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Foreword 
Dr. Vera Bril 

Guillain-Barre Syndrome is a devastating illness for patients and their families, 
with a major concern being that most people are unfamiliar with the diagnosis 
and don't know what to expect or how to deal with the issues around the sick-
ness. When children fall ill with Guillain-Barre syndrome, the entire family needs 
to come to terms rapidly with a major change in their way of life. Coping with 
such a major upheaval is made easier if there is information on what may happen. 
This easy to read book provides an important source of information about what 
children and families might experience  if affected by this disorder of the nerves. 
In particular, the illuminating stories of the children who have suffered with GBS 
will help others who fall victim to this sickness understand what is happening 
and provide hope for recovery. As the reader gains insight into GBS, it is im-
portant to remember that medical treatment can vary from place to place and the 
local doctor can provide the best recommendations of what to do for any partic-
ular child. 

Dr.Vera Bril, B.Sc, MD., F.R.C.P.(C) 

Vera Bril is a Professor of Medicine (Neurology) at the University of Toronto, 
Division Director of Neurology at University Health Network 
and Mount Sinai Hospital and the Krembil Family Chair in 
Neurology. She has particular expertise in the diagnosis and 
management of patients with complex neuromuscular disor-
ders. Her research interests have centred on the diagnosis and 
evidence-based treatment of myasthenia gravis, inflammatory 
polyneuropathies, and diabetic sensorimotor polyneuropathy.  
Her work has helped set the standards for electrophysiological 

investigations in the definition and evaluation of the progression of chronic ax-
onal polyneuropathies. Her research has helped establish the role of intravenous 
immunoglobulin in the treatment of myasthenia gravis and the Guillain-Barré 
Syndrome, and the long-term treatment of chronic inflammatory demyelinating 

The GBS/CIDP Foundation of Canada wishes to thank Dr. Vera Bril for her generous sup-
port of this book.  She has thoroughly reviewed the original compilation, produced by the Ger-
man GBS initiative, and made annotations to ensure the material is relevant to Canadians.  
Her care and concern for all our GBS, CIDP and variant patients and their families is greatly 
appreciated.  Dr. Bril’s continued support in helping us to maintain our goals of support and 
education makes her a tremendous asset to not only our Foundation, but to the larger medical 
community. 
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Introduction 
Dr. Günter Krings  

Dear children, dear parents: 

GBS – what is that? Initially, the diagnosis “Guillain-Barré syndrome” is puz-

zling. Most people – and even some doctors – are not familiar with this rare dis-

ease of the peripheral nervous system. That’s why the German GBS Initiative 

Association is doing pioneer work by providing those affected by the disease and 

their families with important guidance and addressing the lack of information. 

They invite experts to presentations and research results are studied together. 

They help patients search for suitable treatment facilities and deal with authori-

ties. And, perhaps most importantly, they facilitate an exchange of tips and expe-

riences among those affected. 

People all over the world can contract Guillain-Barré syndrome, regardless of 

age, race, or gender – and in rare cases, children are affected as well. When a 

child falls ill, it is initially a big shock for the entire family. Fortunately, GBS can 

be successfully treated with today’s modern medical and technical procedures. 

Usually, however, treatment at an acute treatment clinic must be followed up 

with a rehabilitation program to re-establish the nerve and muscle functions, a 

process that may take several months. This long road to recovery demands a lot 

of stamina, strength and patience from those affected – children as well as adults. 

But the effort pays off: Most patients make a full recovery. Children especially 

have an excellent chance of full recovery and to become symptom-free and with-

out and permanent damage to their heath. 

Even so, falling ill with GBS initially means than nothing is like it was before. 

Suddenly, the simplest tasks and smallest steps pose enormous challenges. Your 

scope of abilities will need to be reclaimed; your everyday life may require new 

structures and new ways. That is not easy. To accomplish this task, everyone will 

need advice and support. That’s why it’s a good thing that the German GBS Ini-

tiative Association exists to address the special needs of GBS patients and their 
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families; because the latter will also face an unfamiliar situation and it’s important 

for them to understand and accept the changed circumstances. 

Those affected by the disease can take all of their questions and concerns to the 

German GBS Initiative Association. The Association’s competent staff will pro-

vide helpful information and practical advice for everyday life. In discussion 

rounds, those affected learn how others handle the changes caused by the illness 

and how they have solved specific problems. This exchange of experiences and 

information helps us all cope, as does the opportunity to talk openly about every-

thing and finding understanding and encouragement. 

On that note, I would like to encourage you all to make use of the offers provid-

ed by the Association and wish you and your family much strength and all the 

best for the future! 

 

Yours, 

Dr. Günter Krings 

 

Member of the German Bundestag 

and patron of the German GBS Initiative Association 
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Guillain-Barré Syndrome 
(GBS)  

Guillain-Barré syndrome (GBS) is also known as “acute idiopathic polyneuritis.” 

It is an inflammatory disease of the peripheral nerves. Characteristically, GBS 

symptoms start several days or weeks after an infection, with general weakness, 
increasing sensory loss and signs of paralysis in the legs and arms. Sometimes the 

respiratory muscles are also affected. Treatment often involves plasmapheresis 

(replacing the blood plasma) or immunoglobulins in intensive care. Generally the 

climax of the disease, the peak phase (full paralysis), is reached within 2-4 weeks. 

Most patients are able to make a full recovery; however, this may take months or 
even longer. Some patients retain minor permanent damage.  Statistically, around 

1-2 people in 100,000 contract this illness every year. In Germany, the number of 

new cases per year is estimated at approximately 800 – 1200. Anyone can con-

tract GBS, regardless of age, gender or race.  

 

CIDP (Chronic Inflammatory Demyelinating Polyneuropathy): 
Also known as the chronic variant of GBS. CIDP develops over a period of sev-

eral months. Depending on the individual case, it can be treated with immuno-

globulins, plasmapheresis, cortisone and/or immunosuppressants.  

Miller-Fisher Syndrome (MFS):  

MFS (a variant of GBS) primarily affects the facial nerves, in particular those 
nerves controlling eye movement functions. MFS is an overlapping form of GBS 

and is treated in a similar way. 

Lewis Sumner Syndrome:  

A variant with non-symmetrical progression; e.g. the left arm is fine while the 

right arm is affected. 

Elsberg Syndrome: 

Only affects the nerve roots. 

MMN (Multifocal Motor Neuropathy): Only affects motor nerves such as the 

peroneal nerve or finger flexor; sensory impairments do not fit into the disease 

pattern. Treatment is usually with immunoglobulins.  

If extrapolated to Canada based on population, this would equate to between 300-450 new 
cases of GBS per year. 
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Colin’s GBS Story 
(2 years old)  

It all began on the second of May 
Sitting on daddy’s lap like on any day 

His little head suddenly dropped 
And all attempts to walk had stopped. 

We drove to the hospital at once 
When asked to walk, there was no response 

A first examination there 
Proved that he needed further care. 

Lying in his hospital cot 
Colin got worse each day, poor tot 

They said – after the tests were done – 
It would be a while before he’d run. 

The first week felt like forever 
Our fears and worries left us never 
Then finally the threat got a name: 

Guillain-Barré was to blame. 

Colin was paralyzed head to toe 
We had to feed him, it went slow 
The poor child was in pain as well 

Our hearts broke and our spirits fell. 

But once ten days of this had passed 
The hardest part was over at last 

We’d feared he might have trouble breathing 
But finally everything was easing. 

A brighter prospect now lay ahead 
On the third day he turned his head 
Then soon a smile shone on his lips 

And a giggle burst from skinny ribs. 

He waved his arms again like a clown 
His little bottom went up and down 

Once more he stuffed his little tummy 
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We went to physio in the third week 
When his prospects were no longer bleak 

Hoping that nothing would go wrong 
And we could bring him home ‘ere long. 

Our Jessy then helped out a lot 
With every step from spot to spot 

Guiding him here and there as needed 
Until eventually he succeeded. 

He made some great experiences there 
Once he had learned to try and dare 

At first he still needed some aid 
For he was very much afraid. 

Through every morning every day 
Occupational therapy and some play 

Then physio until afternoon 
This way he learned a lot quite soon. 

There was a wonderful marble run 
Where all his learning was begun 
All on his own and looking droll 

He’d sit and watch those marbles roll. 

And when a week had barely passed 
Colin was having quite the blast 
Racing his toy car up and down 

The corridor with never a frown. 

It grew clear as the days went by: 
He wanted to stand up, or try 

He practised standing in every game 
And never tired all the same. 

Then finally there came a day 
He had to reach for his shoe at play 
First one and then the other foot 

Colin’s GBS Story 
(2 years old)  



9 

Catching soap bubbles in your hand 
Is much easier when you can stand 
He reached for them and never fell 

And kept his balance really well. 

Soon afterwards he started walking 
Holding on to things and never balking 

He made his way across the room 
His fear had gone, his confidence bloomed. 

His doctors were immensely pleased 
At seeing him master his disease; 

They knew that when we took him home 
He’d keep up training on his own. 

So to our great relief and joy 
We soon went home with our boy 

And ever since he’s been retaining 
His energy and pride in training. 

Four days back home, he stood alone 
Up in the hallway on his own 
For fear of falling no regard 

He ran to Jessy, breathing hard. 

It won’t be long before he’ll bounce 
And to the whole world can announce, 

“I’ve had incredibly good luck 
For now I’m definitely back!” 
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HANS 

 AND  

THE WRONG ORDER 
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Hans is a cheerful, healthy boy who enjoys playing and running around 
outside. He has learned that there are strange, tiny little creatures 
floating around in the air and sticking to almost every 
surface, and that these creatures (mum calls them 
bacteria and viruses) can make people sick. Hans 
doesn’t really believe in those tiny things be-
cause he can’t see them, and besides, he 
doesn’t have time to wash his hands as of-
ten as his mum wants him to. That’s exact-
ly what happened today. He wanted to go 
play outside with his friends and just quickly 
eat a snack beforehand. There was no time to wash his hands. 

Let’s have a look at what happens inside Hans’ body when bacteria or 
viruses enter. To be precise, let’s have a look at his immune system. 
Hans’ – and anyone’s – immune system will notice immediately if bacte-
ria or viruses enter the body and sends certain cells to check out the 
intruders. Some of them can make the body very sick and are forced 
back out or eaten up if necessary. These cells sent by the immune sys-
tem have various different tasks and work together really well. In 
most cases, Hans and all the other people don’t even notice what a 
great job their immune system “police force” is doing. 
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In very, very rare cases, that doesn’t work quite so well. Sometimes 
there are too many foreign bacteria or the viruses are hiding from the 
police in certain cells. Then it gets very difficult to kick them out or 
even find them. In even rarer cases, the police get confused and don’t 
know who the good guys and who the bad guys are. Then they can no 
longer work together and everything goes topsy-turvy. 
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That’s what’s happening to Hans right now. He doesn’t know 
why, but he’s feeling weak. He’s constantly tired 
and not feeling up to running around. He’s felt this 
way for days, and now there’s this tingling sensa-
tion in his feet and he doesn’t feel 
like walking anymore. He can’t feel 
his feet properly and has to watch 
where he’s going to avoid stumbling. 

Hans goes to see a doctor. The doctor examines him 
and asks him lots of questions: Has he been sick re-

cently? Did he run a temperature? Did he have 
the runs? Did he play with any children who were 

sick? 

Then the doctor examines his blood and because that 
doesn’t show anything either, but by now Hans’ legs are 
tingling, the doctor also examines some liquid from a 
nerve conductor in his back. That’s where he finally 
finds something. The fluid shows it clearly. 
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Hans’ internal “police force” got a wrong order. Some of the policemen 
are asleep and don’t do any work. And others, called macrophages (also 
known as scavenger cells), are nibbling at Hans’ nerves. The doctor ex-
plains to Hans that he no longer wonders about the tingling sensation – 
because of the nibbling, his nerves can’t work properly anymore. 

At the same time, he reassures Hans and his family by telling them the 
disease is called Guillain-Barré syndrome, and as soon as all the police-
men are awake and get the correct orders, they will stop nibbling imme-
diately. Then a repair troop can be deployed to fix Hans’ nerves, and 
soon he’ll be able to play and run like before. 
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The doctor explains to Hans and his fam-
ily that he’s going to give him immuno-
globulins. Those are like a special force 
on the immune system police squad. All 
of them are awake and working properly, 
and they know all the right orders. 

“That sounds great,” Hans thinks, and 
lets the doctor give him the special forc-
es. They are in a clear fluid in a bag drip-
ping into his arm through a tube. Since 
Hans can’t move properly anyway, he 
doesn’t mind having to lie still for this. 
Everyone is especially nice to him. His 
friends come to visit, but most of the 
time he’s tired and just wants to sleep. 
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While Hans is asleep, let’s take another look at his immune system. See, 
the special forces policemen are waking up the sleeping policemen. It’s 
working great.  

When everyone’s awake again, the special forces explain what went 
wrong and what they have to look out for. They’ll have to stop the mac-
rophages with the wrong feeding orders together. 
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And then Hans’ policemen and the special forces are working together 
and stop the macrophages. Some of them are sent away, while others 
get new orders and promise to cooperate properly again. Everyone apol-

ogizes to each other and promises to pay better atten-
tion from now on to prevent such mix-ups from hap-

pening again. 

Since the nerves are no longer being 
attacked now, the repair troop 
can start working. In lots of 
places, they have to rebuild the 
protective cover (myelin layer) sur-
rounding the nerves. That’s done pretty 
quickly. In a few places, they have to rebuild a piece of nerve, but they 
manage that, too, so well that you don’t notice anything once they’re done. 
Hans spent a few days at the hospital where he got the immunoglobulin. 
Afterwards he spent another few days at a therapy clinic, where many 
nice therapists helped him practise and relearn walking, swimming, crawl-
ing and exercising. Hans also learned lots of new games there. Now he’s 
back home and meets his friend for play dates like always. He’s complete-
ly healthy again. 

The End 
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Simon’s GBS Progression 
As told by a mother about her son 

This is my account of the progres-

sion of our son Simon’s illness. He 

contracted Guillain-Barré syn-

drome when he was six years old. 

My report is intended to encour-

age other parents in the same situ-

ation, especially during the acute 

phase when things seem particu-

larly hopeless. 

Simon was 6 years old when he got 

sick with GBS. Back then, in Novem-

ber 2008, we had never even heard 

the name of this rare disease, so there 

was no way we could have known 
that the severe bronchitis that had 

been keeping Simon out of school for 

over a week was an early sign and 

trigger of GBS. 

It’s Friday, November 21st, and I am 
wondering why my son Simon 

doesn’t want to get up in the morn-

ing. Although he’s stayed home from 

school for a week, I have never seen 

him as listless and apathetic as this 
morning. He even wants to be carried 

to the toilet, and afterwards all he 

wants is to lie down again. When after 

an hour, his condition has not 

changed, I instinctively sense that 

something is not right at all. I enlist 
my father’s help to get Simon to the 

hospital at Ludwigshafener St. An-

nastift. Under protest, he lets himself 

be carried into the hospital. The doc-

tor admitting him is surprised that a 
child without a temperature can be so 

listless and weak. 

She takes some blood but can’t find 

anything, so she admits us to the in-

patient ward, since there are several 
signs pointing to meningitis. On sta-

tion, the doctors order a lumbar 

puncture and take some more blood; 

however, the results don’t indicate a 

centre of inflammation in the body. 

The doctors suspect a viral infection 
instead. Meanwhile, Simon grows 

weaker and weaker; he’s barely able to 

move on his own, has trouble cough-

ing up phlegm and is bathed in sweat. 

That night sleep is impossible, since 
the nurses are trying to make breath-

ing easier for him with inhaling treat-

ments and by constantly moving him. 

So far, everyone thinks there’s a con-

nection to the recent respiratory in-
fection. 

The morning of November 22nd 

brings no relief. The doctors are con-

stantly at Simon’s bed; after taking 

blood again, they have to admit that 

our son’s rapidly deteriorating condi-
tion is a mystery to them. The possi-

bility of poisoning is addressed, since 
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the paralysis now affecting his arms 

and legs, as well as the heavy sweat-

ing, are typical symptoms of poison-
ing. When Simon has more and more 

difficulty breathing, he is moved to 

the intensive care unit at noon for 

better monitoring. When it appears 

like he can no longer empty his blad-
der by himself, a bladder catheter is 

applied as well.  

By evening, his condition has deterio-

rated even more. Simon is completely 

incapable of moving now and doesn’t 

seem to be able to feel his body 

properly. He’s sweating incredibly. 

Then, around 11:50 p.m., he has a 
breathing seizure that threatens to 

stop his breathing entirely. The doc-

tors have to intubate him to keep him 

stable. The senior physician is called 

in and is the first to voice the suspi-
cion that it might be GBS. Based on 

that diagnosis, he arranges an emer-

gency transfer to the paediatric neu-

rology intensive care unit in Heidel-

berg. 

In Heidelberg, a CT of Simon’s head 

is ordered during the early hours of 

November 23rd. The results show that 

there is no tumour that might be re-

sponsible for the paralysis. When a 

neurologist is consulted, he agrees 

that it might be GBS, but he wants to 

exclude the possibility of other causes 
by doing further tests. He orders an 

MRI, which finally confirms the sus-

picion; another lumbar puncture is 

done as well. We, the parents, are told 

by the doctors that there is only one 
way to get through the progression of 

this illness: “You’ll have to be ex-

tremely patient! The prospects of a 

full recovery are very good with chil-

dren. But the progression of the dis-

ease can be very different from case 
to case.” Looking at our weakened 

child who is given artificial respiration 

and is completely paralyzed, I’m hav-

ing trouble believing the doctors’ 

good prognoses. Still, at the moment 
they are the only ray of hope we can 

cling to. We move into an apartment 

for parents at the clinic so we can take 

turns staying with Simon, and decide 

to be as patient as we need to be. 

November 24th is Simon’s seventh 

birthday. He barely notices, since he’s 

still very weak and can no longer 

communicate by speaking since he 

can’t move his lips. I’m very scared 

that the paralysis will move up to his 
eyes so he won’t even be able to open 

his eyes. The extreme amount of 
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sweating and his extremely high blood 

pressure also worry me. On this day, 

Simon’s nerve conduction velocity is 
measured, with very upsetting results: 

No nerve impulses can be detected 

either in the arms or legs. For us, this 

means we’ll probably have to be even 

more patient and keep believing in a 
good prognosis, which still applies. 

Due to the severity of the illness’ pro-

gression, the doctors want to start 

with haemodialysis (plasmapheresis) 
as soon as possible. 

For this purpose, a Shaldon catheter 

is inserted on November 25th while 

Simon is under anaesthesia. The doc-

tors order a plasmapheresis session 
every morning to filter antibodies out 

of his body; in the afternoons he’s 

given immunoglobulins. The next day 

(November 27th), Simon already ap-

pears a little more awake and more 

responsive. While he still can’t articu-
late words with his lips, he communi-

cates really well with his eyes, blinking 

once for “yes” and twice for “no.” 

Over the following days, Simon 

grows more and more alert. One 
morning during physiotherapy we 

realize with amazement that Simon 

can move his toes and fingertips. It is 

rather unusual for a patient with this 

illness to be able to move his toes 

first. Apparently the plasmapheresis 

and immunoglobulin treatment is suc-
cessful. It is repeated seven times in 

total. 

During the week of November 30 – 

December 6, Simon shows great pro-

gress and can move better and better. 
For example, he can turn his head 

right to left on his own and seems to 

have regained his ability to swallow. 

He can drink water from a cup using 

a straw; the bladder catheter is re-

moved and more and more drugs are 
discontinued. “This is the best possi-

ble progression,” the doctors explain 

to us. Simon keeps complaining of 

hunger, but because of the artificial 

respiration, he can only be fed artifi-
cially. The artificial respiration is 

bothering him enormously now, and 

he’s trying everything to get rid of it. 

Finally, on December 6th, it’s time for 

the tubes to be removed. To every-
one’s amazement, Simon is able to 

chew and swallow really well (he’s 

very hungry and demands more solid 

food). His voice is still very thin but 

he can breathe really well. He is now 

able to roll onto his back from his 
side on his own and can lift his back a 

bit. Upon consultation, a paediatrician 

Simon’s GBS Progression 
As told by a mother about her son 
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recommends the additional admin-

istration of a homoeopathic drug 

called Conium (potency C 200) which 
is often given to infirm elderly pa-

tients and people with emerging pa-

ralyses. Simon’s other doctors agree 

to the use of the drug, and we think 

that anything which might improve 
Simon’s condition should be used. 

On December 8th, Simon is trans-

ferred from intensive care to the pae-

diatric neurology ward. After an initial 
phase of euphoria, he seems a bit de-

pressed in the middle of the week. He 

spends most of his time lying in bed, 

and the physiotherapists visit him for 

half an hour every day to move him, 
just like they did in the intensive care 

unit. 

Since Simon no longer trusts his body 

at all, he has great difficulty allowing 

himself to be moved. Often he refus-

es to cooperate, and having to spend 
a certain time each day sitting in a 

wheelchair (20 minutes three times a 

day) is also something he finds ex-

tremely exhausting and taxing. At 

night, the nurses still have to shift 
him around. We consider it the best 

solution to have Simon transferred to 

a physiotherapy clinic as soon as pos-

sible, hoping they’ll have better and 

more intensive therapy options than 

the acute treatment clinic. 

And indeed, we are lucky again! On 
December 15th, a space becomes 

available at the paediatric physiothera-

py clinic at the SRH Fachkrankenhaus 

Neckargemünd near Heidelberg.  

For Simon, the move is associated 
with fear and excitement. Once again, 

there’ll be new nurses, new doctors, 

new therapists and a new roommate. 

To top it off, he’s homesick for his 

siblings and friends – by now, he’s 

already spent three weeks in hospitals. 
His behaviour towards the nursing 

staff is accordingly resistant. Still, he 

has a small triumph as early as the 

first day: He manages to buzz in a 

nurse by himself! This is a great ac-
complishment for him since his fin-

gers, while mobile, have been very 

weak. It also means a little more inde-

pendence from me, and a first step 

away from complete helplessness. 
Apart from that, he still has to be 

changed and fed, lifted in and out of 

his wheelchair and pushed around in 

it. But around this time he also stops 

sweating so much and manages to fall 

asleep without Melatonin.  
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The therapy options at Neckarge-

münd are extremely varied. The staff 

try to get through to Simon via physi-
otherapy, occupational therapy, logo-

paedics, sensory motor therapy and 

musical therapy. It’s not an easy task 

for the therapists, but luckily their 

experience with GBS patients has 
taught them that Simon’s demolished 

self-confidence will need to be rebuilt 

first. He needs to regain his trust in 

his body and the movements he has 

already mastered again. What’s inter-

esting for us parents to find out is 
that even physiotherapy cannot speed 

up the recovery process. Therapy can 

only support those movements that 

the patients can do by themselves! 

The sessions have a very playful set-
ting. Through “therapeutic magic” 

and the integration of his own toys, 

Simon gets to know each of the thera-

pists who will be working with him. 

Thanks to the therapy sessions, Si-
mon now likes to stay in his wheel-

chair better and for longer periods. 

He finally accepts the wheelchair as 

the currently best means of transport 

for him. 

When he comes to the cafeteria for 

lunch with me and our visitor Maria 

on December 18th, he demands a 

serving of fries and is determined to 

eat them by himself. It fills me with 

joy to watch Simon eat his own meal 
without help for the first time in 

about four weeks. 

His ability to move his hands and 

arms keeps improving. One day later 

he learns how to move his wheelchair 
by himself during a physiotherapy 

session (by guiding his remote-

controlled tractor through an obstacle 

course while sitting in his wheelchair); 

he has sufficient strength in his arms 

for that now. His spirits noticeably 
lift. He’s highly motivated during mu-

sical therapy; sitting at the drums, he 

uses his arms and legs simultaneously 

to be as loud as he possibly can. He 

also manages to sit up unassisted at 
the drums without trouble. Having a 

means of transport and being able to 

eat on his own means that he keeps 

regaining his independence. The doc-

tors and therapists are so satisfied 
with his progress that they agree to let 

him spend Christmas Eve at home. 

We decide to organize a transport 

option that has him lying down so we 

won’t risk his future inpatient stay. 

It’s the best Christmas present ever: 
After almost five weeks in the hospi-

tal, we’re all at home together, even if 

Simon’s GBS Progression 
As told by a mother about her son 
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it’s just for this one day. Simon takes 

it all really well. He spends a long 

time sitting in his wheelchair and is 
determined to see his room – which is 

in the upstairs part of our house – 

again as soon as possible. After this 

day at home, his recovery progresses 

by leaps and bounds. His confidence 
in his body returns and he starts prac-

tising movements all on his own. 

More and more often, he tries to 

stand before transferring to his wheel-

chair. On New Year’s Eve, he manag-

es to sit up in his bed by himself for 
the first time. He no longer needs to 

be shifted during the night, since he 

can independently turn on both sides, 

his back or his belly. The daily ritual 

of having his blood pressure taken is 
the only thing that Simon still experi-

ences as something very unpleasant, 

since he’s still very sensitive to pres-

sure in his arms and legs. Unfortu-

nately his blood pressure is still a bit 
high. 

January 2, 2009, marks the start of 

something that has almost become 

unthinkable to me: Simon goes to 

physiotherapy and decides to start 

walking again today. Using a walking 
frame, he confidently moves along 

the hospital corridor! 

After that, we decide in a team con-

sultation (with doctors, therapists, 

nurses and parents in attendance) that 
Simon will be allowed to spend the 

weekends at home from now on. By 

now, the end on his in-patient stay is 

in sight. The condition for this is con-

fident walking using walking aids. But 
our son is full of surprises – on his 

second weekend at home, he’s already 

walking without the walking frame, 

never mind other aids. He’s walking 

on his own feet without help, and still 

is today – thank God! 
On January 21st, precisely two months 

after Simon was admitted to the hos-

pital at Ludwigshafener Annastift, he 

is discharged from the SRH Fach-

krankenhaus Neckargemünd. He’s 
been greatly looking forward to going 

back to elementary school the follow-

ing Monday, and his classmates wel-

come him back enthusiastically. As a 

follow-up to his treatment at the clin-
ic, he still needs a few physiotherapy 

sessions, but apart from that he 

doesn’t want to be treated as a sick 

person anymore. To prove it, he in-

sists on participating in PE again and 

is able to do so with only a few limita-
tions. 
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Simon’s recovery was the best sort of 

progression you can have with this ill-

ness. It’s not unusual for a full recovery 
to take months or even years – every 

case is different. 

As his parents, we are so happy and 

grateful that our child got such wonder-

ful help, starting with the doctors at 
Annastift, who did everything in their 

power and had us transferred to the 

paediatric neurology intensive care unit 

as quickly as possible. Thanks to the 

team at the intensive care unit of the 

Angelika-Lautenschläger-Klinik, who 
have shown us just how much humani-

ty it’s possible to have even in intensive 

care. Thanks to the neurologists and 

paediatricians at the K1 ward of the 

Heidelberg paediatric clinic, who were 
always very open and honest when talk-

ing to us, spared no expense and were 

even willing to contact our paediatrician 

to approve a homoeopathic drug. 

Thanks to the team at the physiothera-
py clinic in Neckargemünd, who knew 

how to rebuild Simon’s confidence in 

his own body in the most fantastic way. 

And we will never forget all the people 

who offered us their help and included 

us in their thoughts and prayers during 
that time. They have supported us in an 

extremely welcome way. 

Simon’s GBS Progression 
As told by a mother about her son 
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The GBS Story 
of Little Jennifer 

The Story of Little Jennifer 

by Jo Wilmshurst 
GBS Initiative Association from the 

original by GBS Support Group UK 

 

 

Jennifer had a cold on her seventh 

birthday. She didn’t mind because she 

had a lovely party with all her best 

friends. Mummy and daddy gave her a 
beautiful new red bicycle.  Her young-

er brother Peter was much more 

poorly that day. He had to stay in bed 

all through the party, but Jennifer had 

a wonderful time. 

Jennifer rode her new bike almost 

every day. Two weeks later when she 
was out on her bike again, she real-

ized that it was harder to cycle than 

normal. She could hardly keep up 

with daddy. Daddy thought Jennifer 

was being lazy and teased her. He was 

worried, though, when Jennifer said 
her legs hurt and her back felt sore. 

They walked the rest of the way home 

and Jennifer had to lie down as soon 

they got back. 

The next day she felt weak and wob-

bly and could barely stand up. Mum-

my looked very worried and she 

called the doctor. He examined Jen-

nifer and was very puzzled. He sent 
her to the local hospital with mummy 

and daddy. 

Jennifer quite enjoyed the attention 

she received at the hospital. She was 

seen by lots of people who seemed 
very interested in her. She wasn’t so 

happy when she realized she had to 

stay overnight on the children’s ward. 

But mummy stayed with her, and the 

nurses made a huge fuss of Jennifer. 

The GBS Story 
of Little Jennifer 
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The next day she didn’t feel any better 

and became very frightened. She even 

dropped her hot chocolate, which was 
most unlike Jennifer.  

Her little brother Peter was the one 

who usually did stuff like dropping 

cups. 

That afternoon the doctor took mum-
my and daddy to a different room 

while Jennifer’s favourite nurse played 

with her. They looked very serious 

when they came back into Jennifer’s 

room. Jennifer started to cry because 

she thought she must have done 
something wrong for mummy and 

daddy to look so sad. Daddy comfort-

ed Jennifer and told her that was non-

sense, but he didn’t look very happy. 

Jennifer wanted to know what exactly 
the doctor had told mummy and dad-

dy, and she wanted to go home. Dad-

dy said Jennifer was going to another 

bigger hospital where the nurses and 

doctors would look after her all the 
time and they would try to make her 

well again. 

The doctor thought Jennifer had 

something called “Guillain Barré syn-

drome” or GBS. Jennifer actually 

wasn’t surprised because she had 
heard the nurses and the doctor talk 

about it while they thought Jennifer 

was asleep. But Jennifer didn’t really 

understand what it meant. 

The new clinic was very big and all 

the people seemed very busy. Mum-
my and daddy lost their way several 

times, but the friendly nurses were 

happy to tell them where to go, and 

eventually they reached the right 

ward. They had with them a big suit-

case for Jennifer because they weren’t 
sure how long she’d have to stay.  

Jennifer’s favourite toy, a talking doll 

The GBS Story 
of Little Jennifer 
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that always smiled, came with her too. 

Jennifer loved the doll more than any-

thing else. She called her Babbling 
Tina.  

Jennifer’s new bed was in the middle 

of the children’s ward. Mummy 

fetched a very old chair and sat down 

by her bedside. Jennifer’s new favour-
ite nurse was called Anne, and the 

doctor’s name was Dr. Anton. They 

were both really friendly and nice. 

The doctors asked Jennifer and mum-

my and daddy the same questions as 

in the other hospital, which Jennifer 
thought was a bit boring. 

Dr. Anton then started to examine 

Jennifer to find out how sick she was. 

Jennifer was supposed to show him 

all the things she could do. But actual-
ly she couldn’t do as much as she usu-

ally could. Dr. Anton tapped her 

knees with a little hammer and 

frowned because there were no re-

flexes. 

Nurse Anne put a few weird buttons 

on Jennifer’s chest and attached some 

long strings to the buttons. Jennifer 

was no longer allowed to leave her 

bed. This wasn’t fun, but mummy 

said it was important and that it had 
to be this way. The buttons were 

there so the doctors could watch and 

listen to Jennifer’s heart beating. Jen-

nifer also got a little plastic tube in-

serted into the back of her left hand. 

Dr. Anton called it a “cannula.” Jen-
nifer was not thrilled with this be-

cause it hurt a lot. But Nurse Anne 

put a special salve on her hand and 

the pain disappeared. When mummy 

said Jennifer was the best-behaved 

child ever, she was pretty proud. 

Then Jennifer got some numbing 

cream put on her back and had to curl 
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up like a ball. She hugged her doll 

Babbling Tina really close while Dr. 

Anton did something called a “lumbar 
puncture” to take some fluid from her 

nerves. Jennifer could feel Dr. Anton 

pushing against her back. He kept 

talking to Jennifer, telling her how 

much longer the pressure would last. 
Jennifer was no longer afraid, alt-

hough she couldn’t see what was hap-

pening to her back. 

Jennifer had to do one more test. The 

doctors wanted to see how good or 

bad the conductivity in her nerves 
was. For this test, Jennifer had to go 

to a different ward in the clinic. Dad-

dy and Nurse Anne came with her. 

The test didn’t hurt. Jennifer felt a 

little twitch every time the machine 
was switched on. The doctor put little 

rubber bands around her hands and 

feet for every test, and then she felt it 

twitch again. 

When he was done, the doctor smiled 
at Jennifer and praised her for how 

good she’d been. Daddy was happy 

too that is was over. When they came 

back to the children’s ward, Jennifer 

got some candy from Nurse Anne 

and mummy gave her a big kiss. 

Over the next few days, Jennifer grew 

weaker and weaker. Her voice sound-

ed like Donald Duck and she kept 

drooling. 

It was bad. Mummy had to feed her 
when it was time to eat, and Jennifer 

felt silly. 

As the days wore on, Jennifer was 

convinced that hundreds of doctors 

must have come to see her. She didn’t 
know why, but they were all very 

friendly and made her laugh. 

A week had passed since Jennifer had 

started feeling weak and wobbly. Now 

she realized that she could no longer 

swallow properly. She had to cough 
and spit when eating. That was terri-

ble because Jennifer was really hungry 

and the food was good. 

Then Jennifer got a tube put up her 

nose that went all the way down into 
her stomach. Having the tube put in 

felt very unpleasant, but once it was 

in, Jennifer quickly forgot about this 

unpleasant procedure. Now all her 

food went through the tube and Jen-
nifer was happy to have a full tummy 

again. 

Heidi was Jennifer’s physiotherapist. 

She kept tapping on Jennifer’s chest. 

It sounded like a drum. Then Heidi 

began to move Jennifer’s arms and 
legs and Jennifer was supposed to 

The GBS Story 
of Little Jennifer 
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push against it. Mummy and daddy 

watched so they’d be able to do it 

themselves later on. 

Jennifer quite enjoyed all the attention 

she was getting. She especially liked 

having mummy and daddy all to her-
self while Peter stayed with grandma 

and grandpa. Sometimes, though, 

Jennifer had to cry without quite 

knowing why. 

Dr. Anton explained that GBS pa-
tients are often more sensitive than 

normal during the acute phase of 

their illness. 

Heidi worked hard with her, and Jen-

nifer tried to cooperate but she kept 

getting weaker and soon she couldn’t 
walk at all. Dr. Anton and some other 

doctors talked to mummy and daddy 

about Jennifer. Dr. Anton explained 

that there was a drug that they could 

give her which would help her get 
better faster. The drugs come in liquid 

form and would be dripped into Jen-

nifer’s hand through the cannula. 

They would give it to her several 

times over the next few days, and 
Nurse Anne would keep track of her 

pulse, blood pressure and tempera-

ture. 

Jennifer asked mummy what would 

happen if she didn’t get better. But 
mummy was very certain that Jennifer 

would feel better soon.  
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She did also tell her, though, that it 

might get a little worse first and that 

she might need some help with 
breathing, but there was no need to 

be afraid. Dr. Anton had explained 

everything that could happen. Mum-

my was allowed to stay with Jennifer 

all the time now. 

Over the next few days, nothing at all 
happened and Jennifer was bored. 

She even missed her little brother 

Peter. But then, one morning while 

Heidi was working on Jennifer’s arms 

and legs, she was surprised. Jennifer 
could feel her strength slowly return-

ing. She slowly started getting better, 

and soon the tube from her nose to 

her stomach could be removed. Jen-

nifer was able to swallow on her own 

again. The first thing mummy did was 
get her a huge ice cream as an addi-

tional treatment, to strengthen her 

lips and taste buds. 

When Jennifer took her first steps, 

Dr. Anton said that Jennifer was 
ready to go back to the hospital that 

was closer to her home and continue 

her treatment there. 

Jennifer and her parents were very 

happy to hear this, although they were 
a bit sad at having to leave their new 

friends. Jennifer promised to write to 

the girl in the bed next to hers. She 

had hurt her head and was still getting 

better. Mummy promised to write to 

Nurse Anne. 

When they got back to the clinic near 

home, it turned out that Ms. Meier, 

Jennifer’s teacher, had made everyone 

in her class write a get-well card for 

Jennifer. All the cards were hung up 
on the wall behind Jennifer’s bed. Ms. 

Meier also brought loads of home-

work for Jennifer so she wouldn’t fall 

too far behind. 

She still had a long way to go before 
she could come back to school. But 

Ms. Meier made sure Jennifer would 

not get bored. 

Her friends from school often came 

to visit her too, and Jennifer had to 

tell her story about the big hospital 
over and over again. 

The GBS Story 
of Little Jennifer 
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Information Gained 
From Research 

In 2004, a study was published which examined the cause and treatment 

options of Guillain-Barré syndrome (GBS) in children. 

Dr. Joachim Schessl and Prof. Dr. Rudolf Korinthenberg (of the Paediatric Neu-
rology and Muscular Diseases Clinic, Paediatric Centre, Freiburg University Clin-

ic) collected data and information from January 1999 until March 2002 and as-

sessed it afterwards. We would like to summarize the most important points for 

you here. 

There is a significantly rarer incidence rate of GBS in children and adolescents 
than there is in adults. 0.4 in 100,000 children contract the disease, compared to 1

-2 in 100,000 adults. The progression of the illness in children is comparable to 

adults; i.e., in most cases, GBS starts after an infection, with spreading paralysis 

and sometimes severe pain. 

The study did not find out which particular pathogen causes the disease, nor was 

it able to confirm any significant increase in the number of cases after a vaccina-
tion. The treatment of GBS in children is comparable to the treatments recom-

mended for adults. They may include plasmapheresis and/or immunoglobulin. 

The best statement confirmed by this study is that most children make a full re-

covery from GBS or only retain very minimal residual symptoms. 

95 children aged 1 to 16 years and suffering from acute GBS participated in the 
study on the progression and treatment of GBS. Using lab technology, the chil-

dren were examined for the possible cause, as well as the severity of disability at 

the onset and over the course of the illness. Based on the severity of disability 

and the progression, the children were divided into several treatment groups: 

1. High-dosage immunoglobulin as pulse therapy; i.e., within 2 days 

2. Standard-dosage immunoglobulin for normal treatment period; i.e., 

within 5 days 

3. Immunoglobulin as “early treatment”; i.e., before loss of ability to 

walk. 

A subsequent comparison of these groups showed that a higher, short-term dos-

age does not result in a faster recovery. It was even found that in some cases a 
shorter treatment period had negative effects, including more frequent temporary 
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periods of deterioration. The “early treatment” approach also did not shorten the 

course of the illness and could not prevent deterioration. The treatment previ-

ously used on adults – an immunoglobulin treatment plan based on individual 
body weight over an average of 5 days – showed the best results. 

Similar to adults, the recuperation period was very different from case to case. 

For example, the peak phase lasted an average of 4 days. Initial signs of improve-

ment occurred on average after 14 days; the ability to walk independently was 
regained after an average of 24 days; and complete freedom from typical GBS 

symptoms usually occurred after an average of 105 days. These average values 

include cases with extremely easy progressions where the affected children were 

free from GBS symptoms after 10 days, as well as severe and long-term cases 

where the recuperation phase took more than 1.5 years. 
 

Progression of symptom regression 

 
* days since first symptoms showed 

 

If you are interested in more detailed information from the study, please contact 

the management of Deutsche GBS Initiative e.V (see Canadian contact info at 

the back of this book) 

  N= min 25% median 75% max 

Duration of peak phase 81 1 2 4 10 82 

First signs of improvement* 82 3 9 14 20 92 

Independent ability to walk* 65 5 14 24 52 302 

Free of all symptoms* 36 10 68 105 184 585 

It is important to remember that treatment of GBS can be different from one coun-
try to the next, and the local doctors will recommend what they have found to be the 
best treatment for children with GBS. (Dr. Vera Bril) 
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The GBS Story 
of Annika (3 years old) 

Our 3-year-old daughter Annika 

tells her GBS story 

A few days before it really started, my 
feet and my leg began to hurt. Also, I 

kept waking up at night because my 

foot was itching. Mummy said it was-

n’t that bad and put some cream on 

my foot and leg. Then I was able to 
go back to sleep. But eventually it all 

started to get really bad. 

Day 1: My legs hurt, but mummy 

took me to kindergarten anyway. 

When we got there, she read me a 

sign at the entrance that said, “The 
chickenpox is back.” The first sign of 

chickenpox is pain in the legs and 

arms. Mummy thought it was the ex-

planation for my pain. 

Day 2: The next day, my legs still 
hurt so I couldn’t walk. Otherwise I 

was feeling fine. Mummy took my 

temperature but I didn’t have a fever. 

So we went to a party. Mummy and 

daddy brought my stroller so I would-
n’t have to walk that much. The party 

was fun. There was even a little train 

that we could ride through the village 

so I didn’t have to walk. I was in a 

great mood, had a lot of fun and felt 

fine until that night. 

Day 3: My legs were still hurting. I 

walked in this really funny way, totter-

ing lots, and I kept wobbling over. I 

stumbled and peed my pants for the 

first time in 1.5 years. Mummy scold-
ed me and I promised to tell her 

when I had to go next time. 

Day 4: My legs still hurt, so mummy 

took me to see a doctor. The doctor 

said I was definitely not in pain be-
cause of the chickenpox. He thought 

it was a virus and gave us some medi-

cation for the pain. Today was also 

the day the photographer came to our 

kindergarten. I really wanted to sur-

prise daddy with a picture of me, so 
mummy gave me the painkiller and 

we quickly dropped by my kindergar-

ten. As soon as the photographer was 

done with me, I was done too. I just 

wanted to go home with mummy. By 
that evening, I could barely walk at 

all. 

Day 5: My legs hurt very badly and I 

could not get up at all. Mummy took 

me to the hospital. At the paediatric 
surgery ward, a lady doctor and the 

senior physician examined me. They 

checked everything really carefully but 

they couldn’t tell us what was wrong 

with me. Eventually they even tapped 

my arms and legs with a little hammer 
and realized that my reflexes were not 

working. So they transferred me to 
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the paediatric neurology ward. After 

being examined by another doctor 

and senior physician there – including 
more tapping on my legs – they told 

us to get our things from home and 

spend the night at the hospital. Mum-

my called daddy and quickly dropped 

by our house to pack our suitcases. 
When we got back, the examinations 

continued immediately. The doctors 

took some blood, put a little tube in 

my hand and took my blood pressure. 

When they took my blood pressure, it 

hurt so much that I cried a lot. 

Day 6: I kept getting worse. My legs 

hurt so much that I couldn’t stand on 

them at all and my back had started 

hurting too. I wasn’t allowed to eat or 

drink anything because I had to do 
more tests (an MRI and a lumbar 

puncture).  Then the first results came 

in: The images from the MRI showed 

something suspicious in my spinal 

marrow. My spinal canal was split and 
a cavity had formed, which was filled 

with fluid. The doctor said it might 

even be a tumour. The lumbar punc-

ture showed that the protein content 

in my cerebrospinal fluid was slightly 

increased. The doctor told mummy 
they’d have to do more tests the next 

day. Mummy was very sad. 

 

Day 7: It was even worse today. I 

could no longer sit up at all. My voice 

was very weird, all squeaky, and I 
wasn’t allowed to eat or drink again. 

At noon, they did another MRI, 

which confirmed what they had 

found in my spinal marrow, but they 

dismissed the possibility of a tumour 
for now. More tests were planned for 

the next day. 

Day 8: I was feeling even worse. I 

could no longer get out of bed and 

when I had to go to the toilet, it hurt 

so much that I didn’t bother at all. My 
voice got even squeakier, too. I kept 

swallowing the wrong way when I 

tried to drink something. This morn-

ing they did an EEG. They attached 

lots of cables to my head and stuck 
these cold, wet suckers underneath 

them. Ick, that was cold and not nice 

at all. In the afternoon, they brought 

in a neurologist. Another person to 

tap on my legs and arms. Those peo-
ple in white coats seem to really enjoy 

that. But they just weren’t sure why I 

was hurting all over and couldn’t 

stand or sit up. After the doctors had 

thought about it carefully, they sent 

us to a bigger hospital, the University 
Clinic in Mainz. Since I couldn’t sit 

properly, they took us there in an am-

bulance. That was pretty exciting. 
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When we arrived, I was examined by 

the head of the oncology ward. The 

doctors looked at my records from 
Trier.  After discussing everything and 

having me examined by some neuro-

surgeons (until late at night), they de-

cided not to operate on me immedi-

ately, although they once again sus-
pected that there might be a tumour 

in my spinal marrow. Mummy was 

really sad, but I told her not to be 

because I was there with her. By then 

it was pretty late (9 p.m.) and dark 

outside. I had another tube put into 
my hand, and mummy told me that 

they were giving me medicine through 

the tube (drips and cortisone) to help 

me get well quickly. Then the doctor 

told mummy that they’d have to take 
some more pictures of my back the 

next day. 

Day 9: By now it hurt every time 

mummy or daddy touched me. And I 

wasn’t allowed to eat or drink again. 
But the images from the MRI finally 

brought some certainty. The findings 

in my spinal marrow were confirmed, 

but the doctors no longer suspected a 

tumour.  

But they put aside what they had 

found in my spinal marrow as a coin-

cidental discovery because the symp-

toms could not possibly be a result of 
that in my case. However, the MRI 

images showed an infection of the 

nerve roots. This meant that GBS was 

the most likely suspect. More addi-

tional tests were ordered. The first 
was a lumbar puncture. 

Day 10: Today is Sunday and they’re 

not doing any tests because a lumbar 

puncture shows different results on a 

Sunday than during a weekday when 

everybody’s working at the University 
Clinic. Actually that was good news 

for me and my parents, because I 

could finally eat “normally” for one 

day and we were able to rest and play 

for a bit. We even went for a walk 
outside, with me in my stroller. I just 

couldn’t stand up and go to the play-

ground like the other kids. That was 

lame. So I wanted to go back to our 

room instead. In the meantime, my 
aunt had done some research for 

mummy and daddy. We got some 

initial information about GBS. Mum-

my and daddy were a bit shocked 

about all the things that might await 

us, but also relieved that we’re finally 

The GBS Story 
of Annika (3 years old) 

Medical treatment is variable and cortisone is often not used for GBS. (Dr. Vera Bril) 
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on the right track and that I can be 

properly treated now. They soaked up 

all the information about GBS. 
 

Day 11: I’m still getting worse. In 

addition to the pain in my legs and 

back, my squeaky voice and my trou-

ble going to the toilet, I now have 
trouble coordinating my hand move-

ments, too. I can now longer hold 

onto my cards when we play a card 

game, and I can’t handle puzzle piec-

es. Also, once again I’m not allowed 

to eat or drink until they’re done with 
the lumbar puncture. The suspicion is 

reinforced. The protein levels in my 

cerebrospinal fluid confirm the suspi-

cion of GBS. We are referred to a 

neurologist, who once again examines 
me thoroughly. Everyone keeps tap-

ping on my arms and legs, and the 

suspicion of GBS is confirmed. They 

schedule a test to measure my nerve 

conductivity for the next day. On our 
ward, they’re on the ball and already 

start the treatment. They connect a 

tube to the cannula on my hand to 

drip a fluid into my hand. Mummy 

tells me that the fluid is immuno-

globulin and that I’ll keep getting it 
for a few days until I’m better. 

Day 12: I can’t move my arms at all 

and feel as if I was a hundred years 

old. I tell mummy that she’ll have to 

feed me. That’s pretty annoying be-
cause now I’ll either have to eat what 

she puts in my mouth, or I’ll have to 

be super-careful and give really de-

tailed instructions. Thank god I don’t 

have any trouble with my head and 
still notice all the things they’re doing 

to me. We have to go to the nerve 

conductivity test to confirm the GBS 

diagnosis for good. After the test, it’s 

official: I’ve been affected with GBS, 

a rare disorder affecting the autoim-
mune system. The doctor explains to 

mummy and daddy why I was in so 

much pain when they took my blood 

pressure or when anyone touched me. 

That was because the stimuli were 
reinforced by my body so they were 

much stronger than in a healthy per-

son. From now on I get immuno-

globulin and cortisone through the 

drip in my hand every day. 

Day 13: I’ve reached the peak of my 

illness today, although we don’t know 

it yet. I can barely move without pain; 

no one can touch me; my breathing is 

very flat, and my pulse very high. My 

trouble swallowing has grown worse 
so I can only swallow tiny sips 

through a straw. I’m connected to 
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monitors day and night to track my 

breathing and heartbeat. Everyone is 

feeling really down. 

Day 14: I haven’t gotten any worse. 

Apparently the immunoglobulin is 

already working. 

Day 15: Today everyone can tell that 

I’m doing better. I can move my arms 
again and can do basic hand coordi-

nation exercises and hold onto large 

items. Mummy plays with me using a 

balloon or ball. But I still get tired 

really quickly. 

Day 16: I’m getting better and it 
seems like I’m out of the woods. My 

breathing hasn’t lapsed and the doc-

tors are saying that my condition has 

stabilized. I will be given immuno-

globulin for an extra two days, since I 
seem to respond really well to it. The 

cortisone dosage is reduced slightly. 

Today is the first day a physiothera-

pist comes to visit me and I try to sit 

up for the first time. It still hurts so 
much that I cry and refuse to stay 

sitting up. But we keep practising. 

Also, I’m pretty good at playing with 

the balloon by now. 

Day 17: I can move a little better to-

day and sit up for longer. Mummy 

and daddy encourage me to move as 

much as I possibly can and I play 

along because I want to be able to 
walk and play again soon. The good 

news that we might be able to transfer 

back to Trier on Sunday gives us all 

new strength. 

Day 18: I can sit up really well and 
move and coordinate my arms and 

hands pretty well. My first attempt to 

stand up fails pitifully, though. We get 

a huge surprise when the doctor 

drops by during ward rounds. He says 

that my condition is stable and sug-
gests that after I’ve gotten my immu-

noglobulin, we might drive home and 

continue my treatment at the outpa-

tient ward of the hospital at home. 

We’re all super-happy and pack our 
suitcases right away so we won’t lose 

any time in the afternoon. When we 

get home, I give everyone another 

surprise: I stand up on my own legs 

for the first time, inspired by our kit-
ten Lisa. Just for a little bit – but still, 

it counts. 

Day 19: We check in at the outpatient 

ward of the hospital, and a neurolo-

gist explains to us what will happen 

from now on. She thinks my develop-

The GBS Story 
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ment has been so positive that all I 

need to do is come in for physiother-

apy. Today I’m trying to walk for the 
first time, with mummy’s help. 

The physiotherapist shows mummy 

my weak spots (pelvis, legs, etc.) and 

gives us both loads of tips and exer-

cises. Thanks to our beautiful Octo-
ber weather, though, we almost don’t 

need the exercises since I can play 

outside and am getting as much exer-

cise as I can. Almost two weeks have 

passed since I was discharged from 

the hospital. I can walk pretty well by 
now. At the moment, we’re working 

on my foot lifting since my feet still 

have limited mobility, which makes 

me look like a robot when I walk. 

Also, I still don’t have any reflexes. 
But I’m sure these symptoms will 

completely disappear in time. Next 

week I can go back to kindergarten. 

You could say that the progression of 

my illness and recover has been ex-
tremely rapid, probably because I’m 

only 3 years old. Against all expecta-

tions, we’ve made it through the en-

tire course of the illness (except for 

some minor issues) within 4 weeks – 

although they were 4 very long weeks 
to us – to a point where we can take a 

deep breath of relief.  

In conclusion, you could say that I have shown an absolutely typical develop-
ment of sickness and recovery: 

 Itching and problems with skin sensation 
 Walking gets progressively more difficult 
 Failure of coordination, resulting in falls 
 Symmetric ascending spread of paralysis starting with the legs 
 Muscles grow weak and unresponsive 
 Reflexes weaken or disappear entirely 
 Sensation problems spread to arms and hands 
 Trouble swallowing 
 Respiratory muscles weaken (or fail entirely) 
 Cardiac arrhythmia develops 

Now, though, we all look forward to some normality returning to our lives after 
all the excitement. We hope that everything will be completely fine again soon. 
We wish you as much luck as I had in dealing with this illness and hope that you 
will beat it as quickly as I did. 



40 

The GBS Story 
of Sejla (12 months old) from Bremen 

My niece Sejla was born a healthy 

girl in Bremen, on February 12, 

2007. She has one older sister. Our 

family is from Bosnia. Until Sejla 

fell sick, there were no severe ill-

nesses at all in our family. Every-

one is super-healthy. 

On February 21, 2008, Sejla was ad-
mitted to a hospital in Bremen with 

suspected dehydration. A few weeks 

earlier, Sejla had been slightly sick, 

nothing serious, just a normal flu. 

That same night she was hooked up 

to a drip and fell asleep. The next 
morning she had trouble breathing 

and a high temperature. Her blood 

pressure was over 200. The doctors 

immediately got started on tests, sus-

pecting meningitis or medication in-
tolerance. After asserting that neither 

was the case, the doctors were some-

what at a loss. Nobody was able to 

tell us what was wrong with her. Her 

blood results were fine. The hospital 
contacted other hospitals in Bremen 

and Hanover, and she was transferred 

to a different hospital in Bremen that 

same day. When she was admitted to 

the intensive care unit, she appeared 

almost dead: a motionless body with 
an extremely high temperature and 

very high blood pressure; her brain 

processes had slowed down, not a 

single muscle in her body was respon-

sive, she was completely paralyzed. 

She was immediately treated with an-
tibiotics and antivirus medication. 

After three extractions of neural fluid, 

the doctors finally knew what she 

had. On the seventh day, the diagno-

sis was confirmed: GBS: She was im-
mediately treated with immunoglobu-

lin G.  

On March 17, 2008, she finally 

opened her eyes again, shortly after 

her 2nd birthday. She was in the inten-

sive care unit all this time, and her 
body finally started to “thaw.” First 

her left eye, then a twitch in her face, 

a tiny movement of the lips, and 

eventually she smiled for the first 

time. She was on the road to recov-
ery, and we were all very happy. But 

her high temperature and high blood 

pressure kept us worried. She also got 

a rash all over her body. Her liver 

function tests came back with really 
bad results; her kidneys were affected 

as well, and she had pneumonia three 

times. Despite everything, you could 

see signs of improvement. 

On April 4, 2008, she was transferred 

to the standard ward and kept im-
proving every day. Bit by bit, her 

body recovered. 
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On April 14, 2008, she was transferred 

to the physiotherapy ward, where she 

stayed for four weeks. Eventually all 
her results came back clear, and she no 

longer had a temperature. 

Now she’s back home, although she’s 

still getting physiotherapy and occupa-

tional therapy. At present, she is crawl-
ing and already trying to stand up. The 

only thing that’s not quite working yet 

are her feet; however, we are very opti-

mistic that it won’t be long before she’ll 

be able to walk. She’s in great shape. 

This is the story of little Sejla and her 
happy ending. 

By Berka Memisevic. 
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There are several residual deficits or symptoms after an acute Guillain-Barré syn-

drome that have not been documented because the former patients pursue their 

normal activities as before and are categorized as “fully recovered.” Nobody asks 
them whether they are able to pursue their usual activities – such as various 

sports – with the same strength and stamina as before. Since the persons affected 

appear “unaffected” and any potential symptoms are not immediately recogniza-

ble, there is no relevant literature or statistics on the frequency and duration of 

residual symptoms. 

Since it is know that such residual deficits do exist, we have listed the most com-

mon of them below: 

 Fatigue and quick exhaustion after physical and mental efforts 

 Concentration problems 

 Minor to severe sensory problems affecting the limbs, especially the 
tips of the toes 

 Occasional to frequent “tingling” in hands and feet 

 Occasional to frequent “falling sleep” of limbs, arms and/or legs, pri-
marily during the night 

 Rheumatic pain 

 Extreme sensitivity to cold 

 

 

 

 

 
 

Information on 
Residual Deficits 
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Notes: 
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