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/

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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Mest LAy 32 veurs ofd, before the onset of
e d e

Demicarsphic dats 38 = old, teacher,
mikddle imcorme Marnizd to Ben, 45,
emiployed el=ctncen 2 chideen, S and 7
wears ol Thesy frve in = detsched hous= in
e suburkes of & lenger Burop=sn oy

Esychimraphy: frsncelly responsble as
she mams more than kerhussand Lilyis
mibweys there for svsnmane. Her mothess s
shll slre= herfather reoently disd of cenoer.
She f==ls resporsiols for both her mother,
wiho & Iring alone, and hisr micther-ree,
wiho suffers from the cniset of dementis
Hobibies: jooging, resding, traselling,
speriding tirres vwith the Ssmraky.

Habfis- busy sooel ard working bfe, deeps
o [etle, etz mostly heslthy food,
Pesrsanal goals: tirme for family arid tresed,
gt oo in nisture mions often, go hiorss
ncirg.

Soclal erndrorement: good relstianshio
with weork collesgues snd nisghbours: she
is [T vyl

Wilshes & needs: o ffve & salf-deterrrirsd
bife wait b hier Farnily for as long a5 poss ble.

Digfal habis: she chats with frisnds on
Witetsiop, mostly sends photos of femmky
i hierself She uses the irdemet rmainks for
harveork 2z 5 t=mcher, to resd thie resss mnd
far arline shopping.

15-43

ISOMETHIMG 5 HAPPEHING WITH
HY EODY. | DOHT KHOW WHAT."

i
i
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A dor T knows wihat ks happsnirg with
iy beody, and my fusband snd | are
both anadous. | feel 22 B 2mi losireg my
Hertity ard my sponiznety, ard I'm
affrald that me husband waill stop lovirs
et

#2

.

9 did niot feel undsrshood, | 8= R was 2l
oo fast, | did not feel supported by ma
neurtdogisR ared | did not el resssured.
| reg el pryoore Elnme, meone wsords to
Enoodrage me The neurclogls talked
o me abiowt the BoMT treatment Dot
didint me=nilon anything abiout othssr
oomiplernentary treaiments”

She= ofter uses har hand to kesp e hesd
still ‘Whien her shress lesed calbrs dowen &
ke, thee sy piorns unfiortunstedy do reot
cheappear bt int=nsify so thet she can
e borgesr oo joigginsg and nding and s on
sick lemue for 5§ Sy s,

kit ple visits to her S0 owhio presorn bes
stronig pain kilers snd muscls relasents,
sred refers b bo differ=nt spacisisiz

h-l:e.‘l:frrq.rutl:.’mrt:d d'nnn!:ﬂs.
dhsr, tendanitis.

BATIEMT

Enhimustion, arooety mnd uroertnindy
mre coemibireed caer tirme with gress
Frusiration with ker doctors mnd
thesapists wihio caninot firnd & csuse for
he=r syrrpbomis.

FAMILY/ENVIROMMENT

Her psrtner is ey supporbve srd
uricierstarding sred tekes cusr sl the roles
chi= feels she can't dio Her friends snd
colesgues canrat urderstarad wihist she
is suffernig from and wonider i Lilky Fiss
Perkason's deesse Shi= fanls as if nobodsy
= mbae rale e

Lilky's syrmpieris have ssorsened and she
carmiot k=ep fer hesd stll snd strasg b
Hesr shessn qpualiy &5 vy posar, shis is
depressed and suff=rs from fatigue. Her
= finel by refers hier fooa esurclogst
coecisbzed in dystonie who disgncses
hmrwith “CE". cshe doss not recere clesr
irformietion abowt the de=ss= or suppaort
fram the degraosng meurclogist. Im =n
crline aricle, she learns rmone sbout the
dis=sse ard s tregtrmient

Shie i wery relimeed to fnelly hisvee =
dimgrioss. At lask, she knows that sh= &
riot crazy. At the same times, shorthe afoer
the disgnoss snd the conesrsebion with
hi=r nizwrolosgist, she can't really grasp
whist CO mme=ans for hier ifs, because che
doesn't krowy mnything about it Lilly s
dissppoirted and sad thet thisre s noresl
cure mnd that the swsieble options sre
drugs and n=urcrboain, wihich only serve ta
treat the semptoms.

FAMILY/EMVIBRDHMENT

Lilky's Smrroky sind Friends sr= also relesesd
that the ceus= of bar symptoms hes besn

#3

THOPIMNG THE TREATMENT
WILL BRING MY LIFE BACK TD
HOHRMAL Y

‘Before starting the tregtmient, it would
have heldped mes Just to b bodd the truth
Iy oy neuralogist, that the BolT may
haxip 3 kot, 3 It or mot &t all. And what
further treatmient might heip”

Lilks"s me=urclogist refers Berfoe
rnwesrTent disorder of i nec where

it i recormemended she get BoNT
irj=ctions The neurclogst alsa sugpests
p hiysioahiz ramy i s o o thi=
irgections but doesn't dirsct ber tos
physctheraoist wiho is knosd edgestle
ebout dyvstonia. He sdvises her to sessh
for m physiotherapist n her ares, ores thet
id=sly specialises in C0

che often strupgles with fatigue which
ic caused both by the painkillers snd by
poie sleep quabiy: She hopes that the
painwill get bether with time

Lilky haoipaess shist the Erestrment wall
Fi=lp e bo retuemi toos mormmal ife

che & suffermg from s high lewel

of peychological stress and seere
limitstions in svenydey e She seoids
soecralisimeg bscmuse shis ot stand the
glances of oih=rs.

Sormetimes she cnes, s snigry, snd has
rnicad fuctumtions, ssking harsalf s me?’
FAMILY/EMVIRCMMENT

Lilly & sumoursded By her farnily, fer friznds,
mred Fer ool lesgues wiho showe s ot of
nm:tuﬂududnﬁuhmu@friﬂﬂ

Armma rmemae har b et m Ao

Hiy

'DEVASTATED. WHAT

“WhEn the followwireg BoNT Injecians
[after the =t Infeciion] did not work well, |
lzst all hops Dermuse | 'was told | was the

onily treat ment option!

“Rby mmrodcg k=R sy reot b rpy BONT
Imjecbor and nok knosr me as vwell
&= My neurcioglst There k& G lack of
oommmunbeation cn hoss |am fesling and
I ry treatrment s workieg effectbaely”

DIESCUFSSED TREATHENT CPTEONS: START OF TREATHMEMT: BoNT
WWITH PHYSECLAM Injections

In the Ceginring, the BolT trestmi=nt
preandes Lillywsith relisf bt che

sy perEnces ups snd dowres. Ll recsfaes
he=r BoNT injectians =very 3 months, bt
fireds its partaculsrhy difficutt inthe deys snd
bl the BolT 5 the fresbrret
wAth thee grestest rmpsch on R SeTmEtoms
O thie adhvice of hier physictheeapist, chs
appbes to hier heelh insureroe compery
iy min e rveith hesdrest to pat her
hesd on, mnd she gets this aporossd, A%er
spending & consderable smount of brne
mrid @Sort on the papersaork, she finslly
igets choa bled waorker status. In phisses
whiz=n thes BolT is waorkang el she
deodes bo oy voos =rd relkestion

PATIENT

Bfter beirg frustrebed ot first, Ly hes
[=srmed to cope with the varying saoo=ss of
it trestrrset

Fihie BolNT ingections do not work we=ll,
she= rests rmiore ard awoeds going to

=n sbmost monmal life. She hes good
pheses end bsd pheses with anxisty znd
depression.

FAMILY/EMVIRH HENT

Her farnily, mopecsl by her chifidren, g
her support and strergth not to lose her
g e e, P [ e e ] ] -

#5

LIN¢'1MC WTTH €D AMIEE
THE TREATEEMNTS)

= il

THOW | MUST LEARM TO LIVE
WITH IT. | HAVER'T COT &
CHOCE!

18z o dally Joumey, o dally fight,
Orystonils ks 3 part of me, But 'en okt
oy 3 petheEnt Ihng with C0 and Fee
I=arned to loak at iyl and the workd

around mee differentiy "

Lifly s often telen sick e during
bad phsses Lily's trestrr=nt strategy is
mmiultidisciplnany: BofMT ingecied Gy =n
expesienced neurclogist, physiotherpy,
soupunchu re, perikiler gl application
mﬂ:r:puin:::ns.m‘th&’immim
'i.ull1q,-|::p'|:|_l1-|;|],l'|-uu|'tl'|;l.r-:|'rc't.
bermodimresines § nesded snd hiowvsewe=r,
thers is no czniral cere coodingtor mnd
Ly &= often befs to find elli=d hesithcars
professionals [eg. physotherapist) on
Far own

FATIENT

Todmy, Lily dice=s niot: hewvee thie s=eme= joib
pacsuse sh= had to give up kEr postion
== hissd teschsr. She hees lssrned so e
st hie=r iliri=ss erd hes begun toscoept &
Snep by shep, shi= i rebuildireg her = egein
minc reafises thet shee cam shll socmbz= do
Frer hiobisies snd hedp other peozke

FAMILY/ERVIROMEENT

&l i all, Py iy mrd frisnds e fownd
= g wamy o el vt the disess=
Sametimes they e conflicts because
Lily's haushand fosgets che ic tired snd
Somebimes he forpets that she = not the
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