Patient Journeys are info-graphical overviews that
visualize patients’ needs in the care of their rare
disease. Because Patient Journeys are designed from
the patient’s perspective, they allow clinicians to
effectively address the needs of rare disease patients.

For more information, please visit:
https://www.ern-rnd.eu/patient-journey-cervical-

dystonia/
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Cervical Dystonia

The patient journey
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A visual description of what patients need
and how clinicians can adress them
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PHASE
MAPPING

PATIENT'S AGE

DORIENTATICOHN
TOWARDS
COHDITION

OF MEAHIHG
(QUOTES FROM
THE PATIEMT
SURVEY)

MEDICAL
EXFERIEMCE

wEry bed

[ mnowiedge patient ||| Acceptence Patient

keet Lilky: 38 years old, before the cnsst of
the dissase

Demographic data: rsobd, teacher,
miiddle income. Ha 1 to Ban, 45,
employed electrician. 2 children, 5 and 7
wears old They e ina detached housein
the suburbs of & larnger European city.
Peychography: financially responsible as
she eams maore than her husband. Lilly =
ahways there for evenyone. Her mother is
=il alive, her father recerthy died of cancer.
Shefeals Je fior both her mother,
wiho i livimg 2lone, and her miother-in-law,
wiho suffers from the onset of dementa.
Hobbses: jogaing, reading, travelling,
spending time with the ﬁrm]y

Hahits: busy social and working life, sleeps
oo little, eats mosthy healthy food.
Personal geals: time for familky and travel,
et out in nature more often, go horse
rdirig.

Social environment: good relatonship
weith work colleagues and neighbours; she
i liked by 2l

Wishes & needs: to e a self-determined
life with her family for as long &s possible.
Digital habits: she chats with friends on
WihatsApn, maosthy sends photos of family
and herself She usesﬂ’ue#rtemet mzimiby for
Fer work &5 & teacher, to read the news and
for onlime shopping.
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SSOMETHING IS HAPPEMING WITH
MY BODY. | ORT KHOW WHAT."
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‘I don't know what is happening with
iy body, and miy husband and | are
bﬂﬂimmllfaalasrflmlnal my

af%w hugmwil st IﬂH‘I’Ig

FIRST SYMPTOMS

She often uses her hand to keep her head
still. When her stress level calms down a
bit, the symptoms unfortunatehy do ot
dizappear but imtensify so that she can

i Ilnzmgerﬁjmg%irng and riding and is on
sick leave fora Wesks,
Multiple visits to her GP who prescribes
strong pain killers and muscle relaxants,
and refers her to different specialists.

Mioet frequernthy dizgnoses:
stress, psychological causes, hemiated
diziz, tendonitis.

PATIEMT

Exhaustion, anxiety and uncertainty
are combined over time with great
frustration with her doctors and
therapists who cannot find & cause for

her syrmiptomis.
FAMILY/EMVIRDHMENT

SUpportive
understanding and takes over all the roles
shie feels she can't do. Her friends and
cdlmgusmm&otmﬁerstand what she
fromeand wonder if Lilky has
Pa disease. She fesls &= iFnobody
isahletuheﬂphar.
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HOW LACHOSS C0 (0] COMES ABOUT
AND RELATIONSHIP WITH PHYSICIAN

L

"SORRY, WHAT IS5 CDT"

ﬁd’ldﬁiiie:lmduﬁ?ud,lﬂt rt':'gall
oo 1 miok ﬂm‘!ﬂd
neuralogist and | did mot mug
I needed more time, more words to
ETICoU me. The neurcleqgist Elked
to me the BoMT treatrment but
didn't mention anything about other
complementary treatments.”

DIAGHDSEIS OF CD

Lilly's symptoms have worsened and she
canmot keep her head still and straight.
Her sleep quality is wery poor, she is
de and suffers from fatigue. Her

flmlyrefershama neurclogist

im dystonia who disgnoses

herwith “C0°, She does not recehve clear
information about the dlsaasemsuppan;

from the diagnosing meurcbogist Inan

online article, she leams more about the
disease and its treatrment.

PATIENT

Shie is wery relieved to finally have a
diagmiosis. At last, she knows that sheis
mot crazy. At the same time, shorthy after
‘mejagml -'ang':‘en'trealy. !
r neurclogist, she ca Qrasp
whiat CD means for her ife, because she
dnﬁn'thm:\réyﬂm%mmh is

%pcmmd at there i 'mo real
and that the available options ane

dirugs and reurctoin, winich onby seree to
treat the symiptoms.

FAMILY/EMVIROMMENT
Lilky's fammily and friends are also reliswed
that the cause of her has been

idenitified. They fieel that Lilly doesn't ke
o speak sbout it and accept her assheis
M'uenct'ﬁer colleagues Igmnﬂatshes.ﬁers
reﬂyundgr?ﬁtd. -
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IHITLATION OF CD CARE

&3

THOPING THE TREATHENT
WILL BRING MY LIFE BACK T
HORMAL"

‘Before starting the treatrment, it would

hawve helped me just to be told the truth
my neurclogist, that the BoMT miay

Ihuebu lot, & litthe or not at all. And what
further treatment might help

DISCUSSED TREATMENT OPTIONS
WITH PHYSICIAN

Lilly’s meurclogist refers herto a
mg:sgnmt disorder climic where
n: |s recommended she BoMT
sctions. The neu ist also suggests
sictherapy in addition to the
sctions but doesn't direct her toa
ad‘nerapls't wihio is knowledgeable
about dystonia. He advises her to search
Ehysmd‘nerapﬁt in her ares, one that
|deal ialises im CO.
Shi often struggles with fatigue which
is caused both by'dwpalnh andhy
poor sleep quality. She hopes that the
paim will get better with tims.

Liellv hiopes that the treatrment will

her o returm to & normizl life.
Shmssn.rffenngﬁun a high level

of psyc ical stress and severe
limitations in Ever_',d ¢ ife. She avoids
socialising because she can't stand the
glamces of others.

mizod fluchuations, asking hersel winy me?
HMIL‘YMMIW

“When the BoMT injections
[after the 15t inj did not work well, 1
lost all Ilnpebmnhmmﬂiumihe

only treatrnent option

My neurologist may not be my BoNT

the BolT treatment
relief, but she

jecti manths, but
finchilspamhiym}?:{lhﬂmdapad
weeks before her next scheduled injection.
Mevertheless, the BoMT is the treatrmernt
vﬁnﬂnegm:npactml'ﬂ'anmnu
Ppies 10 hor heatth
E| o INSUIEnoe Comps
h’man‘td’alrmrmciumpmhg
head on, and she this approved. After
spending & armount of tme

shefinaly
status. In

Afrer being frustrated at first, Lilly has
learmed to cope with the varying sucoess of
the treatrmisrt.

If the BoMT injections do not work well,

she rests more and avoids going to
woork and sociali When the BoMWT
injections work shie can retunn o

an almost normnal life. She has good
phases and bad phases with anwety and
depression.

EAMILY/EMVIROMMENT

Her family, especially her children, give
e support and slrgnm'mnttnlngeher

ralgEmfamliaHerhusbarﬂ hielps
Fer iom of her
application to get disabled worker status.
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LIVIMG WITH CD AND
THE TREATMENT(S]

= iy

THOW | MUST LEARN TO LIVE
WWITH IT. | HAVEN'T COT A

o]

It's a daily jou a daily fight,
-mlpn:t'?.ma,htl'mnm
anly a patient i'u'lngmﬂ'lmlndl‘m
learned to look at and the workd
around me !

Lilly has often taken sick leave during

bad Lilly’s trestrment strateqy is
rmltldrsuphahr;sBENTlnjected by an
expmmned neurclogist, physiotherapy,
cture, painkil el application
on the pain zones, spurt imiming,
walkin ling], diet,
E?etpllr-:ge]s if ed and however,
there is no central care coodingtor and
Lily s often left to find allied healthcare

ﬁtcfesslmals [2.g physiotherapist) on

PATIENT

Today, Lilly does not have the same job
because she had to give up her position
&3 head teacher. She has leamed to e
wiith her illness and has unmamepl:rt

an Tl tha shecon il e B

her hoobies and help other people.
FAMILY/EMNVIRONMEMNT

Alliim &l her family and friends have found
agood way todeal with the disease.

hiawe confics because
she stired and
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