues that
arise as well as create and articulate a vision for the future,
at the professional level to build human service professionals’ capacity to
educate and inform families as well as help them plan and access supports,
at the organizational level to provide an organizing framework for
programming and activities,
at the community level to facilitate transformational change and bring
together stakeholders, and
at the systems level to influence the implementation and compliance
with new C(MS Home and Community Based Services rules and person-
centered guidelines.

Read on to see real life examples of how the LifeCourse is being
implemented at all levels in the state of Missouri.

LifeCourse in Action: Implementation
at All Levels in Missouri, January 2016
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THE NATIONAL COMMUNITY OF PRACTICE FRAMEWORK FOR SYSTEMS CHANGE

The CoP uses a framework for systems change adapted from the State - T

Employment Leadership Network (SELN) (see right). The outcome of systems
change is supports that help individuals and families achieve a good quality i i i i

of life. Systems change is driven by innovations in supports offered to

N s . } ) CATALYSTS INFRASTRUCTURE  INNOVATIONS OUTCOME
families, changes in infrastructure that make it more effective and flexible,
and partnerships with organizations and the community. Family and oo T
self-advocate voices, values, and leadership are the catalysts that add fuel to o PoLiCra Gonts
) ) S | mumeen |« | TECHNOLOGY
the fire and make systems change more personal. Finally, all of this change s =
is happening under the umbrella of the LifeCourse framework (see page 7), O
which promotes the idea that all people have the right to live, love, work, 3
play and pursue their life aspirations in the community. Learn more about
the framework for Systems Change at ﬂpportstofami"es.orq. Michelle “Sheli” Reynolds, PhD. UMKC Institute for Human Development, UCEDD. Revised June 2014. Adapted from Hall et all, 2007

UNIVERSAL STRATEGY FOR PROVIDING SUPPORTS: USING THE LIFECOURSE TO SUPPORT FAMILIES

The CoP has developed a universal strategy for providing supports based on The LifeCourse Framework developed by families FOR individuals
thinking that emerged from the public health field (see below). The left region  and families to help guide them while thinking about the future and
of the triangle lists 'interventions' that can be implemented on a community-  trouble-shooting every day life. The LifeCourse Framework originally
wide scale to improve access for all people. The middle region shows policies ~ began as a set of tools and educational materials; however, it has since
and practices frequently used in the partnerships between publicand private  grown to foster professional development, support job functions of
entities. Finally, the right region portrays paid, formal service systems. human service professionals, facilitate organizational and cultural
change, and enhance systems of supports to families.
Currently, only 25% of people with I/DD access paid supports from the DD service
system." Federal and state budgets do not allow systems to serve all people with ~ Read on to find out how the LifeCourse framework and tools are helping
disabilities, so innovative strategies which acknowledge the changing paradigm  individuals and families in their everyday lives, while at the same time
calling for real jobs, relationships, and lives in the community are needed. changing entire systems to enhance supporst to all families.

ELIGIBILITY SPECIFIC SUPPORTS
« Services based on a developmental
disability diagnosis

COMMUNITY & SOCIETY

« Communications, media, internet
« Public schools

« Law enforcement

PUBLIC-PRIVATE PARTNERSHIPS
- Information and referral services

+ ADRCNo Wrong Door Initiatives

« Peer support and family networks

« Problem-solving and life
\ 7 \
e

+ navigation
N

LIFECOURSE FRAMEWORK & TOOLS

« Healthcare system
- Society at large

1. Larson, S.A., Lakin, K.C., Anderson, L.L., Kwak, N., Lee, J.H., Anderson, D. (20071). Prevalence of mental retardation and developmental disabilities:
Estimates from the 1994/1995 National Health Interview Survey Disability Supplements. American Journal on Mental Retardation, 106, 231-252.
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The LifeCourse Framework
REFRAMING OUR THINKING TO ENHANCE SUPPORTS TO FAMILIES

The LifeCourse framework was developed by families to help individuals with disabilities and families at any age or stage of life develop a vision
for a good life, think about what they need to know and do, identify how to find or develop supports, and discover what it takes to live the lives
they want to live. Individuals and families may focus on their current situation and stage of life or may find it helpful to look ahead to start
thinking about what they can do or learn now that will help build an inclusive productive life in the future. It was developed with individuals with
developmental or intellectual disabilities and their families in mind. The framework is designed to help any person with a disability think about
their life, not just individuals known by the service system. Although the framework was developed for people with disabilities, it is designed
universally, and could be used by any family making a life plan, whether they have a member with a disability or not.

LIFECOURSE FRAMEWORK/PRINCIPLES

ALL INDIVIDUALS AND FAMILIES

ALL individuals and families, whether they are
known to the DD system and/or receive formal
services or not, are considered in our vision, values,
policies and practices for supporting people with
intellectual and developmental disabilities.

FAMILY SYSTEM AND CYCLES

&
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People exist and have reciprocal roles within a family
system, which adjust as the individual members
change and age; individuals and families need
supports that address all facets of life and adjust as
roles and needs of all family members change as
they age through the family cycles.

LIFE OUTCOMES

Individuals and families focus on life experiences
that point the trajectory toward a good quality of
life. Based on current support structures that focus
on self-determination, community living, social
capital and economic sufficiency, the emphasis is on
planning for life outcomes, not just services.

LIFE DOMAINS

People lead whole lives made up of specificand
integrated life domains that are important to

a good quality of life, including daily living/
employment, safety and security, community
living, healthy lifestyle, social and spirituality, and
citizenship and advocacy.

LIFE STAGES AND TRAJECTORY

|
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Individuals and families can focus on a specific
life stage, with an awareness of how prior, current
and future life stages and experiences impact and
influence life trajectory.

INDIVIDUAL AND FAMILY SUPPORTS

Supports address all facets of life and adjust as roles
and needs of all family members change. Types

of support might include discovery and navigation
(information, education, skill building); connecting
and networking (peer support); and goods and
services (daily living and financial supports).

INTEGRATED DELIVERY OF SUPPORTS

| 4

Individuals and families utilize an array of
integrated supports to achieve the envisioned good
life, including those that are publicly or privately
funded and based on eligibility, community supports
that are available to anyone, relationship based
supports, technology, and that take into account the
assets and strengths of the individual and family.

POLICY AND SYSTEMS

Individuals and families are satisfactorily involved
in policy-making so that they influence planning,
policy, implementation, evaluation and revision
of the practices that affect them. Individuals

and families design and direct the supports they
receive to the extent possible with sufficient
public funding allocated in ways that are fair to
all individuals and families.
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PEYTON’S PLAN FOR INCLUSION IN SCHOOL

Peyton’s family moved to a new school district. He
was in fifth grade and had been in a completely
segregated setting at school. His mother, Crystal, had
several unproductive meetings with the school, so
she decided to try a different approach.

Shefilled out the Life Trajectory and the Integrated
Supports Star Worksheet, as well as a weekly schedule
showing Peyton’s supports outside of school. She left
the time he was at school white but color-coded the
other hours of his week with the colors of the star. She
shared these tools with the team at the next IEP meet-
ing, explaining what Peyton and his family wanted and
what they didn’t want for him when he was an adult.
She shared she felt his current placement seemed to be
a pathway to the things he didn’t want.

She explained the schedule to them. She said the
reason she left the school part of his week blank was
because it would only be green. He had no other col-
ors in his school day. She shared that her goal was to
make sure that he had a colorful life during his school
day just like he did outside of school hours.

Last year, the school took a few small steps by
including Peyton in homeroom and art. This year,

a new teacher has responded to the way the family
used the tools for Peyton, and he is included in many
more parts of the day and activities with the general
education students. The teacher has even taken the
position that he would learn best in full inclusion!

To hear Crystal tell the story about how she used the
LifeCourse tools to push Peyton's trajectory toward
their vision of a good life, watch the archived webinar
at supportstofamilies.org

Life Trajectory Worksheet: Family

Everyone wants a good life. The bubbles on the right will help you think
about whata 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,
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CHARTING thelifecourse @ @ @ @ @ (

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 far:':'ilies and individuals think about how to work in partnership to support their vision fq
agood life.

Personal Strengths & Assets

-PCA | Home Hea i
“Consumer Divecked Sevices
-or

‘??ecck

* Funchiendd Class voom,
Medcand/SST

Eligibllity Specific

\ Visit lifecoursetools.com to view examples of how
individuals and families from all different walks of life

and points in their journey are using the LifeCourse
framework and tools to help them learn and explore,
advocate, plan for the future, and more!

INNOVATIONS IN SUPPORTING FAMILIES | COMMUNITY OF PRACTICE FRAMEWORK FOR SYSTEMS SERIES 4



FOCUSING ON SUPPORT COORDINATORS

Progressive Community Services (PCS) is the Senate Bill 40 Board entity in Buchanan County. PCS began providing Service Coordination in 2008; however, they
have also been a provider of residential supports and personal assistant services. Two years ago, staff from Missouri Family to Family (MOF2F) at the University of
Missouri-Kansas City institute for Human Development (UMKC IHD), UCEDD, were invited to PCS to kick off the piloting of the LifeCourse framework and tools.The
partnership began with a kickoff, when MOF2F staff provided support coordinators and staff with a notebook that included all of the tools and examples of how
they could be used.

PCS staff were given the liberty and flexibility to use the tools in ways that worked for them and helped them provide support coordination to individuals. Over the
past two years, MOF2F staff have provided regular technical assistance through phone calls and meetings, and PCS staff have regularly attended both the quarterly
MOF2F Stakeholder's Meeting and the Missouri LifeCourse Tools & Practices Workgroup. Support coordinators have been using the tools actively to help them
work with individuals and their families. Now, the support coordinators who have been using the tools are serving as mentors to support coordinators who are just
beginning to use the tools, as the LIfeCourse continues to expand and develop at PCS.
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SHAY, Support Coordinator

Shay has been using LifeCourse tools with the individuals she supports. Pictured above are examples of the Vision Tool, which Shay used, along with the Integrated
Supports Star Worksheet, to help work with an individual who was in crisis. Pictured above on the left are the tools she used when the crisis first took place, then on
the right are the tools she's used now that the situation has stablized. Shay noted that in the midst of crisis, the tool helped her prioritize the individual's needs at
that time; however, the Vision tool (as well as the star) are even more complete now, because they were able to triage the concerns. Now that everything has calmed
down, they have a clearer picture of the individual's vision for the future and available supports.

BECKY, Support (oordmator- o CHARTING the life course
Becky used the Tool for Developing a Vision with a young man to whom she
provides support coordination and his family. She reported that in the past 0 Tool for Developing a Vision - Family
planning years, Becky would sit down with the family to create his person- it sy et comming. This s hlp el of il agor - those withavery v i sl
. . . or somewhers in between, start tothink 2bouta vis how their family memberwil live their life 25 2n 2dult.
centered plan for that year and, previously, only the mother would provide input Rscge 15 R e mm—— ‘
and insight for the plan. However, when Becky began using LifeCourse tools DOMAN | M Vision for My Famity Members Future | rank | Current Situation/Things to Work On | rank
to drive their planning conversations, the young man began chiming in and E:ﬁ;.m:mm;;;(f o ‘c;r‘,;?;.:;:e;;mr:::; o sos
expressing his own vision for the future. The tool allowed him to have his own outyure_| RS+ Joo uriingbockstres i Crentive. Going atare  restve wiltig
. .. . . . Employment class next school year
books
ideas a.nd vision f.or the future that were qlﬁerent from his parent§ w'h|'Ie at the e ik S———
same time, allowing the parents to have input and feedback on his vision for the @ Parents: Live independently in his g0 and younger sister.
future and his person-centered plan Community | g ceconmatne.
- . d decisi kiny
p p Living ;;: v:ﬁ:';:[:\l uEtil he graduates from
college then maybe he will move in with
. some of the friends he meetsin collegeor
To hear Shay and Becky share more about how they used the LifeCourse tools to hisgirfriend. S ——
i indivi ilieci H H : ym\:::::miiqxw ::r! urrently fznds urch weekly with family
work with the individuals and families in their roles as support coordinators, and e y— and if active in Church activities. Attends
. . continue his strong relationship with his private s:_rlaal supp;rcedjran by the Churc.h
to hear more about how the LifeCourse was rolled out at PCS, watch the archived Social & | Cyureh and Church family. Does not intersct with many young menhis
] . Spirituality RS: | will visit my family on weekends and age at this time—more with adults.
webinar at supportstofamllles.org goto Church withthem. Iwill invite my
friends to come to Church with me and meet
my Church family.
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MAKING SWEEPING CHANGES

Learning Opportunities Quality Works (LOQW)/

County Connectionsserves approximately 600 Community Center Trajectory Worksheet:

IndIVIduals annua”y and employs over 100 e o VISIONforthe New Community Center and its
Staﬁ LOQW prOVI des co m m u n Ity Skl | IS tra l n I ngl gl:ﬁ/:,mfxxa;::;ilc?::;:bu::::s':ra/en:s that contribute to the culture. roleina GOD RIEElforpeopieinourcommunity
employment services and service coordination in 14 30 plus years providing services rong erm desires andgont

. . . and supports Itis our long term goal that the New Community
counties Northeast Missouri. + Experience in Targeted Case Center be a hub for community lfe engagement

Management (TCM) activities in Monroe City. Promoting personal growth

e Experiences in networking and g g ,—§ f‘:; through opportunity, experience and exposure.
The |eader5hip of the organization qui(:kly Embraced . ::\7:;2;”5 of new ideas! ;; % I:;) E It is our vision that the Community Center will become
the LifeCourse framework and began using it to [ menvecmmny 5 g FOE 458 s aluslepot o o i e communty
PP AT T ) %328 s a0 9 = s 2 at people engage in and promote to others.
offer tools to help staff plan with individuals and i tge, 25 £ ¢ § % ¢ {hatpeople engage in and promote fo ot
. 5, g5 38 & 5 8 5 & tions:
provide targeted case management. Then, LOQW 51 % 585 : A < ot
began using the LifeCourse as framework for £3f 82¥: f:: § ¢ f ¢  Toaiing 8. 5 Devloprert
i i ; dz: 2823 g 3 § £ 03 =< . illed to use i
organizing their day_to_day and programma“c ,,,,,,,,,,,,,,,,,,,, ZEE 8- = -<> Access to Technology & Staff skilled to use it
Preferences:
a(tiVitieS. AS LOQW haS Continued tO apply the Early 2015 Summer 2015 9/15 9/15 10/15 11/15 11/15 2016 e Wide variety of activities, classes, etc. to

engage diverse group of people (ages, etc.)
e To access classes outside the center
e Engage volunteers to teach some classes in the
Segregation e Lack of Respect Center and utilize talents in the Community
e Financial Support to assist in Center operation

LifeCourse framework to their work with individuals
and families, it has seeped into their organizational
culture, which can be evident not only in how LOQW

People idle, people sitting around doing nothing

Staff congregating together and not engaging visitors to the Center Vision:
. . Meaningless activities e Activities that are not age appropriate Fun Activities!
has changed the way they provide services but also . o Pumhdiviies!
Lack of Enthusiasm e Lack of Motivation Participation by Individuals

in how staff are thinking in a different way about
providing supports in the community.

.
Inappropriate Activities, Supplies, etc. * Participation by the Community
.
.

Boring... Same old, Same old activities and environment Community Engagement
. Real Life Experiences!
Lack of Planning

@ MISSOURI FAMILY TO FAMILY | UMKC-IHD, UCEDD 2> Grand Opening January 2015!

LOQW used the Trajectory worksheet to help them
plot out a course to an inclusive center that brings
cohesion to their community and offers individuals
and families opportunities to explore new things,

Integrated Services and Supports for Community Center

People need supports to lead good lives. Using a combination of lots of different kinds of support helps to plot a

build Ski”S, and enhance their role in the Communit)t trajectory toward an inclusive, quality, community life. This tool will help define the search for the person to coordinate
H FCRD and guide the new Community Center. Ensuring that the Community Center operates with a culture that supports
They |ISt€d the activities and outcomes they Wanted individuals and families think about how to work in partnership to support their vision for a good life. The Community
for the community center, outlined what they didn’t Center should be a place that supports true community life engagement and enhances the culture of the community.
want for the center, and then they coupled the
o o . . . Technol i i
organizational contributions with a timeline to plot echnology o] el bAs GLBIEE
their trajectory to the transformation LOQW then Social Media: Enthusiastic & Motivated! Wants to have fun & likes others to have fun!
used the Integrated Supports Star Worksheet to plot Facebook, Pinterest, Utilizes creative teaching strategies & technology easily. Advocacy Skills
out the skills and competencies of the ideal leader for YouTube Videos & Communicates comfortably in difficult conversations. Values Community
the community center TED Talks.... Connected with the Community. Resourceful. Values relationships with
Comfortable using laptops, iPad, Organized & Resourceful! SO SR
Projectors, and other devices. | T Support People First and
i i s a self-starter!
To hear Cyndl, from LOQW/ County Connections Comfortable teaching others to utilize /-\S&j?/rgirafilohng?oh:E)tifyr
explain how they have used the LifeCourse as an technology for learning, recreation, and
. . .. . building and maintaining connections Recruit & Organize
organizing framework for their mission, vision, with family and friends. Volunteers
values, and everyday programming and have taken Has the ability and creativity to make Provide outreach and
LifeCourse tools to a new level to facilitate change 2;‘: dﬂff;‘f:t;rgrﬁz jidecs. and oer Motivate people to join in
within their organization and in their community, provide outreach!  Assist with Program
. . The HUb Services as needed when
watch the archived webinar Use tools like United Way's 211 available
directory to identify resources Be a Part Of

at supportstofamilies.org
the Center!

Network with local groups. Planning and Research for Center
Outreach to Chamber of Commerce Identify needs and how to meet them
Represent LOQW & the Community Center at Comfortable with a diverse group of people.

Monroe City Chamber of Commerce
Y Celebrates differences and diversity in a group.

Know what’s happening in and around the

it and Firl t Aannniah ta inin inl

Comfortable utilizing Tools for Choice and other
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CREATING TRANSFORMATIONAL CHANGE

Abilities First (AF), in Springfield, Missouri, provides supports to individuals with Integrated Servicesand Supports AN,
/DD and their families. They operate five programs, including early intervention | 57 = ‘ P
(IDEA, Part C), employment and art programs, as well as support coordination | ™ e s o
and Targeted Case Management to Greene and Webster Counties through the e S © MAX ', ONE-PAGE SCHOOL PROFILE
state developmental disabilities agency. it mimal -Dad
sereenime  Stop Mom e

The AF leadership team has sent team members reqularly to the Stakeholders Eb‘ljpt Z§§:e"ec’§i"n’§?5”
Meetings and Tool and LifeCourse Work Group meetings for several years. In O endness Eneete
September 2015, leadership attended an independent intensive training with oo —
Missouri Family to Family. Realizing that excitement is contagious, they began S = et
implementation of the LifeCourse framework and tools by first applying them in NI o iy - Goaing vith mom Amatn
their own lives, then coming together to discuss how they could help any person. - Commnty Events

mmmmmmm s

Then, AF held an agency-wide launch to kick off the implementation of the
LifeCourse at their organization. Believing that everyone should be familiar with  with school-age children to use while developing Individualized Education Plans

the framework and way of thinking, they invited everyone-from directors and (IEPs) and working with staff at school. Future plans for further implementation

leadership to custodial staff and everyone in-between to attend. of the LifeCourse include hosting a mini-conference with the public school
system, community and selected agencies in Springfield, and hosting

Once they had agency buy-in and everyone was on the same page, AF began educational workshops for parents using the LifeCourse.

sharing the LifeCourse with families. First, they created worksheets with

questions from each life stage of appropriate questions from Charting the To hear Maggie, Educational Liason at AF, describe how her organization

LifeCourse: Experiences & Questions as well as a letter that can be sent by support  implemented the LifeCourse framework in Greene County and how it resulted in not
coordinators to families in preparation for planning meetings. Then, AF worked only major changes in the local school district for students with disabilities and their
with Missouri Family to Family to customize the LifeCourse portfolio for families  families, watch the archived webinar at supportstofamilies.org

ENHANCING SUPPORTS TO FAMILIES

The Missouri Department of Mental Health Division of Developmental Disabilities,

d Improving lives *
Missouri's state developmental disabilities agency, has been making many changes Icons ,
. TN . . - e Each MOQO has a correlating
to make services and supports to individuals with /DD and their families more . . “Charting the Life Course” icon to assist
impactful. Recently, the Missouri Quality Outcome, used to help individuals and Missouri in using the guides together.
their planning teams identify the goals they want to work on in the person-centered H
P g fy g . y . P ) Quallty Daily Life
planning process, were revised. The LifeCourse framework was instrumental in the
revision of the Outcomes, which hadn't been updated since 2000. Outcomes Community Living

Social Spirituality
Healthy Living

% Safety & Security

Additional initiatives the Division is working on are outlining new Individual
Service Plan (ISP) guidelines based on the new CMS Home and Community-Based
Services Rules, updating the service coordinator manual to include the LifeCourse
framework and principles, and hosting workshops for support coordinators on the
framework and how to use the tools.

M Citizenship & Advocacy

To hear more about how the Division has used the LifeCourse framework and A GUIDE FOR INDIVIDUALS
specific changes they made to enhance supports to families, watch the archived AND FAMILIES
webinar at supportstofamilies.org ;

()

~7) Supports to Families

Watch the archived Innovations webinar, LifeCourse In Action: Implementation at All Levels in Missouri,

to hear in depth how the LifeCourse is being rolled out at all levels across the CoP demonstration state.
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INNOVATIONS IN SUPPORTING FAMILIES
COMMUNITY OF PRACTICE FRAMEWORK FOR SYSTEMS CHANGE WEBINAR SERIES

The Innovations in Supporting Families is a FREE webinar series focused This webinar series is for stakeholders interested in enhancing the

on innovative strategies to enhance the systems that support families systems and policies that impact individuals with intellectual and

of individuals with intellectual & developmental disabilities. The series developmental disabilities and their families, including:

includes presentations from national experts about innovative strategies + self-advocate and family leaders,

related to the experience of individuals and families as they navigate « leaders of community organizations and disability services, and
through their life course and use supports to assist them. - state and federal policymakers.

Webinars are hosted live every other month beginning January 2015 and
archived for later viewing at nasddds.org and supportstofamilies.org.

Learn more about the series at supportstofamilies.org

SUPPORTING FAMILIES

1nd1v1duals with intellectual & development al disabilities
IONALCOMMUNITY OF PRACTICE+ FUNDEDBY THE ADMINISTRATION ONINTELLECTUAL & DEVELOPMENTALDISABILITIES

VISIT THE
COMMUNITY OF PRACTICE
ONLINE AT

to get the latest updates
about what we're learning
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This project is funded by the Administration on Intellectual & Developmental Disabilities, grant number ACF 90DN0298.

AIDD is dedicated to ensuring that individuals with developmental disabilities and their families are able to fully participate in and
contribute to all aspects of community life in the United States and its territories.




