NERGG, Inc., 2010 Annual Meeting Summary

The NERGG Annual Meeting was held December 2-3, 2010 at the Sheraton Portsmouth Harborside Hotel in New Hampshire.  Once again, feedback from the evaluations of the two-day meeting has been very positive. 120 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 Workgroup and the NERGG Board of Directors had very productive meetings.  The meeting opened with Mike Murray, MD and Heidi Rehm, PhD focusing on Personal Genome Sequencing: Laboratory and Clinical Perspectives. One of the highlights of the conference was the session on Ethical and Moral Issues in Genetics.  Lisa Lehmann, MD, PhD presented a Huntington’s disease case which demonstrated various ethical complications that can be encountered in genetics.  This was then followed by several genetic counselors presenting their ethical/moral dilemma cases; resulting in a wonderful discussion. In collaboration with The New England Genetics Collaborative, NEGC, a HRSA sponsored organization and our partners in genetics in the region, Bob McGrath presented data from the NBS Workforce Projection Project. We then enjoyed tasty appetizers and cocktails, supported by Signature Genomics, as we networked and viewed the poster presentations from the NEGC workgroups and small project mini-grant recipients. After dinner, conference participants had dessert and mingled with our educational supporters.  Thursday’s agenda came to a close with our annual clinical genetics presentations session, moderated this year by Jodi Hoffman, MD and Natasha Shur, MD.
Genzyme Corporation sponsored a symposium on New Approaches in Gene Therapeutics on Friday morning.  Chanika Phomphutkul, MD gave an overview on Gene Therapeutics.  We then heard from Allan Jacobson, PhD

on Reading through Premature Stop Codons and Ataluren.  Patrick Haslett, MD, from Shire, spoke about a new treatment for Sanfilippo A Syndrome while Cari Cornish and Matt Aufman so eloquently presented the parental perspective on this topic.  Ed Kaye, MD from Genzyme then focused on a new therapy for Parkinson’s disease.  At the business meeting, David Harris, MD from Massachusetts was named president elect, while appreciation was shown to Heidi Rehm, PhD who completed her three-year term as co-director.  Cindy Ingham, RN, BSN, received the Regional Leadership award in recognition for all that she has done regarding NBS in the region.  This year we invited several disease specific organizations to participate in the meeting.  They were NF Inc. NE, National Tay Sachs and Allied Diseases and Massachusetts Down Syndrome Congress.  Fawn Leigh, MD spoke about Neurofibromatosis followed by Steve Powers who addressed living with this condition.  Florian Eichler, MD spoke on the Natural History of GM2 Gangliosidosis and lastly Jose Florez, MD, PhD spoke with much enthusiasm and humor about caring for children and adults with Down syndrome.  We were very fortunate to have Shannon Driscoll, a self-advocate for adults with Down syndrome, who spoke from her heart and allowed our meeting to end on such a high note.  We are most thankful to all of our speakers for their participation.

We would like to thank Heidi Rehm and the 2010 AM Planning Committee, which included: Denise Bonyun, Janet Farrell, Jacky Halliday, Lisa Jennings, Marcia Lavochkin, Ellie Mulcahy, Genice Nelson, and Liz Plummer.
NERGG, Inc wishes to thank the following educational supporters for providing generous contributions to the 2010 Annual Meeting:

PLATINUM LEVEL

*Athena Diagnostics

*BioMarin Pharmaceuticals

*Genzyme Therapeutics

*NEGC HRSA grant

*Pfizer Orphan and Genetic Diseases Unit

*Shire Human Genetic Therapies

*Signature Genomic Laboratories, from PerkinElmer

GOLD LEVEL

*Boston IVF

*Maine Dept of Health and Human Services, Genetics Program

 *Partners Center for Personalized Genetic Medicine
SILVER LEVEL

*AmeriPath

*Children’s Tumor Foundation, Boston Regional Office

*March of Dimes

*Massachusetts Down Syndrome Congress

*NF Inc, Northeast

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

