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fhﬂ When Lindsay Rosenfeld started dating the man who is now her
"q husband, Andrés Lessing, she had no idea what neurofibromatosis (NF)

gf' Facing NF’s Biggest Challenges Head-On

-
v

was; however, for almost a decade, it has affected almost every aspect
of her life, including how the couple would plan their family.

BN They were four months info their relationship when Andrés told Lindsay
that he has NF type 1. Four months after that, he underwvent his first
MF-related surgery to extract what they thought was a nonmalignant
umor. He was subseguenily diagnosed with a Stage 3 malignant
peripheral nerve sheath tumor (MPNST) with rhabdomyosarcomatous
elemeanis (a triton fumor, rare aven among Sarcomas)

Andres Lessing was 2 months old when he was diagnosed with NF1. His

MF was the result of a spontaneous mutation and for most of his life

seemead (o be a rather mild case. He had scoliosis and some fine motor

s, - contrel issues that affected his handwriting early on, but he did well in his

Lindsay Rosanfeld and Andrés Lessing undergraduate studies at Brandeis University and went on to receive his
with twing Efana and Msfao ME#A from Boston College.

Then came the shocking and threatening diagnosis of MPNST. In the first occurrence, he | From the day that Andrés

requirad major surgery, radiation, and chamaotherapy. With the two subsaquent told Lindsay that he has
recurrencas, he required surgery and brachytherapy, and then "just” surgery, Seven years | NF they agreed that their
have passed since his last recurrence in July 2009, just after he and Lindsay were mar- choices for starting a
ried. family would be driven

by the 50% chance that

[
Andrés and his extandad family have beaen active within our community for many years, they could pass the NF

and one of his most critical contributions to NFNE was o develop our first website. Along

with his father, Miguel, he also helped organize Friends Ride for NF, a bike ride on Cape g en:to & ohild,
Cod - which not only raised money and awareness for neurofibromatosis, but also pro-
vidad the framework for the hugely successful Coast to the Cure Bike Ride for NF. confimed on page 4

IMPACT! - How can you help? On page 3 you will see numbers that help demon-

strate the impact that MF Morheast has made this
year in the fight against MF. We are mindful that we never could have achieved those numbers without your support,
but we must keep asking for your help until the fight is won!

COne critical contribution you can make (that won't cost you a cent) is to write to your Senators
and Representative in Congress (o urge them to support faderal funding of NF research. We
can't predict how the new President and Congress will act in regards to our research pro-
grams, and now, more than ever, we must be a loud voice for everyone who lives with NF.

On page 5 you will see a compelling letter written by Dr. Tina Kell to her Senator in Maine. The
MF Advocacy group delivered her letter to Senator King's office when they were on tha Hill

covthinued on page §



