What to Bring to Boston

To help prepare for your upcoming trip, here are some details for you to know and consider.

We know traveling with our medically fragile children can be challenging. In preparation for any
emergencies, we have notified Boston Children’s Hospital of your impending arrival. The
information for the hospital should you require it is below.

Boston Children’s Hospital

300 Longwood Ave
Boston MA 02115
617-355-6000

Genetics and Neurology clinics are all aware of our conference.

Personal Items to Remember: It's Spring in Boston so please plan clothing
accordingly

Medications, plus extra in case of emergency
Extra medical supplies and food for your child

Credit card for hotel and any other expenses (this is required even if on scholarship)
Phone chargers
Your preferred way to take notes: pad and pen, laptop, tablet, etc

Sessions and 1:1 Discussions

This year we are excited to offer roundtable discussions with the leading researchers.They will
be presenting their research findings in the large group conference setting and will be able to
answer more specific questions during the roundtable discussions. In addition, we will have
limited one-on-one time with Dr. VanHove. Registration required and the spots will go quickly.

The following information will help to maximize your time with the doctors:

Contact info for child’s treating geneticist and other pertinent Doctor contact information
Most recent amino acid panel including glycine

New families or any family that has not provided it, should bring Glycine levels at time of
diagnosis, if you have it, both blood and csf

List of current meds and dosages both prescription and non prescription

Specific Mutations and diagnosis information

Any specific questions you have regarding your child’s journey



