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Friday, July 28 — 10:45 — 11:45 — Breakout Session #1

1. Cochlear implants for CHARGE patients: sound present and better future - Brandi
Griffin, Au.D., Teresa Zwolan, Ph.D. and Yehoash Raphael, Ph.D.
This presentation will answer many questions you may have about cochlear implants,
including who is a candidate, and what tests are used to determine if someone is a
candidate for a cochlear implant. We will review how a cochlear implant works, and
discuss the kinds of outcomes that can be expected when a patient with CHARGE
receives a cochlear implant. We will review recent developments in cochlear implants
that will include a description of hearing preservation, electrode arrays, and new
developments in speech processors. The presentation will include a discussion of
factors that impact performance, and things that can be done to enhance performance.
You will learn about novel biological approaches for making the ear a better recipient of
the implant.

2. Assessment and treatment of problematic behavior in students with CHARGE
Syndrome - Caleb Davis, M.S., BCBA and Zachary Bird, M.S., BCBA
CHARGE syndrome engaged in problematic behavior that interfered with learning
throughout their school day. Presenters will focus on describing the assessment process
for each student and how results informed treatment development. In addition, the
presentation will describe the three P’s of behavior management (i.e., Prevent,
Promote, and Provide).

3. CHARGE 101: Diagnostic criteria and other features of CHARGE and their effects on
early development - Meg Hefner, MS, Kate Beals, OTR/L, Danielle Bushey, PT, DPT, NCS
CHARGE 101, 102 & 103 (# 3, 8, and 13) are for anyone who would like a comprehensive
overview of CHARGE: from diagnosis to development to outcomes. 101 will start with
Meg reviewing how the clinical diagnosis is made and other features seen in children
with CHARGE. Kate and Danielle will describe how the sensory deficits (hearing, vision,
balance) affect early childhood development. See the descriptions for CHARGE 102 (#8)
and CHARGE 103 (#13).



Father’s Forum — Tim Hartshorne

CHARGE affects every member of the family. This meeting is only for fathers who have a
child with CHARGE syndrome. It is their opportunity to have an open discussion and
share experiences with other fathers.

Grandparent’s Forum — Pamela Ryan

CHARGE affects every member of the family. This meeting is only for grandparents who
have a grandchild with CHARGE syndrome. It is their opportunity to have an open
discussion and share experiences with other grandparents.

Friday, July 28 — 1:00 — 2:00 — Breakout Session #2

Promoting Recreation and Physical Activity in the Transition Process - Lauren J.
Lieberman Ph.D., Pamela Haibach-Beach Ph.D., Beth Foster Ph.D.

This presentation will share strategies for parents, teachers and specialists to ensure
that every child has the basic fundamental skills provided in physical education, IEP
meetings, transition meetings and beyond. The laws related to these educational
requirements will be reviewed to provide tools and strategies to ensure every child is
prepared to have a quality of life. Lastly, many resources will be provided to help
support the teachers and families to ensure their children have a strong foundation to
live their lives to their full potential.

What should we be looking for? Child-centered and capacity-building assessment
approaches - Julie Maier, Educational Specialist

Individuals with CHARGE syndrome who cannot effectively use formal language to
communicate are difficult to accurately assess using norm-referenced assessment
approaches and tools. This presentation will examine how one can use more authentic,
effective and child-centered approaches to identify and learn about the abilities,
intelligence, interests, and support needs of these individuals and use results from more
authentic assessment approaches to develop and plan more effective adaptations,
services and supports. Related authentic assessment resources will be shared.

CHARGE 102 Effects of CHARGE features on development, behavior and outcomes -
Kate Beals, OTR/L, Nancy Salem-Hartshorne, PhD, Danielle Bushey, PT, DPT, NCS

Kate Beals and Danielle Bushey will continue their presentation from 101 (#3) by
presenting ideas on how to set up play and learning activities so the child derives
optimum physical benefits from the experiences. Nancy Salem-Hartshorne will then
present an overview of what we know about behaviors and developmental outcomes in
CHARGE based on 20 years of research and observations. Nancy will also introduce
communication options appropriate for children with CHARGE — which will be continued
in CHARGE 103 (#13).
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Your Journey Through a Special Needs Planning Program - Mary Anne Ehlert CFP

The presentation will be uplifting and educational, as well as provide a good basic
understanding of some important facts. Participants will develop the foundation for
their family’s own personal Future Care Plan. Some topics of discussion include: how to
create a map of the future; how to prepare legally and financially; how to incorporate
and maximize government benefits; how to prepare for transition; and how to
communicate your Future Care Plan to your family.

Behavior Management in the School Setting - Kasee Stratton, Ph.D., NCSP and Daniel
Gadke, Ph.D., NCSP, BCBA

Knowing what behavioral supports are needed in the educational setting can be
confusing and challenging for parents, particularly when various interventions are being
used across settings. This presentation will discuss how to navigate behavior issues in
the school setting and how to advocate for behavioral supports. Functional behavioral
assessments and behavior intervention plans will be discussed in everyday language to
guide parents and professionals.

Friday, July 28 — 2:15 — 3:15 — Breakout Session #3

Managing the Sensory Environment - Sarah Bis, MS, OTR/L, C/NDT and Sarah Maust,
MOT, OTR/L

Multi-sensory deficits impact the ability of individuals with CHARGE Syndrome to gather,
interpret, and use sensory information across settings. By adapting the sensory
environment in which individuals with CHARGE Syndrome live, play, and learn, we can
help them better access sensory information and participate in their world.
Accommodations and adaptations will be discussed related to the needs of children with
CHARGE Syndrome in the educational environment. Participants will leave the session
with a list of ideas for sensory-based accommodations that may be implemented at
home and in the school setting immediately.

. Got the AAC Device...Now What? - Lisa Weir, MEd. (DHH), CTD.

Sometimes parents or even school teams secure a wonderful device to assist with the
acquisition of expressive communication for their student/child. The device arrives and
unfortunately sometimes, gets left on the shelf or repurposed to more of a game/movie
device because, “They aren’t really using it.” We will look at some fundamental skills
and starting points for families so they can better support communication development
in their sons or daughters who have an Augmentative and Alternative Communication
(AAC) device.
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CHARGE 103 Communication, Play and Passions - Rob Last

Rob will focus on early communication and address the importance of establishing
meaningful communication systems for children with CHARGE and the strategies that
may be available for this. Play strategies will be illustrated through discussion and video.
Passions/obsessions will be explored as educational opportunities and illustrated
through video and photos.

Latest Advancements in Congenital Heart Surgery: Their Potential to Help Children
with CHARGE syndrome and Congenital Heart Disease - David L.S. Morales, MD
Congenital Heart Defects (CHDs) are common in children with CHARGE syndrome (75-
85%) and include typical ventricular/atrial septal defects, patent ductus arteriosi, but
many have complex CHDs. New advances in mechanical circulatory support (i.e. artificial
hearts) can be beneficial in the management of these problems when surgical options
are no longer possible. 3D printing/animations as well as augmented reality are now
starting to be used to better plan complex cardiac repairs more accurately and improve
patient and family education about heart defects and the palliative/corrective
operations. The development of tissue engineered patches and valves have started to
be used clinically and may change how we approach some of these children’s defects
since placing a valve in infancy may now last a lifetime.

Working Together to Support Families - Sheri Stanger, MA, Ed.M and Megan Cote, MS Ed
We will explain the distinct roles of the National Center on Deaf-Blindness, the CHARGE
Syndrome Foundation, and the National Family Association for Deaf-Blind and describe
how work conducted by the three organizations supports families to access the
knowledge and services they need to promote better outcomes for their children who
are deaf-blind. Attendees will learn what each organization offers and how to take part
in the training and connections they provide.

Friday, July 28 — 3:30 — 4:30 — Breakout Session #4

Vestibular issues in CHARGE syndrome: anatomy, physiology, testing, behavioral
outcomes - David Brown and Dr. Daniel Choo

One of the most common (but poorly understood) features in children with CHARGE
syndrome is absence or malformation of the inner ear vestibular structures (e.g.
semicircular canals). These anomalies can impact a child’s balance, body control,
walking and other complex activities (such as riding a bicycle, sports, use of vision, etc).
However, some of the very typical CHARGE behaviors, postures and positions may
indeed be related to the abnormal vestibular organs and functions in these children.
This presentation offers a primer on inner ear vestibular anatomy and physiology, as
well as the current state of the art vestibular testing performed in the clinical setting.



17. Neurological issues in CHARGE syndrome: our experiences so far - Prof. C.M.A. van
Ravenswaaij, MD, PhD on behalf of Christa (C.M.) de Geus, MD
Most people with CHARGE syndrome experience some neurological symptoms.
However, comprehensive research on the neurological problems in CHARGE is lacking.
In 2014 we started a project in our CHARGE expert center aimed at creating a
comprehensive dataset on neurological issues in CHARGE. We have focused on
collecting broad data; on the relationship between cerebellum abnormities and
balance/coordination; and on the occurrence and cause of sloping shoulders. In this
presentation we will give an overview of our results so far.

18. Connect the Dots: An open forum question-and-answer session focused on sensory
and motor issues in CHARGE Syndrome - Kate Beals, OTR/L and Danielle Bushey, PT,
DPT, NCS
Huh? What's all this stuff about sensory processing? What does that even mean? And
why do they keep talking about balance problems? What can | do to help? Got
guestions about how it all fits together? Bring your questions — even if you're not quite
sure how to ask them — to this informal session with a PT and an OT, who will help you
"connect the dots" about sensory and motor issues in CHARGE syndrome.

19. Dreaming Your Way into your Future - Catherine Allen and Rachel Allen
How do | plan for the future when | can barely get through each day? There is a place
and there will come a day when ‘official life & career planning’ will be urgently scribbled
on your TO-DO list. But, it’s never too early to adopt a philosophy of Life Design based
on the unique desires, needs, and dreams of an individual and his/her family. Quality of

life improves and career paths become clearer when all choices are filtered through that

design rather than through disabilities and obstacles.

20. Oh the Places You'll Go...after High School - Beth Jordan, Med and Divya Goel, AAS
High school graduation. Does that idea cause you anxiety or excitement? If it’s anxiety,
consider learning more about the summer programs available to young adults at HKNC.
With the passage of recent legislation, it’s never been a better time to be a young adult
who is interested in college and work after high school. Let’s generate some
excitement!
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Saturday, July 29 — 10:45 — 11:45 — Breakout Session #5

Sibling Panel - Nancy Salem-Hartshorne, PhD., Aaron Hartshorne, Mallory Beavers
Siblings of individuals with disabilities have unique experiences. Siblings of individuals
with CHARGE have even more unique experiences. Within these, there are still more
variable experiences, depending on birth order, severity of disability, and parenting
styles, among other things. This panel of young adults will describe their experiences,
both rewarding and challenging, of being raised with a sibling with CHARGE syndrome.
Moderators will then ask specific questions, after which audience questions will be
welcomed.

Adult Track 1 - Kasee Stratton, Ph.D., NCSP and Daniel Gadke, Ph.D., NCSP, BCBA

This three-session track will provide a series of presentations, discussions, and question
and answer formats for adults with CHARGE syndrome ages 16+ only. Sessions will
include topics such as sex, sexual dysfunction, sustaining friendships, guidance on
drinking, social media skills, advocating on the job and in the community, and question
and answer time periods. (See also #28 and #34)

CHARGE Syndrome and Behavior: Diagnoses and Intervention (Part I) - Tim Hartshorne,
David Brown, Megan Schmittel, Shanti Madhavan-Brown, and Shelby Muhn

Part one: Diagnosis of behavior. Individuals with CHARGE are often diagnosed with a
variety of psychiatric disorders such as autism, OCD, and ADHD. This session addresses
the problem of psychiatric diagnoses in children with CHARGE: what are these
diagnoses, why are they given to children with CHARGE, and what problems do they
create, and are they appropriate?

Creating and Using Nonconventional Signal Dictionaries and Communication Portfolios
to Support Individuals who Communicate Primarily without the Use of Symbols -
Susan M. Bashinski, Ed.D., Carol Darrah, M.S., Christine Spratling, Ed.S.

For individuals at the earliest, non-symbolic, stages of communication development, the
implementation of consistent communication strategies enhances their participation in
interactions and promotes their ongoing communication development. Learn how to
build receptive and expressive Nonconventional Signal Dictionaries (written scripts and
video clips) and to create Communication Portfolios (pictures and written descriptions)
to support children as they enter new learning settings, participate in community
activities, meet new service providers, and interact with family members and friends.
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Who Needs an Intervener? and A Day in the Life! A Case Study of 2 Adults with
CHARGE and their Intervenor Services - Beth Kennedy, M.Ed., Cullen Drew, and Leah
Cameron

Beth will discuss students who have a combined vision and hearing loss and their unique
educational support needs. Some students require the specialized services of a trained
intervener. This session will provide a brief overview of the wide range of students who
qualify as deafblind, compare the role of an intervener to that of a paraprofessional and
an interpreter, and provide strategies for determining which level of support is
appropriate. This will be followed by Leah and Cullen’s presentation, which will feature
a case study of 2 adults with CHARGE whom are currently supported by CDBA Ontario
through Adult Intervenor Services. CDBA Ontario’s vision is that all people who are
deafblind will live rich meaningful lives.

Teaching Strategies: building bridges between home and school - Sharon Stelzer, M.Ed.
For this presentation the presenter will share teaching strategies that work for children
with CHARGE Syndrome. She will present how these strategies are used in school. With
input from families of children with CHARGE Syndrome Sharon will link strategies that
work at home to strategies that educators use in the classroom. She will discuss the
importance of using similar vocabulary in the IEP process and methods to share
strategies with the school team.

Saturday, July 29 — 1:00 — 2:00 — Breakout Session #6

Personal Reflections on Transition Supporters in Baseball Parody Format: Take Me Out
to The Ballgame - Christopher Sence, BFA and L. Kathleen Sheriff, Ed.D.

Chris Sence, a 35-year-old man born with CHARGE syndrome, reflects on his personal
transition support system in parody format emphasizing teaming together as a baseball
team program to ultimately win at the game of life. He and his mother, Dr. Kathleen
Sheriff, share his story of transition supporters matched with baseball program positions
from little league to adulthood regarding the choices of majoring on the majors in life.
Chris hopes this personal reflection adds to the lives of younger children with CHARGE
syndrome and their supporting parents and transition teams.

Adult Track 2 - Kasee Stratton, Ph.D., NCSP and Daniel Gadke, Ph.D., NCSP, BCBA

This three-session track will provide a series of presentations, discussions, and question
and answer formats for adults with CHARGE syndrome ages 16+ only. Sessions will
include topics such as sex, sexual dysfunction, sustaining friendships, guidance on
drinking, social media skills, advocating on the job and in the community, and question
and answer time periods. (See also #22 and #34)
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CHARGE Syndrome and Behavior: Diagnoses and Intervention (Part Il) - Tim
Hartshorne, David Brown, Megan Schmittel, Shanti Madhavan-Brown, and Shelby Muhn
Part two: Interventions for challenging behavior. This session describes interventions
that can help to reduce the behaviors that often lead to psychiatric diagnoses. These
interventions follow the principle that the behaviors are functional for the child given
their various impairments. The interventions address issues of pain, sensory processing,
and anxiety.

Quality Adapted Physical Education and Recreation for Individuals with CHARGE
Syndrome - Dr. Elizabeth (Beth) Foster, CAPE

Many individuals with CHARGE Syndrome do not have the same movement
opportunities in their schools and in their communities. Come to this session to learn
about the federal laws and advocacy skills to obtain a quality physical education or an
adapted physical education program for your child at their school. Learn about the
motor assessment process and proper Individual Education Programs (IEPs) related to
movement and motor skills. Participants will also leave with valuable information to
assist in the inclusion of their child in recreation activities within their community.

Analyzing interpersonal interactions in CHARGE syndrome - a Wanka, PhD.
Interpersonal interactions are the basis for conne ication. This
presentation an alyzes the interactiop g son with
CHARGE. In the first video engaged in movement
and rhythmi ey look at a picture book. The
analysis, - ad, Rodbroe 2015), looks at social interaction and
play, physid and attachment, exploration and categorization, and

conversations.

Taking CHARGE of Your Gastrointestinal Issues - Dr. Kim Blake, MacKenzie Colp,
Alexandra Hudson

Gastrointestinal (Gl) symptoms and feeding difficulties are highly prevalent but are
often a neglected area of diagnosis, treatment and research. In this presentation a
young adult will report on her ongoing story with gastrointestinal problems, we will
review what is known in the literature and treatment options; some of which have been
gathered from you as parents, and from individuals with CHARGE syndrome.
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Saturday, July 29 — 2:15 — 3:15 — Breakout Session #7

Incorporating Literacy into Daily Routines at School and at Home - Martha Veto and
Christine Spratling, Ed.S

Children with combined vision and hearing loss have a hard time developing concepts
about the world around them. Learning routines are an effective tool to help. In this
session we will use materials from the Open Hands, Open Access (OHOA) learning
modules to show the power of using routines to develop concepts, language and literacy
skills. Participants will have an opportunity to use an OHOA tool for planning routines
for individual students.

Adult Track 3 - Kasee Stratton, Ph.D., NCSP and Daniel Gadke, Ph.D., NCSP, BCBA

This three-session track will provide a series of presentations, discussions, and question
and answer formats for adults with CHARGE syndrome ages 16+ only. Sessions will
include topics such as sex, sexual dysfunction, sustaining friendships, guidance on
drinking, social media skills, advocating on the job and in the community, and question
and answer time periods. (See also #22 and #28)

Five hints for new and seasoned parents: Raising your child with CHARGE syndrome -
Tim Hartshorne

Parenting is always challenging, but particularly with a child who has challenges, such as
one who has CHARGE. This presentation reviews five considerations for parenting a
child with CHARGE.

Variables that Impact Walking in Individuals with CHARGE Syndrome - Dr. Elizabeth
(Beth) Foster, CAPE

Children with CHARGE syndrome are often delayed in the attainment of independently
walking. The purpose of this session is to provide information about variables that
impact walking and the benefits of walking in individuals with CHARGE syndrome. The
session provides strategies to develop meaningful and accessible movement activities to
enhance walking and provide children with movement confidence. Activities based on
best practices and parent input will be presented. Participants leave with strategies that
can be implemented when they get home.

Saturday, July 29 — 3:30 — 4:30 — Breakout Session #8

Breakthroughs in Sensory Motor Processing & Feeding using Alternative Multi-
Disciplinary Treatment Approaches - Whitney B. Pimentel MA, CCC-SLP, Isabel Lara PT,
SIPT, Carmen Romero

In this presentation Whitney B. Pimentel, Isabel Lara, and Carmen Romero will discuss
common deficits such as sensory, physical challenges, oral challenges, feeding, and
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speech difficulties associated with CHARGE syndrome. They will teach a unique multi-
disciplinarian approach of continually assessing the sensory system to determine a
baseline at the beginning of each therapy session. Demonstrations of a variety of
techniques will be taught to assist parents, therapists, and other educators in creating a
therapeutic intervention program to address the needs of these individuals outside of
traditional methods. An in-depth discussion will explain how and when to incorporate
sensory motor developmental activities, core stability exercises, and cranial sacral
therapy into a therapy program.

Purposeful play, how wrestling and playing can benefit children with CHARGE -
Michael M. Braga M.Ed

During the day, we all receive input by walking, talking and even eating. Some with
CHARGE may not receive all of this input that their brains still need. Using structured
play, we can help them obtain this input. Come learn strategies that will help your
children while you have fun with them and see how beneficial playing around can be.

Parents' Perspectives: Types and Purposes of Communication Used by Their Children
Who Have CHARGE Syndrome - Susan M. Bashinski, Ed.D., Barbara Braddock,
Christopher Neal, & Jennifer Heithaus

The extant literature base in special education supports the position that development
of their child’s communication skills is one of the most, if not THE most, critical area of
need reported by families of children with CHARGE. This session will present results
from a research study conducted during the 2015 International CHARGE Conference
held in Chicago. At that conference, 27 families completed individual interviews for this
study. Findings will be summarized and possible implications discussed.

Experiences of families raising a child who is deaflbind and teacher response to their
shared experiences - Donna Snyder, Ed.D, Kim Zeigler

This presentation will explore the experiences of families raising a child who is deafblind
and teacher response to those shared experiences using the photovoice method with
short digital videos. Family photovoice interviews uncovered five overarching themes.
Project staff will share their experiences that initiated this study and the impact of
findings as well as the change in service delivery of how the project introduces a child on
the census to their educational team.

CHARGE Research: Preliminary Results on the CHARGE IEP and Family Demographics
Studies — Kasee Stratton, PhD. and members of the Bulldog CHARGE Lab

Kasee, along with researchers from the Bulldog CHARGE Lab, will present preliminary
findings from two recent research studies on accommodations and rulings on the
CHARGE IEP and also family demographics seen in CHARGE syndrome.



Information Central Poster Session Information

Location: Panzacola F1/F2 Friday 10:45am — 5:00pm (manned from 3:30 — 5pm)

Poster Title

Presenter(s)

CHARGE Syndrome Checklist: Health
Supervision Across the Lifespan

Angela Arra-Robar, RN MSN
Clinical Nurse Specialist, Complex and
Medically Fragile Children, IWK Health Centre

Anxiety in CHARGE Syndrome

Shanti Brown, Timothy S. Hartshorne, Ph.D.,
Central Michigan University

The Sensory Base of Unusual Behaviors in
Children with CHARGE

Aaron Hartshorne, Timothy S. Hartshorne,
Ph.D., Central Michigan University

Communication Portfolios: Giving a Voice
to Children with Complex Communication
Needs

Carol Darrah, M.S., and Christine Spratling,
Ed.S, Technical Assistance Specialist, Georgia
Sensory Assistance Project

Growth in CHARGE syndrome

Dieuwerke Dijk, MD, University of Groningen,
University Medical Center Groningen

Bas Penders?, Willem-Jan Gerver!, Monica Wong ?,
Conny van Ravenswaaij-Arts?, Gianni Bocca?
!Maastricht University Medical Centre (MUMC+),
2University Medical Centre Groningen

CHARGE Syndrome in Brazil

Debora Ferreira, Timothy S. Hartshorne,
Ph.D., Central Michigan University

You Asked, We Listened: What’s missing on
the IEP for students with CHARGE?

Matthew Ferrigno, Doctoral Student, School
Psychology, Mississippi State University

Hailey Ripple, M.S., Doctoral Student, School
Psychology; Megan Anderson, Doctoral Student,
School Psychology; Tierra Kilbert, Eds. Student, School
Psychology, Savannah Trice, Eds. Student, School
Psychology, Haley Grant, Undergraduate, Kasee
Stratton, Ph.D., NCSP, Assistant Professor, School
Psychology, Mississippi State University

Radiological Imaging Findings in CHARGE
Syndrome

Lauren Fogarty, MD Candidate 2020, Faculty
of Medicine, Dalhousie University

Dr. Kim Blake, Department of Pediatrics, IWK Health
Centre, Professor Pediatrics, Dalhousie University; Dr.
Pierre Schmit, Department of Diagnostic Imaging, IWK
Health Centre, Professor Diagnostic Radiology,
Dalhousie University; Alexandra Hudson, MD
Candidate 2018, Faculty of Medicine, Dalhousie
University




Information Central Poster Session Information

Location: Panzacola F1/F2 Friday 10:45am — 5:00pm (manned from 3:30 — 5pm)

Poster Title

Presenter(s)

The CHARGE Syndrome Research Lab at
Central Michigan University

Tim S. Hartshorne, Ph.D., Central Michigan
University

Megan Schmittel, Bree Kaufman, Shanti Madhavan-
Brown, Anna Weatherly, Shelby Muhn, Rachel Wilson,
Gretchen Imel, Deborah Ferriera, Blair Tieso, Hannah
Charville, Central Michigan University

The Behavior Triangle for CHARGE Syndrome

Tim S. Hartshorne, Ph.D., Central Michigan
University

CHARGE syndrome: the importance of inner
ear MRI and CHD7 testing for diagnosis as
the dysmorphology is not always obvious

Meg Hefner, MS, Saint Louis University

Milestones in CHARGE Syndrome

Meg Hefner, MS, Saint Louis University, Emily
Fassi, MS, Washington University in St. Louis,
Kevin Ballard

A new feeding scale for use in CHARGE
syndrome

Alexandra Hudson, MD Candidate 2018,
Dalhousie Medical School, Halifax, Nova
Scotia, Canada

Dr. Kasee Stratton, Director of Bulldog CHARGE
Syndrome Research Lab, Mississippi State, MS, USA;
Dr. Kim Blake, Professor, Department of Pediatrics,
Dalhousie University, Halifax NS Canada

Overview of Sexuality Education

Chathuri lllapperuma, Doctoral Student,
School Psychology, Mississippi State
University

Jordan Parker, EdS. Student, School Psychology; Emily
Mathis, Doctoral Student, School Psychology; Mallory
Eddy, Doctoral Student, School Psychology; Alexander
Clarke, EdS. Student, School Psychology; Kasee
Stratton, Ph.D., NCSP, Assistant Professor, School
Psychology, Mississippi State University

Trends in and Barriers to Recreation
Participation in CHARGE Syndrome

Gretchen Imel, Tim S. Hartshorne, Ph.D.,
Central Michigan University

Profiles of Ability in CHARGE Syndrome

Bree Kaufman, M.A., Tim S. Hartshorne,
Ph.D., Central Michigan University

Parents' Perspectives: Types and Purposes
of Communication Used by Their Children
Who Have CHARGE Syndrome

Susan M. Bashinski, Ed.D., Barbara Braddock,
Christopher Neal, & Jennifer Heithaus
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Location: Panzacola F1/F2 Friday 10:45am — 5:00pm (manned from 3:30 — 5pm)
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Presenter(s)

Modelling hypoventilation and anesthetic
recovery in a zebrafish (Danio rerio) model
of CHARGE syndrome

Jessica MaclLean, Department of Pediatrics,
Dalhousie University/IWK Health Centre,
Halifax NS CANADA

Jaime Wertman, Department of Microbiology and
Immunology, Dalhousie University, Halifax NS; Emily
Chedrawe, Department of Pediatrics, Dalhousie
University/IWK Health Centre, Halifax NS; Shelby
Steele, Department of Pediatrics, Dalhousie
University, Halifax NS; Sergey Prykhozhij, Department
of Pediatrics, Dalhousie University, Halifax NS; Kim
Blake, Department of Pediatrics, Dalhousie
University/IWK Health Centre, Halifax NS; Jason N
Berman, Departments of Pediatrics, Microbiology and
Immunology, and Pathology, Dalhousie
University/IWK Health Centre, Halifax NS

What do | have today? Calendar systems
and sensory impairments

Shanti Brown, Timothy S. Hartshorne, Ph.D.,
Central Michigan University

Decision-making in the removal of
gastrostomy tubes or buttons in CHARGE
syndrome

Rachel Malta, Tim S. Hartshorne, Ph.D.,
Central Michigan University

Let’s Talk About Sex: Implications for Future
Research in Sexuality Education

Emily Mathis, Doctoral Student, School
Psychology, Mississippi State University

Alex B. Clarke, Specialist Student, School Psychology,
Mallory Eddy, Doctoral Student, School Psychology,
Chathuri lllapperuma, Doctoral Student, School
Psychology, Kasee Stratton, Ph.D., NCSP, Assistant
Professor, Licensed Psychologist, School Psychology,
Mississippi State University

Post-Traumatic Growth in parents of
children with CHARGE

Shelby Muhn, Tim S. Hartshorne, Ph.D.,
Central Michigan University

Examining the Measurability and
Attainability of IEP Goals for Individuals with
CHARGE Syndrome

Hailey E. Ripple, M.S., Doctoral Student,
School Psychology, Mississippi State
University

Johnna Dowdy, Doctoral Student, School Psychology,
Olivia Kesler, Undergraduate, Katherine Johnson,
Undergraduate, Kasee Stratton, Ph.D., NCSP, Assistant
Professor, Mississippi State University

Reach & Match®: Children With Sensory
Impairments Play With Peers

Tristan Pierce, MIA, American Printing House
for the Blind
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Poster Title

Presenter(s)

IEP Transition Plans for Individuals with
CHARGE Syndrome

Hailey E. Ripple, M.S., Doctoral Student,
School Psychology, Mississippi State
University

Elizabeth Struna, Doctoral Student, School Psychology,
Matthew Ferrigno, Doctoral Student, School
Psychology, Katherine Johnson, Undergraduate
Student, Kasee K. Stratton, Ph.D., NCSP, Assistant
Professor, School Psychology, Mississippi State
University

Social Play in Children with CHARGE
Syndrome

Megan C. Schmittel, Tim S. Hartshorne,
Ph.D., Central Michigan University

Research on Headaches in CHARGE
Syndrome

Lily Slavin, Tim S. Hartshorne, Ph.D., Central
Michigan University

The Bulldog CHARGE Syndrome Research
Lab at Mississippi State University

Kasee Stratton, Ph.D., NCSP, Assistant
Professor, School Psychology; Megan
Anderson, Doctoral Student, School
Psychology, Mississippi State University

The CHARGE IEP: What Accommodations
and Rulings are Common?

Elizabeth Struna, Doctoral Student, School
Psychology, Mississippi State University

Hailey Ripple, M.S., Doctoral Student, School
Psychology; Amanda Cosgriff, M.S., Doctoral Student,
School Psychology; Whitney Driskell, EdS. Student,
School Psychology; Savannah Trice, EdS. Student,
School Psychology; Tierra Kilbert, EdS. Student, School
Psychology; Kasee Stratton, Ph.D., NCSP, Assistant
Professor, Licensed Psychologist, School Psychology,
Mississippi State University

What makes up a family in CHARGE: Family
Dynamics and Demographics

Madison Sully, Specialist Student, School
Psychology, Mississippi State University

Megan Anderson, Doctoral Student, School
Psychology; Kasee Stratton, Ph.D., NCSP, Assistant
Professor, Licensed Psychologist, School Psychology,
Mississippi State University

Adverse Effects and Behavioral Analysis of
Psychotropic Drug Use with Children with
CHARGE Syndrome

Blair Tiseo, Tim S. Hartshorne, Ph.D., Central
Michigan University
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Restorative Environments

Anna Weatherly, Tim S. Hartshorne, Ph.D.,
Central Michigan University

Issues in Psychotropic Medication Use for
Children with CHARGE Syndrome

Rachel Wilson, Tim S. Hartshorne, Ph.D.,
Central Michigan University

Impact of Variables on the Attainment of
Walking in Children with CHARGE Syndrome

Dr. Elizabeth (Beth) Foster, CAPE, California
State Polytechnic University, Pomona

Neurological issues in CHARGE syndrome:
our experiences so far

Prof. C.M.A. van Ravenswaaij, MD, PhD on
behalf of Christa (C.M.) de Geus, MD,
Department of clinical genetics, University of
Groningen, University Medical Center
Groningen

Dissecting the causes of frontal cortex
abnormalities in a mouse model for CHARGE
syndrome

Alex P A Donovan, Craniofacial Development
and Stem Cell Biology, King’s College London

CHARGE Syndrome and the IEP: What do
parents think?

Whitney Driskell, Educational Specialist
Student, School Psychology, Mississippi State
University

Liddie McPhail, Undergraduate Student, Educational
Psychology; Hailey Ripple, M.S. Doctoral Student,
School Psychology;Tierra Kilbert, Educational Specialist
Student, School Psychology; Kasee Stratton, Ph.D.,
NCSP, Assistant Professor, Licensed Psychologist,
School Psychology, Mississippi State University

The Able Act: EnABLE Savings for Life

Mary Anne Ehlert CFP, President & Founder
Protected Tomorrows Inc., Protected
Tomorrows Inc.

10 years of support and activities for people
with CHARGE Syndrome in Germany and
German speaking areas

Claudia Junghans, CHARGE Syndrome. V.,
Germany

Effective Positioning Interventions to
Facilitate Fine Motor Skills in School-Aged
Children with CHARGE Syndrome and/or
deafblindness

Samantha Kublin, OTD, OT/s, Sarah Bis, MS,
OTR/L, C/NDT, Diane Smith, Ph.D., OTR/L,
FAOQOTA, Perkins School for the Blind and MGH
Institute of Health Professions
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Teaching Gross Motor Skills and Balance to
Children with CHARGE Syndrome

Lauren J. Lieberman Ph.D., Pamela Haibach-
Beach Ph.D., The College at Brockport

Beth Foster, Ph.D., California State
Polytechnic University, Pomona

What should we be looking for? Child-
centered and capacity-building assessment
approaches

Julie Maier, Educational Specialist, California
Deafblind Services

Moving forward with the transition to
preschool through collaborative planning

Julie Maier, Educational Specialist, Myrna
Medina, Family Engagement Specialist ,
California Deafblind Services

Recently recognized late emerging medical
issues in an eighteen-year-old with CHARGE
syndrome: a case report

Angus Morgan, BSc, Dalhousie University
faculty of Medicine

Working Together to Support Families

Sheri Stanger, MA, Ed.M. — Director of
Outreach for the CHARGE Syndrome
Foundation

Megan Cote, MS Ed - Initiative Lead for Early
Identification and Referral and Family
Engagement for the National Center on Deaf-
Blindness

The Third Wheel in Marriage

Joan Borton & Jerry Borton, MS

Social Skills of Individuals with CHARGE
Syndrome

Lori A. Swanson, Ph.D., University of
Wisconsin-River Falls; Meg Hefner, M.S., St.
Louis University Medical School; Bridget
Leukuma, B.S., University of Wisconsin-River
Falls

Issues surrounding fertility and sexual
function for families or individuals affected
by CHARGE syndrome

R. Matthew Coward, MD FACS, Assistant
Professor of Urology, UNC School of
Medicine, Director of Male Reproductive
Medicine and Surgery, UNC Fertility




