NERGG, Inc., 2011 Annual Meeting Summary

The NERGG Annual Meeting was held December 1-2, 2011 at the Sheraton Portsmouth Harborside Hotel in New Hampshire.  100 participants, including genetic counselors, state public health employees, physicians, nurses, social workers and family participants attended over the course of the two days. Prior to the start of the educational talks, the NERGG Public Health Genomics Task Force and the NERGG Board of Directors had very productive meetings.  Our meeting opened with Audrey Chapman, PhD speaking on Ethical Considerations related to Non-invasive Prenatal Diagnosis. This was then followed by a collaborative session co-sponsored by The New England Genetics Collaborative, NEGC, with several presentations addressing various issues relating to Transition. Jeanne McAllister, BSN, MS, MHA introduced us to the topic of Health Care Transition and Susan Waisbren, PhD did a marvelous job addressing the psychological aspect of transition; we learned that the key to successful transition is identity achievement. All of the educational talks on transition came to life with the help of our patient panel.  Mallory Cyr, a patient advocate on transition, along with De Anna Holt, a young woman with Sickle Cell Disease who had recently transitioned, spoke about the reality of moving from pediatrics to adult care and the effects of this on patient and family.  DeAnna’s mother, Sheryl, gave the mother’s perspective allowing attendees to more fully understand what this change in health care really entails.  Lastly, Carl Cooley, MD and Ann Walls reviewed national initiatives and reports on Transition.  NEGC then sponsored a social hour during which time we enjoyed tasty appetizers and cocktails, networked and viewed poster presentations from the NEGC workgroups. After dinner, conference participants had dessert and mingled with our educational supporters.  Thursday’s agenda came to a close with our annual abstract presentations session, moderated this year by Jodi Hoffman, MD and Jeff Milunsky, MD.
The agenda on Friday was very diverse, allowing for participants to learn about various new developments and approaches in genetics.  During breakfast we listened to Beverly Burke, MSW and Robin Schwartz, MS, CGC describe a new initiative from the CT DPH regarding promoting best practice models in Cancer Genomics.  Jonathan Zuckerman, MD explained why it is important to know Cystic Fibrosis Genotypes. Ken Huttner, MD, PhD from Edimer Pharmaceuticals spoke about genotype-phenotype correlations with Hyperhydrotic Ectodermal Dysplasia, while Beth Pond so eloquently presented the family perspective on this topic.  Mark Dunning, parent advocate, spoke about building an Usher Syndrome community and what is vitally important in relaying a diagnosis to patients.  At the business meeting, Lisa Demers, MS, CGC from New Hampshire was named president elect, while appreciation was shown to Carrie Milliard, MS, CGC and Ellie Mulcahy, RNC who completed their tenures as president.   On behalf of NERGG, Jacky Halliday presented the Regional Leadership award to Dianne Abuelo, MD for her many years of dedication to the field of genetics in New England.   During the business meeting we also took the time to remember recently deceased NERGG members:  Janis Spurlock, Jamie Stephenson and our beloved grandfather of NERGG, Dr. Allen C. Crocker.  After lunch, we learned about a variety of genetic conditions with Janey Wiggs, MD, PhD speaking on genetic testing for glaucoma and optic neuropathies, David Harris, MD on skin cancers and lastly Matt Warman, MD, updating us on the skeletal dysplasias.  We are most thankful to all of our speakers for their participation.

We would like to thank Ellie Mulcahy and the 2011 AM Planning Committee, which included: Deborah Oliver (CT), Carrie Milliard (ME), Lisa Demers (NH), Lisa Jennings (MA), Sally Rosengren (CT), Jacky Halliday (RI), Monica McClain (NEGC), Hope Charkins (VT), and David Harris (MA). 

NERGG, Inc wishes to thank the following educational supporters for providing generous contributions to this 2011 Annual Meeting:
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*Athena Diagnostics

*Genzyme Therapeutics
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*BioMarin Pharmaceuticals

*Edimer Pharmaceuticals

*Maine Dept of Health and Human Services, Genetics Program *Quest Diagnostics
*Sequenom Center for Molecular Medicine

*Shire Human Genetic Therapies

*Signature Genomic Laboratories, from PerkinElmer
SILVER LEVEL

*Ambry Genetics

*Counsyl

*March of Dimes

*Myriad

*State of NH, Dept of Public Health

*The Victor Outreach and Screening Program for Jewish Genetic Diseases at Tufts Medical Center

