Curriculum Vitae 

Susan E. Howell, M.S, C.G.C, M.B.A.

PERSONAL INFORMATION

Name: 
Susan E. Howell, M.S., C.G.C, M.B.A
Current Position:  Senior Instructor, Section of Developmental-Behavioral Pediatrics, Department of
Pediatrics, University of Colorado School of Medicine 

Board Certified Genetic Counselor, eXtraordinarY Kids Clinic, Fragile X Clinic and Turner Syndrome Clinic, Children’s Hospital Colorado

Address: 
13123 East 16th Ave Box 140, Aurora, CO 80045 

Phone/Fax: 
Ph: 720-777-8361; Fax: 720-777-7868
Email: 
susan.howell@childrenscolorado.org

EDUCATION

1992-1996
Bachelor of Arts in Molecular, Cellular, and Developmental Biology 


University of Colorado - Boulder, Colorado

1997-1999
Master of Science in Medical and Molecular Genetics


Indiana University Purdue University, Indianapolis, Indiana

2002-2004
Master of  Business Administration, University of Denver- Denver, Colorado

Academic appointments

2016– current
Sr. Clinical Instructor, Department of Pediatrics 

University of Colorado School of Medicine, Aurora, CO
Other professional positions

1999
Prenatal Genetic Counselor, Washington University School of Medicine 


St. Louis, MO. 

1999-2002
Regional Genetic Counselor, Department of Health and Human Services 


State of North Carolina.

2003-2004
Marketing and Business Development Associate, OSI Pharmaceuticals, Inc. 


Boulder, CO

2004-2006

Director of Clinical Development, SmartCare Family Medical Centers 


Greenwood Village, CO

2006-2007
Healthcare Analyst, Redstone Venture Partners, Inc. 


Englewood, CO

2007-2008
Genetic Counselor and Marketing Director, Sciona, Inc. 


Boulder, CO
2008-2016
Board Certified Genetic Counselor, Clinic and Research Coordinator, eXtraordinarY Kids Clinic, and Fragile X Clinic, Children’s Hospital Colorado, Section of Developmental-Behavioral Pediatrics, Department of Pediatrics, University of Colorado School of Medicine
Honors, special recognitions and awards

Postgraduate Training

2002-2004
Alma C. Swanson Academic Achievement Scholarship, University of Denver-Daniels College of Business, Denver, CO
Memberships in professional organizations

1998-current 
National Society of Genetic Counselors (NSGC)


2007-2010
American Society of Human Genetics (ASHG) 
2008-2012
American College of Medical Genetics (ACMG) 
2008-current 
Mountain States Genetics Network (MOSTGENE) 

2008-current
Association for X & Y Syndromes (AXYS, previously KS&A) 
Committee and Service Responsibilities

Hospital/Departmental

2017
Chair for the Search Committee for the FORWARD coordinator



University of Colorado School of Medicine

2013-current
Founder and Co-Chair, Colorado Genetic Counseling Education Symposium

2015-current
Genetic Conditions Consensus Group- Turner Syndrome Working Group
Local Community Committees and Advisory Boards

2010-current
Advisory Board Member, Fragile X Colorado Community Support Network

National Organizations and Committees

2015-current
Association for X & Y Syndromes (AXYS) – Board of Directors


2014-current
Association for X & Y Syndromes (AXYS) - Scientific Advisory Committee


2014-current
Association for X & Y Syndromes (AXYS) - Conference Committee


2008-current
National Fragile X Foundation Clinic and Research Consortium (FXCRC), Clinical Committee

2008-2011
Klinefelter Syndrome & Associates - Conference Committee

2019-current
Association for X & Y Syndromes, Clinic and Research Consortium (ACRC)- Advisory Committee

2020-current
Turner Syndrome Global Alliance (TSGA) INSIGHTS Research Registry- Steering Committee

PROFESSIONAL CERTIFICATIONS AND LICENSURE 

Board Certified Genetic Counselor 

2002 
American Board of Genetic Counseling Comprehensive Certification

2012,2017
American Board of Genetic Counseling Recertification 

2017
Pharmacogenetics Certificate, Skaggs School of Pharmacy
review and referee work

Grant Review Committees 

2019
All of US Genetic Counseling Resource (NIH)
Ad Hoc Reviewer for Professional Journals and Websites

2019
Genetics Home Reference (U.S. Library of Medicine)

INVITED LECTURES AND PRESENTATIONS

* Indicates that presentation was recorded and is available as educational material for families or online.  
National/International
2008, Aug
“How to talk with your kids about X&Y chromosome variations,” KS&A Mile Hi X&Y Chromosome Variations Conference, Denver, CO
2009, July
“How To Talk With Your Child About His or Her Diagnosis,” I Love L.A. Families Conference with KS&A, AAKSIS and the XXYY Project. Los Angeles, CA.

2010, July
“Trisomy X Roundtable- Girls Only,” Call of the Wild Families Conference with KS&A and AAKSIS. Mason, OH. 

2010, July
“How Did This Happen? Genetics 101,” Call of the Wild Families Conference with KS&A, AAKSIS. Mason, OH. 

2010, July
“How to Talk With Your Child About His or Her Diagnosis,” Call of the Wild Families Conference with KS&A, AAKSIS. Mason, OH. 

2011, July
“SibShop for Siblings of Children with 48,XXYY, “XXYY Project Symposium. Boston, MA.
2012, March
“Trisomy X: Expanding the Phenotype”, Abstract Oral Presentation, American College of Medical Genetics Annual Clinical Genetics Meeting, Charlotte, NC
2012, July
“SibShop for Siblings of Children with 48,XXYY,” XXYY Project Symposium. Estes, CO.

2013, March
“From Screening to Treatment: A Paradigm Shift in Understanding Fragile X and FMR1 Disorders, Concurrent Session,” American College of Medical Genetics Annual Clinical Genetics Meeting, Phoenix, AZ

2013, July
“Genetics 101,” KS&A Families Conference. Aurora, CO. 
2014, July
“SibShop for Siblings of Children with 48,XXYY, “ XXYY Project Symposium. Estes, CO. 

2014, Sept
“Sex Chromosome Aneuploidies: A Multidisciplinary Perspective on Counseling and Current Treatment Recommendations,” National Society of Genetic Counselors (NSGC) Annual Meeting, New Orleans, LA
2015, July 
“How to Talk With Your Child About The Diagnosis,” AXYS Families Conference. Baltimore, MD. 
2016, July
“From FX101 to Agenda Planning,” 15th International Fragile X Conference, San Antonio, TX. 
2017, June
“Trisomy X” AXYS Families Conference Keynote Address, Aurora, CO.*
2017, June 
“Disclosing the Diagnosis,” AXYS Families Conference. Aurora, CO*
2017, June
“From Diagnosis to Agenda Planning,” AXYS Families Conference. Aurora, CO.
2017, July
“The Genetics of Turner Syndrome,” Turner Syndrome of the United States (TSSUS) Families Conference, Greenwood Village, CO

2018, May
“Disclosing the Diagnosis,” AXYS Webinar Series*

2019, June
“From Diagnosis to Agenda Planning for First Time Attendees,” AXYS Families Conference. Atlanta, GA 

2019, June
“Infant Retreat,” AXYS Families Conference. Atlanta, GA 

2019, June
“Interview With Self-Advocates,” AXYS Families Conference. Atlanta, GA 
Regional 

2017, April
“Delineating the Phenotype in Triple X Syndrome,” Seminars in Genetics Webinar, Kaiser Permanente Northern California Regional Genetics Department*
2019, May
“Infants with Sex Chromosome Trisomies Identified by NIPT: Preliminary Profile of Neurodevelopmental Skills in Participants with 47,XXY in The eXtraordinarY Babies Study”, 3rd Annual Spring Pennsylvania Association of Genetic Counselors Meeting, Harrisburg, PA. 
2019, June
“eXtraordinarY Kids: Perspectives on Counseling Sex Chromosome Aneuploidies,”
11th Philadelphia Prenatal Conference, Philadelphia, PA

2019, July
“Clinical and Research Update on Klinefelter Syndrome and Sex Chromosome Aneuploidies,” Webinar for Kaiser Permanente California CME, Northern California Regional Genetics Department
Local 

2013, April 
“Research Updates on Sex Chromosome Aneuploidies and Fragile X Syndrome,“ Clinical Genetics and Metabolism Grand Rounds, University of CO, Aurora, CO
2013, Nov
“Fragile X Syndrome: An Update on Counseling and Treatment Options for Patients with Fragile X Syndrome,” 1st Semi-Annual Colorado Genetic Counselors Symposium, Aurora, CO
2013, Nov
“Genetics of Fragile X syndrome,” 2nd Bi-Annual Colorado Fragile X Conference, Aurora, CO. 
2017, April
“Applying Supervision Models to Your Practice Panel Discussion,” Semi-Annual Colorado Genetic Counselors Education Symposium, Aurora, CO. 

2016, Nov
“Fragile X Genetics and Inheritance,” Annual Colorado Fragile X Fall Conference, Aurora, CO. 

2017, Oct
“Increasing Prenatal Diagnosis of Sex Chromosome Aneuploidies,” Kaiser CO Maternal Fetal Medicine, Denver, CO. 

2017, Nov
“Turner Syndrome,” LEND Assessment lecture, University of Colorado, Aurora, CO
2017, Nov
“Prenatal Diagnosis of Sex Chromosome Aneuploidies,” Colorado Center for Reproductive Medicine, Lone Tree, CO.

2018, March
“Fragile X, Denver Clinic and Research Update”, Genetic Grand Rounds, University of Colorado, Aurora, CO.
2018, Sept
“The Genetics of Turner Syndrome,” Turner Syndrome Global Alliance (TSGA) Colorado Families Conference, Littleton, CO. 

2018, Oct
“Latest Treatments in SMA and Clinical Advances in Sex Chromosome Aneuploidies (SCA)” Colorado Dinner Lecture Series, Centennial, CO
2018, Oct
“Latest Treatments in SMA and Clinical Advances in Sex Chromosome Aneuploidies (SCA)” Colorado Dinner Lecture Series, Greeley, CO
2019, June 
“Introduction to Fragile X Syndrome and Sex Chromosome Abnormalities”- eXtraordinarY Kids Clinic Summer Intern Didactic, University of Colorado, Aurora, CO. 
2019, Oct
“Genetic Counseling for Sex Chromosome Aneuploidies: Updates, Nuances, and Considerations“ Semi-Annual Colorado Genetic Counselors Education Symposium, Children’s Hospital Colorado, Aurora, CO.
2019, Dec
“Clinical and Research Update on Klinefelter Syndrome and Sex Chromosome Aneuploidies,” Maternal Fetal Medicine Education Day, University of Colorado, Aurora, CO. 
2020, Sept
“Turner Syndrome Clinical Care Updates”, Pediatric Grand Rounds, Department of Pediatrics School of Medicine, University of Colorado, Aurora, CO.

2020, Oct
“Sex Chromosome Aneuploidies and Cancer,” Semi-Annual Colorado Genetic Counselors Education Symposium, Aurora, CO
2020, Nov 
“Introduction to Sex Chromosome Abnormalities and the eXtraordinarY Kids Clinic”- eXtraordinarY Kids Clinic Student Intern Didactic, University of Colorado, Aurora, CO
TEACHING EXPERIENCE
Resident Teaching

2011., Feb
“Fragile X Syndrome and Sex Chromosome Abnormalities – What Every Pediatrician Should Know,” Children’s Hospital Developmental-Behavioral Pediatrics Resident Rotation Didactic
2015, Sept
“Fragile X Syndrome and Sex Chromosome Abnormalities – What Every Pediatrician Should Know,” Children’s Hospital Developmental-Behavioral Pediatrics Resident Rotation Didactic
2016, March
“Sex Chromosome Aneuploidies and Fragile X Syndrome - Medical, Neurodevelopmental, and Psychological Features,” Children’s Hospital Developmental-Behavioral Pediatrics Resident Rotation Didactic

2017, May
“Sex Chromosome Aneuploidies and Fragile X Syndrome - Medical, Neurodevelopmental, and Psychological Features,” Children’s Hospital Colorado Developmental-Behavioral Pediatrics Resident Rotation Didactic
Medical/Graduate Student Teaching

2011, Jan
“Sex Chromosome Abnormalities – Presentations in the School Setting,” Lecture to University of Denver School Psychology Students, Low Incidence Disabilities Course, Denver, CO
2011, Nov
“Ongoing Research Projects in the Fragile X and eXtraordinarY Kids Clinics,“ University of Colorado Genetic Counseling Graduate Students, Aurora, CO
2014, Nov
“Research in the Field of Genetic Counseling”, University of Colorado Genetic Counseling Graduate Students, Aurora, CO 
2015, Nov
“Research in the Field of Genetic Counseling,” University of Colorado Genetic Counseling Graduate Students, Aurora, CO 
2016, Jan
“Fragile X,” CU Student Chapter of the American Academy of Developmental Medicine and Dentistry, Aurora, CO. 

2016, Nov
“Research in the Field of Genetic Counseling,” University of Colorado Genetic Counseling Graduate Students, Aurora, CO 
2017, Nov
“Research in the Field of Genetic Counseling”, University of Colorado Genetic Counseling Graduate Students, Aurora, CO 

2019, Nov
“Research in the Field of Genetic Counseling” University of Colorado Genetic Counseling Graduate Students, Aurora, CO 
2020, Nov
“Research in the Field of Genetic Counseling” University of Colorado Genetic Counseling Graduate Students, Aurora, CO  
Trainees and Mentees:
High school:

2018-2019
Madison Foonberg, research internshipt, Fragile X multidisciplinary clinic
Undergraduate/Pre-Med Students:

Summer 2016
Meeka Nagamoto, Summer research internship, University of California, Los Angeles. Project produced the video documentary “The XXYY Sibling Project: A Voice to be Shared,” highlighting a sibling's perspective of having a brother with XXYY, giving siblings a voice that can be heard and shared.
Summer 2016
Jenna Nagamoto, Summer research internship, University of Arizona. Project produced the video documentary “The XXYY Sibling Project: A Voice to be Shared,” highlighting a sibling's perspective of having a brother with XXYY, giving siblings a voice that can be heard and shared.

Summer 2018
Will Karakash, Summer research internship, University of North Carolina 

Summer 2019
Isani Singh, CHCO Child Health Research Internship, Harvard University, abstract accepted for presentation at the National Organization for Rare Disease meeting 

Summer 2019
Sophia Deklotz, CHCO Child Health Research Internship, University of Denver, abstract accepted for oral presentation at Western Society for Pediatric Research, manuscript in press

Graduate Students: Capstone Project Mentor for Genetic Counseling Graduate Students 
2011 
Kali Messer, University of Colorado Genetic Counseling Program, Aurora, CO, “Genetic Counseling for Trisomy X Syndrome.”





2012 
Anna Dennis, University of Colorado Genetic Counseling Program, Aurora, CO, “Parent to Child Disclosures of a Sex Chromosome Aneuploidy Diagnosis: Experiences of Parents and Individuals with Diagnoses”



2013 
Arlene Colvin, University of Colorado Genetic Counseling Program, Aurora, CO, “Children’s Books for sex Chromosome Aneuploidy.”

2015 
Kali Schreiner, University of Colorado Genetic Counseling Program, Aurora, CO, "Development of Visual Aids for use in Genetic Counseling for Fragile X Associated Disorders.”

2015 
Amy Reicks, University of Colorado Genetic Counseling Program, Aurora, CO, “Characterizing Quality of Life in Children and Adults with Sex Chromosome Aneuploidy using Patient-Centered Outcome Measures: A pilot study of the AXYS AXYON Patient Registry”

2015
 Heather Wiles, Emory University, Genetic Counseling Program, Atlanta GA “Stress, Anxiety, and Adaptation to Genetic Information: Parental Experiences Receiving a Prenatal Diagnosis of Klinefelter Syndrome.”
2016
Hillary Weinphal, University of Colorado Genetic Counseling Program, Aurora, CO, “Psychological functioning and behavioral profiles in boys with XXYY syndrome”
2017
 Briana Zieba, University of Colorado Genetic Counseling Program, Aurora, CO, “Pilot study of health, fitness, and quality of life in adolescent girls with Turner syndrome”

2018 
Rhianna Urban, University of Colorado Genetic Counseling Program, Aurora, CO, “Metabolomic Signature in Adolescents with XXY with and without Testosterone Replacement.”

2018 
Catherine Buchanan, University of Colorado Genetic Counseling Program, Aurora, CO, “Eosinophillic Esophagitis in Sex Chromosome Aneuploidies”

2018
Madison LaFleur, University of Colorado Genetic Counseling Program, Aurora, CO, “From Sibling to Guardian in Fragile X syndrome”
2019
Lindsey Guzewicz, University of Colorado Genetic Counseling Program, Aurora, CO, “The Spectrum of Features in Males and Females with Mosaic 45,X/46,XY,” Publication pending
2020
Jessica Tisher, University of Colorado Genetic Counseling Program, Aurora, CO, “The Lived Parental Experience Having a Daughter with Trisomy X”, 2021 ACMG abstract acceptance pending
2021
Lylan Ho, University of Colorado Genetic Counseling Program, Aurora, CO, “Disparities Among Families with a Prenatal Diagnosis of a Sex Chromosome Aneuploidy who are Participating in the eXtraordinarY Babies Study”
2021
Carly Peterson, University of Colorado Genetic Counseling Program, Aurora, CO, “Parent Wellbeing While Raising A Child with a Prenatal Diagnosis of a Sex Chromosome Aneuploidy”
Grant and Research support 
Active Grant Support:
The eXtraordinarY Babies Study: Natural History of Health and Neurodevelopment in Infants and Young Children with Sex Chromosome Trisomy
Funding Source: NIH NICHD R01HD091251 

Role: Co-Investigator, 30% FTE
Dates: Sep 2017- Jun 2022

Adult SCA Clinic Development Grant

Funding Source: AXYS, WITH Foundation grant
Role: Principle Investigator, 35% FTE
Dates: June 2020- Jun 2021
LEARN NN107: Effects of AFQ056 on Language Learning in Young Children with Fragile X Syndrome (FXS)

Funding Source: NIH NINDS NeuroNext, PI: Elizabeth Berry-Kravis, MD PhD
(Rush Univ)
Role: Recruitment support, 5% FTE
Dates: June 2017-April 2021

Previous Grant Support:
Colorado: Testing Longitudinal Outcome Measures and Improving Minority Participation in the Fragile X FORWARD Database
Funding Source: Centers for Disease Control (CDC) U01 DD001190

Role: Recruitment support, 5% FTE 

Dates: September 2015- August 2020

TRIXY Study: Neurodevelopmental Risks in Young Children with an Extra X or Y Chromosome

NWO Vidi, University of Leiden, The Netherlands (PI Sophie van Rijn, PhD)

Role: Recruitment support for Denver Site, 5% FTE
Dates: January 2017-December 2020
Fragile X Clinic and Research Consortium Research Registry, FORWARD
CDC NCBDDD – Subcontract for Denver clinic site.

Role: Genetic Counselor and Study Recruitment, 5% FTE
Dates: 2009-2020
National Fragile X Foundation Fragile X Biobank
Funding Source: National Fragile X Foundation
Role: Genetic Counselor and Study Recruitment support, 5% FTE
Dates: 2017 – 2020
Cognitive Outcome Measure Battery for Children with Intellectual Disability
Funding: NIH NICHD R01 HD0761893– Principal Investigator David Hessl, PhD, UC-Davis
Role: Recruitment support, 5% FTE
Dates: 07/2014-06/2019
Psychology, Genes, and Hormones in X&Y Chromosome Variations

Dates: 2009-2011
Role: Genetic Counselor, Study Coordinator, Recruitment support, 5% FTE
Sponsor 1: Children’s Hospital Colorado Research Institute Research Scholar Award

Sponsor 2: CCTSI Pediatric CTRC support
Dates: 2011-Present

Role: Genetic Counselor, Study Coordinator, Recruitment support, 5% FTE
Sponsor: eXtraordinarY Kids Gift Funds
National Fragile X Foundation Clinic Support Grant
Role: Principle Investigator, 2% FTE
Funding Source: National Fragile X Foundation
Dates: 2018-2019
National Fragile X Foundation Clinic Support Grant
Role: Principle Investigator, 2% FTE
Funding Source: National Fragile X Foundation
Dates: 2017-2018
Effects of Testosterone and Genetic Factors on Psychological and Motor Skills in XXY (COMIRB 11-0874)
Funding 1: NIH K23 Patient Oriented Research Career Development Award, National Institute of Neurological Disorders and Stroke (NINDS) (NIH K23NS070337)
Role: Genetic Counselor and Study Coordinator

Dates: Aug 2011- Jul 2016
Funding 2: CCTSI Pediatric CTRC Microgrant support:

Dates: 2011-2014

Funding 3: Children’s Hospital Colorado Research Institute Bridge Funding support:

Dates: Aug 2016- Jul 2017
A Randomized, Double-Blind, Placebo-Controlled, Parallel-Group, Fixed-Dose Study of NNZ-2566 in Fragile X Syndrome
Role: Genetic Counselor and Study Recruitment

Sponsor: Neuren Pharmaceuticals

Dates: 2014-2015
A 6-week, Randomized, Multicenter, Double-Blind, Parallel, Flexed- and Fixed-dose Study of MC01C1 (Metadoxine Extended-release) 700mg and 1400mg Compared with Placebo in Adults and Adolescents with Fragile X Syndrome

Role: Genetic Counselor and Study Recruitment of Denver site

Sponsor: Alcobra Pharmaceuticals, Principal Investigator at Denver site

Dates: 2014-2015
Visual Spatial Cognitive Deficits in 22q11.2 Deletion Syndrome 

P.I. Tony Simon PhD, University of California Davis
NIMH NIH R0142974HD
Role: Study Recruitment

Dates: 2009-2014
FRAGXIS: A randomized, double-blind, 12- week, parallel group, placebo-controlled study of the efficacy and safety of RO4917523 in patients with Fragile X Syndrome
Sponsor: Hoffmann-LaRoche, 

Role: Genetic Counselor and Study Recruitment 

Dates: 2013-2014

FOXTAIL: A study of RO4917523 in pediatric patients with Fragile X syndrome

Sponsor: Hoffman-LaRoche, 

Role: Genetic Counselor and Study Recruitment at Denver site

Dates: 2013-2014

A Randomized, Double-Blind, Placebo-Controlled Fixed-Dose Study of the Efficiency, Safety, and Tolerability of STX209 (Arbaclofen) Administered for the Treatment of Children with Fragile X Syndrome
Sponsor: Seaside Therapeutics Multicenter Trial, 
Role: Genetic Counselor and Study Recruitment of Denver site
Dates: 2011-2013
A Randomized, Double-Blind, Placebo-Controlled Study of the Efficiency, Safety, and Tolerability of STX209 (Arbaclofen) Administered for the Treatment of Social Withdrawal in Adolescents and Adults with Fragile X Syndrome
Sponsor: Seaside Therapeutics Multicenter Trial, 
Role: Genetic Counselor and Study Recruitment of Denver site
Dates: 2011-2013

An Open-Label Extension Study to Evaluate the Safety, Tolerability, and Pharmacokinetics of STX209 (Arbaclofen) in Subjects with Fragile X Syndrome
Sponsor: Seaside Therapeutics Multicenter Trial
Role: Genetic Counselor and Study Recruitment of Denver site

Dates: 2012-2013

Neuromotor Outcome Measures for Clinical Trials in Fragile X Syndrome
FRAXA Research Foundation
Role: Genetic Counselor and Study Recruitment of Denver site
Dates: 2009-2011

Psychological and Motor Effects of Testosterone Therapy in XXY and XXYY – Pilot study

Society for Developmental-Behavioral Pediatrics

Role: Genetic Counselor and Study Recruitment of Denver site

Dates: 2008-2010

eXtraordinarY Kids Clinic Program

Weckbaugh Family Foundation Program Grant

Role: Genetic Counselor 
Dates: 2008-2012
eXtraordinarY Kids Clinic Program Development Award

Hagemann Charitable Trust

Role: Genetic Counselor 
Dates: 2007-2010
Fragile X Syndrome Clinic Program Development Gift

Judith Cole Estate

Role: Genetic Counselor 
Dates: 2007-2011
Bibliography
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Other publications, non-published documents, reports, research or policy papers, lay press articles 
1. Children’s Books: “Gregory and His Extra X,” “Elizabeth and Her Extra X,” “Kyle and his Extra X and Y,” and “Jack and his Extra Y.”  Series of 4 illustrated children’s books authored by genetic counseling student A. Colvin for parents and children with X&Y chromosome disorders. Copyright 2014, University of Colorado.
2. A Dennis, S Howell, N Tartaglia, “Talking with your Child about….” series of handouts for families discussing strategies to disclose the diagnosis of X&Y variations to their children.  Handouts created for: XXY/Klinefelter syndrome, XYY, Trisomy X, XXYY syndrome.  Informed from A Dennis graduate project.  Distributed through the eXtraordinarY Kids Clinic, AXYS, and The XXYY Project. 2014
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2. S Howell, S Davis, N Tartaglia, “Early Years….” A series of handouts for families discussing strategies for monitoring medical and neurodevelopmental progress for their children (ages birth to 5 years old) with X&Y variations.  Handouts created for: XXY/Klinefelter syndrome, XYY, and Trisomy X.  Informed from various peer-reviewed journal publications.  Distributed through the eXtraordinarY Kids Clinic and AXYS. Spring 2019
3. T Thompson, S Howell, S Davis, N Tartaglia, “eXtraordinarY Kids Newsletter” a six page document distributed to all research participants and clinic patients demonstrating ongoing research and clinical efforts and outcomes. Fall 2019
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2. J Visootsak, N Ayari, S Howell, N Tartaglia, Discovering the Diagnosis of XXY and XXYY, Poster Presentation, International Conference on Klinefelter syndrome, Copenhagen, Denmark, May 2010 

3. N Tartaglia, N Ayari, S Howell, P Zeitler, Behavioral Effects of Testosterone Therapy in Adolescents with Klinefelter syndrome/XXY, XXYY, and XXXY: Interim Study Results, Abstract Oral Presentation, Society for Developmental Behavioral Pediatrics Annual Meeting, Boston, Massachusetts, September 2010 

4. S Howell, C D’Epagnier, N Tartaglia, The eXtraordinarY Kids Clinic: A Model of Care for Children, Adolescents, and Young Adults with Sex Chromosome Aneuploidy, Poster Presentation, American College of Medical Genetics 2011 Annual Clinical Genetics Meeting, Vancouver, British Columbia, Canada, March 2011 

5. S Howell, C D’Epagnier, R Boada, N Tartaglia, Trisomy X: Expanding the Phenotype, Abstract Oral Presentation, 2012 American College of Medical Genetics Annual Clinical Genetics Meeting, Charlotte, North Carolina, March 2012

6. N Tartaglia, C D’Epagnier, R Boada, S Howell, Expanding the Phenotype of Trisomy X, Poster Presentation, 2012 Society for Developmental Behavioral Pediatrics Annual Meeting, Phoenix, Arizona, September 2012 

7. R Wilson, J Janusz, R Boada, S Howell, J Frazier, S Martin, N Tartaglia, Clinical Experience with the Complex Behavioral Phenotype of Sex Chromosome Aneuploidy, Poster Presentation, Society for the Study of Behavioral Phenotypes, Leuven, Belgium, October 2012 

8. T Tanda, S Howell, H Rinder, K Hager, S Hosono, K Jennings, N Tartaglia, A Novel Mechanism for the Genetic Origin of the Sex Chromosomes in 48,XXYY Syndrome, Abstract Oral Presentation, Western Society for Pediatric Research, Carmel, California, January 2013 

9. K Messer, S Howell, N Tartaglia, Genetic Counseling for Trisomy X Syndrome: Consideration of Parental Perspectives and Experiences, , Poster Presentation, 2013 American College of Medical Genetics Annual Clinical Genetics Meeting, Phoenix, Arizona, March 2013
10. S Howell,  K Hager, T Tanda, H Rinder, S Hosono, K Jennings, N Tartaglia, A Proposed Novel Mechanism for the Genetic Origin of the Sex Chromosomes of 48,XXYY Syndrome, Poster Presentation, 2013 American College of Medical Genetics Annual Clinical Genetics Meeting, Phoenix, Arizona, March 2013
11. E Goldson, S Howell, E Bennett, RT Hagelstrom, A Colvin, E Spector, A Taylor, N Tartaglia, Fragile X Full Mutation Female Prenatally Identified as a Premutation by Chorionic Villus Samples: A Case Report, Poster Presentation, First International Conference on the FMR-1 Premutation, Perugia, Italy, June 2013

12. A Dennis, S Howell, L Cordeiro, N Tartaglia, How should I tell my child?– Disclosing the diagnosis of sex chromosome aneuploidy, Poster Presentation, National Society of Genetic Counselors, Anaheim, California, October 2013

13. N Welnick, L Cordeiro, S Howell, N Tartaglia, Distress with Medical Procedures in Fragile X- Identifying the Need for Effective Supports, Poster Presentation, 14th International Fragile X Conference, Orange County, CA, July 2014
14. K Wigby, L Cordeiro, C D’Epagnier, S Howell, E Elias, N Tartaglia, Expanding the Phenotype of Triple X Syndrome: A Comparison of Prenatal vs. Postnatal Diagnosis, Oral Platform Presentation, 2015 American College of Medical Genetics Annual Clinical Genetics Meeting, Salt Lake City, Utah, March 2015

15. S Howell, S Close, S Terry, A Reicks, C Riby, N Tartaglia, J Moore, AXYON: An online patient registry including Patient Reported Outcome measures for individuals with Sex Chromosome Aneuploidies, Poster Presentation, 2nd International Conference on Klinefelter Syndrome, Munster, Germany, March 2016 

16. Davis SM, Reynolds R, Tartaglia N, Howell S, Marin S, Zeitler P. Testosterone in Infants with 47,XXY has Positive Short-Term Effects on Body Composition. Poster Presentation, 2nd International Conference on Klinefelter Syndrome, Munster, Germany, March 2016

17. K Schreiner, S Howell, N Tartaglia, Development of Visual Aids for use in Genetic Counseling for Fragile X Syndrome, Poster Presentation, 15th International Fragile X Conference, San Antonio, TX, July 2016

18. K Regan, S McSwegin, S Howell, J Nagamoto, N Tartaglia, The Important Role of Nursing and Social Work in a Fragile X Clinic, Poster Presentation, 15th International Fragile X Conference, San Antonio, TX, July 2016

19. K Wigby, T Tanda, S Howell, L Cordeiro, N Tartaglia, Exploring Preliminary Relationships of Psychological Symptoms to Adaptive Functioning in Triple X Syndrome. Platform Presentation, Western Society for Pediatric Research Annual Meeting, Carmel, CA, January 2017

20. H Wienpahl, S. van Rijn, L. Cordeiro, N.Tartaglia, S Howell, Exploring Neuropsychological Skills and Emotion Recognition in Males with XXYY Syndrome. Poster Presentation, 2017 American College of Medical Genetics Annual Clinical Genetics Meeting, Phoenix, Arizona, March 2017
21. Davis SM, Reynolds R, Martin S, Howell S, Nokoff N, Zeitler P, Tartaglia N. A Pilot Study of the Short-Term Effects of Testosterone in Infants with 47,XXY Klinefelter Syndrome. Abstract OR31-4, Oral presentation, The Endocrine Society Annual Meeting, Orlando, FL, April 2017

22. Davis, SM, Reynolds R, Martin S, Howell S, Nokoff N, Zeitler P, Tartaglia N. A Short Course of Testosterone in Infants with 47,XXY Klinefelter Syndrome has Acute Effects on Body Composition. Poster presentation, 10th International Meeting of Pediatric Endocrinology, Washington DC, Sept 2017 

23. N Tartaglia, S Howell, Using Pharmacogenomics in Clinical Treatment of Children with Fragile X Syndrome and Sex Chromosome Aneuploidy, Oral Presentation, Society for the Study of Behavioral Phenotypes Annual Meeting, Leiden, The Netherlands, Sep 2017
24. Davis SM, Herstic A, Reynolds R, Howell S, Nokoff N, Zeitler P, Tartaglia N. Testosterone Treatment Normalizes Body Fat in Infants with XXY / Klinefelter Syndrome. Oral presentation, Western Medical Research Conference, Carmel CA, Jan 2018 

25. J Barstein, R Nolan, S Howell, T Hall, P Lavesser, A Blakeley-Smith, Characterization of the Broader Developmental Profile in an Individual with 6q16.1q16.2 Microdeletion, Department of Psychiatry Poster Presentation, University of Colorado Denver, Denver, Colorado March 2018

26. S Howell, M LaFleur, N.Tartaglia,  My Baby Has What? Genetic Counseling Pilot Study to Understand the Experience of Parents Prenatally Diagnosed with Sex Chromosome Aneuploidies. Poster Presentation, 2018 American College of Medical Genetics Annual Clinical Genetics Meeting, Charlotte, North Carolina, April 2018
27. N.Tartaglia, S Howell, L Cordeiro, The eXtraordinarY Babies Study: Preliminary Profile of Neurodevelopmental Skills at the 6-month Visit in Infants with Sex Chromosome Trisomy Identified by NIPT. Poster Presentation, 2018 American College of Medical Genetics Annual Clinical Genetics Meeting, Charlotte, North Carolina, April 2018 *Featured as part of ACMG NBSTRN Poster Tour*
28. Zieba B, Howell S, Davis S.  Mixed Methods Study of Quality of Life and Physical Activity in Adolescent Girls with Turner Syndrome, Turner Syndrome Research Network, July 2018, Poster Presentation in Arlington, VA.  
29. L Cordeiro, L Huddleston, S Howell, N Tartaglia, Promoting minority family participation in a Fragile X clinic and the FORWARD registry and database, Oral Presentation, 16th International Fragile X Conference, Cincinnati, OH, Jul 2018

30. N Tartaglia, S. Howell, C. Harrison,, L Cordeiro, J Janusz, J Ross, R Wilson, The eXtraordinarY Babies Study: Preliminary Profile of Neurodevelopmental Skills at the 6-month visit in infants with Sex Chromosome Trisomy Identified by NIPT, Poster, Society for Developmental Behavioral Pediatrics Annual Meeting, Anaheim, CA, Sep 2018.
31. Davis S, Zeiba B, Howell S. Physical Activity and Quality of Life in Adolescent Girls with Turner Syndrome. Western Society for Pediatric Research, Jan 2019, Oral presentation in Carmel, CA. 

32. Karakash W, Howell S, Davis S. Exercise Capacity and Cardiometabolic Health in Adolescent Girls with Turner Syndrome. Western Society for Pediatric Research, Jan 2019, Oral presentation in Carmel, CA. 
33. Davis S, Howell S, Buyers E, Dovey S, Tartaglia N. Evidence for Diminished Ovarian Reserve in Youth with Trisomy X. Endocrine Society Annual Meeting, Mar 2019, Poster presentation in New Orleans, LA. 

34. S Howell, C Buchanan, H Miyazawa, G Furuta, N Nguyen, S Davis, N Tartaglia, Eosinophilic Esophagitis in Patients with Sex Chromosome Aneuploidies, 2019 American College of Medical Genetics Annual Clinical Genetics Meeting, Seattle, Washington, April 2019
35. JA Haven, D Xu, CM Schwanke, T Schwalbe, A Zearfoss, L Pickler, S Howell, AF Elias, A Unique Case of Mosaic Turner Syndrome and Partial Trisomy 17p, 2019 American College of Medical Genetics Annual Clinical Genetics Meeting, Seattle, Washington, April 2019
36. N Tartaglia, S. Howell, C. Harrison,, L Cordeiro, J Janusz, J Ross, R Wilson, The eXtraordinarY Babies Study: Preliminary Profile of Neurodevelopmental Skills at the 6 and 12 month visit in infants with SCT Identified by NIPT, Poster, 2019 AXYS Family Conference, Atlanta, GA, Jun 2019

37. T Thompson, S Howell, N Tartaglia, Early therapies, school supports, and educational outcomes for students with X & Y variations: Preliminary results from a national survey, Poster, 2019 AXYS Family Conference, Atlanta, GA, Jun 2019

38. Thompson T, Davis S, Howell S, Tartaglia N. Early childhood intervention services for children with sex chromosome aneuploidies. Western Society for Pediatric Research, Jan 2020. Oral presentation in Carmel, CA.
39. L Guzewicz, S Howell, N Nokoff, J Barker, S Davis, The Spectrum of Features in Males and Females with Mosaic 45,X/46,XY, 2020 American College of Medical Genetics Annual Clinical Genetics Meeting, San Antonio, TX, March 2020
40. N Tartaglia, S Davis, S Howell, K Kowal, J Ross, The eXtraordinarY Babies Study: Medical Features in 137 Prenatally Diagnosed Infants With Sex Chromosome Trisomy, Poster, American College of Medical Genetics Annual Conference (Virtual due to COVID19 Pandemic), Mar 2020

41. L Guzewicz, S Howell, N Nokoff, J Barker, S Davis, The Spectrum of Features in Males and Females with Mosaic 45,X/46,XY, 2020 National Society of Genetic Counselors 39th Annual Meeting, remote, Nov 2020
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