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Dear patient, dear reader,

After a diagnosis of psychogenic seizures, patients often experience a sense
of helplessness: What does “psychogenic” mean? Why did the diagnostic
tests not find any organic cause, although with this disorder my body clearly
shows symptoms? How can | cope with this diagnosis and what are the treat-
ment options?

This booklet has been created to answer such questions and to provide more
insight for patients and their relatives. Additionally, we hope to deepen the
exchange between doctors and patients by means of answering frequently
asked questions.

Furthermore, we would like to provide you with a comprehensive overview
about the current state of research and our own clinical experience. We hope
to support you in coping with your seizures by means of a better understand-
ing of the general pathology.

The aim is for you to become an “expert” of your own illness by means of the
knowledge gained here. Previous research and our own clinical experience
have shown that this process often already results in reduced seizure fre-

guency and intensity. Therefore this booklet aims to adhere to the following
guote from Aristotle:

.We cannot change the wind,
but we can adjust

the sails”
ARISTOTLE
We sincerely hope that this booklet is helpful to you!

We welcome your feedback and suggestions for improvement in further edi-
tions.

Dr. med. Philine Senf-Beckenbach Dr. med. Rosa Michaelis
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PATHOLOGY

What is PNES?

PNES is the abbreviation for the English designation of the pathology “Psy-
chogenic non-epileptic seizures”. The abbreviation “"PNES" will be used
throughout this booklet as it is the internationally recognised designation
for the pathology.

PNES indicates that the seizures suffered by patients may seem very similar
to epileptic seizures, however their origin is different. PNES are not involved
with an epileptic dysfunction of neurons in the brain, as is the case with ep-

ilepsy.

PNES are a subset of “functional neurological disorders”, which are known
as FND. FND describe all types of human neurological function disorders for
which no direct physical cause can be detected. However, in the majority of
patients psychogenic causes for the symptoms can be found.

In all FND, the loss of control of bodily functions which are subject to our ar-
bitrary control is decisive and especially distressing for patients.

There are many forms of functional neurological symptoms. We have gath-
ered some cases for you in the following in which patients describe their
symptoms.



Laura, student, 25:

“When | suffered a seizure, | suddenly became dizzy and got tunnel vision.
Everything seemed as if it were in a film, not quite real. Everything looked
cloudy and far away, | disappeared into my own world. It was like a rope
that was pulling me in. In my psychotherapy treatment, | learned how |
can release myself from this rope by using certain techniques. Since then
I have had fewer seizures."”

Steve, electrician, 56:

“After suffering a slight head injury in an accident at work, some weeks
later | suddenly started suffering from seizures. During a seizure, | fall
suddenly to the floor and lose control of my body. My body then twitches
violently without me being able to control it. The seizures sometimes last
for up to an hour. It is most distressing when your body simply does what
it wants without you being able to control it! Nevertheless, following the
energetic seizures | sometimes feel more relaxed somehow, and even
somewhat relieved. | am currently being treated in a special outpatient
clinic and will soon begin psychotherapy. | am confident that | will get
better soon.”

Camilla, Musician, 31:

“I travel a lot for work and suffer from considerable stress. During one
particularly bad phase | suddenly felt a numbness in my legs and on one
side of my face. | thought | was having a stroke and was taken to hospital
in an ambulance. | was subjected to a lot of tests, however nothing was
found. As the numbness occurred again and again and also sometimes
partial paralysis, visiting so many doctors became an odyssey for me.
Now, finally | have come to the right doctors. The treatment has started
and | am already feeling much better. It has especially helped me to
understand that stress is a trigger and that | have to take care of myself."”
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John, graphic designer, 26:

“When after a very long time | saw my biological father again, it affected
me a lot. A short time afterwards, symptoms developed which lead

to me not being able to speak, as though | was struck dumb. It felt

as if I was frozen, | simply could not move or respond anymore even
though | wanted to. After a few minutes the symptoms disappeared and
everything returned to normal again. Today, thanks to my psychotherapy
treatment, | know that the seizures are related to feelings that have been
repressed for a long time and to memories originating from my childhood.
Understanding this has helped me to accept the disorder. Since then |
have rarely had seizures, and when | have had them, they are much less
pronounced.”

Catherine, florist, 32:

“After separating from my husband | went through a very difficult phase.
When things finally started to improve again, | suffered from seizures
which seemed to come from nowhere. During the seizures my arms and
legs were subjected to violent spasms. It looked so bad that especially my
children were very frightened and again | ended up in emergency wards.
This carried on for several months until | finally found the right treatment
and began psychotherapy. Since then, those around me are now aware of
how they can react to help me if | have a seizure. | am now able to control
my seizures and sometimes even stop them as now | am much more aware
of what triggers them. | am so happy about that.”




Facts about PNES: they are not as rare as you
think!

In the general population the prevalence rate of PNES is 2-3 per 10,000, which
means that in a large city such as Berlin, almost 1000 people suffer from
PNES. By way of comparison: That is the same as 10 fully occupied ICE train
coaches! Moreover, it is estimated that there is a higher number of unre-
ported cases which means that there are potentially more sufferers than is
generally assumed.

Although PNES is not very common, there are places where people with PNES
"gather".

The first is epilepsy centres: Many people with seizures are referred to epi-
lepsy centres where, by means of specific diagnostic tests (e.g. electric brain
discharges (electroencephalography, or EEG) and the combination of EEG and
video recordings, the differences between epileptic and non-epileptic seizures
can be very clearly elucidated. It is estimated that every third person treated
in an epilepsy centre does not actually suffer from epilepsy, but rather suffers
from psychogenic non-epileptic seizures!

The second place where PNES is commonly found are emergency wards. Per-
haps you have had a seizure that resulted in you being taken to an emergency
ward. It is important to know that emergency doctors often are not trained
to recognise and treat psychogenic seizures and therefore are not able to
do very much to interrupt one. They treat psychogenic seizures in the same
manner as they would an epileptic seizure. It is also true that many emer-
gency medical interventions actually present a risk if they are used to treat
PNES. Exactly what should be done in the case of PNES will be explained later
in this booklet.
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How is PNES diagnosed?

If non-specific seizures develop, prompt and careful investigation should be
undertaken by a specialist doctor.

Neurologists are very well informed about seizures. During a consultation
with a neurologist or epileptologist it is extremely helpful if you can bring a
video of a seizure (or even better several seizures) with you. A simple video
filmed with a mobile phone is sufficient!

Furthermore, an examination by a general practitioner or an internal medi-
cine/cardiology specialist may also be appropriate. Such doctors are able to
examine the heart (using electro cardiography or ECG) for possible functional
disorders which may be the cause of the sudden palsies.

In addition, it may also be worthwhile to consult one of the epilepsy centres.
Using imaging diagnosis techniques of the brain (magnetic resonance imag-
ing (MRI) and EEG, certain brain disorders could be excluded as the cause of
the seizures, for example, epilepsy. As previously mentioned, the difference
between epileptic and non-epileptic seizures can be very clearly elucidated
using long-term video EEG monitoring.

The information you provide during the clinical interview is the most impor-
tant for the doctors who need to determine between the different origins of
the seizures. If you can describe the seizures, or even at least the onset of
seizures during which you are still alert and conscious, so much the better.
If you lose consciousness during a seizure, it is important that someone who
has witnessed them and can describe your seizures comes with you to the
consultation.

What occurs in the brain in PNES?

Based on current research findings, at present it is assumed that the phe-
nomenon of dissociation is significant in the development of PNES.

In the following we would like to describe in greater detail what is understood
about this mechanism to date:

10



Dissociation - what does it mean?

The term “dissociation” comes from the Latin word “dissociare” and means
“separation, detachment”. The term has its origin more than 100 years ago
when it was used by the psychiatrist Pierre Janet. To this day it is used in the
explanation of PNES. Today, we understand the mechanism as the sudden
loss of the targeted access to the specific functional areas of the brain over
which we normally have control. These functional areas then suddenly do
what they want. They are either switched off or become uncontrollably active.
In the majority of cases, the separation of a functional area is triggered by in-
formation from the environment (a so-called “stimulus’) without the patient
being able to intervene voluntarily. This means that patients are mostly not
aware of what exactly the stimulus is.

This mechanism is not necessarily pathological! Quite the contrary: this pos-
sibility of separation is created in every human brain as a defence mechanism,
meaning that dissociative phenomena can also develop in healthy individuals.
By means of the separation from very stressful external stimuli, the sufferer
is protected from unpleasant psychological consequences.

As an example, separation or dissociation may result when healthy individ-
uals find themselves in extremely stressful situations as could be a bad car
accident.

Individuals sometimes experience dissociative states which are very similar
to psychogenic non-epileptic seizures: this may result in an altered perception
of the situation, as though part of a dream or a film. Some experience an al-
tered perception of time; they perceive, for example, sequences around them
as though they were in slow-motion. It may also result in perceived jumps in
time. That means that individuals or the people around them suddenly find
themselves in another place without knowing how they got there. A small part
of the sequence of events is missing in the memory. In such situations, some
people also experience physical phenomena such as “freezing” or when the
whole body trembles, some even report losing their voice. Separation is par-
ticularly pronounced when the entire incident can not be recalled. Often the
memory is recuperated. If the memory of such an experience expectedly and
as if from nowhere flashes up as short scenes and, therefore, resembles much
more reliving the situation rather than a distant memory, such phenomena
are known as “flashbacks".
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Carsten, 42, experienced a car crash on the motorway:

“It all happened so fast. | only saw how the car rolled over and was lying
upside down. As | wanted to get out to help, | realised that | could not hear
anything. It was as if | was under a jar, very far away, but, nevertheless, |
was conscious. | alerted the emergency doctor, but what | remember of
the situation is very blurred. It was as if | put a protective cover over the
situation so that my perception of everything was cushioned, but I still
only remember fragments of what happened. In the course of time, the
memories came back bit by bit, like clips from a film."”

This description shows that the mechanism of dissociation can develop in a
healthy person, wherein the mechanism has, above all, a protective defence
function from threatening external stimuli such as the car accident described.
Perception, which is already decreased in a threatening situation, leads to the
experience being completely forgotten or only vaguely recalled. The systems
of human perception and memory creation have developed in such a way
that such decisions are unconsciously made for us in dangerous moments to
protect us from retaining the threatening images which may affect us later
on. The further process might then be that the symptoms (such as loss of
speech, paralysis, hearing impairment) dissipate as soon as the burdensome
event has past. With a certain resting period, the brain can also recuperate
the memories in doses and integrate them with other unaffected memories.

12



Dissociative phenomena develop in healthy
individuals as well. It is a defence mechanism
which the brain uses to protect people from
threatening stimuli. These phenomena are
pathological only if they develop excessively and
in inappropriate situations, and the sufferers
become constrained in their own lives.

Dissociation describes the separation of a functional area of the brain (either
the loss of function or loss of control over the function). In the human brain
dissociation is applied as a defence mechanism from threatening external
stimuli.

13
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Why am | suffering from PNES?

In the previous chapter we described what role so-called “dissociation” plays
in the development of PNES.

For many patients these important questions perhaps still remain unan-
swered: Why does this defence mechanism happens to activate in my brain?
What does my brain want to protect me from? For many patients, seizures
come completely “out of the blue” so that, for the majority of people, the
abovementioned mechanism of seizure occurrence can not be identified im-
mediately.

It is therefore to be assumed that in some people the mechanism of dissoci-
ation simply activates without there being any direct external triggers (such
as the car accident described above).

Why is this?

It is important to understand that there is no simple answer to this question.
Several factors interact in every person who suffers from PNES. PNES is,
therefore, a disorder with a so-called multi-etiological development model,
meaning that several components play a role in the development of the dis-
order: The individual causes for the development of a functional neurological
disorder can be illustrated with an orchestra: The majority of tones do not
produce a melody on their own. A melody can only be composed by the in-
teraction of individual tones. It is a similar with the interaction between the
different causes in the “orchestra” of functional symptom development.

This booklet is intended to help you and your relatives to recognise the com-
ponents which play a role in the development of your own disorder. Many
sufferers experience this step as the most important milestone in coping with
the disorder.

14



There is no one single cause for the occurrence of
PNES. The development of PNES can be likened
to when an orchestra plays together: only when

a number of different “tones” converge, does the
symptom develop.
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In the following we describe the possible causes which, like the different tones
of an orchestra, interact and can lead to the development of PNES during an
individual's lifetime. In reading some of these statements perhaps you recog-
nise yourself and your own experience, perhaps not. This doesn’t necessarily
mean that these causes don’'t play a role in your case. Perhaps more time is
needed to get to the bottom of the causes of your PNES. More on this can be
found in the chapter on therapy for PNES.

Causes of PNES could be:

1. An innate increased tendency towards dissociation:

Each individual who develops PNES, has latently in their genes the tendency
to react to external stimuli with the defence mechanism of dissociation. This
tendency can be biologically determined to different degrees. This means
that the defence mechanism in the brain described above simply activates
faster in some individuals when compared with others. For many individuals
already relatively unpleasant daily situations can lead to the brain activating
the dissociation defence mechanism, e.qg. an argument, a cold, minor injuries
following a crash, long waiting times, hunger or thirst. Such a heightened
inclination to dissociation plays a role in the development of the illness; how-
ever, it is normally not the only cause.

2. Adverse conditions and stressful stages of life:

Adverse external conditions can also be perceived by the human brain as
dangerous and therefore result in the brain falling back on the described de-
fence mechanism. Research has shown that the tendency to dissociation may
already be increased if a person does not drink enough water throughout the
course of the day. Furthermore, sleep deprivation or drug taking can increase
the tendency of dissociation. In addition, stressful events in life such as the
loss of the loved one, losing your job, money troubles or experiences such
as the car accident described above can trigger dissociative symptoms. In
certain stages of life, especially where several of these adverse external cir-
cumstances interact and perhaps also where an innate increased inclination
towards dissociation is present, a phenomenon such as PNES can suddenly
develop. Depending on the extent to which these adverse and stressful ex-
ternal circumstances change, these symptoms can disappear again or may
even persist longer.

16



3. Impressions from earlier experiences:

Some individuals have already been subjected to threatening situations early
in their lives and therefore have experienced what is it is like to seek protec-
tion. If during childhood individuals are involved in situations which were so
bad that the defence mechanism “dissociation” in the brain was activated,
the child’s brain learns: | can defend myself when | detach myself from the
memories of certain experiences!

Here, emotional neglect, violent experiences, abuse or uncertainty as a result
of unreliable and unpredictable parental relationships (e.qg. due to psycholog-
ical illness) may play a role. Psychologists and psychiatrists refer to traumas
or attachment disorders when speaking about these types of threatening ex-
periences.

Neurological research has revealed that a child's brain has a greater capacity
for learning. As soon as a child gets into a situation where it can defend itself
through dissociation, this experience is processed by the brain as a success
and the defence mechanism is stored.

Metaphorically speaking, the brain learns by building “motorways”. This
means that certain neurons are more strongly linked and the behaviour pat-
terns to which these motorways lead (such as dissociation) are recalled much
faster. If these “motorways” are established in the brain during childhood,
they remain there. This is also the case if they are not used for a number of
years, as nothing dangerous happens to activate the defence mechanism.
Nevertheless, these “motorways” are not simply “dismantled”. Also, after
decades of remaining idle, these neuron connections can suddenly reactivate
due to a particular external stimulus. For sufferers, this renewed application
of the defence mechanism is sudden and totally unexpected as the circum-
stances for the initial construction of the motorway can hardly be recalled.

This means that a dissociative disorder can fundamentally consist of a trau-
matic experience for which internally stored threatening experiences are the
basis. These experiences are hardly recalled which is precisely why the de-
fence mechanism of separation in the past worked so well.

If, therefore, a grave threat existed in a person’s past and the mechanism of
separation in the brain has been engrained like an motorway; then, this mo-
torway can be activated during a later period of life with smaller, less threat-
ening stimuli. This is a possible explanation for why patients often do not
understand why they suddenly have a seizure in what appear to be trivial
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situations. This seizure then seems much more threatening than the situa-
tion which lead to the seizure. In some ways the internalisation of the earlier
external threat, which comes from an unconscious memory, consequently
becomes a threat itself.

This does not mean, however, that traumatic experiences are present in every
person who develops PNES. Besides the things named in points 1and 2, there
are still a number of other stressful experiences in important stages of life
which can contribute to the development of PNES: For example, long-lasting
conflicts inside the family, suppressed feelings such as hidden or displaced
anger as well as the lack of attention and care.

Sometimes negative past experiences and/

or traumatic experiences result in the later
development of PNES. Besides traumatic
experiences there are also many other possible
causes for PNES.

18



TREATMENT

How is PNES treated?

Currently, there is no medication which is effective for the treatment of PNES.
Medication prescribed for the treatment of epileptic seizures, so-called an-
ticonvulsant drugs, are not effective in PNES. On the contrary, anticonvul-
sant drugs have many side effects: some anticonvulsants are harmful during
pregnancy, others make you drowsy and with concentration difficulties. Still
further, anticonvulsant drugs can even lead to aggressive and irritable be-
haviour. As a result of these side effects it is not indicated to administer anti-
convulsant drugs to PNES patients, as they do not help in the case of PNES.

So how then can PNES be treated if there are not currently any medications
available?

The current quidelines suggest psychotherapy as a treatment for PNES. Re-
search has shown that treatment with psychotherapy can lead to a real im-
provement of the symptoms.

The sooner psychotherapy is initiated following diagnosis, the greater the
prospects are for successful treatment. Therefore, it can be of great benefit
to patients if the seizures at the very least are less severe and/or occur less
frequently. In delaying the start of psychotherapy the risk of seizures becom-
ing chronic increases, meaning that the seizures persist. The prospects for
successful treatment as well as the methods and duration of the therapy are
individually very different depending on the type of symptoms.

Psychotherapy — what is it?

"Psychotherapy” is the term used for the treatment of the psyche with the
help of words. This means, therefore, that alleviating or even overcoming
physical and/or psychological symptoms is possible if a specialist deliberately
uses words in conversations as a tool and deploys them according to specific,
scientifically tested techniques.

However, this does not mean (as many think) that it leads to a resolution
of psychological (or physical) problems simply because you can talk about
it with someone. Of course, this factor also plays a role in the function of
psychotherapy! Time spent together talking produces so-called non-specific
effect mechanisms.

19
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These can also be effective, when talking about problems with a close friend.

The special feature of psychotherapy is that a specific type of gquided discus-
sion can support patients in recalling experiences and feelings into the con-
scious state which were previously not consciously accessible. This process,
which can be initiated through psychotherapy, can lead to an improvement of
PNES symptoms or ever a cure.

Psychotherapy means the treatment of
psychological or physical disorders using methods
which work directly on the human psyche.

One method in particular is talking, and talking is
also the essential tool for treating the psyche.

There are various methods of psychotherapy. Psychotherapists have stud-
ied either psychology or medicine and have subsequently completed several
years of training in a specific psychotherapy methodology. In total, the train-
ing is at least eight, but often more than ten years.

There are methods of psychotherapy which predominantly focus on the
behaviour of patients in dealing with their current life situation. They are
grouped by the term “behavioural therapy"”. In behavioural therapy, among
other aspects, certain everyday skills are developed: for example, how to rec-
ognise that a seizure is coming and which treatment options come from rec-
ognising these early warning signs. The positive effects of this psychotherapy
method for PNES are substantiated by scientific studies.

In addition, there are methods of psychotherapy which even approach the
subject of the patient’s past and in this way attempt to find the primary cause
of the symptoms. These forms of psychotherapy are called “psychodynami-
cally oriented psychotherapy” or “psychoanalysis”. These forms of therapy
are also effective for the treatment of PNES.

In addition, there are specific trauma therapies or “systemic therapy” which
is also a form of therapy that is effective for the treatment of PNES.

Furthermore, collaboration with an established neurologist or specialist clinic

20



in a hospital (university outpatient clinic, epilepsy centre, neurological clinic)
is advisable during treatment so that, in case of doubt, patients and ther-
apists have a competent point of contact who is already familiar with the
diagnosis of the patient.

A psychotherapy practice can be found via your Federal state Association of
Statutory Health Insurance Physicians. It is also possible to search for psy-
chotherapists located nearby and enquire whether there have a treatment
session available. If you have difficulties finding a psychotherapy practice,
your general practitioner can help you.
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What can | do myself?

As indicated in the previous chapter, there are always triggers for the devel-
opment of PNES. Patients can start investigating the triggers themselves
which play a role in the development of their own symptoms, in addition to
therapeutic support.

Sometimes we become aware of things when we write things down and, there-
fore, it becomes clear that seizures occur more frequently in certain situa-
tions, or rather seizures never occur in certain situations.

For this reason keeping a diary of symptoms may help. It is good practice at
a fixed time of day (for example, half an hour before you go to sleep), to make
notes on the following questions and reflect upon the day:

* Did I have any seizures today?

e Did any early warning signs develop?

e Were there situations in which | almost had a seizure?
e Could a seizure be consciously averted? If yes, how?

* In the course of the day, what circumstances could possibly have been
triggers for a seizure?

The attempt to remember seizures can alone counteract the tendency of dis-
sociation and in some individuals results in a reduction of seizures!

Liz, housewife, 41:

“When | was told at the start of my treatment that | should look for the
triggers of my seizures, | simply laughed. If | knew what the triggers were
then | wouldn't have the problem of seizures affecting out of the blue
and finding myself in embarrassing situations! Only after many therapy
sessions was | able to understand that my brain plays a trick on me and
prevents me from accessing the events of my seizure. In the beginning |
felt very hesitant about confronting my seizures. At best, | just wanted
to forget everything! When I initially overcame this resistance, | became
aware of something. Only then did | really understand myself and could |
see the relationship between my seizures and my feelings, memories and
thoughts. It was a hard and long journey from there, but | am proud and
happy that | went in that direction.”

22



What should | pay attention to and what can | do myself if |
suffer from PNES?

e Search for a neurologist/epileptologist for diagnostic questions and a
psychotherapist for longer-term psychotherapeutic treatment.

* At the same time of day keep a reqular diary in which you document
your seizures and phenomena, such as, for example, possible early
warning signs of seizures. Try to remember the details and write down
everything that seems important.

* Look out for the triggers of your seizures and try to work out when
they occur increasingly and when you feel safer.

* Learn arelaxation technique such as Jacobson's progressive muscle
relaxation or autogenic training. These relaxation techniques are of-
fered in a number of fitness centres and are sponsored by many health
insurance funds as preventative measures. You can inquire about the
services offered from your health insurance fund's website or tele-
phone them to inquire.

* Ensure that you take reqular breaks, do sufficient outdoor exercise and
get a sufficient amount of sleep.

e Drink more than 1.5 L of sugar-free drinks a day (water, tea), alcohol
does not count towards this.
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* Have alook to see if there is a self-help group in your local area and
pay it a visit! (www.nakos.de)

e Speak openly about your disorder with relatives, friends and other
people who you have regular contact with! There is no reason to be
ashamed of the disorder and it is better when everyone understands
how to act during a seizure.

23



What is important for my environment?

A seizure often represents a life-changing experience for patients, but also
for their relatives. Sudden falls and uncontrolled, violent convulsions which
sometimes occur during a seizure can look terrifying and, for relatives, lead
to feelings of concern and fear.

Often a small “social cosmos" is involved in the event of a seizure (class and/
or work colleagues, family members, bystanders in the supermarket etc.)

Seizures can be perceived as extremely terrifying, particularly by close rela-
tives and above all by the children of patients. Regarding this, the following
is very important:

A psychogenic seizure does not lead to life
threatening situations.

The risk of severe injury is very low.

During a psychogenic seizure a person above all
needs: Quiet and calm.

A psychogenic seizure is a mechanism with which the brain attempts to pro-
tect the psyche of the patient from an external threat. Suppose the patient
was once exposed to a real external threat during an earlier period of their
life. At the time of the seizure, however, it mainly involves an unconscious
connection of a harmless external stimuli with a separated previous threat-
ening experience.

Respiratory or cardiac arrest has never been observed during a psychogenic
seizure. In contrast to epileptic seizures, psychogenic seizures can even last
for days without damage being caused to the body or the brain. It is therefore
neither necessary nor helpful to call the fire brigade or the emergency doctor.
This can even make the situation worse, as emergency doctors often decide
on the basis of their training to treat the situation as a medical emergency.
Often, completely unnecessary medications are administered which do not
help and even represent a health risk. Studies have shown that the biggest
danger from a psychogenic seizure does not come from the seizure itself, but
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from unnecessary emergency care by doctors. The side effects of treatment
(for example, bleeding and needle injuries) are more dangerous than the sei-
zure itself! It is the most helpful if those present just remain calm during a
seizure.

Those who suffer a psychogenic seizure are in particular helped by: Quiet and
calm. If it is possible for relatives to “play down" the onset of a seizure then
much would be gained by all concerned. Sometimes such a positive influence
on the atmosphere can contribute to seizures being shorter and less severe,
even resulting in the development of fewer seizures. Correct observation of a
seizure can also lead to fundamental mechanisms of the seizure being better
understood (see the previous chapter “What is PNES?" and “What occurs in
the brain with PNES?").

For doctors, it is helpful to have a video recording of a seizure. It is also advis-
able for relatives to record a video of a seizure with a mobile phone, or several
seizures, in order to show the doctors.

In the following, a relative describes how she initially experienced her part-
ner's seizures and how the experience has changed during the course of
treatment.

Emma, student, 25:

“My boyfriend and | had only been together a couple of months at the
time when, one evening in bed, he had a seizure for the first time. It is
hard for me to find the words to describe what I felt at the time. | was

so scared. | thought he was in danger and fighting for his life. Of course,

I rang for the ambulance. As Alex continued to have spasms and wasn’t
quite himself, the paramedics called the emergency doctor when they
arrived. He then gave Alex a strong drug to stop the spasms stopped

and Alex “was gone". They told me that he was now in a deep sleep and
the danger had past. My goodness, that really unsettled me. It was a
never-ending back and forth from there on. We had no idea why. However,
we had noticed that the doctors did not seem to want to tell us what

was going on. This story then repeated itself a few times. Seizures -
ambulance - with and without an emergency doctor - general uncertainty
about what was wrong with Alex. Then, finally, a doctor took the time and
we tried to explain how these seizures came about. It took a while until
we could get going with the explanation. In the meantime, however, Alex
started psychotherapy. He had a pretty chaotic childhood and before then
had never discussed it. Sometimes | was allowed to sit in on the therapy
sessions. The seizures are somewhat less frequent and definitely don't
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last as long. But what is important is that now | understand better what
the problem is. I still always get a fright when it happens so suddenly. But
then, in my mind | remember the words of the therapist that made the
most sense to me and | breathe deeply in and out. Alex also says that he
notices my calmness and that it helps him to come out of the seizure. We
still have a long road ahead and it is sometimes truly exhausting. But, we
have also come quite far and at any rate, I'm very proud of us.”

It is understandable that patients and their
relatives react with fear and concern during

a seizure. We recommend patients and their
relatives to overcome this fear. Try to understand
the triggers of a seizure by analysing the events
of a seizure without becoming overwhelmed by
the alarming manifestation of the seizure.
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We hope that reading this booklet has been helpful to you. Should you be-
lieve that important advice and/or information is missing from this booklet
or represented in an inappropriate way, we would very much appreciate your
feedback and suggestions for improvement for subsequent editions!
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ADDRESSES AND CONTACTS IN
GERMANY AND SWITZERLAND

Specialist outpatient clinic:

Outpatient clinic for dissociative seizures, Charité Universitatsmedizin Berlin [Charité Uni-
versity Hospital Berlin], Germany, Campus Mitte, Neurological clinics, Tuesday 9:00-13:00 .
For an appointment please call 030 - 450 560 560
https://psychosomatik.charite.de/fuer_patienten/ambulanz/dissoziative_stoerungen/

Outpatient clinic for Functional Neurological Disorders, AOK Institut Berlin, Germany
for an appointment please call 0800 - 265 080 24320
https://www.aok.de/pk/nordost/inhalt/institut-fuer-psychogene-erkrankungen-im-cen-
trum-fuer-gesundheit/

Inpatient facilities:

Psychogenic Non-Epileptic Seizure Ward, Klinik Tabor [Tabor Hospitall, Bernau, Germany;
Epilepsiezentrum Berlin-Brandenburg [Berlin-Brandenburg Epilepsy Centre]

To make an appointment for an initial consultation: 03338 - 752 346
https://www.epi-tabor.de/index.php/psychosomatische-epileptologie-fuer-erwachsene/

Psychogenic non-epileptic seizure ward, Epilepsiezentrum Klein-Wachau [Klein-Wachau
Epilepsy Centre, Klein-Wachau, Germany

For an appointment please call 03528 - 4311311
https://www.kleinwachau.de/fachkrankenhaus-fuer-neurologie/schwerpunkte-unserer-ar-

beit/psychosomatische-epileptologie.html

Ward for Behavioural Medical Epileptology, Epilepsiezentrum Bielefeld

[Bielefeld Epilepsy Centre]

For an appointment please call 0521 - 772 701
https://www.mara.de/epilepsie-zentrum/klinische-abteilungen/verhaltensmedizinis-
che-und-psychotherapeutische-epileptologie.html
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Research groups:

FND Research Group, Inselspital Bern (Prof. Selma Aybek)
http://www.neuroscience.unibe.ch/research/research_groups/functional_neurological_dis-

order_fnd_research_group

Functional Neurological Disorders Working Group, Charité Universitatsmedizin Berlin
[Charité University Hospital Berlin] (Dr Philine Senf-Beckenbach, PD Dr Kim Hinkelmann)
https://psychosomatik.charite.de/fuer_patienten/ambulanz/dissoziative_stoerungen/

Networks:

www.fndhope.org

www.neurosymptome.org

https://www.kommission-psychosomatische-epileptologie.de/

Media:

Film about PNES with experiences from patients:
https://www.youtube.com/watch?v=MA1EYAg9y5k&feature=youtu.be

Recommended reading (german):

.Was uns krank macht - Was uns heilt: Aufbruch in eine Neue Medizin. (“What makes us

ill - What cures us: The dawn of a new medicine.) Das Zusammenspiel von Korper, Geist
und Seele besser verstehen” (Understanding the interaction of the body, mind and psyche
better") by Madeleine Amberger (Editor), Christian Schubert (Author)

“Das kleine Buch von der Seele” “The pocket book of the psyche” by Achim Haug

“Wie das Gehirn die Seele macht (“How the brain creates the psyche”) by Gerhard Roth
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