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My S+ory

My name is Groce, ond | created this
booklet to share my story and the stories
of others with the hope of encouraging
new patients and parents dlike. Four other
students and my«;el‘(: are sharing our stories
with you. We all hope that our stories can
help you get thirough both the easy da\/;
and the rough days.

| was c{iagnosed with chronic kidne\/ Failure
when | was two-and-a-half years old. At the
time, the closest chidren's hospital was an
hour away From where | lived, so we dd a
lot of driving | was away From home a lot,
and when | was old enough to 90 to school,
my parents decided to homeschool me
because | would miss too much school with
al of my doctors’ appointments. It wash't
the original plan, but



| ended up being homeschooled all the way
+Inr‘ou3h high school. | think. that was one of
the best choices my parents made For me.
When | was around G years old, my ilness
came to a point where the children's hospital
we had been going to at Albany Medical
Center was no Ionﬂer able to treat me. We
were referred to Boston Chidren's Hospital,
and have been goir\g there ever since. The
renal (Kidney) transplant team has become
like Famiy and they know me well They like
to tell me that 'm a little bit Famous in the
renal department. 'm 21 now, and | still see
most of the same doctors at Boston
Children's that | did when | was little. In the 19
years since my diaahosis, | have adlso dealt
with Grave's disease, which is a +h\/roic{
disorder, seizures, been on hemodialysis,



then peritoneal dialygi;, aond back to
hemodialysis. | have hod apheresis
treatments, two kidney transplants, and
many other surgeries and procedures.
MRIs, ultrasounds, Vs, catheters, a Peedina
fube; | have done most of it. | spent a LOT
of time in the hospital in the past 21 years.
Ive been both inpatient and outpatient more
times than | can count. My doctors and
nurses came to know me so wel, that one
of my hemodidlysis nurses could look at me
ond tell it | was goir\ﬂ to have a seizure.
There are several doctors and nurses that
| wil always remember becouse of how
much they truly cared about me and | oam
so ﬂra‘reFuI For them They have dlways
done their best to make sure that | had
everything | needed, including one of my
Favorite things: art supplies. | was
constantly dr‘awin@ painting,



or some other kind of craft. They even let
me paint the windows of my room when |
woas inpatient. | think it | hadt had those art
projects to do, | would have spent most of
my time in bed gleepina or wa+ching tv,
which isnt a bad thing, in moderation, but
not the best day in and da\/ out. | did not
participate in "ofFicial art therapy, but For
me, art was my +Inera|9y. it stil is. That is
why | am minoring in it here at college, and
why I want to be an art therapist. | want to
show Peop|e how art can help them the
way that it helps me. t+ has alway; ﬂiven me
f;ome+hinﬂ to Focus on other than my ilness,
or even dibFicult times unrelated to my
health. It is such a valuable tool that | believe
people dismiss becouse they think art
requires talent, when that is hot the



case. IF any’rhin@ artistic talent can develop
the more time you spend making art. it is a
learned talent. | think. the most time | ever
spent doina art was in 2019, when | had my
second kidney transplont. That Kidney is the
one | have now, and it came From a
deceased donor, because the type of
Kidney disease | have was too aggressive to
risk. someone’s healthy k'ldney, Today, I am
the healthiest | have been since before my
diagnosis. Al of my medical conditions are
under control. 'm no longer on dialy;i;. |
have medications | have to take every day
at a «;peciﬁc time, | have to ﬁe+ labs once a
month, and | have a check«up with my renal
team every three months. There are stil
bumps in the road every now and then and
| know there always wil be, but | am so
much better than | was and For that



| am Forever thankful.

Art is stil something | am passionate about. |
love creating things, whether that be For
myseIP, for other people, or just to create.
Art is expressive, at times without us even
trying | want to use this passion Lfor art to
help other people who are in the same Place
in life that | once was. That is where the
inspiration For this booklet came from. |
truly hope that it is helpful and inspiring For
everyone who reods it. <3.

_Grace Utter, current Gordon student
& BCH patient



What is ar+ +hera|9y?

Art +herapy is a therapeutic techhique that
incorporates creative methods of
expression through visual art and media. 1t
orignated in the Fields of art and
psychotherapy and may vory depending on
the program or therapist. Art therapy can
help improve coani*ﬁve and sensory motor
Function, self-esteem, self-awareness, and
emotional resiience. It may diso help resclve
conflicts and reduce stress. There are
moany different approaches to art therapy,
but +he\/ all have the some gener‘al purpose:
supporting mental health in hard times,
includina physical ilness.



Patient 5+ory I

| was in the hospital —Prequeh-ﬂy For chronic
Gl issues and a rare tumor. The hardest
parts For me were being away From my
Family and Friends and coping with surgeries.
Something clinicians did for me that helped
make things easier woas that | hod one nurse
who would braid my hair or stay with me at
night when my parents couldn't be there.
They would also Find me Playdoh to keep me
entertained and the best movies.
| participated in art therapy whie | was in
the hospital. it was helpful for me and helped
keep my mind ofF of the diFFicult things |
was ﬂoina +hrou3h

-Jenna-Marie



Patient S+ory 2

| was in the ho;PH-al For a hemorrhaaic
stroke. The hardest parts for me were not
under«;+anding what was happening to me,
and loneliness. The nurses were very
encouraging and helped me be more
comfortable by playing music in my room
Getting visits From my Friends ond Pamily
woas something that was really helpful while |
was in the hospi+a|. | was hot able to
Par+icipa+e in art +herapy because my in_\ury
made it difficult to do anything requiring
Line motor skills, but if | could have done it |
think. that art therapy would have been
beneficial.

-Groce P



Patient S+or\/ 3

[ was in the hospital Pr‘equenﬂy For Type
| Didbetes Meliitus. The hardest Par‘+ For
me was the mental and emotional tol. This
particular chronic ilness is so F'micky!!! IS
my blood sugar is too high, | am irritable
and often unexplainab!y angry at ever\/-H{ma
until it settles back. into range. tF my blood
sugar is too low, | Feel like my whole bod\/
is vibroﬂng like an electric toothbrush. In
those moments, | am so anxious,
uncomfortable, and vulnerable. | feel as
though | could Fall apart and dissolve. Those
are the moments when my geparaﬁon
anxiety is thrrough the roof. Having TID dlso
ofFects my sleep. Some nights Im just a
G+raiah+ up insomniac!



| was diaaﬂo;ed on November 27, 2017. My
care teaom at Boston Chidren's Ho«;PH'al
dlowed my parents to hold my hands For a
lot of the scarier blood draws, IV
insertions, insulin injections, and Pinaer
pr‘ickg, M\/ mom 9|ep+ overniah’r in my room
with me. The nurses gave me these really
cool socks that | still havel They did little
things, probably in;iﬁr\i?icarﬁ things that
mode me weep. | Felt ke someone out
there redlly cared For me (and this was
aside From the comfort | was «Pindinﬂ in
my relationship with Christ). For instance,
something | loved was that they hod
customizable menu requests. A favorite of
mine was these amazing Fresh Fruit cups
that you could order with your breakfast.
One day, | was craving just a bowl of
strawberries, so | wrote a hote to the
cooks in the kitchen ON



MY MENU asking i | could please have just
a Few extra strawberries. The cooks in
the kitchen prepared not one, BUT TWO
bowls of cut up strawberries just For me.
[ didn't think. they would even notice, but it
mode me weep! I'm even +earinﬂ up righ-}
now rememlaerinﬂ it. Those cooks are my
Favorite story ever. | would do anything to
thark. them personally and tell them I love
them.
| didn't participate in art therapy whie |
was in the hospital, becouse | was too
le+haraic at the time. There is a Po«;;ibili*h/
it could have been helpful For me. | was
cloodlinﬁ in the margins of my Bible, as | stil
do to this day, but 'm not sure i Full blown
art therapy would have been helpful. | tend
to be a verbal processor and | don't really
like structure that much, unless | get to
dictate what said structure will look like.
-Groce C.



Patient S+ory 4

| wos c(iaﬂno«;ed with neuroblastoma, a rare
childhood cancer. The treatments | had as a
child caused some deformities and issues
For me later. During high school | ended up
having to go back to the hospital For some
major procedures to address those issues. |
was in and out of the hosPi+a| all -Hnr‘ouah
college. The hardest part about my hospital
experience was not undersmndinﬁ what
was happening or what would happen next.
My time in the hospital was From & months
old all the way up +hr'ou3h some of my
toddler years. | underwent a lot of painful
surgerieg and very uncomfortable
treatments.



My body would Feel really awful, and most
of the time | didn't know why. Because |
was so young, | had no au+onomy over
things being done to my laody, making me
Frequently Feel tense and Fearful of what
migh*f come hext. M\/ communication was
also very limited so | could not
communicate the way that | was Feeling
about these unpleasant and painkul
procedures. The only expression of Feor,
anger, or depression that | had at my
disposal was crying | readlized quickly that
this didn't get me out of treatment and
mode everyone else in the room Feel sad,
so | became very 3ood at hot ghedding
tears.



Obviously, as an infant, and as a toddler, it
was hear impo;eilale to grasp what cancer
is or chemoﬂnerapy or surgery, etc.
However, we dont give young kids enough
credit For what they can understand and
remember. | knew | was sick. | knew that
when my parents’ Foces looked distressed
that it had to do with me. | knew which
hallways and rooms meant | was going to
have a CAT scan, a blood draw, or
surgery (even though | didnt know what
the purposes of those things were). |
knew which people were doctors, which
were nurses, and which were interns. |
think it is important to have as much
conversation as is appropriate with



kids who are suﬁlerina From ilness and to
ﬁive them space to lose it at times. Tears
are port of kids processing what is
haPpenina to them and how +hey Feel about
it. In my exper‘iehce, slippinﬂ into survival
mode made processing my trouma much
harder later on. | cannot stress this
enoughlll Cliricians that took. the time to
pop their heads into my room to say hi on
their rounds, or who visited me to play for
a little bit without having an aﬂenda or
per@or‘ming any procedures made all the
difference in the worldll There was one
intern who Prequen’rly came to say hi to
me and make me lough whie on his rounds.
Over the course of my time in the hosPHaI,
he probably put in some of my Vs, or
he!Ped a doctor out with a procedure



| didnt like. However, all | remember of him
was that he was kind. Whenever he was in
the room, | knew that things would be ok
because he was there. | had another
doctor who did dll of my blood draws. |
HATED blood draws! | was always very
nervous to get my blood drawn, but the
doctor that did my blood draws and lab
work was my absolute Favorite. sShe was a
HuGE support For my parents during my
treatment. They alway; loved ;eeihg her,
which made me Feel better. she always
told me what she was going to do before
she did it, and she always told me when it
was 6oina to be over. Sometimes we would
count down the time the blood draw would
toke.



She would always let me play in her
ofFice before any blood got drawn and
she visited me often outside of that room
or her office. she even came to a Few
of my birthday porties at my house! | didn't
always know what was going on, but | did
know the difFference between being just
another patient versus being loved and
cared For cleeply by those that were
handhna my physical care. | trusted those
doctors even in moments of Fear and pain
because | knew that | was getting a hug
ofter and a visit later that would have
no+hir1f] to do with cancer. Even +hough |
didn't have words to say how | Felt, | Felt
seehn la\/ them.

Laughter and fun really helped me get
+hrouﬁh my time in the ho;PHal.



Nothing about being in the hospital is Fun
When you are there for extended periods
of fime, it is ot hard fo slip into
depression. | had been blessed with an
awesome Family and church friends who
came to visit. A Few core Peopie alway;
khew how to put a smile on my Foce. Joy
and loughter is the best medicine of all.

| did not participate in art therapy. | think. it
would have been beneficial it | had,
especidlly since | did not have the abiity to
speak. well. it would have provided a
different averue For me to express
emotion. | was PreHy young so | om not
sure what methods there are for including
young toddiers in art therapy. All | can say



is, | wish | had had some kind of
psycho/emoﬂonal +herapy as soon as
possible during or after my treatment. | did
not receive any kind of psycho/emotional
+her'aPy until my junior year of col!ege! My
parents definitely would have put me in
counselin@ it +hey had khown how much my
cancer experience hod affected me.
However, as | said earlier, | learned quickly
that my pain and gu‘(:‘(:erihg caused others
to Feel sad or to suffer, so | learned how
to mask my emotions and suppress them
very well.

-Current Gordon student



A Nurse's Perspecﬁve

| have been a Pedia+r‘ic nurse For six years.
| have seen art therapy be beneficial many
times For my patients in many difFerent
ways. This includes Painﬁn@ clay work,
cra?-Hng, coloring and more. | think it's
benekiciol For everyone iF a person was to
explore it. | think i¥'s a wonderFul way ‘o
provide distraction in a stresskul
environment and provide the patient with a
positive distraction Art con help us get lost
in another world amost, aive us some-Hninﬁ
to Focus on other than our redlity. This
can be very beneficial for chidren going
thrrough a hospital admission,



certain procedures, treatments and
+herapie;. t's dlso a way For anyone to
express themselves and their thoughts in
their own way unin+errup+ecl Iay anyone
else. You can be your frue selt through
art, or unload stress onto paper, or even
express your happiness, hopes ond dreams!
I£ 1| could tell new patients one thing, it
would be this: You are stronger and braver
than you know and you have a crew of
People guppo\fﬁha you *Hnrouﬁh it al. From
your ?amﬂy to your hedlth care team, even
iF you are wilhnﬂ to accep+ it or not. |
woant them to know that they are safe and
can be open about how they are ?eehﬂ@ it
cah help us best take care of them as a
whole includin@ body, mind & soul.



I would tell parents this: let your child
express themselves. I¥'s okay to be scared,
it's ok to be sad but try to Find comfFort
in their chids bravery and resiience. t's
adlso okay to not be okay, it's never easy
seeing your child be sick. Ask For support,
ask For a shoulder to lean on seek out
ways to unwind. Most impor+an+ly, toke
care of yourself so you can be your best
For your chidren, take breaks and do
something For \/our'r;el‘(:. In pediatrics your
childs teom is here For you too.

-Shantel, current pediatric nurse



Tips From Patients

I Don't suppress.. Easier said than done.
I've had treatments that have Followed
me into my adult life and I stil struggle
not to suppress my emotions about
them. survivors' quilt is real and it's
heavy. You Feel sorry For ?eehﬂa sorry
because you khow others have it worse.
Or, you Peelina sorry mokes others Feel
sorry For you so you hold it all in. As
someohe who has had it a lot better and
a lot worse than so many others, Plea;e
don't. Grieve your losses. Have a ﬂood
sob Fest over them Cr\/ angry, uﬂly
tears, and tell someone that you trust
that you're not ok. It's okay to not be
ok. Something that has helped me in this
area is to ask mysel? ‘£ someone



else had been through all the exact same
troumas | have, would | see them the way
that | see myself? Would | hold them to the
same uhreadlistic standards? Would | moke
them do the same emotional lockdown that
| make mygeH: do? Would | tell them to
suck it up because others have it worse?"
2. Don't stay there, stay engaged,.. When
you've been in the hospital For a Iong time,
or even in and out of it a lot, your liFe
starts to Feel like it revolves around it. |
had to quit a job that | loved because | just
wash't available enough between hospital
visits and recovery times to <;+ay on the
schedule. Whie all my Friends went off to
college, | had to take a gop year because |
didnt want to have to miss school when |
had to be in the hospital



You spend, days, weeks, and months inside
the same Four walls, and sometimes it Feels
like life outside is Just passing you loy. it can
make you Feel disconnected and
depressed. IF youre dready grieving your
losses (and not suppressing *couah*), then
it can get you in a rut redly Fost. Find
something that gets you out of that rut
and that gives you joy. Do something that
interests you or that you've never done
before. Pick up Duclingo and try to learn a
language while you're in a bed or a waiting
room. Ask someohe to Iorinﬂ you a
sketchbook. and ?iﬂure out how to draw.
Dr‘awihg was dmost as help«(:ul as _]ournalinﬁ
for me. Learn that instrument you've been
putting off learning. You have the time now.



i you are completely undble to do any of
those -Hnings, ask a Friend to visit you or
call you to tell you all the tea that's going
on in the spheres of the world you can't
reach at the moment. Staying invested and
engaged piﬂh‘r; the Poa of depression and
the Feeling of being trapped.

3. Learn to advocate For yourselt
Sometimes it Feels Pr‘ug-hfaﬁna to have to
advocate For yourselk, especially when it
Feels like your needs are obvious or should
be thought of by others. This can have
some elements of truth, but it stil means
that you're not getting what you need it
you dor't express what you're needinﬁ.
People often rush to your oid when you
receive a diagnosis or experience your
first couple of days in



the hospital. Yet after a Few weeks, they
can -ﬁorae-f that your ilness or time at the
hospital is still just as difficut as it was in
the First Few days, maybe even more
difficut now. IF company is what you need,
then it is ok to ask a close friend it they
can come and visit you. IF Fresh air and
sunshine are what you need, then ask. if
there is a way For you to epend some time
9'|++'|na outside. IF counselina is what you
need, ask. For that too. | hever did and |
wish that | had.

4. Find others who understand you and
your situation. | wish | had had a suppor+
group of people who had diso subfered
From childhood cancer. | still wish to this
day that | had a Friend to rant to



+hat would r'eepor\d with "Uf)hl. SAME!"
instead of an empathetic 'm so «;orr‘y."
Both are SO important and needed at
different times, but relatobility is the key
to not Ileelinﬁ lonely in your ;uﬁlering.

5. Have groce for yourselk and your body.
Your Iaody is working hard and has been
through a lot. Your mind and heart have
too, ma\/be even more so than your body.
Thark your body For everything it's
bringing you through and take 3ood care
of it while it's healing. Dort beat \/our;elll
up For the ups and downs of the grieving
process or +r\/ to silence your +hough+v;
and emotions. Healina is not instantaneous,
or eveh a linear +rajec+or\/. | wish it were,
but it wil be a whole lot smoother iF you
have Pa+ience with yourseH: and treat
your;el£ with



kindness and respect.
©. Never compare yourselt to others.

7. Have patience.

8. Kely as much as you can oh people
around you.

9. |den+i£y a recovery gool.

10. Focus on achievinﬁ that 300! and alwayg
toke things one step at a time.

I Ask. For ice chips (+ elbow braces if you
have IV catheters in for longer periods of
time).

2. Bring a comﬁy pair of pajamas o wear
once +hey tell you that you cah change out
of your hospital gown - you’ll want the
comfortl

13. Bring baby wipes. These are super
versatile ond great For wiping your Foce,
hands, armpits, and whatever parts you
might want to Feel clean when



you dont have the 9+rena+h to shower!

14. Dot be afraid to ask For prayer. We
had Families all around the world on their
knees, praying For my recovery Lrom the
difFiculties of hospital life. It was so
com«cor-Hng to know | was being bathed in
prayer.

I5. Tel your ~;+ory'. Even if it's hard to tak
about, or you think there's no way your
story could help someone else, talk about it.
I was so surprised at how many people
were encouraged in their Foith because of
my testimony. It truly is a loles«;inﬁ

I6. Walk. or wheel around. Sometimes
hogpi+al9 have some really cool spaces and
it's a better view than your own room



7. i there is a garden or a courtyard, try
to get out and enjoy the plants and
sunshine.

18. See i the nurses have any Fun things
they like to play or any recommendations
(+hey know the best places and best Food).
9. IF you feel up o it try to participate in
the activities they have scheduled for
patients. You might just moke a new Lriend
that you can compare experiences with.
20. You can dlways ask the kitchen For
some of your Favorite foods. When it was
time for me to +ry to eat aﬂain, the
kitchen mode me my Favorite breakfast
of bacon and 3lu+en—?ree and dairy—?ree
pancakes. They dlso can give you extra
Jello.



Advice For Parents From
Patients

LMake sure to toke time For yourself too.
Maoke sure you eat, sleep, and shower. Ask.
the nurses for a parent +r'ay or go out
For thirty minutes to change and eat. Your
chid is in great hands. My Favorite memory
was ac+ually when my parents weren't
there.

2. He\/ parents, | get it. This is your
precious baby that is in the hospital. | know
it's scary, we're scared tod But please
don't be helicopter parents, okay? Our
medical care team is on top of it We wil
tell you if we need help advocating For



curselves or i we need you to do
anything in particular. The best aiH you
can give us is a little bit of silence. We wil
be okay.

3. Just be there. My parents did not get
everything right and they deFihHely made
some mistakes that caused my recovery
to be more difficult, but they were olways
there. | never once went into any of my
procedures adlone. They basically lived at
the hospital with me. In every good and
horrible memory | have of those years, |
om hever dlone. Either one or both of
them is hugging me tightly to their chest. IS
that wasn't possible, then they were holcling
my hands. IF that wasn't possible, they
were



9+anding in the corner speakinﬂ to me
909-Hy, “Every-fhina will be ok. | am here. |
love you. It's ok sweetiel' The power of
those moments far ou+weiﬂln ah\/-Hnihﬁ +hey
said or did that made obstacles for me
later on. It was the most impor'+an+ +H|na
they could have done and did For me. In my
more recent visits to the hosPH-al, | see
kids in their rooms alone dll the time. 1
breaks my heart. | want to go in there
mygelF to Play with them, hug them, ask
them how theyre Peelin@r sit there while
they rest, or hold their hands when they're
scared. | get that parents have to work,
and some parents have their own medical
troumas that make it difficult For them to
be there 24/7.



Personally, | struggle to understand not
being there For your Kid, but | do redlize
that people have reasons for not being
there 24/7. IF you can't be there, PLEASE
arronge Lor someone that the kid loves
and trusts to be there. IF there was ever
a time that my Paren+<; couldn't be at the
hospital with me, they would arrange For
my 3randma or my aunt to come. | was
never alone and that made the healing
process 100 times easier than it would have
been otherwise.

4. You may have noticed that Tip #2 and
Tip #3 contradict each other- Ultimately,
you khow your child best. They may be the
type of kid who likes dlene time and would
be very haPP\/ to have a little time to



themselves, even if that's Just to toke a
nap. IS your chid is one that wants you
there as much as possible, do your best to
be there. IF you cannot be there, have
another Pamily member or Friend your
child loves and trusts be there with them
while you aren't able to.

5. Always encourage and support your
kids as much as possible, even when it's
hard.




Resources

£ art +herapy is some+hing that you would
like to learh more about, here are some
resources you might Find helpful. You can
also reach out to a social worker or chid
life gpeciah«;’r wherever you receive your
medical care.

American Art Therapy Association:
ar++herapy,org

e Art therapist locator

e Research

¢  Publications

e Coareer center & morel

You can dso Find this booklet online at
www.gordon.edu/counseﬁngwellne;;
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