CONFERENCE
ON CEREBRAL PALSY
AND DEVELOPMENTAL
DISABILITIES

“The Story of Our Lives”
Keynote: Tyler Jones

CONFERENCE SCHEDULE
& REGISTRATION FORM
305 NE 102nd Avenue, Suite 100, Portland, OR 97220 | www.acommunityforeveryone.org | 503.467-0332
UCP is committed to advancing the independence, productivity and full citizenship of people with cerebral palsy and other disabilities.

A Brief Introduction to UCP
UCP Oregon offers direct program service, information, and advocacy for people
with cerebral palsy and other disabilities throughout the Portland metro area.
The Family Support Department (FSD) assists families of children with cerebral palsy
(and disabilities that mimic CP) in Oregon and Washington, offering information and referral,
respitality, support groups, and outings, as well as connections to other families.

REGISTER FOR THE UCP FAMILY CONFERENCE TODAY & SAVE !
Early Registration Ends October 5th
See registration form (last 2 pages) for rates, categories and extras (including childcare)
CEU’s: Ten contact hours are available for continuing educational credits to conference attendees.
**********

The Red Lion Jantzen Beach Hotel is offering a reduced room rate for conference
attendees of $119 per night single or double occupancy. However, you MUST BOOK by
October 7th to qualify.
The Red Lion Jantzen Beach Hotel is located at:
909 N. Hayden Island Drive, Portland, OR 97217

Room Reservations: Click here to reserve a room: https://book.passkey.com/go/blkucpao.
Or call the hotel directly: 503-283-4466 and ask for “UCPA Conference Rate”.
Parking is free.

8:00-9:00 am REGISTRATION
9:15-10:15 am:
KEYNOTE
The Story of Our Lives
Presented by Tyler Jones
We're excited to present Tyler Jones as this year's conference keynote speaker. Tyler is the
father of Liam and Quinn. Liam has spastic quadriplegia cerebral palsy. Tyler and his wife
RaeLyn are fierce advocates for their son. At the beginning of every school year, Tyler makes a
presentation in Liam’s class which is creative, informative, and helps his son be an included
member of his classroom.
Tyler is a writer whose short story "F For Fake" was selected by Chuck Palahniuk (author of Fight Club) to be
published in the anthology Burnt Tongues (which won This Is Horror's award for Best Anthology). The film rights to
"F For Fake" sold to a Sundance award winning producer, with Tyler also writing the screenplay.
His interviews on disability advocacy have been featured in The Oregonian and on OPB. He suggested the theme for
this year's conference: "The Story of Our Lives," an exploration into how we shape the narrative of our existence, and
the ways in which we create a life worth living. In addition to finishing his sixth novel, Tyler is also working on a book
for parents of children with disabilities.
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10:30-11:30 am:

SESSION I
Surgical Tone Management Options for Children with Cerebral Palsy
Presented by Kelly Pham, M.D., Seattle Children’s Hospital

The presenter will provide an overview of patient selection criteria for these two
surgical interventions: Intrathecal Baclofen (ITB) therapy and Selective Dorsal
Rhizotomy (SDR). Dr. Pham will explain the multidisciplinary evaluation process, the
surgical approach for ITB and SDR, and the postoperative rehabilitation care plan.
Healthy Living in Music
Presented by Maggie Johnson
This interactive session will take you on a first-hand journey through musical processing in the
brain and body. Learn about the unique musical communications that exist when we engage in
musical play together and how music therapy can support your health at any age. You’ll leave
this session with some creative ways to support your family’s healthy living.

What Does a Seizure Feel like?
Presented by Jenni Judah & Tyler Jones
Jenni is a nurse who experiences seizures, and will discuss how they affect her, and what are
the triggers.

Homes Not Housing
Presented by Alicia Delashmutt & Nicole Cleary
Home is the foundation for us all. In this session we will share individual stories and talk about
how defining your dreams, engaging in person centered planning, and accessing local
community resources and partnerships, available to everyone, can create places called home.
We will also share exciting progress on a local, intentionally inclusive, diverse neighborhood
project called Our Home.

12:00-1:30 pm:

ANNUAL MEETING LUNCHEON
Ability Aware Awards—Presented by Employment Solutions

1:30–2:00 pm:

Break to Visit Vendors

2:00-3:30 pm:

SESSION II
Tone Management/Botox Research
Presented by Jenny Wilson, M.D.
Dr. Wilson will discuss the various treatment modalities typically offered to children with increased tone from cerebral palsy. You will learn how to think in an organized way about the
application for your child. She will also comment on “complimentary and alternative” treatments. She will also share the latest research she’s been conducting about botox treatment.
There will be lots of time for your input and questions.

Legal Planning for Families with a Special Needs Child
Presented by Darin Dooley of Nay & Friedenberg
This session will be an overview of estate planning, special needs trusts, guardianships and
conservatorships, ABLE accounts, and other public benefit options.
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SESSION II WORKSHOPS ...continued from previous page

2:00-3:30 pm:

SESSION II
The Unique Grief Process for Parents of Children with Disabilities
Presented by Susan Cushman

For nearly two years, Susan has made this presentation to professionals who work
with families throughout Oregon and SW Washington. This grief has been called
“disenfranchised grief” because it is not socially acknowledged. When parents are
able to process the grief that can come with getting a diagnosis for their child, they
have more acceptance and an easier time negotiating the life which wasn’t expected.
Grieving does not mean we do not love our child; allowing the feelings to be resolved
opens the door to even greater love and acceptance.
Healthcare Plans: Appeals & Your Rights
Presented by Andy Cameron, U.S. Dept Labor, Ron Fredrickson, State of Oregon & others

Insurance is complicated but necessary for you to understand. Insurance sometimes
doesn't cover what you think they should. You have a right to appeal the insurer's
decision. Many families succeed in their appeals. You may have to involve your health
care provider and others to help you. Come learn your rights, and how to file an
effective appeal!

Social Hour: TBD
Snacks, Games, Conversation, Videos for the kids
AND a wine raffle!
We’ll meet in the Multnomah/Clackamas rooms
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9:00-10:30 AM:

SESSION III
Moms’ Tea
Moderated by Joan Marquis & Michelle Haines

This is a relaxed opportunity to meet other moms (and female caregivers) and share
stories, resources, laughter and tears, in a comfortable environment.
Don’t Hold Me Back! Switches for Participation and Fun for All Ages
Presented by Bethany Sloane, Felicity Case, Bethany McNeil, Britta Gurgel & Andrew Weiher
What is a child’s job? To play! Go Baby Go Oregon discusses why it is essential for children of
all abilities to access their environment for play and participation. This interactive presentation
will outline ideas and demonstrate incorporating switches and assistive technology (AT) into
activities, such as engaging with toys, throwing games, music, and mobility. We hope to
provide a variety of tools to support a child’s play d participation in a meaningful way. Session
will include successes and barriers families face to AT, as well as answering any questions.

Cannabis Therapies for Children—building our knowledge
Presented by Colin Roberts, M.D.
Clinical research has expanded understanding of cannabinoids in the treatment of neurologic
disorders in children and young adults. This June, the FDA approved cannabidiol for use in
certain childhood epilepsy syndromes. This presentation will review current research on CBD in
epilepsy, and what we know about cannabinoids in the management of tone and spasticity.
We will focus on data from research, and how that relates to the current marketplace for
cannabis products.
Transition to Adulthood
Presented by Sarah Noack, Director, UCP Connections
You will learn about the difference between county case management and the brokerage
system — for when your child turns 18. Also, a review of all the steps needed for transition.

11:00–12:30 PM:

SESSION IV
Nutrition for Individuals with CP: Growth, Supplements and Gut Bugs
Presented by Sarah Sahl, RDN, LD, Registered Dietitian
In this session we will discuss growth and energy needs for children with cerebral palsy, as well
as the ways healthcare providers assess these. We will explore whether research supports the
supplementation of specific nutrients for individuals with CP. We will also look at what is
known about the gut microbiome for this population, and whether or not we should work to
adjust it.

How to be an Effective Advocate for Your Child
Presented by Cheryl Cisneros, Director, Creating Opportunities
Participate in this dynamic workshop to discover effective advocacy strategies. Learn the
power of communicating high expectations, personal strengths, goals and developing
clear action steps. Learn ways to build collaborative relationships.
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11:00–12:30 PM:

SESSION IV (CONTINUED)
Growing Up With Cerebral Palsy
Presented by Beth Arno, Kiersi Coleman & Drew Monsey

Hear these young people with cerebral palsy talk about the realities of their lives, both
the joys and the challenges. This is an opportunity to get a peek into a possible future
for your own child.
Life Care Planning: Special Needs Trusts, ABLE Accounts, Guardianship & Estate
Presented by Alisha Langford from the Palladio Group
A Life Care Plan is a tailored road-map focused around the person experiencing disability. It
incorporates everything from Special Needs Trusts and Government Benefits like SSI and SSDI,
to IEP’s, Housing, Employment, and ABLE Accounts. It’s created to help bring together all of
the important people and programs involved in caring for your loved one, and is used to help
guide future decisions made by successor caregivers to maintain the family’s vision for their
loved one. It is never too early or too late to start your life care plan!

12:30–1:30 pm:
2:00–3:30 PM:

Lunch
SESSION V
Complex Access & Communication: An Approach for Emerging Communicators
Presented by Community Vision AT Lab—Kim Elliott & Carrie Luse
Augmentative & Alternative Communication (AAC) is a journey. For children with complex
motor and/or sensory differences, knowing where to begin and how to progress can be
daunting. During this session, we will discuss an approach that teases apart Participation,
Access, and Language, for children with complex motor challenges. We will use examples and
stories to illustrate. Attendees will explore and leave with a handy tool/strategy checklist to
take home.
Parents Panel
Presented by Colleen Callaghan, Chad Ledson and Gabe Triplett
Parents will share their stories (the joys and the challenges) of raising their children with
cerebral palsy. There are always wonderful slide shows to accompany the parent’s stories
about their family. An interactive question and answer session will follow their presentation.

What About Siblings?
Presented by Zachary Brown, James Ranney & Lily Rutherford
Attention is finally being paid to the siblings of children (and adults) who experience
disabilities. Do they feel neglected at times? What about the stress of wondering what will be
expected of them when the parents are no longer around? What about the gifts? We will hear
from siblings across the life span as they share their experiences.
Cortical Vision Impairment
Presented by John Lowery, M.D., Head of Pediatric Optometry, Pacific University
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Cortical Vision Impairment (aka Cerebral Vision Impairment) is a common condition found in children
who have early brain injury. It is often a complicating factor in children diagnosed with cerebral palsy.
Understanding how visual processing can affect motor planning and movement is critical for developing
successful therapeutic programs for children with cerebral palsy. Intervention tools and materials will
be shared.

Attendee Registration Form
UCP 18th Family Conference
October 19-20, 2018

Red Lion Jantzen Beach Hotel, Portland, Oregon
SIGN UP HERE:
FIRST NAME

LAST NAME

________________________________________________________________________________________________
FIRST NAME
LAST NAME

ADDRESS

PHONE NUMBER

EMAIL ADDRESS

Unless an “x” is marked in this box , the above information will be published in the roster
of attendees. Please fill out the top of page 2 of this form with your workshop preferences.

EARLY BIRD REGISTRATION: BY
10/5/18
Family 2 day Registration Fee ($75/person)
Family 1 day Registration Fee ($50/person)
Professional 2 day Regist. Fee ($100/person)
Professional 1 day Regist. Fee ($75/person)
# People Registered: _________ (x $50)
# People Registered: _________ (x $75)
# People Registered: _________ (x $100)
= TOTAL: $___________________

LATE REGISTRATION: AFTER 10/5/18
Family 2 day Late Regist. Fee ($85/person)
Family 1 day Late Regist. Fee ($60/person)
Professional 2 day Late Regist.Fee ($110/person)
Professional 1 day Late Regist.Fee ($85/person)
# People Registered: _________ (x $60)
# People Registered: _________ (x $85)
# People Registered: _________ (x $110)
= TOTAL: $___________________

**************************************************************************************************************
What are the attendees’ special dietary needs, if any?
______________________________________________________________________________________
Do you need childcare? (limited to 10 kids) # of kids: _________ Ages:__________
NOTE: Our free childcare is extremely limited. We’ll let you know if you get it!
_______________________________________________________________________________________________________

How are you paying?
 Check (make checks payable to: United Cerebral Palsy or UCP)
 Scholarship (see last page of packet)
 Visa |  MasterCard|  Amex |  Discover |
Card Number: ___________________________________________Exp. Date: ____________ CRV: _______
Signature: ______________________________________ Today’s Date: _______________________

(TENTATIVE) WORKSHOP SCHEDULE:
Friday, October 19, 2018
Keynote (am):
Tyler Jones is our keynote!
Session I (am)
__ Seizures First Hand __ Music Therapy
__ Homes not Housing __ SDR/ITB
Saturday, October 20, 2018
Session III:
__ Moms’ Tea
__ Adaptive Play/Switches
__ Medical Marijuana
__ Transition to Adulthood

Please choose what interests you.

Session II (pm):
__ Tone Management/Botox Research
__ Parents Unique Grief Process
__ Special Needs Trust/Guardianship, etc.
__ Health Insurance Appeals/Your Rights

Session IV:
__ Growing Up With CP
__ Life Care Planning
__ Learn Advocacy Skills
__ Nutritional Needs for Kids w/CP

Session V:
__ Parents Panel
__ Sibling Panel
__ Emerging Communication
__ Cortical Vision

En cada sesión habrá un taller que se traducirá al español.
Si necesita traducción al español haga clic aquí ____

**********************************************************************************
Scholarship Application
Some scholarships are available. Please apply only if necessary, and note that we may only be
able to grant you less than the total amount you are requesting.
To be considered for a scholarship:
Please complete the entire registration form.
Answer the question below (use a separate piece of paper if necessary).
Return this form with a $10.00 (or more!) co-pay per person for each of the scholarship
recipients. (NOTE: If not awarded a scholarship, any co-pays can be used toward the
regular registration fee, or they will be fully refunded after the conference.)
Total amount of scholarship being requested? $_____________
The amount you are paying for a co-pay (at least $10 per person) TOTAL: $_____________
How will you use what you learn at the conference?

************************************************************************************************
To sign up online: Family: http://weblink.donorperfect.com/FSC2018familyregistration
Professional: http://weblink.donorperfect.com/FSC2018professionalregistration

Submit Conference Registration:
UCP of Oregon & SW Washington
305 NE 102nd Ave., Suite 100
Portland, OR 97220
scushman@ucporegon.org
Fax: 503-771-8048
Questions: 503-467-0332 or 800-473-4581

