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The voices of millions of peop le, many children, ﬁving with
rare diseases are oﬁen unheard. Peop le ['Lving with rare
diseases are silenced through stigma and discrimination.
Poetry gives its writers power through se[f-express ion. In this
magniﬁcent project, Dr Ramamoorthi teaches peop le who
would otherwise be silenced to express themselves thvough
poetry. By teach'mg poetry as a method of se[f-express ion, the
teacher gives voices to the silent. Not on[y are the poems eye-
opening and heartrending, but this book includes a teaching
guide so that the method is scalable. 1 wish fov aworld where
peop[e are valued for who they are and not for what they
appear; this beauﬁfu[ collection of poetry takes us one step

C [OSQY.

James A. Levine, MD, PhD, onfessor

President, Fondation lpsen



This collection of poetry was written by peop le impacted

by rare diseases and is a testament to their resilience. The
collection also serves as a work of support and inspiration
for the rave disease community. Poetry captures the deepest
feeﬁngs: despa'uf and hope, uncertainty and understanding,
as well as loss and love. The hea[ing words of poetry can have
a positive impact on both the reader and the poet. These
poems serve as a vision for a future with better diagnosﬁcs,
better treatments and even cures. On beha[fof the organizers
of the UCSF Rare Disease Symposium, 1 want to thank all of
the contributors to this thougntﬁd and neart-ﬁ:[t collection.
Additional thanks to the Foundation lpsen for their generous
support.

Charles Hart, PhD,
Executive Director, Cata[yst Program, UCSF
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Introduction



It was my p[easure and honor to work with these remarkable
individuals who have demonstrated their amazing strength,
resilience and grace in deaﬁng with their rare diseases

and how they are navigating [ife. When 1 embarked on

this project, 'miﬁaﬂy to get poems from peop le at Benioﬂ
Childven’s Hospita[ in Oakland so theirvoices could be heard
dur'mg the lunch hour of the Rare Disease Symposium, 1 had
this naive notion ofjust conduct'mg a poetry workshop and
pu“'mg the poems out and the patients voices heard. 1 focused
on deve[op ing a good lesson p[an. However aﬁer that initial
workshop and in su’osequent workshops agcter Dr. Levine
suggested 1 deve[op an entire collection 1 went on a journey
with amazing individuals 1 had the p[easwe to get to interact
with. 1 realized ’chey had serious medical issues, were in pain a
lot of the time and had to make the workshops available when
it was convenient for them and so 1 conducted these on zoom
oﬁen one on one or sometime with two of them togethev.

Also it was important fov me to be vulnerable and share my
own [ife cha[lenges e.g my divorce and read some of my own
poems exposing my wounds fov them to fee[ a safe space to be

vulnerable to share their precious work.

n






1 was even invited to and attended a creative writing event
with them thvough the Stanford Patient Advisory Committee
where 1 too was vulnerable writing and creating my own
poem and sharing to build trust. 1 write this so when this
workshop is Vep[icated on zoom or in person | encourage
other workshop faciﬁtators to be vulnerable and open about
your own cha“enges and also to tailor the workshops more

individualized or suiting the peop le’s avai[abiﬁty and needs.

And 1want to thank them for showing me how strong and
courageous and vulnerable they are, it has been my privilege
to work with them and 1 hope these poems reach and pierce
your heart as they have mine. 1 also wanted the voices to be
powe}fu[ in their beauty and vu[nerabiﬁty and so these are

not edited and 1 believe have more power just as they stand.

Roopa Ramamoorthi
Poetry Workshop Leader
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Rare Disease Poetry Workshops

Lesson Plan



The lesson plan can be used to conduct workshops for people
with rare diseases and beyond for those suﬁring other

ailments or [ife cha“enges too.

Poetic Devices

Metaphors: e.g. Their cheeks were roses

Similes: e.g. Their cheeks were like roses

Internal rhymes: when you have rhymes within a line,

e.g. the ved robin was fed, where red and fed are rhyming
words within a line.

Alliteration: when words on a line start with the same

letter, e.g. the red robin reached around, here the r sound is
repeated

Anaphora: when the same phrase is used at the beginning of
each line

When you write a poem you want to create vivid imagery, use
all your senses as you write, the visual, the sense of touch,

taste, smell and hearing.

Use some of these poetic devices when you write.
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First read these two poems fov inspiration:

https:z [www. henshaws.org.uk[ news[p_oem—rare-disease-
day/

https:z [medium.com/illumination/
perseverance-972377008857

Now write fov 10 to 15 minutes, and use it to write your own
poem what you want others to understand about your
stmggle with a rare disease.

Do not overthink it and just write.

lfthe wovkshop is on zoom it he[ps for peop[e to be oﬁ camera

on zoom while writing.

For the next exercise,

First read this poem:

hitps://patientworthy.com/2022/02/28/places-youll-go-rare-
disease-edition-2/
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Now make a list of ﬁve th'mgs about your rare disease, ﬁve
things that soothe, calm or inspire you. Use as many of these
ten words to write a poem. Do not overthink, write the poem

in 10 to 15 minutes.

After you have written your poem, in case of both poems, read
them aloud to those around you and let the listeners say what
they liked or what resonated with them around the poem.

Look fovwavd to your using the lesson p[an to create your own

WOVL{S’([OPS and your own poems.
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Poems collection



Poem
by Michael D

Deficiency of red and white blood cells alike
caused me to panic
But music helped me calm my infinite manic
Although near impossible 1 could still do the minimum
But exercising was hard regard[ess of the curriculum
Videogames kept me sane when 1 was losing hope
1 think that watching TV also helped me cope
I've always dreamed of hooping
Maybe one day 1 still can

Until that day comes, aplastic anemia made me a better man.
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Ap lastic Anemia
by Michael D

Blood is so accessible and yet 1 lack its cells

If only people knew the struggles

That the disease entails

I've been laughed at, called names

And even called a liar

But nothing is worse than when you lose your ﬁre
That beautiful fan that blows gently on your flame
Wias taken away ﬁom me

But do not dismay

1 plan to come back brighter
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Who Am 12
by Sparsh Shah

1 get around in a powerchair,

My bones break, here, there, everywhere;
I'm shorter than most of my pa[s,

My body’s not shaped in the “normal” style.
I ' may not have good eyes to see,

But 1 can bend my thumbs with ease;

1 cannot walk, but 1 can fly —

Now you tell me: who am 12

My head’s in Heaven, wheels in Earth,
'm Curious George in human birth;

1 love to stroll on Nature’s roads,

And sing and write, and play with notes.
1 hold my friends and family dear,

And always chase my vision clear:

1 cannot walk, but 1 can fly —

Now you tell me: who am 1?
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No matter what aspect you see,

My looks or personaﬁty;

They are two sides of the same coin,
Inmy idenﬁty, theyjoin.

No matter how you deﬁne me,

1 know who 1 am exacﬂy;

1 cannot walk, but 1 can ﬂy —_

Now you tell me, who am1?
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Doors and Windows
by Sparsh Shah

Whenever 1'd talk about my condition to people,
1 used to tell them some’ch'mg like this:

“When, in [Uje, one door starts c[osing,

One more door will start to open;

But on closed doors, when we focus,

We can't see the ones that open!”

Then, 1d tell them how this provevb ap]oﬁes to me:

“See, God may have closed the door,

On my ability to walk;

But He gave a mind to speak,

And then a voice to sing and talk!”

And by the end of the conversation, they would say things [
like:

“Oh, what wretched men we are!

We don’t have so many woes;

But look! Liﬁ: beat him black and blue,
Yet still, he strolls, onward he goes!”
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But then, 1 learned about neurop [asticity.
Here’s how T've come to understand it:
“Our brains are wonders to behold,

So adaptab[e are they;

That when some senses can't be used,
The parts of our brains that convey ...
Messages to these dead senses,

These parts take on other roles —

Now you know why Stevie Wonder,
Could find a mouse at a few years old!”

So 1 submit to you today:

What if we were always wrong?

Just because we look the weakest,
Doesn’t mean we aren't strong.
Everyone has strengths and ﬂaws,
Good at some ’ch'mgs, others not;

So why do we haste toward labels,

Like “Disabled”— why these thoughts?
What gf “disabi[ity”,

Means “diss'mg our abilities”;

And acting not on our potenﬁal,

‘Cause we're trapped in the circumstantial?

We're not vmderpvivi[eged,
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Even though we are underserved;
So let us put aside our bias,

And treat us as we’re deserved!

So now, whenever 1 talk about my condition to peop[e, 1 tell
them someth'mg like this:
“Sometimes, when we do compare,
Ourselves to others, we conclude;
That lfe for us is never fahf,

‘Cause what they can, we cannot do.
So, we think the doors are closed,
But what 'wae thought diﬁerent[y:
What gc, Vea[[y, these ‘closed doors’,
Are windows of opportunity?”
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Allodynia
by Heather Dever

Why isa gen’de breeze waﬁing across my skin
Unbearable?

Why is sunlight painful?

Why did 1 have to train my husband how to touch me?
Not too soft (too gentle, feather-touch, nauseating)
Not too firm (sandpaper, not nice)

Gentle Vhythmic motion, hair—bmshmg,just right

So soothing

A hug aﬁer his death, so excruciating

Why can 1 never wear even my weo{ding ring?

Why can no one see?
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Moonlight
by Heather Dever

Fragile steps and broken columns

The garden sat under the moon

In the distance the bay gleamed fitfully
Bitter pills rained down from the sky.

The girl sat in the garden.

When her eyes could open,

She was transﬁxed by the stars.
Burning g[ass shot through her body
She was transported with movement

Swirling and twirling within the garden.

Davk[ing p[ants g[immered below.

How could she walk, without cmshing leaves?

How could she stand, existing?

Swivﬁng and twir['mg, bitter pius rained down ﬁom the sky.
The garden of her bocy was broken.

Neither drows ing nor waking,

All she could do was exist.
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That moumﬁd stmgg[e had no g[amor, no spark[e of fame or
ce[ebvity.

In the garden behind her eyes she existed,

Moving and unmoving, transﬁxed ’oy the stars,

Shot through with indescribable pain.

What does ’own'mg mean?

These ﬁfagi[e steps and broken columns, were ’chey on ﬁve?

Flames licked the gavden walls, the pergo[a, the fouy, the fems
and asp hodel.

What does electric shock mean?

Lightning struck the garden, forever, relentless, over and

over again.

She was trapped in this world, relentless, unmoving, swir['mg
and twir['mg.

The ’oay g[eamed in the distance, a[ways in the distance. She
could never reach it.

She [onged for the bay, [onged fov the stars, [onged for death,
re[ief from the moumfu[ stmgg[e.

The ’oay was hope, ['Lfe beyond pain so extreme she had to sit,

unmoving, eyes ha[f c[osed,just to bear existence.
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Fmgi[e steps and broken columns, fems and asphodel,
The eternal, ’own'mg gavden sat behind her eyes.
And bitter pi”s rained down ﬁom the sky.
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The Girl Who Cried Wolf
by Heather Dever

Once upon a time, a gir( was walking in the woods when a
wo(f bit her.

“Help, help!” she cried.

The doctors smiled gently, and told her to exercise.

The girl tried to walk, through molasses it seemed, but the
wo(f continued to bite her.

“Help, help!” she cried.

The doctors tested and tested her, but the wolf only bit harder,
and she cried in pain. “There’s nothing wrong,” they
said, and rolled their eyes.

The wolf bit her so hard now that she could barely walk, “But
is this pain?” she said. “1 must be weak, be a bad
person, it must be my fault.”

Years went loy.

The wolf bit and bit until the girl, now a woman, could no
longer walk. “Why didn’t you tell us?” they
said. “Move, don’t move, rest, we don’t know what to do.”

The woman smiled gently, and cried.
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Fire Within
by Janelle La Chaux

Life isa Iolessing day to day

1 pray for no pain in my legs.

Though 1 smile, 1 know it will on[y be for awhile,
that 1 feel no pain.

When the weather changes ﬁrom hot to cold

1 know hard days are coming.

1 must be bold 1 have been told ﬁving with
Sickle Cell Anemia is Hard

1 am scared internally, like people hurt me deliberately
thinking 1 am weak and sick

They couldn't even imagine the ﬁre within,
Ioum'mg like a ﬁwnace

1 hwrt yea, but could you take my pain and
have an unexpected sick day?

]mag'me pain coming out of nowhere, and your stare and
glare with fear of not knowing.

Will you have to go to the hospital? The thought is mind
Io[owing.
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Life is precious and ﬁ”ed with lessons, don't think that
noth'mg will happen to you

because as soon as you turn your head, you will be dead or up
in old age.

With every acting pain and stain on your short, you will be

hurt Just like me

the on[y dgﬁrerence is 1will be loum'mg within the ﬁVe that

burns within me.
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Poem
by Janelle La Chaux

Unexpected issues of pain caused from my sickle cell, that
can bring on Therapy sessions that need to be talked out loud
1 shout out "NO MORE SICKLE CELL ANEMIA" at the sickle
cell walk

1 thought about all my hospital admission, with hip pain and
the scaring of my veins from my damaged sickle cells things

1 sleep from pills 1 need to comfort my pain not thinking
dreaming of what new sickle cell artwork to create

Breathing thinking at the Berkeley Marina, thinking seeing
what 1 can't dream of

A [ong drive to nowhere with good ﬁiends of mine | just love
the architecture of this brain of mine

1 have a fine husband that kisses me at night that loves me
and brings me my oxygen at night
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Poem 1

on Gael Muteba

1 watch my father cope, my mother mowrn.

1 watch my sisters dote, my brother run.

But 1 am out of breath. Brittle bones bveaking and aching.

But 1 cannot escape.

lam forever a slave to you. | cannot he[p but run ﬁ'om you,
with this sick[y body that always aches.

And 1 am out of breath before 1 can even take a step. 1 wheeze.

1 cannot breathe.

lam out of breath.

And it's normal’ fov ‘peop le like you, they say.

Just take it easy, it’s how you’“ a[ways feeL they say.

Take two of these per day, preferab [y aﬁer ameal, they say.

Otherwise you’” hurt, and we'll have to see you again.

But 1 cannot escape, 1 am fovever in a race with you.

Knowing you’H catch me, when 1 am out of breath.
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Poem 11
by Gael Muteba

Beneath all the fatigue and pain,

The time 1 spent in hospitals, there was still love.

As 1 shrunk beneath your stares, | came to acceptance.

But my reliance on you, has brought me to a community.

As our outreach spreads with the sound of one unified voice,

we create hope.
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] ahready Know

on Tamara Hattis

1 a[ready know

1won't be understood

1t's been 28 years of fee['mg bone ﬁre pain
It hurts to talk, kiss, smile,

Sit, stand, type, write

Peop[e think me eccentric at best
1 twrn into a fera[ animal

At the doctor’s oﬁtce because
They hurt me beyond repair
They never believe me

They give me anti—depvessan’cs
They look at me with_judgement
They try to disguise but

1 am now wise

There is no treatment,

There is no cure
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My Secret
by Tamara Hattis

With trigeminal neuralgia
1t hurts like crazy to wear a mask

For more than an hour

1 don’t want healthy people
To use my truth

As their excuse

1 tell no one that
Masks start hitt'mg anerve
In the upper bone of my nose

]f] don’t take the mask oﬁ

The pain will become its own
For weeks, even when

not wearing the mask

Thevefore 1 have not [eﬁ my house
For anyth'mg social indoors since

February 2020.
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Graduate School for

Communicative Disorders

by Tamara Hattis

Sudden spasms ruined me
1 was sad when it

Hurt to kiss,

But then not to

Smile without

Severe repercussions, like
No chewing,

No ta[king

Cold compress on the jaw
1 tried to get my graduate degree
Strained my tongue
Teaching sibilants and
Affricates: ch, sh, d3, 3, s
Helping the children

And 1 dropped out

No longer able to talk
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1 became avertigo damsel

Dangﬁng ﬁ'om my satellite television
Reaﬁty TV on [oop

Unable to go out or socialize fov months

Still looked normal physica”y

Peop[e ’chought 1 was trying to
Look sexy because 1
Wasn't smiling

1 was just

trying to

survive

without

spasms

that would wither
me away from
Food,

Sex

Living
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Brain Storm
by Josiah Titan

As hard times and tribulations press me
1 stop and think of the life that can be
To be free of this disease.

As my mind wonders through the sky

1 see a foe c[aiming, "You will die!"

This foe has a familiar face like a black mirror.
As 1 pray and hope to be done

1 know there is still a battle to be won

A battle of the body and the mind
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Hope Is My Cure
by Josiah Titan

] though’c an orchiectomy would save me
Yet here comes stomping recurrent disease

Positive affirmation put me at ease

Good Risk is what classifies me
Hope ﬁ”s the eyes of me and my fami[y

The small kiwi of a mass is now becoming a distant tragedy
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Corrected Vision

by Van Duesterberg

My eyes are mine and 1 cannot tell

Whether you understand my experience well
The challenges 1 endure like doing a simple task
And do it precisely the way you'd asked

Oh it's frustrating and demoralizing in and of itself

1 don't need to hear your remarks on how 1 stacked these
books on the she[f

1t's your rigid, unwavering approach to life that needs
to be adjus’ted

Maybe it's your parents that taught you perfection always
to be conducted.

So it's your eyes, not mine that needs to be corrected,
As 1 am content even with these cha“enges,

is yours the way you expected?

42



From One to Many
by Van Duesterberg

You may not know my vision loss unless 1 use my cane,
To navigate dimly it places and detect an uneven plane.
During the day when there’s plenty of [ight,

1 navigate and socialize like those with normal sight

When the sun s[ow[y sets, 1 awxious[y rush home
To prevent myse[f ﬁom getting 'mjured, lost, or alone.
As 1 only have 10 percent of my vision intact,

1 p[an to use what's [eﬁ of my vision to make an impact.

Trained as a PhD, an engineer, and an entrepreneur,

] hope to deve[op a streamlined process to ﬁno{ acure

For every mutation and every gene, Pll model using
paﬁent-devived cells

Of their speciﬁc disease by growing millions to test dozens
of dmg cocktails.
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1 hope this path of N of 11 pave will be seen and heard

Tl'u’oughout 'mdustry, academia, and Vegu[atory even
though it seems absurd

To deve[op a cure for on[y a few but eventua”y

These few will change the [andscape and then the few

become many.
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Prose Poem

by Brittany Postle

Isolation is the true killer. Insidious, cold, uncaring. Some
days, a slow, creeping liana. Other days, a torrent of viscous
magma. Both pull you under. 1 wonder what changed? The
gap between dis- and - abled? To make me so invisible to

society and so easily passed over. A phantasm of my former

self
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Prose Poem 11

by Brittany Postle

Rendered ﬂat, left in bed yet again with a cerelorosp inal ﬂu'w{
leak. My brain is mived in fog. My head is encapsulated in
pain. Pain comes in radiating waves. But waves have also
brought relief, lapping at my legs. Better times, when the
ocean danced on my toes, holding Ben's hand as Nola dog
pranced in the sand. Balancing pain and gratitude is a tricky
teeter-totter. How to even[y spread that weight, so one s not
suspended in air? When 1 begin to leak anew, bulk is added
to the side of Pain, dim'mishing the ability of Gratitude to
touch toes to the grovmd. As Gratitude ﬂai[s for purchase,

1 vemind myself that 1 am continuing my education. T am
blessed with the opportunity to explore that pathway. Toes to
dirt- The balance is restored. 1 am still perpetually exhausted.
My pain doesn't ever leave me. But this constant shifting of
weights, between chronic pain and gratitude, this teeter-totter,

it keeps me going.
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From the Outside
on Michael Rabow, MD

You cannot see it ﬁom the outside.
1 still look “normal.”
So there is no easy excuse

fOY‘ my ’oad Ioa[ance.

And all my old ﬁiends
say they are fatigued too.

When 1walk,
you might think ’'m drunk.

1 wish 1were.

Inside my head and heart,

suﬂeﬁng lives on.

And 1 keep getting angry
at my body,

until 1 remember that MS
has ’aefaﬂen it too.
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Not Every Problem
by Michael Rabow, MD

When 1 have double vision,

I can just close one eye.

When the heat becomes intolerable,

1 can refrigerate.

When 1 worry about the next loss

1 can oﬁen rejoice in an unchanged MRI.

When 1 fear being immunosuppressed

1 can give thanks for masks.

MS is fau[ty wiring,
basically,
treated with medicine

proven in a randomized trial.
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But of course,
not every prob[em

has a solution.

Still, my neuro [og'Lst assures me
1'll almost for sure

die of someth'mg else.
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Poets’ Biosketches



Brittany Postle is a person with disabilities. She is also a
student at UC Berke[ey, an avid reader, a dog mom, a partner
to Ben, and a daughter to She”ey and Chuck. She loves
nature, Veading, & research. She believes that human Vights,

such as healthcare, should be accessible to all.

Gael Muteba was born in Zaire, now the Democratic Repubﬁc
of Congo (DRC). And he has always loved to read, write, and
listen to the world around him. He is big on art and music,
and most creative pursuits. Because he ﬁnds them to be the
fumction of the soul.

Heather Dever is a couage artist ﬁv'mg in Livermore, CA.

She has suﬁered ﬁ'om severe chronic pain for most of her

[ife, but actua“y had not thought of herself as having avrare
disease Ioefore this collaboration. She is gratefu[ for the poetry
workshop and the Tpsen Foundation for having he[ped her
ﬁnd her poetic voice.

Jane”e La Chaux—Dandy is a black and Mexican woman, who

suﬁévs ﬁ'om Sickle Cell Disease. An activist in her community
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sitting on d'gﬁrerent boards, or creating artwork with ol paint.
AVt-theVapy is hervoice wwwjane”e[achaux.com. On a board,

or creating artwork is the voice we all need for change.

My name is Josiah Saavedra-Floves, 1 am attending UC
Riverside during the fall of 2023 where 1will be earning a
degree in bioengineeving. While 1 have a fascinaﬁon for

bioengineering 1 love to write poetry and p[ay soccer in my
ﬁfee time.

Michael D: Once anemia hit 1 was unaware of it because of
another medication that had similar eﬁvects but even’cua”y
it got to the point where it was b[atant[y obvious that
something was wrong so they brought me to Dameron
Hospita[ and there they said my white blood cell count

was wacky ) they started pumping me with blood untill

1 fe[t better and ﬁfom there a heﬁcopter picked me up and
brought me to Oakland children's hospita[ and there 1 spent
the next six months in recovery before T was allowed into
the recovery house and from there1 s[ow[y started to ween
oﬂ the immunosuppressants and now in a month 1will be

able to comp [ete[y enter society as a normal person and as
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traumatized as 1 was 1 know that aﬁer this was all over 1d be
a diﬂevent person and here 1 am feeﬁng great and a month
away ﬁfom what should be my ﬁna[ surgery and fov that1
appreciate Oakland's children's hospita[ and thank you fov

[istening to my story.

Michael W. Rabow, MD, FAAHPM, the Helen Diller Family
Chair in Palliative Care, is a onfessor of Clinical Medicine
and Lbfo[ogy at UCSF. He is the Associate Chi@c of Education
& Mentoring in the Division of Palliative Medicine and the
Medical Director of Palliative Care at UCSF’s Helen Diller
Fami[y Comprehensive Cancer Center. He is the fovmding
Director of the MERI Center for Education in Palliative Care
at UCSF/Mount Zion.

Sparsh Shah, also known as Purhythm, is a singer, songwriter,
insp irational speakev, philanthrop ist, and Guinness World
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