





EVENTS

LFS Youth Fundraiser
Oct 20-21, 2018 | Chicopee, MA

Join us at a gymnastics invitational
to raise funds for our upcoming
LFSA Youth Workshop!

Salute! Hartford 2018
Oct 27, 2018 | Hartford, CT

LFSA presents the 4th annual
Salute! Benefit dedicated to
supporting the critical research
required to raise awareness,
provide support, and improve the
health of LFS patients.

LFSA Youth Workshop 2019
Aug 23- 25, 2019 | Boston, MA

We are thrilled to announce that
the LFSA will be holding our 2nd
Youth Workshop at Dana-Farber
Cancer Institute.

Have an LFS Event you would like
to promote?

Send an email with the event

details to jperry@lfsassociation.org.
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A GENETIC
COUNSELOR'S
PERSPECTIVE

Why did you choose genetic counseling as your profession?

| have a sister with Down syndrome and went to college to
become a special education teacher. | needed one more
science class in my senior year and took Genetics - and just
fellin love with it. Then | found out about the career of genetic
counseling, got my Master's degree, and never looked back!

What is your favorite part of your job?

My favorite part of the job is being able to work with so many
amazing patients and families. Being able to help people
before, during, and after the genetic testing process is very
rewarding. | also enjoy lecturing and writing. In fact, | have
written a textbook on Cancer Genetic Counseling which is now
in its 3rd edition.

What advice would you give to someone considering your
profession?

Genetic counseling is a wonderful career choice, with many
different specialty areas. The National Society of Genetic
Counselors (www.nsgc.org) has great information for people
interested in learning more about genetic counseling. You can
also contact a genetic counseling training program or talk to a
practicing genetic counselor.

Where do you see cancer research/treatment in 5 -10 years?

This is such an exciting time to be working in cancer genetics.

| think in 5-10 years there will be many more personalized
strategies for the detection and treatment of cancer. And
hopefully, by then, we will be talking more about strategies for
the prevention of cancer, possibly including gene therapy (fixing
damaged genes).

What is your favorite personal hobby or sport?

| have three sons so | do love watching all kinds of sports.
However, every summer | combine two of my favorite hobbies
by spending a week in Utah where | get to hike at one of

the beautiful national parks and attend the awesome Utah
Shakespeare Festival.
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What are a few things that bring you
satisfaction in your career?

1. Getting to know affected families and children
and seeing that their condition improves and their
fear disappears

2. Contributing to research activities and new
observations that have impact for patients

3. Interacting with and contributing to the
important work of support groups, such as LFSA

Why did you choose pediatric oncology as
your profession?

| chose pediatric oncology because childhood
cancer remains a leading natural cause of death
in young individuals. The field is characterized by
relentless efforts by many, which has resulted

in improved outcomes for patients. | wanted

to contribute to this important process. Also, |
wanted to interact with affected children and their
families to help them getting through difficult
times.

How did you get involved with LFS?

As a young doctor, | was impressed by one of my
professors who appeared like a walking library
and was able to diagnose the rarest of conditions
by simply examining the patient. During my
postdoctoral fellowship at the University of
California San Francisco with Prof. Dr. Kevin

Shannon, | learned more about the genetic
basis of childhood cancer. Both individuals
inspired me to focus my career on the causes of
childhood cancer. Understanding the cause of a
disease is the best way of effectively fighting a
condition. | was very fortunate because | had the
incredible opportunity of working at the National
Cancer Institute (NCI) as an investigator in the
Division of Cancer Epidemiology and Genetics
lead by Dr. Joseph Fraumeni Jr. Upon my return
to Germany, it was clear to me that | wanted to
continue endeavors similar to those | had at the
NCI. Together with my friend and colleague,
Prof. Dr. Stefan Pfister from Heidelberg, we were
able to secure a grant to develop a LFS/cancer
prone syndrome registry.

Why did you become the chapter chair for
LFSA Germany?

| was inspired by the work of Jenn Perry and
Holly Fraumeni whom | met in person during
the most successful LFS youth workshop in
Utah. It is crucial for families, support groups,
health professionals and scientists to work
together to make progress for individuals with
rare conditions such as LFS. In addition, support
groups are important because physicians often
do not have sufficient knowledge and time for
affected families with rare disorders. Therefore,
| wanted to help launch a LFS support group in
Germany.

Where do you see yourself, cancer
research/treatment in 5- 10 years?

Hopefully, the community will have made
helpful progress for individuals with LFS, like
better cancer prevention strategies, better and
more risk-adjusted cancer surveillance, fewer
people the diagnosis of LFS will be missed, and
trials specifically for patients with cancer prone
syndromes such as LFS.
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