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Meet Lilly
38 years old, before the onset of the disease

Demographic data:

38 years old, teacher, middle income. Married to Ben, 45,
employed electrician. 2 children, 5 and 7 years old. They live
in a detached house in the suburbs of a larger European city.

Psychography:

financially responsible as she earns more than her husband.
Lilly is always there for everyone. Her mother is still alive, her
father recently died of cancer. She feels responsible for both
her mother, who is living alone, and her mother-in-law, who
suffers from the onset of dementia.

Hobbies:
jogging, reading, travelling, spending time with the family.

Habits:
busy social and working life, sleeps too little,
eats mostly healthy food.

Personal goals:
time for family and travel, get out in nature more often,
go horse riding.

Social environment:
good relationship with work colleagues and neighbours;
she is liked by all.

Wishes & needs:
to live a self-determined life with her family for as long as
possible.

Worries/pain:

Lilly fears that she will not be able to meet her mother'’s
needs because her mother-in-law needs more and more
support.

Digital habits:

she chats with friends on WhatsApp, mostly sends photos of
family and herself. She uses the internet mainly for her work
as a teacher, to read the news and for online shopping.

Radiologist
or

Neurologist A
(nervous tics)

Radiologist

(X-Ray: negative results)

or

Physiotherapist

(torticollis)

* As the pathways prior to diagnosis reported in the PJ survey greatly differ from each
other, several specialists and misdiagnoses and/or treatments are outlined. The order
of visits to the specialists is presented arbitrarily and can be exchanged.

* Medical odyssey ends either because the GP doesn‘t know what to do anymore and
refers the patient to another neurologist, the GP suspects CD (rare) or the patient him-
self suspects CD and asks his GP for referral to a CD specialist (rare).

(Brain MRT: negative results) ’,
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FIRST SYMPTOMS APPEAR AND
THE MEDICAL JOURNEY BEGINS

39-42

‘SOMETHING IS HAPPENING
WITH MY BODY. | DON'T
KNOW WHAT.

N

‘l don‘t know what is happening with my body, and my
husband and | are both anxious. | feel as if | am losing
my identity and my spontaneity, and I‘'m afraid that my
husband will stop loving me.’

n

FIRST SYMPTOMS

She often uses her hand to keep her head still. When her
stress level calms down a bit, the symptoms unfortunately
do not disappear but intensify so that she can no longer go
jogging and riding and is on sick leave for a few weeks.
Multiple visits to her GP who prescribes strong pain killers
and muscle relaxants, and refers her to different specialists.
Most frequently suspected diagnoses: stress,
psychological causes, herniated disc, tendonitis.

PATIENT

Lilly is angry about not being able to control her head
movements, especially when she is teaching in front of
her students. She attributes the symptoms to her stress-
ful everyday life and her job as head teacher, which she
has only recently started. Gradually she realises that the
symptoms are not just temporary and that something
else must be behind them. Over time, Lilly, a very sociable
person who enjoys meetings and eating out with friends
and family, becomes introverted. She feels as though she
is the only person to have the symptoms as she has never
met anyone with the same health problem.

Exhaustion, anxiety and uncertainty are combined over
time with great frustration with her doctors and thera-
pists who cannot find a cause for her symptoms.

FAMILY/ENVIRONMENT

Her partner is very supportive and understanding and
takes over all the roles she feels she can’t do. Her friends
and colleagues cannot understand what she is suffering
from and wonder if Lilly has Parkinson’s disease. She feels
as if nobody is able to help her.

GP, radiologist, physiotherapist, orthopaedist, neurologist,
family & friends, line manager & work colleagues

Physiotherapist
(ineffective exercises
and treatments, such
as traction therapy)
or

Orthopaedist
(negative results

S N + advises wearing

’ a soft collar)
\

’ \
’ \

I

VA

GP (Frequent misdiagnoses:
stress, psychological cause,
advises patient to relax)
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GP (assumes herniated disc
and prescribes pain killers/
muscle relaxant)

1
GPs are considered the biggest hurdle to
diagnosis —the main challenge is to raise |
awareness and understanding among :
GPs leading to a rapid diagnosis of :
cervical dystonia. E
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1. Raise Awareness and understanding among GPs.

2. Raise Awareness and understanding among medical/
neurology students.

3. Guide patients to relevant online sources and enable
them to understand their symptoms.
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HOW DIAGNOSIS CERVICAL

DYSTONIA (CD) COMES ABOUT AND

RELATIONSHIP WITH PHYSICIAN

L2

‘SORRY, WHAT IS
CERVICAL DYSTONIA?Y?’

n

‘l did not feel understood, I felt it was all too fast, | did
not feel supported by my neurologist and | did not feel
reassured. | needed more time, more words to encourage
me. The neurologist talked to me about the botulinum
toxin treatment but didn‘t mention anything about other
complementary treatments.’

n

DIAGNOSIS OF CERVICAL DYSTONIA

Lilly’'s symptoms have worsened and she cannot keep her
head still and straight. Her sleep quality is very poor, she

is depressed and suffers from fatigue. Her GP finally refers
her to a neurologist specialised in dystonia who diagnoses
her with “cervical dystonia”. She does not receive clear in-
formation about the disease or support from the diagno-
sing neurologist. In an online article, she learns

more about the disease and its treatment.

PATIENT

She is very relieved to finally have a diagnosis.

At last, she knows that she is not crazy.

At the same time, shortly after the diagnosis and the con-
versation with her neurologist, she can't really grasp what
CD means for her life, because she doesn’t know anything
about it. This unsettles and scares her.

Moreover, she is disappointed and sad that

there is ‘no real cure’ and that the available options

are drugs and neurotoxin, which only serve to treat the
symptoms. She often dwells on what her life will be like
with the disease, which makes her feel depressed.

FAMILY/ENVIRONMENT

Lilly’s family and friends are also relieved that the cause

of her symptoms has been identified. They feel that Lilly
doesn’t like to speak about it and accept her as she is.
When her colleagues learn that she suffers from cervical
dystonia, they empathise. But they don't really understand.

GP, neurologist, physiotherapist, family & friends,
line manager & work colleagues

DIAGNOSIS

Neurologist B in Movement
Disorder Centre/ Neurological Clinic
or

office-based

Sometimes Neurologist B refers to Neurologist C
who is a specialist in CD

GP
(prescription
of pain killers)

Good communication between patient
and physician is essential. HCPs need to
provide their patients with more detai-
led information on the disease, on CD
treatment options and sometimes need
to show more empathy towards them.

Patients need to be pro-active and ask
about complementary therapies (physio-
therapy, psychotherapy, occupational
therapy). A holistic and multidisciplinary
approach is needed from the medical
profession.
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4. Empower patients to act and to communicate
pro-actively with HCPs and their environment.

5. Ensure that HCPs meet their patients’ individual
information needs about CD and possible treatments
options - not only what CD actually is, but how it will
impact their life and what this means for them.

6. Motivate HCPs to refer their patients more often
to Patient Associations (PAs).

INITIATION
OF CD CARE

L2

‘HOPING THE TREATMENT WILL
BRING MY LIFE BACK TO NORMAL''

N

‘Before starting the treatment, it would have helped me

just to be told the truth by my neurologist, that the botu-

linum toxin may help a lot, a little or not at all. And what
further treatment might help.’

n

DISCUSSED TREATMENT OPTIONS WITH PHYSICIAN

Lilly's neurologist refers her to a movement disorder
clinic where it is recommended she get botulinum toxin
injections. The neurologist also suggests physiotherapy
in addition to the injections but doesn'’t direct her to a
physiotherapist who is knowledgeable about dystonia.
He advises her to search for a physiotherapist in her area,
one that ideally specialises in cervical dystonia.

She often struggles with fatigue which is caused both by
the painkillers and by poor sleep quality. She hopes that
the pain will get better with time.

PATIENT

Lilly hopes that the treatment will help her to return to

a normal life. She is suffering from a high level of psycho-
logical stress and severe limitations in everyday life. She
avoids socialising because she can't stand the glances

of others.

Sometimes she cries, feels angry, and has mood fluctuations,
asking herself ‘why me?’

FAMILY/ENVIRONMENT

Lilly is surrounded by her family, her friends, and her collea-
gues who show a lot of support and understanding. A good
friend encourages her to contact a dystonia self-help group
where she learns about the importance of psychotherapeutic
support and receives the contact details of psychotherapists.

Neurologist, GP, physiotherapist (specialised in dystonia),
family & friends, line manager & work colleagues, patient
association (PA), psychologist, health insurance

Neurologist B or Neurologist C

in (@another) Movement Disorder

Centre/Neurological Clinic
Mention of botulinum toxin
treatment—often without any
additional information about
existing treatment options.
Prescription of physiotherapy partly
at the request of the patient only.
It is often the patient's responsibility
to find an appropriate physio-
therapist who is familiar with
cervical dystonia.
Psychotherapy often comes
later (and not early enough)

In some countries, patients trying to
gain access to and reimbursement of
treatment face great administrative
hurdles. Furthermore, HCPs often don’t
give their patients any information at all
about their treatment options or what to
expect from treatment. Again, a multi-
disciplinary approach is needed and
(more) communication between HCPs
and patients.
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7. Support a multidisciplinary treatment approach
throughout all phases of the patient journey.

8. Work towards getting CD treatment recognised and
paid for by health insurance in all European countries.

9. Empower HCPs to providing patients with a treatment
(options) perspective.

10. Convince payers of the importance of sufficient
physiotherapy sessions.

START OF TREATMENT AND

IMPACT OF FOLLOWING INJECTIONS

L2 -44

‘DEVASTATED.
WHAT NOW??

/1

1. ‘When the following botulinum toxin injections [after
the 1Ist injection] did not work well, I lost all hope because
I was told it was the only treatment option.’

2. ‘For the initial years after the diagnosis, | always perceived
that doctors did not fully trust me about my condition [...].’

3. ‘My neurologist may not be my botulinum toxin injec-

tor and not know me as well as my neurologist. There is

a lack of communication on how | am feeling and if my
treatment is working effectively.’

"

START OF TREATMENT: botulinum toxin injections

In the beginning, the botulinum toxin treatment provides
Lilly with relief, but this effect is unstable with the follo-
wing injections and she experiences ups and downs. Lilly
receives her botulinum toxin injections every 3 months,
but finds its particularly difficult in the days and weeks
before her next scheduled injection. Nevertheless, the
botulinum toxin is the treatment with the greatest impact
on her symptomes. Lilly continues struggling with fatigue,
but the general situation is much better for her now
—thanks to the combination of injections, physiotherapy
and psychotherapy. On the advice of her physiotherapist,
she applies to her health insurance company for an arm-
chair with headrest to put her head on, and she gets this
approved. After spending a considerable amount of time
and effort on the paperwork, she finally gets disabled wor-
ker status. In phases when the botulinum toxin is working
well, she decides to try yoga and relaxation. This also helps
her to maintain her posture.

PATIENT

After being frustrated at first, Lilly has learned to
cope with the varying success of the treatment.

If the botulinum toxin injections do not work well, she
rests more and avoids going to work and socialising.
When the botulinum toxin injections work well, she can
return to an almost normal life. She has good phases and
bad phases with anxiety and depression. Her challenges
are to keep a balanced mind, not to be obsessed over
negative thoughts, do not dwell too much on things

and avoid thinking about dystonia all the time.

FAMILY/ENVIRONMENT

Her family, especially her children, give her support and
strength not to lose her courage to face life. Her husband
helps her a lot with the preparation of her application to
get disabled worker status.

Neurologist, GP, physiotherapist (specialised in dystonia),
psychologist, family & friends, line manager & work collea-
gues, patient association (PA), health insurance/medical
service

LIVING WITH CD AND
THE TREATMENT(S)

> Ldy

‘NOW |1 MUST LEARN TO
LIVE WITH IT. |l HAVEN'T
GOT A CHOICEY

N

‘It’s a daily journey, a daily fight, Dystonia is a part
of me, but I'm not only a patient living with cervical
dystonia and I‘ve learned to look at myself and the
world around me differently.’

n

TREATMENT STRATEGY

Lilly has often taken sick leave during bad phases. Lilly's
treatment strategy is multidisciplinary: botulinum toxin
injected by an experienced neurologist, physiotherapy,
acupuncture, painkiller gel application on the pain zones,
sport (swimming, walking, cycling), healthy diet, benzo-
diazepines if needed and however, there is no central care
coodinator and Lily is often left to find allied healthcare
professionals (e.g. physiotherapist) on her own.

PATIENT

Today, Lilly does not have the same job because she

had to give up her position as head teacher. She has
changed her attitude to life and is relieved that today,
she can go back to work regularly with reduced working
hours.

She has learned to live with her illness and has begun to
accept it. Step by step, she is rebuilding her life again and
realises that she can still socialise, do her hobbies and
help other people.

She interacts a lot in patient networks and is involved in
the patient association for dystonia in her area.

FAMILY/ENVIRONMENT

All'in all, her family and friends have found a good way to

deal with the disease. Sometimes they have conflicts because
Lilly‘s husband forgets she is tired and everyday activities take
her longer. Sometimes he forgets that she is not the same
person as before.

Neurologist, GP, physiotherapist (specialised in dystonia),
psychologist, family & friends, line manager & work collea-
gues, patient association

‘ 1. CONTINUATION OF TREATMENT .

—————— » TREATMENT DECISION ----------) 1ST BoNT INJECTION ---------§ /

Physicians often don't ask their patients
between injections how the treatment
is working for them between injections.
Patients are afraid to say the botulinum
toxin injections are not working well be-
cause they are afraid the HCP wiill stop
prescribing the medication.

More well-trained injectors are

required to ensure patients receive
effective treatment. Patients also need
consistent treatment conditions, i.e. to
have the same injector for each session.

There is a shortage of injectors which
leads to a ,,conveyor belt” treatment
of patients, lacking an individualised
treatment approach.
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11. Increase number of skilled injectors.

12. Establish the conditions for a personalised treatment
approach with support from multidisciplinary teams.

13. Empower patients to communicate their expectations
from and possible dissatisfaction with treatment.
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. . common interval: 12 weeks
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e I Often: communication deficit between neurologist 1
The BoNT injection may be ad- I . 1
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ministered at another site by some- 1 L ] ] I
one that may not know the patient as 1 injections is not addressed enough by both sides. I
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The patient's quality of life is not only \ 10 k k
range: 10 weeks <-> once a year
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Social relationships and contact with
other CD patients are considered a high
priority along with mindfulness and
acceptance. It depends on the individual,
but generally speaking psychological
support throughout all phases of the
patient journey is important.
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14. Facilitate patients’ social contact with PA/other
affected persons and motivate them to maintain
social relationships.

15. Motivate neurologists to recommend the services
of PAs more often to their patients.

16. Help patients understand the importance of
psychotherapeutic support.



