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SPECIAL NOTE

Please be aware that the following topics, titles and speakers are subject toacitbnggbe
modifiedeven as late as the week prior to the conferdBesure taheck back frequently for the
latest updateAdditions to the agendand other major changesll be colorcoded greeand
deletions will be colecoded red

All conference attendees will rage a complete and final agenda as part of their registration
packet upon arrival at the conferenthae printed agenda will include descriptions of each session
andbrief biographie®f each speaker.

Use the AFI NDO t oto$earéhthnoghthe agenBaldr specificenanees and key
words.Clicking on the blue underlined names of speakers will take you to their professional
website or the website of their institution or organization

This publication produced under the Centers for Disease @ohand Prevention (CDC), Grant
# 1U13 DD 000 36M1. Its contents are solely the responsibility of the authors and do not
necessarily represent the official views of the CDC.

KEY:
TBA: To Be Announcedsession/ tba: To Be Announced speaker
EX: Fragile Xi primarily about the Fragile X mutation in general
EXS: fragile X syndrome
FXTAS: fragile X-associated tremor ataxia syndrome
FXPOI: fragile X-associated primary ovarian insufficiency
(Alsoknownas 6 POFO premature ovarian failure)
Family-Friendly: Presentation designed primarily for family members
Scientific-clinical: Presentation designed primarily for treatment professionals, but could be
helpful for family members
Scientific-basic Presentation designed primarily foasic scientisticluding moleculabiologists
but parentarewelcome to attend

CME: Continuing Medical Education: units available for medical practitioners
NOTE: Sessions awarding CME units are so designated following the referenco t he sessi on fAForn
Please see final page for important information regarding the awarding of CME units.

TRACKS: The NFXF will provide recommendations for session attendance on a number of topics.
Handouts will be available in thegistration area and will include tracks on the following topics. Note that
this is an open conference ah@se are suggestions only, put together by the professional staff at the NFXF.

Support for parents, families, individuals and caregivers
Education (Special Education and Full Inclusion)
Communication (Speech & Language)

Behavior difficulties and aggression

Challenges Facing Adults with FXS

Carriers, reproduction and FXPOI

Occupational Therapy

Newly Diagnosed

FXTAS



Wednesday, July23, 2008

Making the Most of Your Conference ExperienceJayne Dixon Weber

1:00 PM1:30 PM (optional)

LOCATION FORMAT

Regency B Family-Friendly

1:30 PM3:45PM

LOCATION FORMAT

Grand Ballroom A Family-Friendly+ CME

Session Title:INTRODUCCION AL SINDROME X FRAGIL (ntroductionto FXSin Spanish)
Feliciano J. Ramo#/.D., Ph.D.

1:30 PM2:30 PM

LOCATION FORMAT

Grand Ballroom B Family-Friendly+ CME

Session Title:For the newly diagnosed (and those wanting a refresher): iGepéfragile X

Theunderlying mutation, associated clinical findiraged available genetic testing

Amy Cronister M.S., CGC
Liane Abrams, MS, CGC
Brenda Finucane, M.S., CGC

1:30 PM2:30 PM

LOCATION FORMAT
Regency A (mixed)
Family-Friendly

Session Title:Research AbstractEXS

Brain Imaging of protein synthesis: What can it tell us about FX?

Alan Zametkin, M.D.

Caolyn Smith

Scientific-clinical

Math Abilities and Molecular Relationships in Females with FXS

Susan W. Harris, MSC.C.R.P.
Parenting Stress and Social Support in Families with Children with Fragile X Syndrome: A
Comparison of Mothers arieathers

Annalong
1:30 PM2:30 PM
LOCATION FORMAT
Regency B Scientific-basic

Session Title:Research Abstracts: FX
Fragile X newborn screening: A new method for the detection of FMR1 Expanded Allele
Flora Tassone, Ph.D.
FMRP Eliza Measure
Christine lwahashi
Repeat expansion in a fragile X premutation mouse model
Karen Usdin, PiD.

TBA

1:30 PM2:30 PM
LOCATION FORMAT
Grand Ballroom C Scientific-basic
Session Title:Research Abstracts: FXTAS
Diffusion Tensor Imaging in Male FMR1 Premutation Carriers With and Without FXTAS
Elizabeth BerryKravis, M.D., Ph.D.

Abnormal growth and synaptic architecture in hippocampal neurons cultured from a mouse model of

FXTAS
Yucui Chen, M.D., Ph.D.

P300 amplitude abnormalities in FragileaX¥sociated Tremor Ataxia Syndrome
Shiachui Chan, Ph.D.

Ubiquitin-positive Intranuclear Inclusions in Astrocytes and Bergmann Gila of CGG Kinddice
Robert Berman, Ph.D.


http://www.ebgenetics.com/
http://www.elwyngenetics.org/meetourstaff.html
http://wizard1.ucdavis.edu/About%20the%20Lab/Flora.htm
http://intramural.niddk.nih.gov/research/faculty.asp?People_ID=1576
http://rush.photobooks.com/directory/profile.asp?dbase=main&setsize=10&last=Berry%2DKravis&Submit=Search%21&pict_id=0003350

Wednesday, July 23, 2008

2:45 PM3:45 PM
LOCATION FORMAT
Grand Ballroom B Family-Friendly
Session Title:For the newly diagnosed (others welcome): Coping with personal, famdsocial responses and
emotional/informational overload
Liane Abrams, MS, CGC
Brenda Finucane, M.S., CGC
Joe Garergparent)

2:45 PM3:45 PM
LOCATION FORMAT
GrandBallroom C Scientific-clinical + CME
Session Title:Research Abstracts: FXTAS
Impairment of Functional Status Among Men with Fragil&¥sociated Tremor/Ataxia Syndrome
Jim Grigsby,Ph.D.
Psychiatric Profile of Memvith Fragile XAssociated Tremor/Ataxia Syndrome
Jim Grigsby,Ph.D.
High Frequency of Migraine in FMR1 Premutation Carriers
Roger Akins, D.O.

TBA
2:45 PM3:45 PM
LOCATION FORMAT
Regency A Scientific-basic

Session Title:Research Abstracts: FX

Production and characterization of Novel Monoclonal Antibodies (mAbs) to FMRP using Mouse and

Human Recombinant Proteins
Giuseppe LaFaucRh.D.

The Phosphorylation State of FMR#fects Its Association with Dicer
Anne Cheever, B.

An mGIuR5 antagonist reverses increased rates of cerebral protein synthesis in fragile X mouse
Carolyn Smith, Ph.D.

2:45 PM3:45 PM
LOCATION FORMAT
Regency B Scientific-clinical
SessionTitle: Research Abstracts: POl
Ovarian inclusion formation in fragile-dssociated primary ovarian insufficiency
Stephanie ShermaRh.D.
Diagnosis Experiences of Wam with Premature Ovarian Failure: Benefits, Barriers, and Health
Education
Krista Charen, M.P.H.

TBA
TBA


http://www.ebgenetics.com/
http://www.elwyngenetics.org/meetourstaff.html
http://www.uchsc.edu/hcpr/staffinfo/grigsby.htm
http://www.uchsc.edu/hcpr/staffinfo/grigsby.htm
http://www.genetics.emory.edu/FACULTY/faculty_bio_sherman.php

Wednesday, July 23, 2008

4:00 PM5:00 PM

LOCATION

FORMAT

Grand Ballroom A Family-Friendly
Session Title:Married... vith (Fragile X) Children

Diane Simon Smith, M.P.H., MA, M.F.T.

4:00 PM5:00 PM

LOCATION
Regency B

FORMAT
Family-Friendly

Session Title:My Journey

Jeffrey Schleusener

4:00 PM5:00 PM

LOCATION FORMAT
Grand Ballroom F Scientific-clinical
Sesion Title: PANEL: A conversation with the exper8:r e mut at i ons: What 6s Real

Moderator:Liane Abrams, MS, CGC
Randi Hagermanyl.D.

David HessIPh.D.

Stephanie ShermaRh.D.

Flora Tassone, Ph.D.

4:00 PM5:00 PM

LOCATION

FORMAT

Grand Ballroom C Scientific-clinical
Session Title:Research AbstractEXS

Vocabulary Comprehension in FXS: Comparative Ase$
Elizabeth BerryKravis, M.D., Ph.D.
Do Boys with Fragile X Speak Faster Than Their Peers?
Adrianne A.Harris
AT Enhancement of Written Expression for Individuals with Neurodevelopmental Disorders
Susan W. Harris, M.S., C.C.R.P.
Narrative Skills of Boys with Fragile X with and without Autism Spectrum Disorder
Cheryl Malkin, M.S., C.C.CSLP

4:00 PM5:00 PM

LOCATION
Regency A

FORMAT
Scientific-basicand clinical

Session Title:Research Abstracts
Two faces of the fragile X premutation: Clinical features and FMR1 molecular genetic measures

5:001 7:00 PM

Andrea SchneideRh.D.

Functional Imging of the Limbic System in Men with the Fragile X Premutation
Kami Koldewyn B.A.

Investigating the neuropsychological phenotype of adult FMR1 premutation allele carriers
Jessica Hunter, N3.

Welcome Receptionn the Grand Hall

Hosted by the Fragile X Resource Center of Missouri

7:00 PMi 9:00 PM

Living with Fragile X i a film by ThinkMediain Grand Ballroom F

Kathy Elder

Greg Mishey

Deborah LeCover
RandiHagerman, M.D.

and


http://www.ebgenetics.com/
http://www.ucdmc.ucdavis.edu/mindinstitute/ourteam/faculty_staff/rhagerman.html
http://www.ucdmc.ucdavis.edu/psychiatry/ourteam/faculty/hessl.html
http://www.genetics.emory.edu/FACULTY/faculty_bio_sherman.php
http://wizard1.ucdavis.edu/About%20the%20Lab/Flora.htm
http://rush.photobooks.com/directory/profile.asp?dbase=main&setsize=10&last=Berry%2DKravis&Submit=Search%21&pict_id=0003350
http://www.thinkmediaonline.com/fragilex.html

Thursday, July 24, 2008

Making the Most of Your Conference Experience: Jayne Dixon Weber

8:00 AM-8:30 AM (optional)

LOCATION FORMAT

Regency B Family-Friendly

8:30 AM-9:30 AM

LOCATION FORMAT

Grand Ballroom BE-F Family-Friendly + CME

General SessionNew Treatments on the Near Horizon
Randi Hagermanyi.D.
Elizabeth BerryKravis, M.D., Ph.D.

9:45 AM-10:45 AM
LOCATION FORMAT
Grand Ballroom A Family-Friendly+ CME
Session Title:Problem Solving Sexuality
Marcia L. BradenPh.D, PC
Jayne Dixon Weber
Jennifer EpsteinPsyD.

9:45 AM-10:45 AM

LOCATION FORMAT

Grand Ballroom C Family-Friendly

Session Title:My Hands Can WriteMy Fingers Can Tig!Promoting Fine Motor Skill in Chdren with FXS
Tracy Murnan Stackhouse, MA, OTR
Kristen Clarke, OTR

9:45 AM-10:45AM

LOCATION FORMAT

Grand Ballroom B Family-Friendly

Session Title:The Psychiatry oFXS. Endophenotyp&xophenotyp Correlations
Jeremy TurkM.D., F.R.C.Psych., F.R.C.P.C.H.

9:45AM-10:45AM
LOCATION FORMAT
Grand Ballroom D Family-Friendly+ CME
Session Title:PANEL: Bridging Gaps Optimizing the Needs of Minority Families withXS
Moderator:Jeannie Visootsak.D.
Pat Olney, MS.
Lillie Huddleston, MEd.
Krista Charen, MP.H.
Martha Carvalho

9:45 AM-10:45 AM FORMAT
LOCATION Family-Friendly
Regency A

Session Title:Impact of Individuals with Special Needs on their Brothers and Sisters: Opportunities and Challenges
Meghan D Stewart, M.S.W.

9:45 AM-10:45 AM FORMAT

LOCATION Family-Friendly

Grand E Ballroom

Session Title:Marriage and FamikWhy your marriage is vital to your family goals
Mitch Temple, L.M.F.T.


http://www.ucdmc.ucdavis.edu/mindinstitute/ourteam/faculty_staff/rhagerman.html
http://rush.photobooks.com/directory/profile.asp?dbase=main&setsize=10&last=Berry%2DKravis&Submit=Search%21&pict_id=0003350
http://www.marciabraden.com/
http://www.developmentalfx.org/
http://www.sgul.ac.uk/depts/cds/complete-staff-list/professor-jeremy-turk.cfm
http://www.genetics.emory.edu/FACULTY/faculty_bio_visootsak.php

Thursday, July 24, 2008

9:45 AM-10:45 AM FORMAT
LOCATION Scientific
Regency B

Session Title:Novel nonverbal learning tasks for the assessment of cognitive change in FXS
Cary S. Kogan, Ph.D.
Autism spectrum disorder in fragile X syndrome: aditudinal evaluation
Walter E. Kaufmann, M.D.

9:45 AM-10:45 AM

LOCATION FORMAT

Grand Ballroom F Scientific-basic

Session Title:A Drosophila Drug Screen for Fragile X Syndrome
Stephen Warren, Ph.D.

Session Title:Toward Understanding Developmental Requirements for FMRP
David Nelson, Ph.D



http://www.sciencepolitique.uottawa.ca/psy/eng/profdetails.asp?login=ckogan
http://www.gcbcenter.kennedykrieger.org/staff.jsp
http://www.genetics.emory.edu/FACULTY/faculty_bio_warren.php
http://www.bcm.edu/genetics/facultyaz/nelson.html

Thursday, July 24, 2008

11:00 AM12:00 PM

LOCATION FORMAT

Grand Ballroom A Family-Friendly

Session Title:Everything You Wanted to Know About FXTASut Were Afraid to Ask
Arlene Cohen
Paul Hagermanyl.D. Ph.D.
Randi Hagermarwi.D.

11:00 AM-12:00 PM
LOCATION FORMAT
Grand Ballroom B Family-Friendly
Sessio Title: Harnessing the power of play:
Practical ideas for teaching your preschool child with fragile X through play activities
Dawn Rohlik, OTR/L
Gail A. Spiridigliozzi,Ph.D.

11:00 AM12:00 PM
LOCATION FORMAT
Grand Ballroom C Family-Friendly+ CME
Session Title:Maximizing the Educational Experience for Children wWiKS
Richard C. BelseRh.D.
Vicki Sudhalter, Ph.D.
Effects of Positive Behavior Support on Children with Fragile X Syndrome and Their Families
Lauren J. Moskowitz, B.S.

11:00 AM-12:00 PM

LOCATION FORMAT

Regency A Family-Friendly

Session Title:A Journey Towards Self Determination; The Person Centered Planning Process
Judy Wanko, BSW

11:00 AM12:00 PM
LOCATION FORMAT
Grand Ballroom F Scientific-clinical
Session Title:PANEL: A Conversation with the Experts: Drugats andadults with developmental disabilities
Ethical issues and informed consent

Moderator.Liane Abrams, MS, CGC

Matt Stowe, Esq.

Len Abbeduto, Ph.D.

Elizabeth BernKravis, M.D., Ph.D.

Pat Olney, MS, CGC

Brenda Finucane, MS, CGC

11:00 AM-12:00 PM
LOCATION FORMAT
Grand Ballroom D Scientific-basic
Session Title:Research AbstractEX
FMRPis dynamically expressed in the RA song nucleus ofrthkezebra finch
Claudia Wnograd
The Secret Lives of Dendritic Spines: Studies of the Behavior, Structure and Development of
Synaptic Connections in Fragile X
Georgina M. Aldridge
G Quadruplex Mediated RecognitiontbE Microtubule Associated ProteirbIRNA by the Fragile
X Protein Family
Mihaela Rita Mihailescu
TBA


http://wizard1.ucdavis.edu/
http://www.ucdmc.ucdavis.edu/mindinstitute/ourteam/faculty_staff/rhagerman.html
http://www.dukehealth.org/physicians/CC65B0F7783F062C85256DFD006A930F?search_highlight=Spiridigliozzi
http://www.nfxf.org/html/advisorycommittee.htm
http://www.ebgenetics.com/
http://www.waisman.wisc.edu/faculty/abbeduto.html
http://rush.photobooks.com/directory/profile.asp?dbase=main&setsize=10&last=Berry%2DKravis&Submit=Search%21&pict_id=0003350
http://www.elwyngenetics.org/meetourstaff.html

Thursday, July 24, 2008

11:00 AM12:00 PM
LOCATION FORMAT
Grand Ballroom E Scientific
Session Title:Research Abstracts: Premutation and FXTAS
Using Spanistand English Neuropsychological Assessment Scales to compare Executive Function in
AD and FXTAS
E. Melina Casillas, B.A.
PrePulse Inhibition; Expanded Use in Assessing Fragile X Associated Clinical Populations and
Implications for Treatment
Jennifer Yuhas, B.S.
Tremor and Gait Ataxia in Premutation Females: Using CATSYS to Quantitatively Assess Core
Features of FXTAS in Females
Vivien Narcisa, B.S.
Hippocampal size and psychiatric problems in Heay premutation carrier adults
Patrick E. Adams, B.S.

11:00 AM12:00 PM
LOCATION FORMAT
Regency B Scientific
Session Title:Research Abstracts: FXS
Face processing in individuals with fragile X syndrome: Antegteking study
Faraz Farzin, M.A.
Autism, Anxiety and Hyperarousal in Fragile X Syndrome
Lisa Cordeiro
Limitations of the Standard 1Q Score in Fragile X Syndrome: A Proposed Solution Using an
Individual DeviationScore
Alyssa Chavez
Andrea Schneider
Investigation of Patterns of Neurological, Medical, Psychiatric, & Endocrine Problems in Families
with the FMR1 Gene Mutation
Kristen Lohse



http://mindbrain.ucdavis.edu/people/ffarzin

Thursday, July 24, 2008

1:30 PM-2:30 PM

LOCATION FORMAT

Regency B Family-Friendly

Session Title:Navigating the Sea of Supported Employment
Michael A. TestaPh.D.

I ndependent Living: One parentés story of success
Gail Heyman
1:30PM-2:30PM
LOCATION FORMAT
Grand Ballroom A Family-Friendly

Session Title:Setting the Stage for Success: Effective Behavioral Strategies for StudenE<®ith
Barbara HaaSivler, M.Ed., BC.B.A.

1:30 PM2:30 RV
LOCATION FORMAT
Grand Ballroom B Family-Friendly+ CME

Session Title:Females with FXS
Marcia L. BradenPh.D.
Allison Cohen

Anna Cohen

Caryn Lang

Molly Lang
1:30 PM2:30 PM
LOCATION FORMAT
Grand Ballroom C Family-Friendly

Session Title:Calming, Coping and ComfortSelf-Regulation an&ensory Diets
Tracy Murnan Stackhouse, MA, OTR
Saah Scharfenaker, MA, CGSLP

1:30 PM2:30 PM
LOCATION FORMAT
Regency A Family-Friendly
Session Title:PANEL: Reproductive Choices for Fragile X Carriers
Moderator;Liane Abrams, M.S., C.G.C.
Dawn Eker
Melissa Zolecki
Karen Banas

1:30PM-2:30PM
LOCATION FORMAT
Grand Ballroom D Scientific-clinical
Session Title:PANEL.: Early Interventiorfor Babies Diagnosed with Fragile X
Moderator:Randi Hagerman, ND.
Steven Warren, Ph.D.
Susa Rivera, Ph.D.
Don Bailey Ph.D.
Faraz Farzin, M.A.
Nancy Brady Ph.D.
Sandra Weiss, PhD, DNSc, RN, FAAN
Mary Beth Steinfeld, MD.



http://www.fragilex.org/html/foundation.htm
http://www.marciabraden.com/
http://www.developmentalfx.org/
http://www.developmentalfx.org/
http://www.ebgenetics.com/
http://www.ucdmc.ucdavis.edu/mindinstitute/ourteam/faculty_staff/rhagerman.html
http://www2.ku.edu/~bncd/scientists/warren_s.htm
http://www.ucdmc.ucdavis.edu/mindinstitute/ourteam/faculty_staff/rivera.html
http://www.rti.org/newsroom/page.cfm?nav=423&objectid=EAC6FDB0-650D-4803-951C24425E296D4B
http://mindbrain.ucdavis.edu/people/ffarzin
http://www2.ku.edu/~bncd/scientists/brady_n.htm
http://nurseweb.ucsf.edu/www/ffweiss.htm
http://www.ucdmc.ucdavis.edu/mindinstitute/ourteam/faculty_staff/steinfeld.html

Thursday, July 24, 2008

1:30PM-2:30PM
LOCATION FORMAT
Grand Ballroom E Scientific-clinical
Session Title:Research Abstract&EXS
Females with fragile X syndrome and autism spectrum disorders
Laura L. Freeman, B.Sg¢HONS)
Prevalence of autistic behaviors in young males with fragile X syndrome
Amy A. Lightbody,Ph.D.
Face processing and individual differences in behavior and brain function: Insights fromFxX8sm
Kim M. Dalton, Ph.D.
Teasing Apart the Heterogeneity of Autism: Same Behavior, Different Brains in Autistic Individuals
with and without FXS
Heather Cody Hazlett, Ph.D.

1:30 PM2:30 PM
LOCATION FORMAT
Grand Ballroom F Scientific-basic
Session Title:PANEL: Stem @Il Research and its Implications for Fragile X Research and Treatment
Moderator:Elizabeth BerryKravis, M.D., fh.D.
Dalit BenYosef, Ph.D.
Anita Bhattacharyya, Ph.D.
Laurie Doering, Ph.D.



http://rush.photobooks.com/directory/profile.asp?dbase=main&setsize=10&last=Berry%2DKravis&Submit=Search%21&pict_id=0003350
http://www.fragilex.org/html/2006.htm
http://www.waisman.wisc.edu/faculty/bhattacharyya.html
http://fhs.mcmaster.ca/pathology/contact_us/faculty/faculty_bios/doering.html

Thursday, July 24, 2008

2:45 PM3:45 PM

LOCATION FORMAT

Grand Ballroom D Family-Friendly

Session Title:College Academic Accommodations: Preparing for Access
Adam Meyer M.S., C.R.C.

2:45 PM3:45 PM

LOCATION FORMAT

Grand Ballroom B Family-Friendly

Session Title:Putting the Fragile X Diagnosis into Context in the School Setting
Brenda Finucae, M.S., C.G.C.

2:45 PM3:45 PM
LOCATION FORMAT
Grand Ballroom C Family-Friendly+ CME
Session Title:SchootBased OT Practice arkKS
Kristen Clarke, OTR
Tracy Murnan Stackhouse, MA, OTR

2:45 RV-3:45 PM

LOCATION FORMAT

Regency A Family-Friendly

Session Title:The Role of Arousal Regulatory Deficits in the Verbal and Nonverbal Behavior frebfdndividuals
with FXS

Vicki Sudhalter,Ph.D.
Richard BelserPh.D.

2:45 PM3:45 PM

LOCATION FORMAT

Regency B Family-Friendly

Session Title:PANEL.: Building Fragile X Awareness with the Media in Your Community
Moderator: Todd Grayson
Theodore Coutilish

Gail Heyman
Holly Roos
2:45 PM3:45 PM
LOCATION FORMAT
Grand Ballroom A Scientific-clinical + CME

Session Title:Fragile X: Premature Ovarian Failure (POF) andiRmglantation Genetic Diagnosis (PGD)
Sherman J. SilbeM.D.

2:45PM-3:45PM
LOCATION FORMAT
Grand Ballroom E Scientific-clinical
Session Title:Research AbstragtFXS
Verbal perseveration in boys with fragile X syndrome compared to boys with Down syndrome
Gary E. MartinMA
Conversational Speech of Boys with FXS or Down Sgnur
Gary E. Martin, MA
Vocabulary, Grammar and Language Use of Children with Fragile X Syndrome and Down Syndrome
Vanessa LoiselleB.S.
Expressive Morphosyntax in Boys with Fragile X Syndrome with and without Autism
Bruno Estigarribia, Ph.D.


http://www.elwyngenetics.org/meetourstaff.html
http://www.developmentalfx.org/
http://www.nfxf.org/html/advisorycommittee.htm

Thursday, July 24, 2008

2:45 PM3:45 PM

LOCATION FORMAT

Grand Ballroom F Scientific

Session Title:Young Investigator Presentations Conquer Fragile Xevent

Selected by a pane comprised o§D&ary Bassell, David Nelson, Giovanni Neri, Karen Usdin and Claes Wahlestedt.

FXTAS: Examination of cognitive phenotypes among male premutation carriers
Emily GravesAllen, Ph.D.
The Phosphorylation State of FMRP Affects Its Associatioh Witer
Anne CheeverB.S.
The absence of FMRP leads to enhanced synaptic translation via exaggerated signaling through PI3K
Christina Gross, Ph.D.
Ectopic Expression of CGG Containing RNA is Neurotoxic in Mammals
Jocelyn GallowayB.S.


http://www.fragilex.org/cfxf/

Thursday, July 24, 2008

4:00 PM-5:00 PM
LOCATION FORMAT
Grand Ballroom A Family-Friendly

Session Title:Speech and Language Intervention for Children with Fragile X Syndrome: An Integrated Approach

Gail HarrisSchmidt, Ph.D., CCGLP

4:00 PM5:00 PM
LOCATION FORMAT
Grand Ballroom E Family-Friendly
Session Title:Evaluating children with FXS for educational planning and research:
How is it done andvhat does it all mean?
Gail A. Spiridigliozzi,Ph.D.
No Longer Fragile: An education program for schagéd childrewith FXS
Anita Nicholls
Jodi Heenan

4:00 PM5:00 PM

LOCATION FORMAT

Grand Ballroom B Family-Friendly

Session Title:Super Hero You! Life balance for Special Needs CaregivArkife Long Project
Carolyn Toennessen

4:00 PM5:00 PM
LOCATION FORMAT
Grand Ballroom C Family-Friendly

Session Title:Making Sense of your Child's Behavior: Probleolving from an Occupational Therapy Perspective

Dawn Rohlik, OTR/L

4:00 PM5:00 PM

LOCATION FORMAT

Regency A Family-Friendly+ CME

Session Title:Play Your Way to Early Literacy Development
Stephanie Capshaw, MA, O.T.R.

4:00 PM5:00 PM
LOCATION FORMAT
Grand Ballroom D Scientific-clinical + CME (Families welcome)
Session Title:Primary Ovarian Insufficiency: Mechanisms and Management
Lawrene M. Nelson, M.D., CDR USPHS

Managing Primary Ovarian I nsufficiency:

Karima Hijane, BS.

4:00 PM5:00 PM

LOCATION FORMAT

Regency B Scientific-clinical

SessionTitle: HandsOn Hypearousal Workshop: What it feels like to be HYPERAROUSED!
Sarah Scharfenaker, MA, CCELP
Tracy Stackhouse, MA, OTR

4:00 PM5:00 PM

LOCATION FORMAT

Grand Ballroom F Scientific

Session Title:Young Investigator Presentations Conquer Fragile Xevent(continued from 2:45)

5:30 PM10:00 PM
St. Louis Science Center

The

pati e


http://faculty.sxu.edu/~harris/
http://www.dukehealth.org/physicians/CC65B0F7783F062C85256DFD006A930F?search_highlight=Spiridigliozzi
http://www.developmentalfx.org/
http://www.developmentalfx.org/
http://www.fragilex.org/cfxf/
http://www.slsc.org/

Friday, July 25, 2008

8:30 AM-9:30 AM

LOCATION FORMAT

Grand Ballroom BE-F Family-Friendly

GeneralSessionil ncl udi ng Samuel 0
A film by DanHabib

9:45 AM-10:45 AM

LOCATION FORMAT

Grand Ballroom C Family-Friendly

Session Title:Q&A regarding Alncluding Samuel 0
Dan Habib

9:45 AM-10:45 AM

LOCATION FORMAT

Grand Ballroom A Famiy-Friendly+ CME

Session Title:PANEL: The establishment of Best Practices guidelines for the assessment of individuals with FXS
Moderator:Vicki Sudhalter, Ph.D.
Marcia Braden, Ph.D.
Karen Riley, Ph.D.
Brittney Bixby
Jennifer Albanes

9:45 AM-10:45 AM

LOCATION FORMAT

Grand Ballroom B Family-Friendly+ CME

Session Tite: Aging and Transitionfor Individualswith Fragile X Syndrome
Andrew LevitasM.D.
Ed Goldson, M.D.
Vicki Sudhalter, Ph.D.

9:45 AM-10:15 AM (30 minutes)

LOCATION FORMAT

Grand Bdiroom D Family-Friendly

Session Title:Life after 65! Aparentturns 65 and survivesis son's transition to SSRhdMedicare Benefits
Stephen LeCover

9:45 AM-10:15 AM (30 minutes)

LOCATION FORMAT

Grand Ballroom F Family-Friendly

Session Title:Visual Issues in Fragile X Syndrome
Rashelle Cohen, BSc Optom, B Mus

9:45 AM-10:45 AM
LOCATION FORMAT
Regency A Scientific-clinical
Session Title:Research Abstracts: FXS
Early Visual and Cognitive Processing in Infants
Susan M. Rivera, Ph.D.
Low-Level Visual Processing in Infants
Faraz Farzin, M.A.
Early Indicators of Language Delopment, Social Communication, and Visual Attention in infants
Ann Mastergeorge, Ph.D.

TBA


http://www.includingsamuel.com/
http://www.includingsamuel.com/about/
http://www.includingsamuel.com/about/
http://www.nfxf.org/html/advisorycommittee.htm
http://www.marciabraden.com/
https://portfolio.du.edu/pc/port?portfolio=kriley
http://www.nfxf.org/html/advisorycommittee.htm
http://www.ucdmc.ucdavis.edu/mindinstitute/ourteam/faculty_staff/rivera.html
http://mindbrain.ucdavis.edu/people/ffarzin
http://www.ucdmc.ucdavis.edu/mindinstitute/ourteam/faculty_staff/mastergeorge.html

Friday, July 25, 2008

9:45 AM-10:45 AM
LOCATION FORMAT
Regency B Scientificbasic+ CME
Session Title:XLMR genes and conditions: update 2008
Giovanni Nerj M.D.
FraX-E: current understanding of developmental, emotional and behavioral features and challenges
Jeremy Turk, M.D., F.R.C. Psych., F.R.C.P.C.H.

9:45 AM-10:15 AM (30 minutes)

LOCATION FORMAT

Grand Ballroom E Scientific-basic

Session Title:Expansion of an FMR1 grey allele tdul mutation in two generations
Isabel Fernandez Carvajal,.B, Ph.D
Flora Tassone, Ph.D.



http://www.sgul.ac.uk/depts/cds/complete-staff-list/professor-jeremy-turk.cfm
http://wizard1.ucdavis.edu/About%20the%20Lab/Flora.htm

Friday, July 25, 2008

11:00 AM12:00 PM

LOCATION FORMAT

Grand Ballroom C Family-Friendly

Session Title:Securing and optimizing the services of outside consultants
Karen Riley,Ph.D.
Jennifer H. Epstein, Psy.D.
Holly Roos(parent)

11:00 AM12:00 PM
LOCATION FORMAT
Regency B Family-Friendly+ CME
Session Title:PANEL: Gaining Independencé/Nhat You Need to Know
Moderata: Marcia L. BradenPh.D, P.C.
Aaron Heisel
Kristin Lang
Kyle Grove
Michael Cohen

11:00 AM12:00 PM

LOCATION FORMAT

Regency A Family-Friendly

Session Title:Telling children, family, friends ahothers about fragile X syndrome: A practical guide
Allyn McConkie RosellPh.D, CGC
Liane Abrams, MS., CGC
Alison Archibald, M.S.Ph.D.candidate

11:00 AM12:00 PM
LOCATION FORMAT
Grand Ballroom A Scientific-clinical + CME
Session Title:Cyclical mood disorders in individuals with FXS: presentation and management
Jeremy Turk, M.D., F.R.C. Psych., F.R.C.P.C.H.
Carbamazepine improves social and communicatory functioning in full mutation FXS
Harish Mahadevappa, M.D.

11:00 AM-12:00 PM
LOCATION FORMAT
Grand Ballroom B Scientific-basic
Session Title:Pharmacological modification of behavioral responses in the fragile X mouse model
Richard PaylorPh.D.
Comprehensivénalysis of the Transcriptional Landscape of the FMR1 Locus
Ahmad M. Khalil,Ph.D.

12:00 PM-1:30 PM
LOCATION
Grand Ballroom BE-F
LUNCHEON
Speaker Don Bailey,Ph.D: What Families Are Telling Us: Findings from the National Fragile X Survey
Awards Ceremony
National Fragile X Foundation Awards
Conquer Fragile X Young Investigator Awards



https://portfolio.du.edu/pc/port?portfolio=kriley
http://www.thechildrenshospital.org/about/doctor/detail.aspx?doctorID=13347
http://www.marciabraden.com/
http://medgenetics.pediatrics.duke.edu/modules/research/print.php?id=1#5
http://www.ebgenetics.com/
http://www.sgul.ac.uk/depts/cds/complete-staff-list/professor-jeremy-turk.cfm
http://mrrc.bcm.tmc.edu/investigators/info/Paylor.html
http://www.rti.org/newsroom/page.cfm?nav=423&objectid=EAC6FDB0-650D-4803-951C24425E296D4B
https://fragilex.rti.org/

Friday, July 25, 2008

1:30 PM2:30 PM

LOCATION FORMAT

Grand Ballroom A Family-Friendly+ CME

Session Title:Managing the Behavior Probtes of Children with Fragile X Syndrome with Medication
Ave M. LachiewiczM.D.

1:30 PM2:30 PM
LOCATION FORMAT
Grand Ballroom B Family-Friendly+ CME
Session Title:The Nature and Management of Sleep Disorders Affecting Individuals who have FragitelX&e
Jeremy Turk, M.D., F.R.C. Psych., F.R.C.P.C.H.
Are Children with Fragile X Losing their Zzzz's and Y?
Rebecca A. Kronk, M.S.N., C.R.N.P.

1:30 PM2:30 PM
LOCATION FORMAT
Grand Ballroom C Family-Friendly
Session Title:What About the Brothers and Sisters? Helping the Siblings of Children with FXS
Diane Simon Smith, M.P.H., MA, M.F.T
A Preliminary Study of Relationships between Siblings with and without FXS
Karen Riley, Ph.D.

1:30 PM2:30 PM
LOCATION FORMAT
Regency A Scientific-clinical
Session Tite: Research AbstractEXTAS
Psychiatric Disorders in NTRI Project Premutation Carrdétseliminary Results
James A. Bourgeois, QIM.D.
Examindion of cognitive phenotypes among male premutation carriers
Emily GravesAllen, Ph.D.
Parkinsonism in FMR1 Premutation Carriers may be Indistinguishable from Parkinson Disease
Deborah Hall, M.D.
Needs of Patients with FXTAS and th€aregivers
Louise Gane, MS

1:30 PM2:30 PM
LOCATION FORMAT
Regency B Scientific-basic
Session Title Synaptic Plasticity and Translatidr@ontrol in Fragile X Syndrome Model Mice and Other Models of
Mental Retardation
Eric Klann,Ph.D.



http://www.dukehealth.org/physicians/4EE8310CABF1B53585256DFD006A93D0?search_highlight=Lachiewicz
http://www.sgul.ac.uk/depts/cds/complete-staff-list/professor-jeremy-turk.cfm
http://www.chp.edu/bio/kronk_r.php
https://portfolio.du.edu/pc/port?portfolio=kriley
http://www.ucdmc.ucdavis.edu/psychiatry/ourteam/faculty/bourgeois.html
http://www.ucdmc.ucdavis.edu/mindinstitute/ourteam/faculty_staff/rivera.html
http://www.cns.nyu.edu/corefaculty/Klann.php

Friday, July 25, 2008

2:45PM-3:45PM

LOCATION FORMAT

Grard Ballroom F Family-Friendly+ CME

Session Title:Behavior Intervention Workshop 1: Presch@&émentary Ages
Marcia L. BradenPh.D, P.C.
Karen Riley,Ph.D.

2:45 PM3:45 PM
LOCATION FORMAT
Grand Ballroom C Family-Friendly+ CME
Session Title:PANEL: Research to Practice: A Multidisciplinary ApproactUtaderstanding Hyperarousal FXS
Moderator:Tracy Murnan Stackhouse,.M., OTR
Sarah K. Scharfenaker,.M., CCGSLP
David HessIPh.D.
Randi Hagerman, M.D.

2:45 PM3:45 PM

LOCATION FORMAT

Grand Ballroom B Family-Friendly

Session Title:'Yes | can Work!" Independeead hrough Successfulniployment:A unique approach todalt life
Anne Hull, BS.

Bunny Higgins
Roseanne Thiry

2:45PM-3:45PM
LOCATION FORMAT
Grand Ballroom E Family-Friendly+ CME
Session Title:Braiding the Impact: How families, physicians, and researchers can advammatsuwithout losing
our unigue perspectives
Christopher Kush, M.P.P.

2:45 PM3:45 PM

LOCATION FORMAT

Regency A Family-Friendly

Session Title:Thriving (Not Just Surviving) with Fragile X Syndrome: Family Se#re
Diane Simon Sith, M.P.H., MA, M.F.T.

2:45 PM3:45 PM
LOCATION FORMAT
Regency B Scientific-clinical
Session Title:Meeting of the Fragile X Clinical & search Consortium (Members Only)
* Please see Friday, 4:00 PM for the open, Fanfihendly part d this meeting.

2:45PM-3:45PM
LOCATION FORMAT
Grand Ballroom D Scientific-clinical
Session Title:Mental Health Issues Facing Mothers of Children and Adolescents with Fragile X Syndrome
Lara S. Head, Ph.D.
TBA

2:45 PM3:45 PM
LOCATION FORMAT
Grand Ballroom A Scientific-basic
Session Title:Amyloid Precursor Protein and b Amyloid are Overexpressed iRIFK® Mice
James S. Malter, M.D.
Bidirectional Expression of the COGGCG Repeat at the FMR1 Locus
Galina N. FilippovaPh.D.


http://www.marciabraden.com/
https://portfolio.du.edu/pc/port?portfolio=kriley
http://www.developmentalfx.org/
http://www.developmentalfx.org/
http://www.ucdmc.ucdavis.edu/psychiatry/ourteam/faculty/hessl.html
http://www.ucdmc.ucdavis.edu/mindinstitute/ourteam/faculty_staff/rhagerman.html

Friday, July 25, 2008

4:00 PM5:00 PM
LOCATION FORMAT
Grand Ballroom C Family-Friendly
Session Title:PANEL: A Conversation with the ¥perts:Hurdlesin general population and newbaareening foFX
Moderator;Liane Abrams, MS, CGC
Allyn McConkieRosell, Ph.D.CGC
Don Bailey,Ph.D.
Paul HagermarM.D., Ph.D.
Jonathan Cohem.D.
Louise Gane, M.S.
Tom Musci, M.D.

4:00 PM5:00 PM

LOCATION FORMAT

Grand Ballroom F Family-Friendly+ CME

Session Title:Behavior Intervention: Workshop 2 Middle SchaolAdulthood
Marcia L. BradenPh.D, P.C.,
Karen Riley,Ph.D.

4:00 PM5:00 PM

LOCATION FORMAT

Grand Ballroom B Family-Friendly

Session Title:Use of Visual Strategies to Support Independence
Jennifer H. Epstein, Psy.D.

4:00 PM5:00 PM

LOCATION FORMAT

Grand Ballroom E Family-Friendly

Session Title:Invitation to a Site Visit: Gettintawmakers to show in up at home
Christopher Kush, M.P.P.

4:00 PM5:00 PM

LOCATION FORMAT

Grand Ballroom D Family-Friendly(Clinicians and Scientists encouraged to attend)

Session TitleeVect ors: A Parentds Hopes and Fears for the
Clare M. Dunsford, Ph.D. (Book signing at end of sessjon

4:00 PM5:00 PM

LOCATION FORMAT

Regency B Family-Friendly

Session Title:PANEL Q&A with audience Fragile X Clinics: HowCanThey Best Sete Families?
Moderator: Robert Miller
Members of the Fragile X Clinical & Research Consortium

4:00 PM5:00 PM
LOCATION FORMAT
Grand Ballroom A Scientific-clinical + CME
Session Title:Speech, Language of Preschool and School Age BoysRXifh Research Findings and
Implications for Practice
Joanne E. RobertBh.D.
Gary MartinMA, CCGSLP
Lauren Moskowitz, B.S.

4:00 PM5:00 PM
LOCATION FORMAT
Regency A Scientific-basic
Session Title:Genetic and Brain Correlates of Psychiatric and Cognitive Functioning in Men wiiXtReemutation
David HessIPh.D.
Altered hypothalamupituitary-adrenal gland axis regulation in the expanded @gggat mouse model
for fragile X-associatedremor d@axia syndrome
Rob WillemsenPh.D.

Futur


http://www.ebgenetics.com/
http://medgenetics.pediatrics.duke.edu/modules/research/print.php?id=1#5
http://www.rti.org/newsroom/page.cfm?nav=423&objectid=EAC6FDB0-650D-4803-951C24425E296D4B
http://wizard1.ucdavis.edu/
http://www.conquerfragilex.org/grantee_descrip_cohen.php
http://www.ebgenetics.com/
http://www.cpmc.org/ProviderSearch/?sitecfg=49&action=providerdetail&masterid=11039&isLevelOne=1
http://www.marciabraden.com/
https://portfolio.du.edu/pc/port?portfolio=kriley
http://www.spellinglovewithanx.com/
http://www.fragilex.org/html/clinic_lists.htm
http://www.ucdmc.ucdavis.edu/psychiatry/ourteam/faculty/hessl.html
http://www2.eur.nl/fgg/kgen/




