
Dr. Kimmie Ng

We hope you have had a good summer and have
taken advantage of the warm and sunny days –
which, let’s face it, are relatively few and far
between here in Boston! Although COVID-19
case rates have been fairly low in the New
England area, we recognize that the “reopening”
of many states has not necessarily meant a return
to pre-pandemic life for many of our patients,
particularly those who are undergoing
chemotherapy. Dana-Farber acknowledges the
uncertainty that many of you continue to face
during the pandemic, and therefore, per state

guidelines for health care facilities, continue to mandate masks and physical
distancing on campus to keep everyone safe. In addition, we recommend that
our patients, as well as those close to them, get vaccinated in order to protect
against severe COVID-19 infection. 

As we enter the fall season, with back-to-school activities and return-to-work
transitions, we want to remind you that the Young-Onset Colorectal Cancer
Center offers a wealth of resources to help you live your life while undergoing
cancer care. Some of these include a social worker with expertise in young
patients with cancer, virtual support groups for both patients and caregivers
(see newsletter below for dates and times), a one-to-one peer mentoring
program, and classes and workshops to promote mental health and wellness.
We encourage you to contact us or your care team for more information.

One of the main reasons that we are able to offer this vast array of support and
programming is because of the fundraising that comes from our Jimmy Fund
Walk team, Beyond CRC. Although colorectal cancer is the third most
common cancer and the second leading cause of cancer death in the U.S., it
is significantly underfunded relative to its burden on society. This
underfunding has unacceptable downstream consequences on research, new
drug development, and the number of FDA approvals for novel treatments. We
rely on events like the Jimmy Fund Walk to enable our research into the
underlying causes of young-onset colorectal cancer, and to provide the type of
comprehensive care that every patient in our Center receives. We therefore
encourage you to join us – on your own route or safely with other members of
our team – on Sunday, October 3! Not only is the Walk significantly impactful
to our work and patients, but it is also a fun-filled day for our young-onset
community to come together and inspire each other in our fight to end young-
onset colorectal cancer. We really hope you will walk with us! Please see the
information below on how to sign up. 

Best wishes,

Kimmie Ng, MD, MPH

Join Our Walk Team

Help us fund our patient
support initiatives and
the Beyond CRC
Research Project. Walk
wherever, whenever, for
any distance. Last year
we raised $34,437!

Everyone who
registers in the next week will receive a Jimmy Fund Walk tote
bag! Everyone who registers in the next month will receive a Jimmy
Fund hat! All team members will receive a Beyond CRC Walk t-shirt!

Join or support at danafarber.jimmyfund.org/goto/beyondcrcwalk

Follow Us on Twitter @DFarberYoungCRC

Let us know what you think

Our Young-Onset Colorectal Cancer Center is now over two years old and
we’d like to hear how you think we are doing and what we can do to improve!
We created a quick survey, and we’d really appreciate you filling it out 😊 All
responses are anonymous. 

Count Me In: Colorectal Cancer Project

The Count Me In project generates a
large publicly available database with
the help of patients, and this data set
will enable researchers to find patterns
and help accelerate discoveries. Every
patient should have the opportunity to
share their medical information, their

specimens, and their voices with all researchers. Count Me In will keep
participants regularly updated on results that come out of their data and
samples.

Patients in the USA or Canada who have ever been diagnosed with
colorectal cancer will soon be able to sign up for the Colorectal Cancer
Project of Count Me In and complete surveys about cancer experience,
treatments, family history of cancer, diet, lifestyle, and more; give permission
to access copies of your medical records; provide a saliva sample, and opt in
to potentially share blood, stool, and/or a stored tumor sample. 

This project will launch soon! Sign up at colorectalcancerproject.org.

Patient Spotlight: Mark Sylvestre

Tell us how you learned you had
cancer.

Mark Sylvestre: I learned that I had
colorectal cancer shortly after a
colonoscopy. I had not been feeling
well for months prior to the procedure
so I had a sense that there was
something wrong, but I never would
have guessed it was cancer given my
age and other health factors. The first
few weeks after finding out that I had
cancer were some of the hardest in my
opinion. It was devastating to tell the
people that I care about, and dealing

with the unknown about what’s ahead was mentally draining.

What was treatment like for you?

MS: Treatment was much different than I expected in a variety of ways. My
biggest takeaway is that so many things that I feared were easier than
expected. For example, I had an expectation that I would be sick in bed for
most of the chemo process but that was certainly not the case. I was able to
live a somewhat normal life. I remember doing things like working out with my
wife, Holly. Don’t get me wrong – there were definitely challenging days, but
the good days certainly outnumbered them. On the flip side, I didn’t realize
that cancer treatment would be the worst paying part-time job that I’ve ever
had. The process is incredibly time-consuming but obviously worthwhile. 

How are you handling the uncertain times of COVID-19?

MS: My cancer treatment coincided with the pandemic nearly in lockstep. The
uncertainty was challenging without a doubt. The fear of catching COVID was
always present. It also made my treatment a lonely process given that I
couldn’t be around friends and family. I think the vaccine has pushed things
back to normal in many ways – I just hope that we learn from this experience.

In what ways are you different today than you were before you began your
journey? 

MS: There are really two changes that I’ve noticed. First, I learned a lot about
the kindness of others. There are so many people that reached out and
stepped up to help us when I was at my worst which was a beautiful surprise. I
feel like I have a different perspective because of this and it makes me want to
help others when I can. Also, as I was going through treatment I spent a lot of
time thinking about the adventures my wife Holly and I had to get me through
the hard times (e.g., I hate MRIs, so I would try to name all the animals we saw
on safari to help me deal with claustrophobia). I think it really puts into
perspective what’s important. I am a finance guy by trade, so Holly would tell
you I am a bit of a penny pincher. This experience made me value money less
and experiences more. 

What is the best advice you have received?

MS: Best advice: “Get the surgery” - Dr. Schlechter and Dr. Irani. I was very
much on the fence about having surgery to get the tumor removed given that I
had a strong response to treatment. Long story short, they found cancer in the
tumor when they removed it, even though the scans were suggesting
otherwise. Obviously everyone has a different situation, but I am thankful that I
listened to the experts.

Worst advice: “Look at WebMD to try to figure out what’s wrong.”

What is the transition to survivorship like?

MS: It was difficult at first, but I couldn’t be happier now. I consider myself
incredibly lucky. I found out I was in remission shortly after surgery so much of
my focus at that time was on how to recover and get back to normal. I am
young and active so not being able to do the things I love took an emotional
toll at first. I found that my emotional state improved greatly once I was able to
get back to enjoying life with my family, exercising, and working (sounds crazy,
I know!). I really believe that staying busy is key to the process.

Program and Research Coordinator

Our founding research and program
coordinator, Mary-Brent Brown, will sadly be
leaving Dana-Farber to attend graduate
school this fall at the University of
Pennsylvania's School of Social Policy and
Practice in Philadelphia.

Mary-Brent will keep in touch with us and
will return to working with oncology patients
and caregivers in a new way after she
completes her master's degree in social
work!

Brigette Arsenault has joined us as Mary-
Brent's replacement! Brigette previously
worked with neurosurgery patients and their
families at Boston Children's Hospital and is
currently getting her master's degree in
Applied Neuroscience. She will now be the
main point of contact for all Young-Onset
Colorectal Cancer Center communication.
You can get in touch with her by replying to
this email or calling 617-632-2459. Get to
know Brigette below!

Hometown: Attleboro, MA
Fun Fact: I am a huge soccer fan, specifically an Arsenal FC fan. I played in
college and still try to play a few days a week.
Job Description: I meet with young colon and rectal cancer patients to talk
about resources that may help them throughout their care and discuss
research opportunities here at Dana-Farber. 
Why I Love My Job: When my mother got cancer, I remember meeting her
clinical research coordinator and she became one of the best support systems
for my family. Now, my mother is 6 years in remission and I still keep in touch
with her research coordinator. Having the opportunity to be that person for
others is an honor and something I will be grateful for as long as I live!

Best Practices in Ostomy Care

On June 22 we held the second webinar in our new Gut Instincts series for
providers and advocates. Moderated by Dr. Kimmie Ng, this educational
workshop on ostomy care had four speakers: Dr. Joel Goldberg, Diane Bryant,
Julie Bosworth, and Allison Rosen.

Dr. Goldberg, who is a colorectal surgeon at Brigham and Women's Hospital,
began our workshop with a discussion of the types of stomas. His pictures can
give patients and caregivers a better idea of what the ostomy may look like
and how to care for it.

We then moved onto living with an ostomy with Diane Bryant MS, RN,
CWOCN. Quality of life was the main focus of this portion of our discussion,
along with recovery and clarifying the common misconceptions, such as not
being able to wear tight clothes or swim with an ostomy bag. Diane
encouraged eating normally, wearing whatever clothes make you feel best,
being as active as you desire, and connecting to others who may relate. 

One of the other major concerns patients have regarding ostomy bags is their
diet and nutrition. These concerns were addressed by Julie Bosworth, a
registered dietitian at both Dana-Farber and South Shore Hospital. Julie gave
advice on eating with a colostomy, the importance of fluid, troubleshooting,
survivorship and paying attention to your own body and finding what works
best for you.

Our last speaker was Allison Rosen, a stage II colorectal cancer survivor and
a permanent "ostomate." She discussed her transition from a temporary
ileostomy patient with a J-pouch to a permanent ostomy survivor. She shared
her current love of Zumba, weight lifting, swimming, eating salads, and
wearing form-fitting dresses that make her feel strong and happy - none of
which are hindered by her ostomy. Take a look at her Tiktoks about living with
an ostomy!

View the full recording here.

Upcoming Events

Parenting with Cancer Workshop 

Facilitated by Julie Salinger, LICSW and Kalen Fletcher, LICSW, MPH

This workshop is open to all young (diagnosed before age 50) colon and
rectal cancer patients, partners, and other support people managing cancer
while parenting children of any age. A brief presentation will be given
regarding the basics of communicating with children about serious illness and
managing parenting obligations throughout the cancer experience followed by
group discussion and Q & A. 

This workshop will be on September 22nd, time 6:30-7:45PM. Register here.

Young Onset Colorectal Cancer Caregiver Support Group 

Facilitated by Kalen Fletcher, LICSW, MSW, MPH

Caring for a cancer patient is challenging and can often feel isolating. This
will be a safe and confidential space for caregivers to connect with each other,
discuss the unique challenges involved in cancer caregiving and develop
coping strategies. This group is open to any adult who is helping a loved one
through young onset colorectal cancer 

We meet on the first Wednesday of each month from 5-6:30 p.m. EST.
Upcoming dates:

August 4th
September 1st
October 6th

Sign up and we will send you the Zoom login: reply to this email or call 617-
632-2459

Lunch Breaks

Facilitated by Kalen Fletcher, LICSW, MSW, MPH

Connect virtually with others treated for stage IV young-onset colorectal
cancer (diagnosed under age 50). This is an informal space where you can
chat about anything you would like, with people who understand. Feel free to
bring your lunch or not.

We meet on the second Thursday of each month from noon-1 p.m. EST.
Upcoming dates:

August 12th
September 9th
October 14th

Sign up and we will send you the Zoom login: reply to this email or call 617-
632-2459

Early Stage and Recent Survivorship Support Group 

Facilitated by Kalen Fletcher, LICSW, MSW, MPH

This group will explore the unique needs of individuals with early stage (I,II or
III) Young Onset Colorectal Cancer who are undergoing active treatment, or
have completed treatment in the last 12 months. The goal of this group will be
to provide a safe space for participants to share experiences, coping
strategies and resources with one another. 

We meet on the second Wednesday of each month from 5:15-6:15 p.m.
EST. The first meeting will be on September 8th.

Sign up and we will send you the Zoom login: reply to this email or call 617-
632-2459

Lynked In Conference  

Join experts from Dana-Farber’s Lynch Syndrome Center for a virtual
conference on Saturday, September 18th for individuals with Lynch
syndrome and their families. There will be expert panel discussions, audience
Q&A and advocacy groups. This event is free, but please register in advance.
The conference will run from 11 a.m. to 3:15 p.m. EST via Zoom. Register
here.
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