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“Courage doesn’t mean you don’t get afraid. Courage means you don’t let fear
stop you.”
- Bethany Hamilton
Our young patients exemplify the statement above in leaps and bounds. We
recognize the unique challenges that you face, including balancing work with
chemotherapy treatments, parenting young children while battling debilitating
fatigue and other side effects, trying to maintain relationships with loved ones,
and coping with the uncertainty and loss of control that comes with a cancer
diagnosis. We see and hear your stories of strength and resilience on a daily
basis, and you inspire all of us to go above and beyond to provide you with
the best care and compassion possible.
Appropriately, the theme of our first annual Patient and Family Forum on
Saturday, March 7, 2020, is “Beyond CRC: Better Understanding of Young
Onset Colorectal Cancer.” Beyond providing you with the most cutting-edge,
multidisciplinary medical care available, we hope to arm you with all of the
necessary tools and skills to help you and your loved ones on this difficult
journey. Our expert faculty and staff will be leading interactive talks and smallgroup breakout sessions on important topics ranging from the latest advances
in genetic understanding of young-onset colorectal cancer, to use of yoga and
meditation to improve psychological and physical well-being, to leveraging
humor to find your patient voice. Most importantly of all, the Forum will provide
an opportunity to bring young patients and caregivers together, to share your
common experiences and emotions, and to learn from one another. We
cannot wait to meet you, and sincerely hope to see you at the Forum on March
7th.

Truly yours,

Kimmie Ng, MD, MPH

Click here to Register for the Patient and Family Forum!
We'd like to thank the Colorectal Cancer Alliance, Colon Cancer Coalition,
Fight CRC, and Prevent Cancer Foundation for sponsoring this event so that
we can bring in an amazing speaker and provide free breakfast and lunch!

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:
Alexa Morell

Mary-Brent
Brown: Tell us how
you learned you
had cancer.
Alexa Morell: I
lived a very normal,
healthy life up until
my diagnosis. This
past August I went
with my friends for
a fun weekend
away. While I was
there I noticed I had
some blood in my
stool. It kind of
Alexa, right, with her family
freaked me out, but
my friends said “it’s probably just a hemorrhoid, probably nothing.” So it
happened for probably a little under 2 weeks and wasn’t going away. I did go
to the PCP and had a rectal exam in which they saw a small internal
hemorrhoid and there was a little blood on their glove. They set me up with a
GI doctor who did an exam as well and said “It’s probably an internal
hemorrhoid but let’s make sure.” So I went into my colonoscopy thinking it
was just going to be a tough prep to do. Looking back I know why the wait
was so long to talk to the GI doctor afterwards. When he finally took us into the
room he told me that he saw a tumor that was likely cancer and had rushed a
biopsy.

MBB: How did you choose Dana-Farber for your care?
AM: When I first met with Dr. Yurgelun here I had no idea how things were
going to progress or how I was a going to respond to chemo. I was told days
earlier that I had stage 4 cancer at 29. My whole life I always thought stage 4
cancer was a death sentence, so I was really afraid. He sat us down and
looked me in the eye and said, “Alexa you might have stage 4 cancer, but you
have stage 4a. It has only spread to one other location so we’re going for the
cure.” That’s something that will stick with me for the rest of my life and
allowed me to feel very at peace with him being my doctor. Him differentiating
that for me gave me so much hope, and it’s something I have clung to every
day since September.
MBB: What is treatment like for you?
AM: I’m on FOLFOXIRI, which how Dr. Yurgelun explained it to me is the
strongest kitchen sink of chemo for colon cancer and the strongest regimen.
I’ve done 7 out of 12 treatments and so far, so good. I’m responding really well
to the chemo and my levels are dropping. Nausea and exhaustion are things I
deal with around times of chemo and I try to take it easy and rest as much as I
can while still living my normal life. I think it’s helpful that this chemo is once
every two weeks because it still allows me to have fun and work. I try to stay
positive and active and do normal things, especially on the off weeks from
chemo.
In mid-December I had a major liver resection so that was tough. The recovery
was 6 weeks and I couldn’t drive for a month, couldn’t take a bath. Having a
young son, everything I do all day revolves around picking him up so I had to
be babysat for 6 weeks. I’m happy that’s over and I will have to do it again in
June but I know what to expect.
MBB: In what ways are you different today than you were before you began
your journey?
AM: I think it has changed me in so many ways. For most of my life I lived by
“everything happens for a reason.” It’s hard to think this is happening for a
reason but I will say it has changed me in a lot of good ways and I’ve learned
so many lessons. I’m seeing life through a different lens and appreciating all
the little things. It’s taught me to not get frustrated over stuff that doesn’t matter.
It’s taught me that I have the most amazing family and friends. I always
appreciated them before but going through something like this you see
everyone come together for you.
Life’s too short so we have been having a bit of fun lately with some trips to do
things with my family instead of dwelling on being sad. I think enjoying the
time we have together as a family, especially now, is so important.
MBB: Is there anything you know now that you wish you knew before?
AM: I wish I knew that this type of cancer could happen to anyone. It took me
a long time to accept this because I was so shocked that this happens to
young people. I thought this was an old man’s disease and I think a lot of
people still think that. Everyone that I talked to or saw in these offices was
older, but now with social media I’ve learned of so many people like me.

MBB: Is there anything else you want to include?
AM: My biggest piece of advice for someone newly diagnosed is to let the
emotions flow. Feelings of sadness don’t make you depressed. It's totally
normal to have days of “Why is this happening?” I have mostly good days and
can credit that to being busy with my family and job, but at the same time it’s
important and normal and healthy to have days where you are more sad than
usual.
Obviously, things change when you get cancer and you have to find your new
normal. Going to the hospital and getting scans and having surgery sucks, it
really does, but don’t let it steal the joy of your everyday life. As much as this
is a physical battle it’s mental too. I would get frustrated at the beginning when
everyone said to “stay strong.” Now I understand that means to cling to any
positive piece of information you’re given whether that is good news on scans
or something fun in your life. Being sad all the time isn’t going to help anyone.

Institute Insider
One to One links individuals who have already experienced diagnosis and
treatment with those who are facing it for the first time. We would love to have
more young people affected by colorectal cancer available as mentors to
speak by phone with individuals looking for guidance. If you are a year or
more out from an initial diagnosis you can apply for training! Or if you would
like to be paired with a mentor, click here.
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Sharon Bober, PhD
Founder and Director of the Sexual Health Program
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Loss of Desire after Colorectal Cancer Treatment
Loss of libido or low desire is one of the most common and frustrating
problems that both men and women experience following cancer treatment.
Sexual desire is like a recipe with many ingredients. Physical, hormonal,
emotional and relationship factors are all directly related to sexual desire and
cancer treatment can impact each of these aspects of experience.
Both men and women often wonder how decreased desire may be related to
decreased levels of hormones brought on by cancer treatment, such as
treatment-related menopause. Estrogen, progesterone and testosterone are
all hormones produced in your body that contribute to sexual desire, and with
those levels often significantly altered by treatment; libido can be affected.
However, hormone levels are by no means the whole story. For example, low
desire is one of the most common sexual problems that women face even
when hormone levels are normal. However, there are certain changes that
come with decreased hormone levels that can certainly impact desire. For
example, when women undergo treatment-induced menopause and have a
significant loss of estrogen, this often results in what are called genito-urinary
symptoms of menopause including loss of natural lubrication and elasticity of
the genital tissue. When a woman has vaginal dryness and tightness during
sexual activity, sexual activity can be uncomfortable or painful. Without
question, this kind of discomfort that is often coupled with pelvic floor muscle
dysfunction can quickly become a primary reason why women lose interest in
sexual activity. It is essential for women to get support to restore vaginal health
as part of sexual recovery.
Other factors also contribute to low desire. Men and women can find
themselves feeling somewhat distanced or detached from their body after
going through the gamut of treatments for colorectal cancer. Changes in body
image that can affect feelings of attractiveness and perceived femininity or
masculinity that are not easy to talk about. Often patients and partners do not
have sexual activity for many weeks or months during the acute phase of
treatment and it can be anxiety-provoking to think about re-connecting with a
partner after a long period of time. Survivors may worry whether their partners
still find them attractive and talking about sex is not easy for many couples,
even without cancer in the picture. Certainly negative “self-talk” such as “I
must look damaged” or “I don’t feel desirable anymore” is also a big
contributor to not feeling sexy. In addition, other common problems after
cancer such as fatigue, weight changes, feelings of depression and anxiety
are also linked to decreased desire and unfortunately some medications such
as pain meds, anti-depressants and anti-nausea drugs can similarly lower
desire as well.

So what can be done? The most important place to start when it comes to
regaining libido has to do with getting to know one’s new body and focusing
on pleasure, rather than on sex. It can be very helpful to get less “goaloriented” and take the pressure off of “having sex” but instead start exploring
what is means to focus on sensual pleasures in daily life. This could mean
making time for non-sexual touching with a partner and exploring what feels
good for oneself and not focusing on trying to replicate how things used to be
but rather focusing on what feels pleasurable right now. When exploring with
a partner, it is important to remember that nothing wrecks desire more than
pain! Good news is that for both men and women, there are a range of sexual
aids that can make sexual activity more comfortable such as a good lubricant
or potential use of a wearable “bumper” (ohnut.co) a device that worn
externally as the base of the penetrating partner serves as a soft buffer to
make intercourse less painful. These types of aids are also available at
Friends' Place. It is also vital for both men and women to become aware of
negative thoughts and critical “self-talk” that typically intrudes into intimacy by
taking one out of the moment. This is also the ideal time to “expand one’s
repertoire” such as using fantasy, relaxation exercises and extending foreplay
in order to re-connect with desire. Moreover, it is important to remember that
feeling sexy is closely connected to feeling an overall sense of vitality and
well-being. So, get moving! Simple regular movement like walking, dancing or
gentle yoga is key to increasing total energy and sexual vitality.
In fact, it is important to note that survivors often find it easier to “practice” on
their own, before getting started with a partner. Vibrators not only get blood
flowing to genital tissue but also can help people figure out what kinds of
sensations feel good. Also, it is often more comfortable communicating what
feels good to a partner after one has had a chance to explore what feels good
with one’s own body first.
Finally, it is critical to note that after cancer, desire is an experience that often
shifts from being spontaneous to an experience that needs to be cultivated.
This means that we can think about “jumpstarting” the feeling of desire by
having some kind mental or physical experience, sensation or stimulation that
simply feels good and gets curiosity engaged. In other words, rather than
trying to be in the mood, a great strategy is simply focus on having an
experience that feels good or promotes intimacy or romance and then notice
how you can build on that feeling. Finally, be aware that if you are taking
medications such as anti-depressants that may themselves be contributing to
low desire, talk to your healthcare providers to see if there are other options
available.
Fortunately, although low desire can be very distressing, it is absolutely true
that both men and women can get their groove back! Making time for intimacy,
introducing more sensual pleasure into daily life and “expanding one’s
repertoire” such as using fantasy and extending foreplay are all important
ingredients toward re-connecting with desire. Also counseling, either alone or
with a partner, can be a valuable resource.

Sharon Bober, PhD

Resource Highlights
Young Adult Support Group - The Young Adult Support Group meets twice
monthly and is open to young adults ages 18-39 who are in cancer treatment
or recently completed treatment. Patients can attend alone or accompanied by
a close support person. The group meets only when 5 or more people commit
to attend. The meetings are from 5:30–7 p.m. RSVP to 617-582-9617.
Navigating Next Steps After Cancer Treatment Support Group - This is a
new 12-session support group focused on transitions at the end of treatment.
The group will meet Mondays from 3:30-5 p.m. for twelve weeks. Any DanaFarber patients who have recently completed active treatment are welcome to
join! For more information or to register, please contact the group leaders
Tricia Hughes, LICSW, at 617-582-8491 or Michelle Jacobo, PhD, at 617632-4566.
Caregiver Support Group - Learn how to care for yourself while caring for a
cancer patient. Share experiences, information and resources with others who
are facing similar challenges. RSVP to facilitator Ruth Cope, PhD, LICSW at
617-817-6280.
Colorectal Cancer Alliance Patient and Family Support Group Chat
Cancer Care Colorectal Patient 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. To learn more call the main
social work office at 617-632-3301.

Upcoming Events

LYNKED IN Lynch Syndrome Conference - March 28
LYNKED IN is a one-day, educational conference for individuals with Lynch
syndrome, their families, and caregivers. Register here.
The Young Adult Program (YAP)
will host its annual conference for
patients ages 18-39 and their
caregivers, offering strategies for
coping with cancer as a young
adult and providing an opportunity
to meet other patients facing similar
challenges. Register by
emailing yap@dfci.harvard.edu.
Step 1: Help With
Insomnia After Cancer Treatment
Led by Christopher Recklitis, PhD,
MPH, this one-session educational
program helps patients make
changes to their lifestyle, sleep habits, and sleep environment. The next
sessions are April 9 and June 4 from 11 a.m. - 12:15 p.m. To register call 617632-5570 or email Blum_Center@DFCI.Harvard.edu.
Help us fight young onset colorectal cancer - Donate!
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