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he Nicholas Giving Tree Project began in December
2014. This is a project to bring our families, friends
and community together. Sending holiday care packages
to 45 families throughout the US with children suffering
from various types of Batten Disease. With these
donated gifts, OPTN is able to provide children holiday
care packages which contain items families need to
care of their child, gift cards, holiday cards, hand crafted ornaments
and more. Through your support, each year we are
able to provide more families with these gifts. While
it does not cure the disease, it does bring happiness,
joy and peace.
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OPTN sponsored this funding at $10K. This is a fund, administered
through the BDSRA, in which affected families may apply for critical
financial aid when in crisis. Many of these families are faced with
severe financial challenges caring for their affected children, which
can adversely affect the well-being of both family and child.
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Our Promise to Nicholas Foundation is a
proud supporter of New Hampshire RARE
Disorder & NORD.
Save the date for our 4th Annual
Hoofbeats 5K, a fun family event for people
of all abilities!
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HOOFBEATS 5K

THANK YOU

PO Box 10106
Bedford, NH 03110

Thank you to Eastern Bank in Bedford, NH for
displaying an actual “giving tree” in their bank
entrance for our project. Thank you to the National
Charity League of Southern New Hampshire for
hosting a fundraiser event and helping to collect
items and gift cards. Thank you for the over 50 families located in New
England and throughout the US who donated various gifts and gift cards
for this project. This kind of support does make a meaningful difference.

2019 Egg Hunt Festival

BDSRA Family Support Conference

T

Saturday April 13, 2019, at the NH Sportsplex in Bedford NH,
the 11th Annual Egg Hunt raised over $25,000!

he Batten Disease Support & Research Association
(BDSRA) conference was held on July 18-22,
2019 in Denver, Colorado. OPTN sponsored nursing
care to help with the medical needs for close to
40 children with several types of Batten Disease.
The families were grateful for the donation items
we were gifted from New England donors such as
animal socks, blankets, picture frames and Tylenol.
This year the children enjoyed a visit from a local
group of therapy dogs and one special therapy cat!
They were singing into a microphone and playing

The dome was alive with smiling faces as over 1250 attendees helped
scoop up over 10,000 colorful eggs blanketing the field. Children were so
excited to win one of the over 70 special Easter baskets as well as over 30
silent auction items. Live entertainment was enjoyed by all!
Sponsors tables have become a huge draw at the event, as vendors have
continued to offer more free items and treats every year. It was a wonderful
opportunity for local businesses and services to interact with such a large
gathering of families. This year we had more than 35 sponsors and 75
volunteers helping to make this event a such a huge success!

July 18-22, 2019 in Denver

Batten Disease Support & Research Association (BDSRA)

instruments with a professional music therapist. OPTN was also able to
sponsor several families to attend this year’s conference.

NCL Translational Research Workshop
for the Management of NCL’s
November 7 & 8, 2019, Chicago, IL

O

n November 7 & 8, 2019 the 5th semi-annual NCL translational research
workshop for the management of NCL’s was hosted in Chicago. This was
the largest conference we have hosted, with 36 speakers and 75 attendees.
We are grateful for the continued support for this conference from new and
old family foundations like ours. Batten disease science and research has
come a long way since our first conference in 2012.
Today the FDA has approved a treatment for one type of the disease, CLN2.
This new drug Brineura, created by BioMarin, is now the first and only
treatment for some children with this disease. It has so far been shown to
stabilize the disease in treated patients and the hopes are high that these
children will be able to run and play like any of their friends. Promising
gene therapy trials have started for CLN1, CLN3 and CLN6. One child with
the ultra-rare form of Batten Disease, CLN7, is being treated in Boston with a
unique tailor treatment approach, which was published in the New England
Journal of Medicine October 2019.
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Saturday April 11, 2020
Starting at 8:30am at the
NH Sportsplex, Bedford NH
Thank you

Continued bond between Massachusetts
General Hospital & University of Rochester
On June 1, 2019 a meeting was held in Boston
between Dr. Jonathan Mink (University of
Rochester), Dr. Susan Cotman (MGH/ Harvard
University), Dr. Florian Eichler (MGH/ Harvard
University), Chris and Heather Dainiak. These
three clinicians/ scientists continue to have the
passion and are working together as a team to
support the Natural History and Biorepository
Database for children with all types of Batten disease. Dr. Eicher has
extensive experience with neurologic rare diseases. He is charged with reestablishing an NCL clinic at MGH for all types of Batten disease, which is
great news for children and families with Batten disease.

Crane of Light and Hope
OPTN has continue to team up
with 16-year-old New Hampshire
entrepreneur. Anna is a local artist and
a junior in high school. As a young girl
she began to design these beautiful
delicate origami cranes of hope in
honor of her grandfather who was
battling cancer. Anna was inspired
by the children’s book Sadako and the
Thousand Paper Cranes by Eleanor Coerr, a story about a girl who makes
one thousand paper cranes to reach the gods for one wish.
Ornaments are $12 each can be purchased at www.OurPromiseToNicholas.
com. All proceeds go to OPTN.

Thank you to our family, friends, volunteers and sponsors for believing in our mission. You have given us the gift of Our Promise to Nicholas. It is because of your support and donations, time and love
that we can make a difference in the lives of children suffering from Batten Disease.

