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LFSA'S MISSION

ge of information, advocacy and support services for individuals and families with

consortium of researchers, medical providers and caregivers to further research and
promote optimal care for the LFS community.

LFSAssociation.org



The Promise of Perseverance

PRESIDENT’S LETTER

Dear Friends of the Li-Fraumeni Syndrome Association,

We are closing out another remarkable
year for the LFSA and the important
work that we do. As we continue to make
strides, our global reach continues to
expand to touch more lives. | am excited
to report that 20 LFS youths from five
countries attended the 2™ International
LFS Association Youth Workshop with their parents. It

was an extraordinary event that offered a truly wonderful In other exciting news, we now have 25 genetic counselors
opportunity for these individuals to connect with each dedicated to helping those with LFS working on more
other and learn and grow in their own journey. than a dozen projects to better serve the LFS community.

Our Medical Advisory Board has formed a whole-body
Also this year, more than 30 local community events were  MRI (wbMRI) task force that is advocating for woMRI

held in Canada, ltaly, New Zealand, Australia, Germany, accessibility for all as part of LFS screening with medical
Brazil, and across the United States to raise funds and professionals and insurance companies.

awareness for LFS. Along with chapters now in the

Netherlands, Australia/New Zealand, France, Germany, I would like to personally thank everyone who has

Saudi Arabia, Japan, and Singapore, we have expanded contributed in even the smallest ways to help our

the LFSA chapter in Brazil to include all of Latin America. organization make a difference in the lives of those

Both Germany and France have held their second annual  bravely fighting back against LFS.
LFSA family conference, and the Latin American chapter

will be holding their third LFSA family conference in — Jenn Perry
Brazil in 2020. LFSA President, LFS Patient

MAKING A GLOBAL IMPRESSION

Our global:online network is attracting attention and raising: awareness.

In 2019, more than

60,000 People from 179 Countries

visited our website and social media channels for vital information, resources and support.

Since the launch of our LFS Awareness Brochure Campaign in
partnership with Myriad in 2015, we have distributed

50,000 Awareness Brochures

to families, doctors and researchers around the globe.




Inspired by Bravery

In August, our biennial LFSA Youth Workshop was held in
Boston, MA, hosted by Dana-Farber Cancer Institute and
Boston Children's Hospital. We are proud to report that
an unprecedented number of patient family participants
were in attendance. During the workshop, we discussed
risks, surveillance and management of LFS, as well as
healthy lifestyle measures, communications tools,

managing transitions, and more. We were honored to
have some of the top LFS and TP53 researchers present
the latest updates on advancements and the most recent
studies available for LFS patient participation. Of the many
activities, highlights of the weekend included a DNA
Legos project, a tour of the zebrafish lab and a Boston
Duck Boat Tour.
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Connecting Voices. Affecting Change.

DRIVING EDUCATION

Our “Ask a Genetic Counselor” webinar in the Spring of
2019 gave patients and families the special opportunity
to ask questions and get valuable information from the
LFS community's most trusted genetic counselors. The
featured topic of this year's webinar was “Talking with
Children About LFS.”

This year we also sponsored
‘Robot Music: A Story for Kids with
Li-Fraumeni Syndrome and other
Cancer Predispositions,” a book
designed for children aged four
and up.

PROVIDING SUPPORT

In 2019, we launched our Voices of LFS Facebook
Group. It unites the LFS community and allows
members to share their stories and find friendship and
support both close to home and around the world.
While no medical advice is shared, all members are
free to post. Posts include personal stories, new medical
breakthroughs, and announcements of exciting new
research and community events. The group is closed
and moderated by trained LFSA Board Members

and volunteers.

On a daily basis, we continue to field phone calls, emails,
and Internet queries to help facilitate connections of
LFS patient families to the most appropriate LFS
providers for their expressed needs.

MEDICAL DIRECTOR’S MESSAGE

2019 has seen the continued march of progress
toward a better tomorrow for those living with LFS. In
August, the LFSA collaborated with the newly formed
Li-Fraumeni TP53 Center at Dana-Farber Cancer
Institute to host the second LFSA Youth Workshop
which was a tremendous success for attending youth
and their families. These young ambassadors have
helped expand our presence, not only domestically,
but also internationally, with multiple new chapters
developing in 2019. This has been instrumental in not
only increasing collaborative efforts of scientists and
providers, but also in connecting LFS patient families
with the best care available, globally.

There has been continued international research
collaboration with the development and expansion of
the LFS Patient database by the City of Hope and the

LiFE Consortium. This has led to a remarkable increase
in research interest in LFS with new insights into this
complex syndrome. It is our hope that these insights will
translate into a better understanding of the unique risks
each person and family affected with LFS faces, leading
to improved screening and outcomes for patients.

As the pace of innovation continues to quicken in
cancer research and newer therapies are announced
daily, it is our hope that our work at the LFSA, and with
the collaboration of all our partners, that we will see
translation of these discoveries benefitting all of those
living with Li-Fraumeni syndrome. With persistence, as
well as with your help and support, we can get there.

— Robert LufRin, D.O.
LFSA Scientific and Medical Director

One of the LFSA’s missions for 2020 is advocating with both care providers and third-party payers

N0,

regarding surveillance, for LFSA board members and medical advisors have determined there is
sufficient evidence to recommend that, in addition to regular physical exams and other investigations,
all patients diagnosed with Li-Fraumeni syndrome receive annual rapid whole-body MRI scans.



Hope Without Borders

RAISING AWARENESS

There are many ways to help the LFSA educate, raise awareness, fundraise, and provide support by engaging new
audiences within their communities, at work, in clinical settings, and at home.

Australia & New Zealand

- Represented us at the meeting of the Human
Genetics Society Australia, the Familial Aspects of
Cancer Conference, and the Australian Genomic
Cancer Medicine Centre Meeting.

- Rowan Forbes received the New Investigator Award

at the HGSA meeting for his PhD research of families’

experiences with LFS.

- Engaged in a ‘Meet the Expert’ panel for the Master
of Genetic Counseling course at the University of
Technology Sydney, where Samantha Arthur gave a
personal account of LFS to the training counselors.

Canada

-+ Chiquita Hessels attended the Canadian Genetic
Counselor Association conference, was interviewed
by Genome BC, and spoke with government officials
for genetic testing funding. She serves on a
rare-cancer panel and as a patient contact with

BC Cancer Hereditary and Genetic Counselors.

+ Dr. David Malkin, LFSA Medical Advisory Board
member, joined the Canadian Chapter as a co-chair.

Germany

- Made great strides with the founding of the LFSA
Deutschland eV. and its formal recognition as a
non-profit organization.

- Took part in the Childhood Cancer Predisposition
Symposium, the KiTZ Symposium for Pediatric
Oncology and Hematology, the South German

Meeting of Human Geneticists and Rare Disease Day,

and the German LFSA Family Meeting.

Japan

- Planning its first LFSA event to include LFS families,
medical professionals and researchers.

Latin America
- Organized their third family meeting at Hospital

Sirio-Libanés Cancer Center, Sao Paulo, Brazil.

+ Annhounced that LFSA Brazil is now LFSA Latin

America, expanding the network of support for
LFS families.

Saudi Arabia
- Participated in an event organized by the Saudi

Cancer Society Olb pudl dsxd8 Sk &y y3d) dsd g=ad| duasl|
where they shared information about LFS.

United States
- Kathy Higgins presented at the Drug Information

Association conference in San Diego and
represented us at Child Health Advocacy Day at the
Massachusetts State House, the Global Genes Rare
Patient Advocacy and Rare Disease Innovation and
Partnering Summits.



Voices of LFS

David Pagani Memorial Basketball Tournament,
Ancona, Italy

Friends and family of David Pagani held their 3 Annual
3v3 basketball tournament in his memory to raise both
awareness and funds for LFSA youth initiatives.

David Philpott Memorial Bowling Tournament,
California, US

Friends and family of David Philpott held the 2" Annual
David Philpott Memorial Bowling Tournament in
celebration of his memory.

Logan Strong, Ohio, US

170 family and friends came together at a Cleveland
Indians game to honor the memory of Logan Massey
and raise awareness for LFS. The group received special
recognition during the game with a warm welcome and
an opportunity to raise LFS awareness on the jumbotron.

Mo Songs for Kerry Fundraiser, New York, US

The 6" Annual Mo Songs for Kerry Fundraiser was held
on July 27" by Kathy and Jamie Higgins to honor the life
and memory of their two daughters, Maureen and Kerry.
Funds raised at this event helped sponsor youths
attending the Youth WWorkshop.

Noelle's Fight Club, Colorado, US

Over 40 people joined the 5" Annual Noelle's Fight Club
to climb 1,600" Horsetooth Mountain in Fort Collins, CO.
The event raised awareness about LFS and funds that
will support research initiatives.

Tee'd Off at LFS, North Carolina, US

A golf tournament to benefit the LFSA and Kortne
Waginger, was held at Reems Creek Golf in Weaverville,
NC. It featured a luncheon, dinner and awards banquet.
10% of the funds raised helped finance research and
awareness for LFS.

LFSA's Cow Pie Contest, Massachusetts, US

The LFSA held our first Cow Pie Contest, a fun and
unique fundraiser in which each attendee bought a
square, and if a cow made a “pie” in the square they
purchased, they won an exciting prize. The event was
hosted by the Westfield Riding Club and featured lawn
games, a home baked real pie contest, and cows from
Prospect Valley Farm.

LFSA's Fall Invitational, Massachusetts, US

Our inspiring gymnastics competition, the LFSA Fall
Invitational, expanded this year with more than 200
gymnasts and 14 teams competing. The event is an
opportunity to raise awareness about LFS and funds
to support the LFSA Youth Program.

LFSA ANZ Chapter Roller Derby,

Pahiatua, New Zealand

The LFSA's Australia and New Zealand Chapter co-chair,
Samantha Arthur, hosted a thrilling Roller Derby featuring
women's and men'’s teams, all who competed to raise
funds and awareness for LFS.

THANKYOU TO ALL OF THE INDIVIDUAL DONORS & VOLUNTEERS

Generosity takes many forms. It can mean volunteering time to work at an event, visiting an elected official, speaking
on a webinar, creating or joining a social media fundraiser, gathering signatures, or simply answering questions.
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