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Charting the LifeCourse
for Everyday Lives



Today:

 National Community of Practice: Supporting 

Families throughout the Lifespan 

 What’s Happening in PA

 PA Family Network

 LifeCourse Framework 

 LifeCourse Principals

 LifeCourse Tools
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Download All of Today’s Resources:   https://www.lifecoursetools.com



Type of Change that is Needed

Fundamental reordering of thinking, 

beliefs, culture, relationships, and 

behavior

Turns assumptions inside out and 

disrupts familiar rituals and structures

Rejects command and control 

relationships in favor of co-creative 

partnerships

“Retooling” the system and 

its practices to fit the new 

model

Mergers, consolidations, 

reorganizations, revising 

systematic payment 

structures, 

creating new services, 

processes, systems and 

products to replace the 

traditional one
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 Transitional Change  Transformation Change

Creating Blue Space, Hanns Meissner, 2013 
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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.
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8Services and Supports are Evolving

Everyone exists 

within the 

context of family 

and community

Traditional

Disability Services

Integrated 

Services and 

Supports within 

context of person, 

family and 

community 



Current Reality of Services and 
Supports

State & Federal 

Budgets
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WINGSPREAD REPORT, 2011

RECOMMENDATION 1:

Design the structure and functions of 

state service systems to include a 

focus on supporting families reflective 

of the fact that most people with I/DD 

are living with their families in the 

community.

Link:  https://supportstofamilies.org/wingspread-final-report/

https://supportstofamilies.org/wingspread-final-report/


Wingspread report, 2011

 Identify strategies for 

collaboration and 

support with local and 

statewide family-focused 

organizations or networks 

that can assist in the 

development, 

implementation and 

evaluation of strategies 

for supporting families.

 Establish mechanisms to 

maintain ongoing 

dialogue with families, 

services system 

representatives and other 

key stakeholders involved 

in supporting families. 
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Wingspread report, 2011

 Increase opportunities for 

self/family directed 

service options.

 Build the capacity of 

supports coordinators to 

support and plan with 

people with autism or 

intellectual disability 

within the family unit.
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Wingspread report, 2011

 Identify and fund 

strategies for assisting 

individuals with I/DD and 

their families to navigate 

both disability and 

community services and 

supports, including 

informal or natural 

supports. 

 Provide training to all 

stakeholders on 

supporting persons with 

I/DD within their natural 

homes and communities, 

accessing community 

services along with 

disability supports as 

needed.
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/

http://supportstofamilies.org/wingspread-final-report/


100%
4.7 Million 

people with 

developmental 

disabilities 

** Based on national definition of developmental disability with a prevalence rate of 1.49%

75%

National % 

Receiving State 

DD Services

25%

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

Data Sources: 
1. US Census population estimate 2019 12,801,989
2. Office of Developmental Programs Annual Data 
Report FY 2018-19
Page 4 Enrollment by Program During the State Fiscal 
Year 

202,271 estimated Pennsylvanians with DD

Based on 1.58% prevalence of PA citizens¹

69%
(139,768)

Support 
Coordination

13 % 18%

Not Known to 

DD State System
Support Coordination
• State Support Coordination 

Only 

(SC Only²): 15,466

• County Support Coordination 

Only (Base²):  10,337

Paid DD Services
• Support Coordination Plus 

Paid DD (Community 

Living/Consolidated /PFDS/

Adult Autism Waivers²): 36,700 

Paid DD 

Services 



Where 100% of 

Person with I/DD Live

Larson, S. A., Lakin, K. C., Anderson, L., Kwak, N., Lee, J. H., & Anderson, D. (2000). 

89%  of People I/DD live with family or in their own home
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ALL: Public Health Framework

Medical 

System

Flu Shot

Hand Washing

Anti-Bacterial Soap
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Developing innovative strategies for 

transformation within and outside DD system

Eligibility Based 

Supports

-Family and Self-Advocacy Networks

-Simplify the front doors

-Give families a different, positive narrative

-Inclusive education with supports

-Adaptive equipment 

-Problem Solving and Life Navigation
-Universally designed and affordable homes

-EMT and Police knowledgeable and supportive

-Strong families and friends to share lives with

-Inclusive and accepting spiritual and recreational opportunities

-Changes in public spaces that work for ALL

-and much more….
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Everyday Lives: Recommendation 4

The vast majority of people with disabilities in Pennsylvania live 

with their families. Families need support in order to make an 

everyday life possible throughout the person’s lifetime..

Families need 

information, resources 

and training.

Families need 

connections and peer 

support opportunities 

with other families

Listening to people with 

disabilities and their families is 

key to providing supports that 

help them achieve an 

everyday life.

Discovery & 
Navigation
(Info and 
Training)

Connecting & 
Networking
(Talking to 
someone 

that has 
been there)

Goods &
Services

(Day to Day, 
Medical, 
Financial 
Supports)

19The Three 

Buckets



Discovery & 
Navigation
(Info and 
Training)

Connecting & 
Networking
(Talking to 
someone 
that has 

been there)

Goods &
Services

(Day to Day, 
Medical, 
Financial 
Supports)

20What do Families need?



The National Community of Practice: 

Supporting Families throughout the Lifespan

 Grant from AIDD in 2012

 5 states plus Missouri as mentor state

 10 more states joined in Feb. 2016
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About the National Supporting 
Families Community of Practice

11/19/2020 22

National CoP for Supporting Families

In 2012, the Administration for Community 
Living (ACL) awarded the five-year National 
Supporting Families Community of Practice 
(CoP) grant to the National Association of 
State Directors of Developmental Disabilities 
Services (NASDDDS) and their partners at the 
University of Missouri-Kansas City Institute on 
Human Development (UMKC-IHD). In the first 
year of the grant, NASDDDS and UMKC-IHD 
selected six states to participate, including a 
mentor state (Missouri). NASDDDS and UMKC-
IHD decided to expand and sustain the CoP 
outside of the initial grant and a second 
cohort joined in 2016. With interest continuing 
to grow, a third cohort comprised of six states 
joined the CoP in 2019.



Pennsylvania’s approach to the Community of Practice:

• Develop the PA Family Network

• Encourage the launch of “Regional Collaboratives” across PA

• Support Self-Advocates United as One to build local groups

• Continue to uphold and teach concepts of Person-Centered Thinking

• Involve the PA Sibling Support Network and Ambassadors

• Renew waivers to reflect supporting families and everyday lives

• Continually learn and share learning with all who touch families’ lives
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Regional Collaboratives

Counties, SCOs, ASERT and ODP staff (ID and autism, 
regional and central office staff)

 Self-advocates and families
Other human services programs
 Provider agencies and direct support staff
 School districts and IUs 
 Broader community partners… 

…collaborating to build a vision and a reality of 
communities where all members are valued, included 

and supported to have meaningful Everyday Lives.
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11/19/2020 25

PA Regional Collaboratives



Central Region

 5 Central Region Collaboratives inclusive of 21 of the 24 Counties in 

Central Region.

 Blair County Collaborative

 Centre, Columbia/Montour/Snyder/Union, Lycoming/Clinton and 

Northumberland Collaborative

 Dauphin, Cumberland/Perry, Lancaster, Lebanon Collaborative

 Franklin/Fulton, York/Adams Collaborative

 Huntingdon/Mifflin/Juniata Collaborative

 All of the Collaboratives are in different stages of their “Purposeful 
Planning” Efforts

 Supports Coordinators in all of these Collaboratives have a solid 

foundation of LifeCourse Framework and use of the LifeCourse Tools
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➢ Approximately 20 Family Advisors across the state helping families to develop their vision 

and LifeCourse Portfolio, connect with each other, support mentoring relationships, and 
identify community resources and opportunities.

➢ Content for families is centered around envisioning a good life, using LifeCourse tools to 

plan for all life stages, understanding the importance of experiences, and using a variety 

of formal and informal supports and services to make everyday lives happen.

➢ Free for families

➢ Transition, Waiver, Peaceful Planning, and Team Delivered Workshops are just some of 

what is available for families

➢ One on One Mentoring available

➢ To schedule family workshops or to request a mentoring session 

email pafamilynetwork@visionforequality.org
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mailto:pafamilynetwork@visionforequality.org
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Everyday Lives: our framework for change 30

Link: https://www.myodp.org/mod/page/view.php?id=7775



The LifeCourse Framework:

Starts with the LifeCourse principles 

Encouraging creation and ownership of a vision for 
an everyday life

Can be used by anyone in any setting

Focused on all stages of the lifespan
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The LifeCourse Framework
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Focusing on all 

people

Recognizing the Person Within 

the Context of Their Family

Trajectory of Life 

Experiences Across the 

Lifespan
Achieving Life 

Outcomes

Holistic focus across 

life domains

Supporting the three 

buckets of need

Integrated Services and 

Supports Across the 

LifeCourse

Transformational 

Policy and 

Systems Change

The LifeCourse Principles



Core Belief:        

All people have the right    

to live, love, work, play   

and pursue their life 

aspirations in their 

community.
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34All of us 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



Caring About

Affection & Self-Esteem

Repository of knowledge

Lifetime commitment

Caring For

Provider of day-to-day care

Material/Financial

Facilitator of inclusion and membership

Advocate for support 

Reciprocal Roles Between all Family Members

*Adapted from Bigby & Fyffe (2012), Dally (1988), Turnbull et all (2011)
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The most powerful force in changing transition outcomes 

for young people with significant disabilities is not ultimately 

found in the transition plans we craft, the educational services we 

offer, the instruction we provide, or the systems we build, but rather

in the expectations and aspirations individual parents hold 
for their sons and daughters. All of these other efforts are no 

doubt essential, but absent families equipped with a clear and 

compelling vision for a “good life” after high school, we are missing 

something utterly essential. 

- Erik Carter
“What Matters Most:   Research on Elevating Parent Expectations” 
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Link: www.supportstofamilies.org/wp-content/uploads/parent-expectations_D21.pdf



The importance of having a 

vision of a good life

Having a vision sets the dream, the positive expectation for the future.

But without a vision, there is no expectation of what the future might look like.
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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

Vision for an Everyday Life 



What do I know I 

DON’T want?

39Life Stages and Trajectory 

Toward the Good Life

What is my vision 

of an everyday 

life?



Life Experiences and Life Transitions 40

Getting 

New 

Diagnosis

Parents Turn 

65 

Medicare & 

SSDI

Leaving 

Early 

Childhood/ 

enter 

school 

Transition 

planning
Living 

Adult Life

My parents have 

passed away, 

what do I do?

Turning 

18. 

Leaving 

school at 

18 or 21

Chores and allowance

Scouts, 4H, faith groups

Playing sports or an instrument

Making MistakesLearning to say “no”

Birthday parties with friends 

“Anticipatory Guidance for Life Experiences”

Enjoying friends and family

Finding a job

Volunteering Getting a home



What do we know?

• Expectations are formed early and over time.

• Expectations shape experiences.

• Experiences also shape expectations.

• Expectations are influenced by opportunities and 

supports.
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42Where should we go?

•We must connect families with ordinary

examples of what is possible.

•We must invest in expectations. 

•We must catch and communicate a

collective vision. 

•Finally, professionals must let parent

expectations challenge their own.



Everyday Life Domains

Daily Life and 

Employment
(school/education, 

employment, volunteering, 

routines, life skills)

Community Living
(housing, living options, 

home adaptations and 

modifications, community 

access, transportation)

Social and Spirituality
(friends, relationships, 

leisure activities, personal 

networks, faith 

community)

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)
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Everyday Lives: Recommendation 4

The vast majority of people with disabilities in Pennsylvania live 

with their families. Families need support in order to make an 

everyday life possible throughout the person’s lifetime..

Families need 

information, resources 

and training.

Families need 

connections and peer 

support opportunities 

with other families

Listening to people with 

disabilities and their families is 

key to providing supports that 

help them achieve an 

everyday life.

Discovery & 
Navigation
(Info and 
Training)

Connecting & 
Networking
(Talking to 
someone 

that has 
been there)

Goods &
Services

(Day to Day, 
Medical, 
Financial 
Supports)

44The Three 

Buckets



Personal Strengths and Assets

How am I being supported to create a vision for my good 

life and have the life experiences to get me there?

How are we panning for the next life stage and seeing what 

new skills, strengths and assets I can be acquiring that will 

help me reach my vision?

Technology

How could assistive technology,

adaptations or accommodations

assist in living the good life?

How am I learning to access and 

integrate a variety of types of 

technology supports?

How are we exploring what else 

might be out there that could help me 

achieve my dreams? Journey to a Good Life             

How Do I 

Get There?

Relationships

How am I learning to form 

new relationships aside 

from paid supports?

Do I have someone to talk with 

about feelings and concerns so 

I don’t feel alone?

How am I learning about self-determination 

and becoming more confident in building 

relationships with others?

Do I feel empowered to ask questions or 

disagree with professionals?

Do I know what questions to ask and 

how to assert my wishes and opinions to

professionals, staff and other 

supporters?

Community

How am I learning to create and maintain 

community connections and build social capital?

How am I accessing a variety of supports in the community?

How am I a citizen and self-advocate in my community?

Am I empowered to ask questions and speak up?

Do I have support to get involved in different ways to be more 

involved in my community?

What are others my age doing (work, fun, etc.) and what 

supports do I need to take part and have similar 

experiences?

Eligibility Specific

How do you help me to identify and receive 

the supports I need to achieve my dreams 

through paid or informal supports?

How am I accessing appropriate healthcare supports?

How am I accessing appropriate community insurance options?

How am I accessing resources to explore and secure 

employment, such as through OVR?

Am I accessing the benefit programs for which I am eligible?

45
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• Waiver Renewal reflective of 

Person-Centered Thinking and 

LifeCourse Principals 

• Supporting Families Movement

• Family Workshops on Waiver 

Changes 

• Public Comment Platforms

• Simplify the System  

https://www.lifecoursetools.com/principles/
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Focusing on all 

people

Recognizing the Person Within 

the Context of Their Family

Trajectory of Life 

Experiences Across the 

Lifespan
Achieving Life 

Outcomes

Holistic focus across 

life domains

Supporting the three 

buckets of need

Integrated Services and 

Supports Across the 

LifeCourse

Transformational 

Policy and 

Systems Change

The LifeCourse Principles



THE LIFECOURSE 

TOOLS

48

One Page Profile: Learn About Who I Am

Trajectory: Envisioning My Everyday Life

Integrated Services and Supports Star: How to 

Reach My Goals



The LifeCourse Tools: 

 Conversation starters

 Problem solvers

 Visioning about the future

 Empowering ownership of a vision

 Can be used by anyone in any setting

 Focused on all stages of the lifespan
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The LifeCourse Portfolio
50

The One-Page Profile
• What people like and admire about me
• What’s important to me

• How best to support me

Life Trajectory
• Past and future experiences that support my vision

• Past and future experiences that do not support my vision

Integrated Services and Supports Star
• Exploring, discovering and integrated a combination of 

supports and opportunities to support my everyday life.
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Benefits of the One Page Profile:

• Individuals have the opportunity to share 
and take ownership and pride in what sets 
them apart, what is important to them and 
the best ways to support them in general 
and or specific environments.

• A brief but effective way to introduce 
individuals to new providers/team 
members.

• Utilizing it as a staff provides an avenue for 
dialog among the team and increases 
everyone’s sense of value as well as a way 
to effectively work together.

• Empowers the family and individuals to 
have open dialog during team meetings.  

• Focuses on strengths rather than barriers.



53



Experiences
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Opportunities & Relationships



Trajectory Isn’t Always Straight

Getting back 

on track

Incidents 

shouldn’t 

become life 

sentences

56
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Benefits of the Trajectory:

• Individuals have the opportunity to share and take 

ownership and pride in what their personal visions, hopes 

and dreams are as well as what they do not want.  

• Provides a timeline of the past, current and future 

experiences that may/may not be leading towards their 

vision.

• Empower the family to have open dialog during team 

meetings to communicate what their vision is for their 

children and the entire family.

• Identifies barriers, experiences and expectations that can 

provide insight in how to best support them.

• Focuses on creating a path to assist the individual and 

their family to dream big, set high expectations and 

communicate what they don’t want for their life, goals 

and services.

• Brings the individual’s vision into center and the 

foundation for all planning, goals and supports.  



Relationship based
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Eligibility SpecificCommunity based

Technology
Personal strengths & assets

Relationship 
based

• Uses iPad and
communication app,          
ProLoQuo2Go

• Enjoys Youtube,
especially Nascar fiery      
crash clips 

• Loves “Classic Vinyl” hard 
rock on Sirius Radio

• Uses Sonicare toothbrush

• Uses electric shaver

• Enjoys his extensive  VCR 
tape collection of favorite 
movies from childhood

Snapshot 

of Dan

• had friends while
in high school        

(need to reconnect)

• enjoys being with
cousins, aunts, and 
uncles (don’t live 
nearby)

• Likes working on
things with others

• Loves parties and
being in groups of 
people who are 
having fun

• Discerns real people: no time for phonies!

• Loves accomplishment and success

• Strong work ethic

• Makes his own breakfast

• Great personal hygiene

• Likes being helpful

• Person-Directed Supports

• Has  incredible hab workers

• Has become very close with all 
of their families (they include him 

in many things)

• Has private secondary insurance

• Stayed in school until 21, had 
great high school experiences

• Volunteers weekly
at Central PA Food Bank

• Helps 4 elderly ladies with
errands and chores every week

• Working  on exploring best employment 
opportunities through Discovery process

• Loves shopping and getting into the 
community every single day

• Loves neighbors at home and at cabin
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Benefits of the Integrated Supports Star:

•Creative approach to supporting an 

individual in general sense and also with a 

specific goal setting.

•Provides a snap shot of what supports are in 

place and or where there is a need to 

increase those types of supports.  

•Empowers the family to have open dialog 

during team meetings to communicate a 

goal they are working on or in general and 

what supports they have/need and how you 

can assist them where applicable.  

•Focuses on creating a path to connect 

individuals and families to resources outside 

of the service system to support their vision 

and goals.

•Explores options outside of formal services. 
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Link: https://www.lifecoursetools.com/planning/

https://www.lifecoursetools.com/planning/


11/19/2020

This guide is to 

help people think 

about questions 

to ask, options to 

consider, and 

things to talk 

about with a 

youth transitioning 

to adulthood. 

This 4-page guide 

can be found 

here. 

Transition to Adulthood 62

https://kcdd.org/images/lifecourse/resources/Charting-the-LifeCourse-Focus-on-Transition-4pager-june-2016.pdf


11/19/2020

This guide is intended to help individuals, their 

families, or other people to support a person in 

thinking about what he or she likes and wants 

to do when transitioning to adulthood and 

beyond. The guide helps think about questions 

to ask, things to do, and resources to access 

that lead to a job, career, volunteer position, or 

continuing education. 

The full guide can be found here.  

Employment Guide
63

https://lifecoursetools.com/wp-content/uploads/EMPLOYMENT-GUIDE-FINAL.pdf


One-Page Profiles 64

One-page profiles
We believe that one-page profiles are the foundation of personalisation, and can lead 

to positive change for people, whatever their age or circumstances. They provide us 
with an at-a-glance way of knowing what really matters to people, that can be taken 

with them as they move through services and come into contact with people.

What is a One Page Profile?
A One Page Profile captures all the important information about a person on a single 

sheet of paper under three simple headings: what people appreciate about me, 

what’s important to me and how best to support me.

http://helensandersonassociates.co.uk/person-centred-practice/one-page-profiles/



Example of a 

One-Page Profile
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Organizing One’s Week – Sample Schedule 66



Intention to Include Integrated Support 67



Envisioning an everyday life starts with 

a dream!
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The LifeCourse Framework
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Reach  Out! 

You can contact us at: 

PAFamilyNetwork@visionforequali

ty.org, or call 1-844-PAFamily (1-

844-723-2645)

mailto:PAFamilyNetwork@visionforequality.org
tel:%281-844-723-2645


PA Family Network Workshops

 Create a Vision for a Good Life 

 Creating a Vision for Life After High School

 ODP Waiver Renewal: 

Supporting Families and Everyday Lives 

 Star Power 
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Link:  https://www.myodp.org/

My ODP 

https://www.myodp.org/


Candida Walton (State Initiative Coordinator)
cawalton@pa.gov

Mary Citko (SE)

mcitko@pa.gov

Marie Craven (NE)

mcraven@pa.gov

Cortney McCaleb (C)
cmccaleb@pa.gov

Cathy Traini (W)

ctraini@pa.gov

SAU1
info@sau1.org, (1-844-723-2645)

Contacts

Kelly Arnold(C & NE)

kelarnold@pa.gov

Nancy Armstrong (W) 

narmstrong@pa.gov

Heidi Arva (BSASP)

c-harva@pa.gov

PA Family Network

PAFamilyNetwork@visionforequality.org, or call 

1-844-PAFamily

mailto:c-nrichey@pa.gov
mailto:mcitko@pa.gov
mailto:mcraven@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

