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To the ice cream Iady from downstairs




IT'S GOING TO
BE ALRIGHT...
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Disclaimer

This book is a not-for-profit endeavor written
for adolescents and young adults battling cancer.
The content of this book is for educational and
entertainment purposes only. It is not meant to serve as
medical advice. The views and opinions expressed in this
book are solely those of the patients who wrote it.
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FOREWORPV

The foreword was meant to be written by
the cancer cells. However, they ave all dead.
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WELL, ME TOO

| write this book for us; for me to distract myself and reflect as
| go through my treatment, and for you to learn and reflect as
you go through yours.

My name is Francisco, but in the hospital, they kindly call me
“The 19 y.o. Male with Diffuse Large B-Cell Lymphoma.” Quite a
compliment, right? Basically | am the Cancer Kid.

In the beginning, | felt very scared and stressed. | didn’t know
what to expect. | had so many questions. Conversations with

my doctor would sound like this: >




| don't know, son.

Take this chemo,
son. [t will be
900d for you.

| don’t know,
son. ‘{ou may
fLeel sick

But what
will haw:en?

s my cancer
r_wable?

Hoye-cu”\/ it is, but [ don't THEN WHY DON'T You
know ‘FO\" sure, son. TAKE TH'IS CAND\/;

SON! HAHAHAHA Well, you
&'ﬁ// missed it,

M\/ mom will kill me if |

die. Will | die, Wizard?
Will | be too sick? Will | A
be in too much pain? 1 OO 3°°d for You

Take this chemo, son. [t will be
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It was quite unsettling. Though | fully trusted Dr. Wizard with my
life, it was so overwhelmingly scary to not know what to expect.
But then one day, a volunteer named Riqui came into my hospital
room and started talking to me. Riqui had also dealt with cancer
before; he sat right by me and said:

“H’e\/ man \/ou know wha{,
it's 9oing to suck, but it’s going to be alrigh{:."

He then took a piece of paper and began to write down a few tips

“|£ you get those mouth soves, take Magic Mouthwash. That
‘U\ihg barel\/ works, but it’s better than no'(:hing."

And he went on and wrote a small list of tips that helped me so
much throughout my treatment. Having the advice of a former pa-
tient felt like a massive weight had been removed from my back.
Just knowing that Riqui was able to go through it made me feel like
| could too. It made me feel for the first time that it was doable!

At the end of my treatment, | decided to write down my own list of
tips, which evolved into the book that you are holding right now...

.YOWRE WELCOME!

o

| will now dive deeply into the precious lessons that | have learned
throughout my treatment. | will share them with you hoping it can
make your treatment more bearable. | have also included some
tips from friends of mine who have had cancer as well. They have
contributed their own perspective and insight, making this reading
immensely richer and more useful.

Zoe Arthurson-McColl, who had Acute Myeloid Leukemia. Her tips
span throughout the entire book!

Gabriel Dantzler, who had Ewing’s Sarcoma with multiple relapses
and head surgeries. Gabe added most tips from the Surgical Pro-
cedures chapter.

Rebecca Head, who also had Ewing’s Sarcoma and had to relearn
how to walk after a major leg surgery to remove her tumor. She
added some good insight here and there!

But above all, always remember: ‘

THIS IS TEMPORARY!

[t's 9oing to suck, but it’s 9oing to be all rigH:-

O




OPENING THOUGHTS

1 0.

Your men'{:ali‘l:\/ is 90% of the treatment. You only know
how S‘l:\'ong You 'l:\ruly are when beihg S'l:\rong is the on|\/
'H\ing |e-Ft FO\' You.

BRING IT
oNlIl

0

. Respect your doctors, nurses, PCA’s, everybody. It seems cliché,
but you will catch yourself being a little rude sometimes due
to pain or sickness. It is okay, but do not forget to apologize
afterwards. We are all human beings and although you are the
patient, the better you treat others, the better you will be cared
for!

= “But why me?” Well, this happens, unfortunately - but you are
not alone! It is you because you freaking got this!

L. Now you have a new schedule and a new life. The better you
plan ahead the logistics of it, the fewer mistakes you will make.
Meticulously establish all the details straight from the begin-
ning, such as who will drive you to the hospital, cook for you, get
your medications, and give you full-body massages.

= Tip #4 is vital. Being a cancer patient makes an already stressful
situation seem almost unbearable. | have passed out after wait-
ing in the pharmacy line. You do not want to deal with any un-
necessary problems, so the tip is: avoid doing things by yourself!
Chemotherapy renders us unable to tolerate much.

19




SURGICAL
PROCEVURES #1 O
o0

Big tumor removal/biopsy surgeries can be super scary; all kinds
of new and unique ways to feel pain. (yay!) Anesthesiologists
and surgeons who you may not know may also seem scary. It’s
okay to be nervous and it’s ok to let them know that you are
nervous.

Make sure to express all of your concerns to the surgeon. If you
keep anything inside, they will find out about it as soon as they
open you up (pun intended).

On a serious note, if you feel overwhelmed by information you

don’t understand or anxious about the whole thing, here is
some wording that | would always use:

“Would You exylain this one more time so [ can ‘Fu”\/ undevstand?”

“Can You communicate what You ylan to do be‘("ore You do i{:?"

“Can You check on me du\ring the ?rocedwe?"

“Can you tell me what exactly to expect during the procedure?”

In the beginning | would feel like | was bothering the doctors
by asking questions or asking for them to repeat their explana-
tions. This would only make me feel more anxious because the
doctor would leave and the questions would stay. | learned to
really take my time in asking questions. Remember, you have the
right to know what they plan to do. Make sure you take your
time in understanding the doctor’s explanations and don’t shy
away from asking them to repeat multiple times!

For pre-op, if they mark your body with a marker, you can take
the marker and write a joke on your skin (without changing or
affecting their marking).

Always have jokes prepared for pre-op, laughing surgeons make
you relax.

TAKE THIS CHEMO

12 When you wake up, instead of telling your friends that you are

ok, draw Xs on your eyelids and send them a photo of you lying
still instead.

Also when waking up in post-op, it is a great moment to make
time travel jokes and convince the post-op nurse that you are
a time traveler.

If you pass out or have anxiety about needles, make sure you
tell them. They can do things to help you relax and not even feel
“the pinch.”

If you feel like your vision is turning black and you are about to
pass out, tell them! Don’t try to be the tough guy like | did. Tell
them so at least they can get you something to drink and bite
on, as well as get your legs raised for a second.

If you are reading this before a big surgery, trust me that you will
be well and it’s going to be alright!

JUST A
PINCH, SON.

MY LORD
THAT AIN'T
No PINCH




SURGICAL
PROCEPURES #2

If you have a procedure for which an empty stomach is manda-
tory, do not eat anything, please! You will try to sip some water
and eat something before procedures without even thinking.
Don’t do it.

For lumbar punctures (spinal taps): The younger you are, the
earlier in the day you may have your procedure. It also depends
on the number of patients for that day. Usually, the latest you
can go to the operation room is early afternoon, unless you eat
or drink something less than 8 hours prior.

Also, make sure to eat very well the night before your proce-
dure. Just don’t be cheap like me. That late night cafeteria sub
can really disturb your internal spirits, just saying.

Make sure to always have somebody with you during proce-
dures! And make sure to acknowledge them and thank them for
being there with you. Gratitude goes a long way in this world!

Also on lumbar punctures: laying down for a few hours after the
procedure would prevent me from getting headaches.

You will see hundreds of physicians. Most will be great profes-

Be prepared to stay calm when they frustrate you. | will never
forget the doctors who helped me the most and the coldest
ones as well!

#23

Having headaches afterwards? Try caffeine!
. | was veluetant at first to take caffeine for
o headaches, but it veally helped me.

DO

TAKE THIS CHEMO

Bring a book or something to distract yourself before proce-
dures. You may have to wait in the pre-op-room for a long time
before the doctors are finally ready.

Be aware of everything going through your IV. Ask them to let
you know because they may not tell you otherwise. | remember
receiving anti-anxiety medication even when | was completely
fine. Many hospital protocols make patient care blindly repet-
itive, so remember to always be attentive and emphatic about
your questions and wishes.

Another reason you want to know specifically what you are
being given is because you will learn how you react to every
medication. For example, | learned that ice cream makes me feel
mentally happy, but physically fat.

One more reason? Doctors and nurses do make mistakes, so by
knowing what to expect you may be able to prevent one. Look

out for yourself! .

#28

As soon as you are awake after a procedure,
ask for a nice, cold soda. Drinking soda will be
the best feel'mg ever. Ever. Ever.

SON YOUR SURGERY
WENT WELL, | DID A
PHENOMENAL JOB -
BUT 4OSH You LOOK
TERRIBLE!
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SURGERY RECOVERY
* O

| have painstakingly learned some precious tips that may help
you recover well from a big surgery. Having said that, all sur-
geries are unique, so | would ask your surgeon for some tips on
recovering from your particular procedure.

#30

Those prescription pain meds like Oxyeodone or Morphine
can definitely help with reducing pain. However, always keep
in mind that they can also make you very constipated,
nauseated, dizzy, and overall sick. [t's a tough balance.
Wonderful nurses will quide you through it, but always be
mindful of +this balance.

Of course, | was not mindful. All | did was ask for pain meds for
four days straight. Well, | ended up having to take this strong
laxative that was just so incredibly painful. Ask your nurse as
soon as you can how to avoid being constipated for days.

| highly recommend a combination of stool softener, Senna (it’s
kind of a plant), and good old cranberry apple juice. These you
take as soon as you can (this is not supposed to be medical
advice but grandma advice - confirm with your medical team).

Seriously don’t underestimate the power of good old cranberry
apple juice.

The person taking care of you will be as exhausted as you. Make
sure you acknowledge them. It’s a simple thing and it makes a
huge impact in those caring for you.

If you feel like you can take Ibuprofen/Tylenol instead of the
hardcore prescription pain meds, it’s worth doing it. But don’t
worry about it in the first day or two.

TAKE THIS CHEMO

WOW YOU ARE LOOKING SO GREAT, SON! WHAT IS
YOUR PAIN LEVEL RIGHT Now?
LET'S SAY FROM ZERO TO TEN?

How ABOUT
A FREAKING
HUNDREDz?I2

Oo

If the pain and discomfort are really high, remember two things:
First, it is temporary. It will pass. Two, keep breathing. Focus on
each breath.

If you are recovering at home, have someone write down each
med you receive, including the hour and day that you take it.
Days and nights quickly become a blur, so keeping track of your
meds will help you know when you can take your next dose
safely. Otherwise you will end up forgetting.

Hydrate as much as possible and use mouthwash if you feel too
sick to get out of bed to brush your teeth. It’s good to get up

for a few minutes, though. It helps your G.I. tract work.

Try to eat what you can. Maybe something light and salty. | will
not name any foods here in case you are nauseated...

Anesthesia can also have these weird side effects like shivering
or overall discomfort. Just know this is temporary. You got this.

25




FAMILY & FRIENPS

#41
Prepare to completely reconfigure your friend list.

Peofle You don’t even know may become close £riehds
and people who you are close friends with may
disappear from your life.

L2 | felt extremely alone at the beginning. | felt as if all my friends

had disappeared. You will understand that those who disappear
still love you, they just don’t know how to react. You will be able
to understand what true friendship really is. Those who stay
with you are your real friends.

Never isolate yourself. Support from family and friends is cru-
cial for a bearable time during chemo. My grandparents were my
main ice cream suppliers - gotta keep the supply chain rolling.

It is a shock for everybody around you to know that you have
such a harsh disease. They may not understand your diagnosis
or your prognosis, so you may hear the craziest stuff imagin-
able. If you hear some nonsense that bothers you, don’t worry
about it. Most people will never understand what you are going
through.

No BRO, | DIDN'T
CATCH CANCER AT
THE BUS STOP

TAKE THIS CHEMO

|5 One or two people will have to devote themselves complete-

ly to help you overcome your illness. They may be suffering as
much as you are. Never take them for granted and never lose an
opportunity to say thank you.

Try not to be alone in the room for too long. Being alone for days
is very tough. However, if you are kind to everybody, nurses may
stay and keep you company. A simple smile can go a long way.
Remember that doctors and nurses may take better care of you
if you treat them very well. It’s one of those obvious things that
us patients tend to forget.

A SIMPLE SMILE CAN
40 A LONG wAY

Streetlight volunteers are wonderful people who are willing to
spend time with you to make you feel better. They are students
who go through rigid assessment and training before they can
step in your room. You should get to know them. If you are at
a different hospital and do not know what Streetlight is, ask
someone if there are any volunteers who can come visit you.

#48
Be friendly to everybody. Show people that you are grateful to
be alive. You will be sw?\rised by the amount of friends You will
end up with at the end of the treatment! o

O 0




THE BEEPING
MACHINE (IV. POLE)

IF This ¥4
BEEPS ONE
MORE TIME...

L5 The beeping machine is the most annoying piece of material a

human being could ever be unfortunate enough to deal with. It
will wake you up in the middle of the night and eventually drive
you crazy. But please, don’t punch it (like | did).

There is a yellow magical button that if you press it, the machine
will silence for a little bit.

You can actually adjust the volume of the beeping. Set it up to
the lowest.

Sometimes it beeps for very silly reasons, like air bubbles in the
line, so pay attention to what is causing it to beep. My dream is
to destroy one of these machines with a baseball bat. Just kid-
ding, | would never do that...

#53

Wonderful nurses won't let it beep during the night.
So when that happens, make sure to acknowledae their
e”or{:s and thank {:hem_’ Sim\>|e acts o-c kindness will
make a big difference in your cave.

If you are receiving only fluids, you can ask the nurse to set you
free for 10 min to take a nice shower. She may unhook you if you
kindly insist. You will still have to tape a giant plastic square over
your line, but you will feel so free and independent.

TAKE THIS CHEMO

o
o

#55

Calling the nursing station whenever it beeps becomes so annoying
that You can distract \/owsel-c b\/ \')okihg with the staff.

“Hello, the machine is beeping for the sixteenth time in one hour,
so let me sing this song for you:
‘000000h, happy day
(oh, happy daaaaay),”
“wait don't hahg up, there is more:”
“oh, happy daaaaaay
(happy daaaaay) ”

She will evcn{:ually hahg up on You but You will have innumerous
opportunities to try to finish the song,




YOUR CENTRAL LINE

There are all kinds of central lines. They all require dressing
changes every week. These dressing changes can be annoying,
but they are absolutely essential to keep you infection-free.

You must keep it extremely clean. Extra alcohol swabs are never
too much. It is a window for infections, so keep it tight and very
clean all the time. (Zoe): | have gotten infections in my line a
couple of times - once it was so bad that | became septic and
they had to remove it and put a new line on the other side of my
chest. Take care of yours!

| always preferred the small dressing with an additional piece
of tape on top. Try different dressings and tapes until you find
the perfect one for you. Eventually, you will get used to your
central line.

For showers, | found that Anchordry™ 7x7 (the giant plastic
square from tip #31) worked very well for me. This one is not
that great but it was the best | could find (my hospital did not
have this size so | ordered it online). Let me know if you find a
better one.

.0
#60 :

Some nurses are veally good at changing dressings. As

soon as You £ind one who is, watch care(-‘u"\/ how she

does it so you can let the other nurses know the way
it feels better for you.

\.

TAKE THIS CHEMO

‘0

&1 lused to be so amused and disturbed by how there was a tube
coming in and out of my chest as | breathed in and out. If you
are reading this and can’t relate, consider yourself lucky! It was
horrible. If you have one like this, make sure to protect it at all
costs until it’s out! It’s temporary!

]

e,

NOTHING LIKE HAVING A CENTRAL
LINE AND AN IV POLE ATTACHED To
YOU ALL THE TIME.

WHAT A TIME!




OUTPATIENT CLINIC

&7 Thereis no specific pattern for when the clinic is full of patients.

It is quite unpredictable. | would say afternoons are emptier be-
cause doctors prefer to have patients scheduled in the morning.
Though you may come many mornings with no one there as well.

Bring stuff to do because you may wait for a looong time
before your doctor steps in. | would always get some music go-
ing. It would help me relax and also pass the time.

Be aware that you can’t actually feel when your Absolute Neu-
trophil Count (ANC) is very low. It can suddenly drop so | would
always wear a mask in the hospital. Masks are annoying, but you
will get used to them. They are simple but they can save your life
by preventing you from getting an infection. Everything you do
to prevent an infection is definitely worth it.

Q

o

| DON'T NEED
No PAIN MEDS.
| AM FINE.

PHARMACY
0

65 If possible, never go to the pharmacy on your own. You want to

avoid exposure to a line of sneezing, coughing people. Always
ask your doctors to have the pharmacy either bring your meds
to you or mail them out. Otherwise, it is crucial that you have
a family member or a friend picking up your medication for you.

One day, with very low blood counts, | went to the pharmacy
with my grandfather to get my medication and it took almost
2 hours. | do not know how | survived that day; | felt as if | was
going to die. Avoid doing things even if there is somebody with
you. Your ideal life is home-hospital, hospital-home.

Certain pharmacies on the hospital premises consistently have
longer wait times than others. Ask around about the different
pharmacies available to you - someone might be able to tell
you which pharmacy is the best to go to. Having said that, you
should be able to get meds sent to you.

| SAID | DON'T NEED O
NO PAIN MEDS mom! o
| AM FINE!




INPATIENT CHEMO #1

68 Ask your doctor/social worker for services that help you

get distracted, like recreational art or art therapy. Some-
times these services (like Child Life and Arts in Medi-
cine) can drop off art supplies - for FREE! Making art can
be such a relief, even if you are not artistically inclined.

Also ask for “music therapy”. There are many musicians who
work by singing and playing for patients. Just please don’t ask
the food lady to sing like | did...

#70
Ask £or a Psychologist. Even if you feel completely

fine, having a nice conversation with them can
signifiwhﬂ\/ hel\? You. Just make sure their visit will
not be ou‘(:—o‘("—?ocke{ bi"ing_’

| AM FINE,
WHO CARES!

O TAKE THIS CHEMO

71 You can have all kinds of videogames and movies provided by

Streetlight and other organizations within hospitals. You can
also bring your own books and Netflix. (Zoe): | made it my mis-
sion to watch every episode of Friends and every Harry Potter
movie; it helped to distract me and also gave me a fun goal to
work towards.

If you can, invite your friends to your room if you are feeling
well, which may be rare. Ultimately, do anything that can keep
you busy. Again: please don’t ask the food lady to sing. | am
traumatized to this day. It was loud and scary.

#73

During the day, alwa\/s open Your blinds and let the
sun come in to lift your spivits. This one is veally
important, especially if you can’t 9o outside.

IS THAT WHAT
YOU CALL
SUN?!

O‘

74 When | arrived at the admissions desk, | learned that the rule

was first come first serve. In other words, patients admitted
before you may get the best room available (if they are staying
roughly as long as you). So get there early enough so that you
can potentially have the nicer room. This may not be the case
for your situation, but it’s worth asking!

35




INPATIENT CHEMO #2

| FELT
BUTTERFLIES
WHEN YOU GAVE
ME A KISS

Before Chemo...

0'

Keep your room very clean and organized. | was never able to
follow this one. (Zoe): | had an extremely nice friend who would
help me tidy up my room when she visited - if you are feeling
too sick to get up, don’t be afraid to ask someone to help you
out with stuff like this.

Remember, inpatient chemo is not a good time to deal with any-
body from hospital admissions or cashier’s office. If they contact
you, as they did with me, kindly ask them to postpone the issue
or to solve it in their office.

Bring your pillows from home. Your hospital bed already sucks,
so you may as well get some comfort out of your precious pillow.

There are signs you can put in your hospital door like: “do not
disturb. Only essential personnel.” Ask nursing about it!

If you are receiving chemo continuously for days, ask a nurse
that you feel comfortable with to take you outside for some
fresh air. It will be the best sensation ever. If your counts are too
low and you can’t go outside, ask if someone can take you for a
walk around the hospital at night when it is not busy.

Q
o wooow!ll
O

TAKE THIS CHEMO

Q¢

£0 Talk to your nurses about your medication and vitals during the

night. Try to negotiate a schedule in which you are able to sleep
better. For example, | convinced them not to wake me up at
midnight only to take my vitals. Also, | would receive my pills
one hour sooner at night and one hour later in the morning so
that | was able to sleep longer and therefore, better. They are
so focused on your protocol that they may not notice simple
things that can greatly improve your hospitalization experi-
ence. Note: some regimens do not have much flexibility but it is
worth a shot to find out about yours.

Buy a book, an adult coloring book. It does help, | promise. Or,
simply go to the end of this book and you will find some pages
to color. It will keep you relaxed and distracted for a little bit.

In my room, there was this extremely strong LED bright light
right on top of my bed. PCA’s would turn it on to take my vitals
in the middle of the night sometimes, which was traumatizing.
| put a big fat tape on top of the light switch, with a sign: “ask
before turning it on”

.After Chemo

WHAT KIND OF
BIRD IS THIS?I?




NUTRITION #1

There will be times when eating healthy is one of your options,
and times when eating junk is the only option. In other words,
you may not be able to eat anything on one day, but everything
on another, and that’s ok.

Eat healthy during the days you are feeling well. Eating well will
be harder and harder as you dive deeper into treatment, but
you must push yourself in order to get the essential nutrients
you need to recover from chemo. The better you eat, the better
you will feel.

If you have to get an NG tube (NasoGastric tube), don’t feel bad.
It is scary, but completely normal for someone going through
cancer treatment. You will get used to the feeling of it just like
you get used to having a central line.

If you are too sick and have trouble keeping anything in your
stomach, you may get your nutrition through an IV with lipids
and TPN (Total Parenteral Nutrition). Try not to get your face
too close to these bags on your IV pole though, because they
smell awful.

Now, for most of your treatment, you will be sick of everything.
One thing | was able to eat throughout the whole process was
ice cream, which is a horrible source of nutrients, but a sacred
food created by the ancient gods.

If you get sick of drinking water (I did), you can try: carbonated/
sparkling water, or low-sugar Gatorade (the light blue one), or
even teas. Anything to keep you hydrated... One day | told my
doctors that | was throwing a house-party from my hospital bed
and asked them to bring Vodka. | am not sure they appreciated
the privilege of the invitation. No one showed up except for the
food lady who brought me some fine ice cream.

89

TAKE THIS CHEMO

THANK YOU,
FoOD LADY

Q

If you have no appetite at all, you can ask your doctor for Ma-
rinol. Don’t get too excited, it’s not really marijuana in pills, but
it does have a synthetic version of THC (tetrahydrocannabinol)
that is used for appetite stimulation. You have got to eat, so if
it gives you annoying side effects, try asking for lower doses or
another appetite stimulant.

Avoid fast food from the food court. | am sure you will even-
tually eat there, but then when you do, you will curse chicken
nuggets forever. Legend says these things never get digested...
No wonder why so many people look like chicken nuggets. | am
sure you have a neighbor who looks like a chicken nugget.

#91
Also avoid eating your favorite foods while You ave getting
chemo or are otherwise sick. [£ you throw up your favorite
food, it probably won't be your favorite food anymore.




NUTRITION #2

| USED TO LOVE
CRICKEN NUGGETS

‘O

At home, drink a ton of water. Remember that while inpatient
you may be continuously receiving fluids, but at home you are
not, so you need to intake as much fluids as possible to stay
hydrated and flush out medication from your body.

Eating foods that are rich in protein is vital to keep your muscle
tone and overall health. Things like grilled chicken, meat, fish
(never raw), eggs, and milk are all phenomenal options. If you
can only eat a snack or cannot eat much, try adding whey-pro-
tein to the snack, which is also a great - and easy - source of
protein.

There are nutritional supplements that are proven to help you
be healthier, like Omega-3. Some vitamins, however, can be
quite dangerous because they may make side effects of chemo
worse or even negate its effect. This is where the hospital di-
etician can really help you. Make sure to ask for a dietician, and
make sure to brush your teeth after you eat!

During the first month of my treatment, the food lady was my
favorite person in the hospital. Surprisingly, | used to love the
hospital food. That’s how bad of a cook | am. But after a while,
| got so sick of it that just the smell would make me nauseated.

0

EXERCISE

YEAH BRO

THEY PUT
ME ON #9e

STEROIDS! Heve is a topic that your doctors will bavely
mention, yet it is extremely important. You
should be the most active you can possibly

be. Remember that physical activity makes

q7

Q98

you healthier, and you want to be as healthy
as You tan in this unheal{')\\/ moment. Do not

give Yourself excuses. Yes, you have cancer .

o/

and you should still exercise.

Ask your doctor to order Physical Therapy (PT) for you. Even if
you had surgery yesterday, this professional will guide you on
how to feel better and how to heal better and faster.

Aerobic activity is good for your cardiovascular system. So if
your doctor allows, do it. You want your heart very strong so
that anesthesia goes smoothly and with no issues. Aerobic ac-
tivity helped me a lot. It has been scientifically proven to help
fight fatigue during cancer therapy!

Weightlifting may also be appropriate for you. In my case, | was
unable to do it until | finished chemotherapy, so | lost all of my
precious gains. Ask your PT about it and tell them that you want
to be jacked and tanned. If PTs /OTs come at a bad time, just
kindly ask them to come back later! Don’t take PT for granted,
though! It can really help you a lot.

Given that most gyms have high levels of microbial fitness, the
best you can do is find ways to exercise at home. | bought some
resistance bands and did some bodyweight workouts. You can
also try other things like yoga, dance, sports, dog walks, or sim-
ply sitting up after laying in the bed for a long time.

Anything that gets you moving is great, as long as you don’t
push yourself too much. It’s good to always have someone
around as you exercise. ®

)
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BOTTOM CARE

(Zoe): You will have to become very comfortable discussing your
bowel movements with doctors and nurses. Eventually, you will
get used to it. | think nurses like talking about it.

Avoid using food-related descriptors to describe the texture
and/or consistency of your poo; ask your doctors and nurses to
do the same... Just saying.

Chemo causes mucositis, which can be a problem at any
point in your Gl tract (including the bottom part). If you feel
pain down there but are not comfortable talking about it, say
you have bottom pain. Doctors and nurses will know what
you mean.

If you start to feel irritation and/or pain down there, try using
baby wipes instead of toilet paper (then pat dry with toilet pa-
per). They are much gentler on your skin.

If you get constipated, there are a number of things you can try,
like eating a high fiber diet, drinking more fluids, and sitting in
warm water. The laxatives should be a last resort because boy
they hurt!

If you do have bottom irritation/pain/bleeding, you will prob-
ably have to use some sort of diaper rash cream. | had 3 or 4
at one point. Use a plastic glove when you apply it. It will feel
weird, but the weirdness is worth it for how much it will help.

o
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SCHOOL & WORK

#107
TRY TO AVOID IT [F YOU CAN.

EDUCATION IS
IMPORTANT BUT
SURVIVING CANCER
IS IMPORTANTER

If that is not an option, meet with your professors to find a
solution together. Consider taking independent study credits,
or working out a plan that allows you to take an Incomplete in
a class and then have more time to complete the required work.

| was able to finish my semester in college while hospitalized,
but it was extremely stressful. | am not sure | recommend it.
And if you are feeling sad for missing out on school, don’t worry
about it. You will learn so much about yourself, your life, and the
world by going through a cancer treatment. Just work on being
healthy again.

(Zoe): | was in my first year of graduate school when | was diag-
nosed with leukemia, and | loved (and continue to love) school.
Because it was so important to me, | made it a priority to stay
on track as much as | possibly could. It will be difficult to focus
on studying, but it will help to set small and realistic goals. Being
realistic is the key. Even if you can only read a couple of pages
before getting too tired, you can still feel good about yourself

for reading those pages. '




MOUTH CARE
* O

117 Chemo and radiation can sharply increase your chances of
getting cavities because of acid reflux, vomit, lack of cleaning,
less saliva flow, and overall weak immune system. Cavities may
seem like an easy-to-fix issue, but they are not covered by most
health insurance plans. Result? This can get very expensive real-
ly quick! I learned this one the hard way.

&
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(Rebecea): Make sure to always have a mouthwash next to
your hospital bed in case you feel too sick to get up to
brush your teeth.

USE AND
ABUSE THE
MOUTHWASH,
SON. LET IT

BURN.

112 Make sure you use a soft-bristled toothbrush and are careful
not to be too rough when brushing your teeth. Chemo can
cause mucositis, which might mean that your gums bleed easily.
Every time that you bleed, you are at risk of infection. But also,
having your gums bleed is just gross.

TAKE THIS CHEMO

If you receive radiation in the head or neck area, it is imperative
that you ask your doctor for fluoride treatment. Radiation can
reduce saliva flow, which helps wash out bacteria. The drier your
mouth is - the less saliva flow - the higher the risk for cavities.

Mouthwashes are a great tool for those times when you are too
sick or too tired to stand up and go brush your teeth. With the
help of somebody, you can easily clean your mouth without get-
ting out of bed. Avoid the ones with alcohol though, because it
dries out your mouth. But brushing your teeth needs to always
be a priority! You may already be looking bald and sick, why
make it worse by letting your teeth fall out?

Mouth sores may become the worst side effect of chemothera-
py. Carafate™ or Magic Mouthwash™ can really help.

And ultimately, for the sake of your dear mom, grandma, doc-
tors, or any living being that may come near you: please take
care of your oral hygiene! What is the point of being nice to
people if whenever you smile you suffocate them with your che-
mo-breath?

WELL HELLO
THERE! HEHE
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HAIR & FACE

Be prepared for when your hair falls out, because all of it may
fall out. Eyebrows, eyelashes, everything. (Zoe’s tips):

When your hair starts falling out, it will get tangled more easily.
If you have long hair, be careful about leaving it in a messy po-
nytail when you sleep because you can end up with giant knots
that are difficult (read: impossible) to comb out.

Try to have fun with it! When my hair was falling out and | got
a huge knot in my hair, | made a hairball bunny with the hair
that fell out when | tried to comb out the knot. | made it a
home in an Easter basket and named her Florence. This might
sound creepy, but who cares? Make this a fun event and not a
depressive one!

BALD BUT
BEAUTIFUL

TAKE THIS CHEMO

o)

O

#1121

£ you miss having eyebrows and don’t know how to draw

them on, ask Your -c\riends/ ‘("ami|\/ i-c {:hey know how — it is

pretty easy once you get the hang of it, and this simple
thing can help you feel more normal.

If you don’t have eyelashes anymore, be careful about putting
on eye makeup. It is best to avoid eyeliner and eye shadow
- without eyelashes, there is nothing to help keep that stuff
from getting into your eyes.

If you do wear makeup, the easiest ways to get it off is to use
baby oil or baby wipes. For baby oil, put it on a cotton swab like
normal makeup remover then do the same with water after-
wards to wipe up the residual oiliness. With baby wipes, just
wipe and remove!

Baby wipes are also good for cleaning your face in general -
this might not seem important when dealing with cancer, but
having a clean face can help you feel more refreshed.

(Rebecca): If you have a bald head, make sure you add sun-
screen on it for when you go out! (Yes | know | never thought |
would need that either!)




IMPORTANT POINTS

126  Evenifyou are done with chemo, your house must be the clean-

est place on earth and you have to be the cleanest person on
earth. Your immune system will not recover right away, and be-
ing clean will help prevent you from unnecessarily getting sick.

Again, the ideal life for you is: home-hospital, hospital-home.
You can’t actually feel when you are vulnerable to infections
(low ANC), so be careful. Being around large crowds of people
during cancer therapy will just increase your chances of getting
an infection that can kill you. Or you may just get a silly infec-
tion that will bring your counts down, which can postpone your
chemotherapy. My point is: You will have the rest of your life to
enjoy concerts, parties, and events. Why increase the chances
of getting sick now?

Regarding subcutaneous injections: wipe your skin with an alco-
hol pad multiple times. This will not only sterilize the injection
site but also numb the skin. Then stick the needle very quickly,
as if throwing a dart, but inject the medication very slowly. Re-
member to use sterile technique all throughout! Your nurses can
help you with that.

Learn everything you can about your illness. Learning about
mine helped me understand more and suffer less.

Learn everything you can about your medication. You don’t have
to know pharmacology, but at least how each med you are tak-
ing helps you in general. Also, don’t do cocaine.

If you need assistance with housing, food, transportation, etc,
speak to your social worker. There are resources available to
cancer patients and their families that can make a world of dif-
ference in your life. Social workers are usually incredibly awe-
some.

O
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If there are things related to your life that you don’t want to say
in front of your family, try to find time and speak to your doctors
in private. Trust them. With my grandma in the room, | felt that |
could not talk about sex, drugs, and nuclear bombs. That would
be so awkward. You can always request to speak one-on-one
with your doctors.

| had one member of the medical team who did not make me
comfortable. You can request for certain people to take care of
you, and you can also ask if it is possible to avoid others. If you
ever have a complaint about a staff member, you can ask about
Patient Advocacy Services, and they will address the matter.

However, most people working in the hospital, from the janitors
to surgeons, are just very friendly and lovely. Respect them to
the utmost and get to know them. There are so many incredible
friendships you can form.

If you have any talent, such as playing instruments, share it with
the doctors and Streetlight volunteers. You are on the stage
now. Just please do not ask the food lady to sing.

Because of your cancer treatment, you will have endless schol-
arships available to you. Go after them! Ask your social worker
aboutiit.

Not only scholarships, but you will be blessed with all sorts of
opportunities in life after overcoming such a harsh disease. You
got this!

Your treatment is temporary and will make you wiser and un-

stoppable. Don’t ever give up. Don’t ever lose track of those
who love you so much. Keep on moving forward!

0




PIP YOU KNOW?

That if you die of cancer, your mom will probably kill you?

Cancer comes from the Greek term Carcinos, which means ‘crab.
Someone thought that some cancer cells under a microscope
looked like a crab... Now we gotta live with that.

For a long time, cancer has been erroneously thought of as an
infectious disease. As time progressed, it became evident that
this was not true. Cancer does not spread from one person to
another.

In 1917, researchers found that nitrogen mustard had an effect
against leukemia. It is a compound very similar to the lethal
mustard gas used in the First World War. Some chemotherapy
drugs derive from mustard gas!

Before 1947, childhood leukemia was a lethal disease with no
treatment. On December 28, 1947, a poison called Aminopterin
was first tested in the 3-year-old Robert Sandlers, extending his
life by more than a year. Aminopterin opened physicians’ eyes to
a possible cure for leukemia. We have come a long way.

In the 20th century, cancer surgery used to have a principle:
cutting more meant curing more. It led to the development of
radical mastectomies for breast cancer patients, which is a bru-
tal procedure that is now considered obsolete.

On September 24,1962, a clinical trial of a new compound called
VAMP was launched against blood cancers. It stands for Vincris-
tine, Amethopterin, Mercaptopurin, and Prednisone. Are any of
these names familiar to you?

In 1964, Karen Lord, a 13-year-old girl, was diagnosed with
Acute Lymphoblastic Leukemia. She was enrolled in the VAMP
trial and was the first patient to ever be cured from leukemia.

0 -
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In 1971, the Cancer Act 79-1 was approved, directing 1.6 billion
dollars to cancer research and treatment.

There are so many different types of cancer, all of which are
characterized by an uncontrolled growth of a particular type of
cell in one’s body.

Carcinogens are things that can cause cancer. Today, we know
that radiation, asbestos, certain viruses, excessive sunlight,
obesity, and smoking are carcinogens.

Googling symptoms and diseases, in all likelihood, will be more

terrifying than helpful. Don’t ever let any piece of statistics
bring you down.

O
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Let me s{';o? here because all of this
wri‘{:ing is making me nauseated...
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ABOUT THE
CANCER KIP

oe

Below please find the evidence that the cancer
kid actually existed, and that he was not a [insert
conspiracy theoryl].

The cancer kid after months

of chemotherapy holding his
most precious asset: the finest
chocolate ice cream from the ice
cream lady from downstairs.

The cancer kid (and one

O The cancer kid right after becoming of his favorite nurses)
a cancer kid. He did not know holding his last bag of

what was coming. Please don’t feel his worst nightmare...
uncomfortable with this graphic A chemo drug named
picture, you have nipples too! Methotrexate!!
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The cancer kid smiles naively before being drugged
to sleep by the people behind him. The cancer kid hugs the Wizard while surrounded
by his incredibly loving medical team.

Years later, the Cancer Kid and the Wizard meet again ()
in the same place with a lot more hair than before.

This is why the cancer kid would always wear
underwear for surgeries. ‘
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ABOUT THE BOOK
o

At some point during treatment, a psychologist came to see me.
She was very kind, though she did not tell me that | would be
charged $200 for that visit.

After 45 minutes of calculated, psychology-like conversation, |
told her that drawing was something | used to do as a child.

“You should draw again” she suggested.

See, | did not want to draw. In all honesty, | wanted some halluci-
nogens. Some powerful psychedelic medication to take me out of
that torturously bleak hospital room. Something to make me feel
like | could run again, or that | was at the beach, with the sun’s
heat warming my face.

“Or, perhaps, something that makes me think | am on top of a
flying unicorn, shooting machine guns.”

“Well, | am not sure | can help you with that, but | really think you
should draw something.”

| remember staring at her. Not in a rude way, but in a puzzled way.
Did she not recognize my misery?

“Let’s do a deal..” She added, quickly interrupting my thoughts,
“If you commit to draw something by next week, when | see you
again, | will then check with the doctors to see if we can give you
some more meds.”

“Deal” | said.

She never returned...

But | did the drawings.

TAKE THIS CHEMO
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The raw drawings created out of sickness, boredom, frus-
tration, and anger after days laying on a hospital bed.
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A Streetlight volunteer named Isabel Walker, who would later be-
come a dear, life-long friend, came in to check on me a few days
later.

“Nice drawings!” she may or may not have said.

“Nah, if only | knew how to draw people’s feet and hands”

“It’s fine! It just needs some context!”

Wait..What if | could incorporate “chemo tips” for future pa-
tients, just like my friend Riqui wrote me some in the beginning
of my treatment?! Before | knew it, | had sketched out the first
few. Isabel then scanned them all and created the first version of
the book.

At that point, | knew this would one day become a prestigious
New York Times Worst Seller, so | put that in a drawer somewhere

and the book’s existence was largely forgotten.
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Years later, my younger sister Flora, who | call Almighty Flow, was
studying graphic design in college.

“Hi glorious brother,” she may or may not have said.

“I have a class project that involves designing a booklet. Can | use
that little booklet of tips you wrote?”

Almighty Flow had revived the book, which ascended from the
drawer into existence again. The project grew, incorporating many
incredible people along the way. The result is what you hold in
your hands today.

| hope this motivates you to make something out of your cancer
experience. We do not choose the cards that we are dealt in life,
but we can choose what to do about them. Don’t let cancer take
away your identity. There is always a way.

O




THE PARAPOX OF
CANCER

“Men and women have waged a battle against cancer for four
thousand years. In a sense, this is a military history - one in which
the adversary is formless, timeless, and pervasive. Here, too, there
are victories and losses, campaigns upon campaigns, heroes and
hubris, survival and resilience - and inevitably, the wounded, the
condemned, the forgotten, the dead. In the end, cancer truly
emerges, as a nineteenth-century surgeon once wrote in a book’s
frontispiece, as “the emperor of all maladies, the king of terrors.”

-Siddhartha Mukherjee

[ NoX 4°)

| read the quote above at the beginning of my cancer therapy. | let
those words sit in my mind for hours as | received my daily transfusion
of chemotherapy. To this day, this quote still stirs a sense of perplexity
and fear in me.

In this seemingly long, unrelenting war against such an elusive, insid-
ious enemy, | wondered where | would fit in. Do patients have a role
or are we merely battlegrounds on which the medical community and
cancer fight each other? Perhaps, | wondered, the fight has a different
context, where patients are hostages of cancer, hoping to be freed by
heroic oncologists. Or rather, could it be that patients are victims of
murders that have yet to happen?

“No sweetheart,” the nurse says, unhooking the empty bag of Meth-

otrexate out of my IV pole, “You are the one fighting this disease, we
are here to help you get through it and win it”

OQ
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| am used to that, | thought. | have fought my entire life against mala-
dies and terrors growing inside of me. The first one may have been my
predilection for ice cream, a battle from which | emerged as the loser.
(in medical terms: an intense desire for ice cream leads to an internal
neoplastic growth named advanced diffuse ice-creoma).

| have also battled internal enemies like ego, anger, judgment, selfish-
ness, and all other maladies pertaining to being human. Not once, in
fact, but many times. Though | would like to declare prevailing victory
over them, it seems like every now and then, between scoops of ice
cream, they sneak up out of nowhere with conviction against me.

The emperor of all maladies, | reasoned, must be the fruition of all such
terrors: a “formless, timeless, pervasive” enemy known by the wisest
as the final boss of the video game.

“You are all set, sweetheart. | will leave this nausea bag here in case
you feel sick. At 11 pm | will be back with more meds. Can | get you
anything right now?

“Thank you for your kind support; can | ask for the cheat sheet?
She stared at me unblinkingly.

“The cheat sheet for me to win against the final boss of the game, the
fruition of all my terrors, the emperor of all maladies,” | explained.

She kept staring, this time questioning the extent of my cognitive ca-
pacity.

“How about some water with ice?”
“That also works, thank you!”

That night would end up being the taste of the battle that awaited me.
And it started with water tasting like metal. The unfolding presence
of the final boss would take a few cycles of chemotherapy to creep
in. But once present, it was overwhelmingly merciless. In the weeks
that followed, my body began to break down from inside out, along
with my dignity. High dose chemotherapy has this insidious way of
erasing your identity, slowly detaching your humanity from you. Slow-

ly removing life out of you.
61 « 0
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“The medicines you are receiving are meant to kill rapidly dividing
cells,” the Wizard once told me, “which means that they attack cancer
cells, but can also attack normal cells that divide quickly, like cells from
your skin, G.|. tract, nails, hair follicles, etc.”

“Well, no wonder | look like Smeagol from Lord of the Rings” | thought.
But then, in a moment of epiphany, the rules of the video game finally
began to make sense to me: It was a matter of who would die first. It
was me and my tumor competing to survive chemotherapy, surgeries,
and hospitalization. Only one could be alive at the end. There was no
co-existence and there was no silver bullet.

From then on, | learned that my only job was to survive longer than my
tumor and that for as long as | did, | would still be in the game. Thus,
no matter how unrelenting and torturous life felt, or how painful my
reality was, | was still surviving. In the most difficult moments, | would
bring my attention to each breath going through my nose. “I am still
breathing. | am still in the game.” Each breath was a step forward, an
accomplishment, a reminder that | was still there.

Not to say that this would dissipate the pain, but through the pain, |
would breathe and repeat:

“l am still in the game.”

or

The paradox of cancer is a powerful realization that happens to many
patients after the end of their cancer therapy. And it is quite a beau-
tiful one:

Although the experience of cancer treatment is a painful reality that
feels nothing but endless, it is actually temporary. And when it does
come to its end, you carry on the appreciation for the moments when
you don’t feel like crap. After all, they would happen so rarely during
treatment that you quickly learn to cherish them. And with that re-
alization comes a powerful sense of gratitude for the preciousness of
time and the urgency of now. Often, through scoops of ice cream, |
catch myself inhaling a deep breath with such intentionality, focusing

TAKE THIS CHEMO

on the gift of still being in the game.

Often, through the craziness of day-to-day life, | feel the sunset’s
warmth reach my face, along with a soft tropical breeze. Now, this
experience may go about largely ignored by most people. To me, it
triggers a profound sense of gratitude. Whenever that happens, | am
brought back to a particular day in the middle of my treatment: It
had been weeks inside a cold, bleak, and artificially lit hospital room.
| begged my nurse to bring me outside for just a few minutes and she
so kindly agreed. As | left the doors of the empty hospital, pulling my
IV pole with her help, | was hit by this breeze and warmth coming from
the sunset. | distinctively remember how foreign and miraculous that
felt. | closed my eyes and took a deep breath, feeling my lungs fill up
with life. | was, by all accounts, as irreverent about living as | could
possibly be. But at that moment, somehow, | was reminded of the gift
of life. It was a simple moment of so much power.

Such deep, meaningful appreciation for trivial moments like this hap-
pens to individuals who have been to the edge of the abyss, and who
have contemplated the darkness below. It happens to those who may
have all the reasons for irreverence and nihilism, but who, somehow,
find in those reasons profound meaning and appreciation for life. That
is the paradox of cancer.

| NoX 4¢)

As for the remainder of my life, | will continue the fight, but rather than
in the hospital, in the research laboratory as a scientist. Though | can-
not offer you the silver bullet, | humbly offer this book as your cheat
sheet to overcoming the final boss.

Keep breathing, you are still in the game.

- Francisco
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WHAT ARE

¢ YOUR TIPS?
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What tips did we fovge{: to mention?
Would you share them with us?

Sean this QR Code by pointing your
?hone's cameva at |‘U
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WHAT ARE YOUR
MEMES?

Show the inner memes that you have stored in
your brilliant chemo-brain mind.

WHEN YOU...

WHEN YOU... arrive in the hospital for another cycle of chemo...

HELLO DARKNESS
MY OLD FRIEND.
I'VE COME TO TALK
WITH YOU AGAIN.
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ME AFTER A FEW MONTHS OF CHEMO...

WHEN YOUR HAIR FALLS OUT BECAUSE OF CHEMO...

DOCTORS BE LIKE..




COLORING BOOK
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THIS | MUST NEVER
FORGET AS | GO THROUGH
CANCER TREATMENT
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