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Developmental Disabilities
Awareness Month
Governor Tom Wolf has issued an official proclamation
declaring March as National Developmental Disabilities
Awareness Month, emphasizing that all people with
developmental disabilities are valued members of society who find fulfillment living everyday lives.
The 2018 proclamation highlights initiatives launched
by the Wolf administration and the Department of
Human Services, as well as the importance of the Information Sharing and Advisory Committee and “Everyday
Lives: Values in Action.”
The proclamation can be viewed online.

ISAC Releases 2017 Report
The 2017 Everyday Lives: Values in Action – Information Sharing and Advisory
Committee (ISAC) Recommendations, Strategies, and Performance Measures
report is available online at MyODP.org.

Information,
Upcoming
Events, &
Training
Phila. Autism
Project Art
Artists of all ages from
the autism community
in Philadelphia and surrounding counties will
display their artwork in
Philadelphia City Hall,
1401 John F. Kennedy Blvd., 4th and 5th
Floors, from March 12
to April 27. Learn more
about “Philadelphia: A
Spectrum of Experiences.”

Let’s Speak Up

This 2017 publication offers a glimpse of where we are today after one year of
implementing strategies to help us move forward for a better tomorrow.
Each of the recommendations represents what is important to people with disabilities and their families and should guide the work of everyone in the system.
Strategies will continue to evolve as ISAC and ODP work in partnership to improve services.
INDEX:
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SAPNA (Self-Advocacy
Power Network for All)
will hold a “Let’s Speak
Up” meeting Thursday,
continued on page 2
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PA Autism Needs Assessment Available
The Pennsylvania Autism Needs
Assessment Update is currently available for individuals with
autism and their caregivers to
complete. The PA Autism Needs
Assessment is a survey that helps
ASERT and other stakeholders
learn more about the needs of individuals with autism and their families and
caregivers.
The PA Autism Needs Assessment gives the autism community in PA a chance
to make their voices heard. The PA Autism Needs Assessment helps the ASERT
Collaborative learn about important issues in the autism community.
The responses to the PA Autism Needs Assessment can help ASERT make new
resources and projects. Reponses to the 2010 PA Autism Needs Assessment led
to the creation of new resources and trainings including social stories about the
justice system, a map of support groups, a website of resources for transition age
individuals with autism to prepare for adulthood (ASDNext.org), and more! This
feedback can help the autism service system learn how to best support individuals with autism and their families.
To be a part of the PA Autism Needs Assessment Update and to view the results
of the 2010 PA Autism Needs Assessment visit www.paautism.org/needsassessment.

Target Expands Adaptive Clothing Line
In the January issue of DisabilityScoop, an online news source devoted to covering developmental disabilites, it was announced that Target expanded its line of
adaptive clothing for those with sensory processing sensitivities, adding a line of
clothing for women with disabilities.
The new fashion line, Universal Thread, launched on the retailer’s website Feb. 4.
The retailer also offers a collection of sensory-friendly and adaptive clothing for
children as part of its Cat & Jack brand.

Information,
Upcoming
Events, &
Training
continued from page 1
March 8 at the following venues:
Verve Vertu, 24 Main
St., Dallas, PA, 1-3 p.m.,
and at ARCIL, Community Room, Level M, 8
W. Broad St., Hazelton,
5:30-8 p.m. Call 570455-9800, ext 1004 or
email dsmaglik@anthracitecil.org for more
information.

Authors discuss
new book on
autism
John Donvan and
Caren Zucker, authors
of “In a Different Key:
The Story of Autism,”
recently spoke with
NPR’s Robert Siegel,
host of “All Things Considered,” to introduce
their book and discuss
many key points regarding autism. Listen to the
authors’ conversation.
continued on page 6
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PA ABLE Announces Success
Launched in April 2017, PA ABLE
gives individuals with qualified
disabilities and their families and
friends a tax-free way to save for
disability-related expenses while
maintaining government benefits.
In less than a year, more than 1,000
individuals have saved over $5.5 million for the future.

Additionally, legislation signed in November 2017 by Governor Tom Wolf
allows PA ABLE contributions to be deducted from PA state income tax,
and recent changes to federal ABLE law include provisions related specifically to ABLE accounts, including:
• Account owners can roll over 529 college savings accounts to
ABLE plans, up to the ABLE annual contribution limit ($15,000 in
2018).
• Account owners who are employed and who have not made
contributions to a defined contribution plan, annuity contract, or
deferred compensation plan during a tax year may be 		
able to contribute more than the annual contribution limit
to their accounts. The allowable additional amount is the less
er of the amount of their compensation (salary) or the federal
poverty level for the prior year (currently $12,060) during that
tax year. Any contribution above the annual contribution limit
may only be made by an account owner.
Please visit PAABLE.gov to read the disclosure statement or participate
in a webinar to learn more about the PA ABLE Savings Program.
The Pennsylvania ABLE Savings Program is administered by the Pennsylvania Treasury Department. Before investing, please carefully read the
Disclosure Statement (available at PAABLE.gov or by calling 855-5292253) to learn more about the program, including its effect on federal
and state benefits, investment objectives, risks, fees, and tax implications.

A timeline of
PA ABLE success
April 2017 - PA ABLE launches with a kickoff event at the
Pennsylvania State Capitol.
State Treasurer Joe Torsella
and United States Senator
Robert Casey, who helped
pass the federal legislation
to create ABLE accounts,
speak to a packed rotunda!
August 2017 - PA ABLE surpasses $1 million in assets.
September 2017 - More
than 200 friends and partners join Treasurer Torsella
at a PA ABLE community
event in Pittsburgh.
November 2017 - Governor
Tom Wolf signs legislation
making PA ABLE contributions PA state income tax
deductible.
December 2017 - PA ABLE
closes out 2017 with its
best week — $482,000 in
contributions! — as people
contributed before the end
of the tax year.
January 2018 - Our 1,000th
account is opened and PA
ABLE assets top $5 million!
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Sharing life with ‘Mom’
Michael Snyder was living in a Hope Enterprise residential home when he
met Emily Long. Emily was a Residential Habilitation Manager and the two
formed a wonderful friendship.
In 2003, Emily moved on from Hope Enterprises, however Michael and
Emily continued to stay in contact with each other through phone calls
and text messages.
After a few years of living in his residential home, Michael decided that he
wanted to be a part of a family. He expressed his desires to his team. Michael and his program director began looking for a family for him and they
learned that Emily was interested. On Emily’s application for Life Sharing, Michael Snyder and Emily Long
she stated: “Michael been a part of my life since the day I met him and I pose for a family photo.
want to give him a family, a home, and enjoy life with him.
“After a weekend visit and after hearing Michael call me ‘Mom,’ it made me realize that he belongs here with
me. I want to give him the opportunity of a lifetime.”
In 2012, Michael moved in with Emily and so began their journey together. They are a true family! Following is
a Facebook message Michael posted to Emily in May as a Mother’s Day tribute:
“To this amazingly beautiful, crazy, cool, gorgeous, hip, awesome mother of mind. I’d like to say Happy Mother’s Day. I love you so much, Momma. Five years of having you as my mother hass been the best, and I couldn’t
ask for anyone better.
“You know, all my life, after I got placed in foster home after home, I thought I’d never get the chance to have a
normal family and a mom I could actually call, ‘Mom.’ But you came into my life and took me in. I was so happy
that you did. You truly are the best mother I could ever ask for. You made my dream a reality. Your’re always
there and I just love you so much. Thank you for being my mother.”

Meet the first Baby Gerber with Down Syndrome
Gerber named Lucas Warren, age 1, as
the 2018 Gerber baby. Lucas, from Dalton,
Georgia, is the first Gerber spokesbaby with
Down syndrome.
He was chosen from more than 140,000
entries, according to the report in TODAY

Parents, an online magazine featuring parenting stories, trends and tips.
Lucas is the son of Cortney and Jason Warren. The Warrens used this image on Instagram and #GerberPhotoSearch2017. Now,
he has his very own hashtag: #lucaswarren.
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LifeCourse helps discover, explore individual’s potential
Teen Shares Her Own Expectations and Goals
Sophia Butler, 16, plays marimba in her high school band, she’s a huge fan
of comedian Ellen DeGeneres, and she hopes to eventually find a job. For
now, she helps at the snack stand at Cumberland Valley High School and
she also helps teach therapy dogs through her life skills class.
She has come far in her journey to have this kind of everyday, teenage
life.
When her mother, Lisa Butler, was pregnant with Sophia, she was diagnosed with HELLP Syndrome, a rare, life-threatening disorder. It resulted
in premature delivery of Sophia.

Sophia Butler has taught her
mother to never underestimate
her.

“She was so tiny,” Lisa recalls, and frail, with tubes and machinery hooked
up to her. As members of the military, Lisa and her husband were accustomed to routine and order. Instead, they were thrown into “survival
mode.”
Sophia needed early intervention, therapies, and specialists. As she
continued to grow, her needs were more demanding, both physically and
cognitively. Experts thought she would likely be nonverbal.
Now, Sophia has full conversations. She memorizes songs, performs
in concert band, and shares her great sense of humor. She especially
demonstrates typical teenage behavior when she bargains with her mom
to allow her to have more time on her iPad.

Sophia Butler is shown with
her friend Chase, a therapy
dog.

Although Sophia has significant medical needs and has undergone more
than 20 surgeries, Sophia told Lisa to stay behind before her most recent
operation; she would (and could) proceed to the surgery without her
mother having to stay by her side.
“She has taught me a lot but, most importantly, to never underestimate
her,” Lisa says.
Lisa credits Sophia’s determination but, she adds, The Community of Practice Supporting Families throughout the Lifespan has been life-changing
for Sophia and the entire Butler family.
continued on page 6

Sophia Butler sticks out her
tongue for the camera. Her
sense of humor is infectious.
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LifeCourse: Discover the potential
continued from page 5
Its LifeCourse tools “opened my daughter’s world,” Lisa says.
“We went from settling for that mold society puts people like Sophia in, to having
a plethora of possibilities,” Lisa says. “The LifeCourse Framework is a visual about
how to think. You can see the whole paradigm shift in front
Sophia, a member
of you.”
of the Cumberland
As part of Pennsylvania’s membership in the National Com- Valley High School
munity of Practice Supporting Families throughout the Lifes- Concert Band,
performs on the
pan, the Butlers learned about the LifeCourse Framework,
which provides a general understanding of the foundational marimba during a
principles and tools that make up the basis of the Community recent concert.
of Practice.
Sophia participates in regular education cooking class and, with adapted curriculum, is doing the same for
social studies.
The goal of this Community of Practice is to support families in ways that maximize their capacity, strengths
and unique abilities to promote everyday lives for their family members with intellectual/developmental disabilities.
The Framework enables individuals, families, and support providers to map out trajectories toward specific
goals, including the “Vision for the Life I Want” and “What I Don’t Want.” It is a person-centered approach
toward achievement, community involvement, and everyday lives.
Before LifeCourse, “I did build that ‘cocoon. I admit, I probably overprotected her,” Lisa says.
With LifeCourse, the Butlers began thinking beyond Sophia’s diagnosis and beyond just keeping her safe and
healthy. Instead, they began thinking about Sophia’s personality, preferences, abilities, and goals.
“The LifeCourse tools are not another fad or program that will come and go,” Lisa adds. “They are about thinking outside that mold; thinking differently. We all have a Vision inside us!
Sophia’s trajectory for her high school years includes a more inclusive setting. One step to this is her joining the
high school band, with a warm welcome from its director. He started Sophia on the marimba, correlating notes
to pictures.
“She has made real friends,” Lisa says. “She tells me, ‘I’m in! I’m with them.’” The band director believes in her,
Lisa adds. “She will work her butt off for him because she knows this.”
continued on page 7
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LifeCourse: Discover the potential

Information,
Upcoming
Events, &
Training

Meanwhile, Sophia will soon be learning new music for the high school band’s
spring performance (and, likely, will be thinking of other clever ways to convince her mom to hand over her iPad.)

continued from page 2

continued from page 6
“She’s floored people. She’s even floored me,” Lisa adds. Lisa says Sophia will be
dictating to her family what she wants for her future. “Sophia will have a job.
She will be successful. She might even fall in love.”

If you would like more information about the PA Family Network or would like
to learn more about LifeCourse, please call 1-844-PAFAMILY.

Registration Open for LifeCourse Showcase
Registration is now open for the
2nd Annual LifeCourse Showcase, to be held in Kansas City,
Mo., April 19-20. The event
will feature policy and practice
changes from the National Community of Practice for Supporting Families with I/DD.
Individuals with intellectual/
for Supporting Families. UMKC Instidevelopmental disability or au- Photo courtesy of National CoPtute
for Human Development, UCEDD.
tism, their families, support/serhttp://supportstofamilies.org
vice providers and coordinators, From left, Nancy Richey and Courtney McCaspecial educators, transition
leb at last year’s national showcase
specialists, and employment
professionals are invited to attend The Charting the LifeCourse Showcase.
ODP Deputy Secretary Nancy Thaler will be the featured speaker, and there will
be breakout sessions and presentations covering topics such as:
•
Hopes, Dreams and Directions
•
Charting the LifeCourse (CtLC) & the Law: Working Together
•
Vision for Community: Creating a Regional Stakeholder Group
•
Creating Pathways To Employment For Young People With ID
•
Family Perspective Materials
Cost is $250 for the full conference; special pricing is available for self-advocates/family, and a limited number of registration scholarships are available.
Find full details about the event at Lifecoursetools.com/showcase.

New funding
opportunity
The National Institute
on Disability, Independent Living, and
Rehabilitation Research
(NIDILRR) announced
a new funding opportunity under the Rehabilitation Research and
Training Center (RRTC)
Program on Research
and Capacity Building
for Minority Entities.
to generate new knowledge about the experiences and outcomes
of individuals with
disabilities from racial
and ethnic minority
backgrounds that can
be used as a foundation
for developing interventions to improve those
outcomes. Deadline is
April 9, 2018.
If your organization
is hosting webinars
that anyone can
attend, please send
information to
RA-PWODP_OUTREACH@pa.gov
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Lifesharing Provider Spotlight: Southeast
We have been highlighting winners of the Excellence in Lifesharing Awards, featuring providers from our four regions.
This month we feature Annette and Don Hanks, Lifesharing
providers for Kencrest Services for 27 years and winners of the
Excellence in Lifesharing Award for the Southeast Region.
Annette met Kathy Warren while working in the group home she
was living in. Annette and Kathy connected and began to build
their long relationship. Kathy expressed she wanted to share her
life with Annette and her family. A year later, she moved in and
became a part of the Hanks family. Don and Annette have two
From left, Don and Annette Hanks pose for
sons and five grandchildren. Their tireless efforts on Kathy’s behalf a family photo with Kathy Warren.
are truly a blessing. Thank you, Annette and Don, for your perseverance and dedication to Lifesharing with Kathy.

Summary of ODP Communications
Issued Through February 2018

1. 014-18 : 2017 Everyday Lives: Values in Action - Information Sharing and Advisory Committee Recommendations, Strategies, and Performance Measures is Available on MyODP.org
2. 015-18 : Guidance on Vocational Skill Development in the Community Living Waiver
3. 016-18 : Everyday Lives Conference Presentations Now Available
4. 017-18 : Discontinued Requirement for Transportation Trip Cost Reports
5. 018-18 : Supports Coordinator Orientation Curriculum New Course: You are the Keystone for Individuals and
Families
6. 020-18 : Waiver and LifeCourse Training Available for People with Disabilities and Families
7. 021-18 : Additional Sessions Now Available: Train the Trainer version of the Community Participation Supports for Direct Support Professionals
8. 022-18 : Public Comment Opportunity: Draft HCBS Provider Self-Assessment Tools
9. 023-18 : ISP Manual Update: Life Sharing Codes in the Consolidated and Community Living Waivers

