From L to R: Jody Hoyos, Senior Vice President of the
Prevent Cancer Foundation; Patrick Beauregard, DanaFarber patient; Amanda Beauregard; and Dr. Kimmie Ng,
Director of the Young-Onset Colorectal Cancer Center

Happy
fall! We have spent the past few months thinking about the importance of
community in each of the three missions of the Young-Onset Colorectal Cancer
Center. In regards to our mission to provide expert and comprehensive clinical
care, we understand that a critical part of a young patient’s journey is to know
that they are not alone in their diagnosis and experience. Since the start of our
Center in March 2019, we have greatly expanded our community of young
patients, with an increased volume of young people being seen and cared for in
our Center at Dana-Farber. We have also extended our reach and connection
with young colorectal cancer patients all around the world with the launch of
our new Twitter account @DFarberYoungCRC – we hope you will follow us!
And we are in the throes of planning our First Annual Patient and Family
Forum, where many of you will be able to meet each other and learn more
about young-onset colorectal cancer.

In regards to our research mission, we have officially launched the Beyond
CRC Project, which stands for Better Understanding of Young-Onset Colorectal
Cancer. This initiative will allow us to study the underlying causes of youngonset colorectal cancer and develop novel prevention and treatment strategies.
Because it is critical that scientists and oncologists work together, we have
rallied a community of cancer centers around the world to join the project,
including the University of California, San Francisco; Mountain States Tumor
Institute in Boise, ID; and Vall d’Hebron Institute of Oncology in Barcelona,
Spain. We hope to have even more participating centers in the very near future.

Finally, the Young-Onset Colorectal Cancer Center has been working tirelessly
to raise awareness in the community about young-onset colorectal cancer. In
partnership with the Congressional Families Cancer Prevention Program of the
Prevent Cancer Foundation, Dana-Farber patient Patrick Beauregard, his wife
Amanda, and I traveled to Washington, DC to participate in a webcast about the
topic. We also attended a cancer awards luncheon where three-time cancer
survivor Ruth Bader Ginsburg and philanthropist Patrick Dempsey of the
Dempsey Center in Maine were honored.

It is our sincere hope that we, as a community, can come together and continue
to work tirelessly towards improving the lives of young patients with colorectal
cancer.

Sincerely yours,

Kimmie Ng, MD, MPH

Follow us on Twitter @DFarberYoungCRC
Connect with us! Stay informed with research
updates, upcoming events, recipe ideas, coping
tips, inspiring survivor stories, and more.

Patient Spotlight:
Christina Crespi
Mary-Brent Brown: Tell us
how you learned you had
cancer.
Christina Crespi: My
diagnosis took place over a
period of a year and a half. I
experienced vague yet
debilitating symptoms
involving fatigue, muscle
weakness, muscle pain,
abdominal pain, and bowel
changes. My symptoms
progressed to the point
where I was no longer able
to work and live
independently and had to
leave my life behind in
California to move back in with my parents in Weymouth, MA. I later noted
blood in my stool and experienced rapid weight loss, which warranted a
sigmoidoscopy where they found a 7 cm sized tumor in my sigmoid colon. I
received the phone call the following day.
MBB: What was treatment like for you?
CC: My treatment was initially managed surgically via a sigmoid colon/tumor
resection. I was declared stage II, but later progressed to stage IV after finding
a mass on my lung at my 6 month follow up scan. I then underwent lung
surgery to remove the tumor, IVF to preserve my fertility, and 12 rounds of
chemotherapy (FOLFOX).
MBB: In what ways are you different today than you were before you began
your journey?
CC: As cliché as it sounds, I would say I live my life more authentically and
purposefully after my diagnoses. I will admit I have become more anxious,
which is something I am continuously working on. I continue to mourn the loss
of my carefree pre-cancer self, but am learning to accept my new normal and
embrace change and growth.
MBB: Is there anything you know now that you wish you knew before?
CC: I wish I had taken the time to find a more efficient way to communicate my
information and updates to the people I cared about whether via blog,
CaringBridge, social media, etc. Having the same conversations and
questions repeatedly caused a great deal of stress and anxiety. I would have
saved myself a great deal of time and energy had I taken the time to use a
communication resource. In addition, I wish I had pursued social work on the
day of diagnosis. My social worker (Jane Bausch, LICSW) has helped me
navigate the human aspect of my illness and incorporate resources to improve
my quality of life. I didn’t realize how much I needed her until we met mid
treatment. Social workers are invaluable!
MBB: Have your experiences affected your desire to enter the healthcare
field?
CC: I worked as an ICU nurse for four years prior to my cancer diagnosis. I
spent most of my life learning how to care for patients until I became one.
Relinquishing control and transitioning from nurse to patient was incredibly
challenging for me. However, I am grateful that my experience provided me
with a unique insight. I feel blessed to have experienced both sides and feel a
sense of duty to teach others. I am currently pursuing my master’s degree in
pursuit of a career as a Family Nurse Practitioner and will graduate in
December! I also hope to someday teach nursing at the college level.
MBB: Is there anything else you want to include?
CC: Seek social work as soon as possible! You likely will benefit from their
services even if you don’t think you need it!

Meet the Oncology Nurse Navigators
Mary-Brent Brown: Why did you choose to work at
Dana-Farber?
Jess Williamson: I’ve been an Oncology Nurse
Navigator (ONN) at Dana-Farber since 2011 (in GI
since 2014). I was an inpatient nurse at Brigham and
Women's Hospital prior to that. I chose to become a
nurse and work here because of my experience as a
young adult patient here. I underwent chemo, surgery
and radiation in the Sarcoma clinic when I was 19.

MBB: What do nurse navigators do?
Sandra Ruland: We use our knowledge
and understanding of the healthcare
system to compassionately help guide
our patients. We are a resource for the
patient and family, as well as a liaison to
the clinical care team.
We begin by calling patients prior to their
first appointment at Dana-Farber to
answer any questions they may have.
We then provide teaching regarding
treatments and side effects to empower patients through education. We triage
phone calls regarding side effects, symptom management, lab work, tests, and
procedures. Our goal is to be proactive rather than reactive.
We also set up visiting nurse services referrals for psychosocial and spiritual
care, nutrition, home nursing, physical therapy, occupational therapy, palliative
care, and hospice as needed. Throughout all of this, we form strong
relationships with our patients.
MBB: What is a typical day like for
you?
Laresa Meadows: A typical day
generally starts out with triaging
patient phone calls that have come
in overnight based on how urgent
they are. For example, I may receive
a message from a patient reporting
24 hours of diarrhea and another
message from a pharmacy wanting
to confirm the directions of a
prescription for potassium. We use
our clinical judgment to decide that the patient with ongoing diarrhea needs to
be called first. After speaking with this patient, I would discuss the patient’s
symptoms with the team and collaborate to determine the best intervention.
I then might receive an email from our “Release of Information” department
letting us know that a patient’s FMLA paperwork is due within the next 4 days
and needs to be completed and signed off on by the provider. Or the doctor I
primarily work with may come to me requesting I call a patient back who paged
him because he is on his way to see his next patient. I would call the patient to
collect the urgent need they were reporting, triage it if it is within my scope, then
report back to the doctor once he is available.
Next, I likely have a patient scheduled to see me for chemotherapy education
where I’ll introduce myself as the primary nurse they will speak with when they
need to report symptoms or have any questions. I’ll provide them with an
educational binder and go over how to manage any expected side effects.
My day typically ends by ensuring all messages received for the day have been
addressed. Then I'll heck in with my coworkers to make sure there’s nothing
they need help with and provide a hand-off of anything I may have outstanding.

MBB: When should patients contact you?
Patti Rizzo: We encourage you to call during office
hours (Monday to Friday 9:00 am to 5:00 pm.) with
any symptoms as well as any questions and
concerns. For urgent matters outside of office hours,
which cannot wait until the next business day, call
617-632-3352 to have the doctor paged.
If you have any of the following symptoms, call your
cancer care team right away:

Shaking chills or a fever of 100.5 degrees F (38 degrees C) or higher
Breathing problems: new cough, sore throat, congestion, or shortness of
breath
Burning when you urinate
Redness, pains, or sores in your mouth
Nausea, vomiting, or inability to eat or drink for more than 24 hours
Diarrhea (loose, watery stools) for more than 24 hours
Constipation (no bowel movement for 2‐3 days)
Bleeding or unusual bruising
Pain not controlled by your current medication
Any new or unusual symptom that concerns you
MBB: What do you most enjoy about your role?
Heather Cibotti: I enjoy teaching new patients and their
caregivers. A new diagnosis brings many new feelings,
emotions, and questions to both patients and their
families/care givers. Whether it is over the phone, in
person, or many weeks into treatment we always want
patients to know we are here to support them with any
questions. It is not just an upfront day 1 teach that we are
here for, rather an ongoing process where we want
patients to feel supported fully throughout their entire journey. No one should
ever be at home questioning whether or not to call us: Please call, we love
being here for you.
MBB: What do you do for fun in your spare time?
Eileen Kelly: I’ve always been interested in
complementary medicine. As a result, I spend a lot of
time exploring options for taking better care of myself,
my family, and my patients. I am certified in multiple
integrative medicine modalities, aka "energy work,"
such as Reiki, Tong Ren therapy, Reconnective
Healing, and The Eden Method.

Institute Insider
Did you know that all of the blood and platelets collected at the Kraft Family
Blood Donor Center and on its Blood Mobile stay right here at Dana-Farber and
Brigham and Women's Hospital? As an added benefit, the Kraft Center gives
out prizes like sweatshirts, umbrellas, and blankets to blood and platelet
donors. Donors also receive Dining Pavilion and parking garage vouchers.

Better Sleep
You get in bed tired, but then lie awake,
unable to sleep. You wake up in the middle of
the night or before your alarm clock rings and
can’t seem to count enough sheep to fall back
to sleep. It’s not just you!
Cancer and Insomnia
“Many cancer patients suffer from insomnia,
which is characterized by more than 30
minutes awake during the night, at least 3
times a week, for 3 months or more,” says
Dana-Farber psychologist Eric Zhou, PhD,
pictured above. The emotional distress of a
diagnosis, combined with side effects of treatment, means oncology patients
are more likely than the general population to develop insomnia. This also
means that the typical “sleep hygiene” tips, such as not drinking caffeine
before bed, keeping the room dark and quiet, and limiting technology use
before bed, may not be enough to solve your problem.
Improving Sleep
First, make sure your oncologist or care team knows. It is important they are
aware of insomnia in the context of your medical care.
“While pervasive, insomnia can be effectively treated with proven cognitivebehavioral interventions designed specifically for insomnia,” says Zhou.
Cognitive-behavioral therapy for insomnia (CBT-I) teaches participants
cognitive and behavioral skills that will resolve their insomnia, rather than only
masking the symptoms. CBT-I is not to be confused with CBT used for other
issues (like depression or anxiety) and is recommended by the American
College of Physicians as a first line defense, before drugs. CBT-I works longterm with a lower likelihood of adverse events than medications.
Zhou coaches patients to develop a new sleep schedule, including structured
sleep restriction, and integrate new behaviors into their sleep routine – using
their bed only for sleep and sex, eliminating sleep effort, and resisting the
temptation of naps, for example – so they can get a good night’s sleep. This
therapy usually takes around five sessions, which can be scheduled for a time
when you are already at the Institute.
For more information on help with insomnia, talk to your oncologist or call the
Adult Survivorship Program at 617-632-4523. Zhou also recommends The
Insomnia Workbook and Say Goodbye to Insomnia, which describe CBT-I in a
written format.

Resource Highlights
Young Adult Support Group
Caregiver Support Group
One-to-One
Colorectal Cancer Alliance Group Chat
Cancer Care Colorectal Online Support Group
Katelyn MacDougall: Our young-onset clinical social worker, Katelyn
MacDougall, MSW, LICSW, can provide supportive counseling and connect
you and your family to support you may need through treatment. To learn more
and/or make an appointment call the main social work office at 617-632-3301.

Upcoming Events
We are planning our first Young-Onset Colorectal Cancer Center Education
and Support Series, which will be facilitated by Katelyn MacDougall, MSW,
LICSW. Please keep an eye out for more information coming soon!
We invite you to the Young-Onset Colorectal Cancer Center's First Annual
Patient and Family Forum
Beyond CRC: Better Understanding of Young-Onset Colorectal Cancer
Saturday, March 7, 8:30 am - 3 pm
Join us for an educational event for young-onset colorectal cancer patients
and your supporters. Attendees will hear from experts, attend breakout
sessions, and meet others within the community. More details to come!
Help With Insomnia After Cancer
Treatment

LYNKED IN Lynch Syndrome
Patient Conference

Young Adult Cancer Conference

Help us fight young onset colorectal cancer - Donate!
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