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Copenhagen 2011

The goal of our conference is to raise global awareness of polio and the post-polio syndrome. The conference will be one of the most well-organized in the history of our organization. An extensive programme consisting of sessions and workshops will provide substantial content.

By raising awareness, we hope to create goodwill, promote opportunities and challenges for scientific developments and offer real proposals to political institutions for health care in Europe and across the globe.

We’ll point out that 700 000 people in Europe and 12 million people in the world suffer from polio and post-polio.

We’re still here!

Finally, we would like to address the continued need for vaccination efforts to ban polio from society and to combat post-polio now and in the following hundred years.

Polio is considered eradicated and some believe post-polio syndrome is an aging-associated disease, which is probably imaginary and therefore does not deserve government attention.

This moment an acute outbreak of poliomyelitis is occurring in the Republic of Congo : 58 deaths and in most cases young adults.  Politicians , all of over the planet. Vaccinate your citizens !

Today, most people don’t remember the panic polio caused in the nineteen thirties, forties and fifties. People have forgotten that this terrible virus was the ultimate nightmare for parents, and the dramatic consequences for public health that ultimately isolated its sufferers.

People have forgotten how we, polio sufferers, rose from the ashes to lead a normal life. We’re still here!

People are unaware that this virus is far from extinct and could still cause an epidemic in faraway lands.

Next year, we will get a unique opportunity to put these issues on the agenda.

The conference centre will welcome 500 polio victims from all corners of the world.

See you all in Copenhagen, august 31.

Online registration is open now on the conference website.
Polio , still on the agenda!

Post Polio Syndrome, a challenge of today!

www.polioconference.com
Johan Bijttebier

President EPU.
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Current PPS research in the Netherlands

Aerobic muscle capacity in patients with Postpoliomyelitis Syndrome.

Physical training is important for people with PPS to improve the endurance so one can perform daily activities like walking, climbing stairs, cycling with less effort. To be as effective as possible it is important to perform the training with the correct intensity. When the intensity is too high, there is a risk of damage by overuse. When the intensity is too low, the desired trainings effects will not be reached. The study intends to find out the right  guidelines for the correct training intensity.

This study is being done by Drs. E. L. Voorn and Prof. dr. F. Nollet at the AMC (Academical Medical Centre in Amsterdam).

Changes in strength and in motor units after 10 years (a follow up study).

Purpose: to objectify the loss of muscle function by PPS, measured in symptomatic quadriceps muscles. The results will give more clarity in the speed of the loss of muscle function en physical functioning. This will improve the information on the progress of the disease and to optimize therapy. 

This study is being done by Prof. dr. F. Nollet, AMC (Academical Medical Centre in Amsterdam) and Prof. dr. M. Zwarts, University Medical Centre Radboud Nijmegen.

Facts2PPS
This study looks at the effects of physical training and of cognitive behavior therapy on the functioning of people with PPS. 

This study is being done under supervision of oa Prof. dr. F , AMC (Academical Medical Centre in Amsterdam).

Treatment for postpolio syndrome

Cochrane Database of Systematic Reviews. 

The objective is to systematically review the evidence from randomised and quasi-randomised controlled trials for the effect of any pharmacological or non-pharmacological treatment for PPS compared to placebo, usual care or no treatment.  
Fieke Sophia Koopman1, Kimi Uegaki1, Nils Erik Gilhus2, Anita Beelen3, Marianne de Visser4, Frans Nollet1
1Department of Rehabilitation, University of Amsterdam Academic Medical Center, Amsterdam, Netherlands. 2Department of Clinical Medicine, University of Bergen, Department of Neurology, Haukeland University Hospital, Bergen, Norway. 3Department of Rehabilitation , University of Amsterdam Academic Medical Center, Amsterdam, Netherlands. 4Department of Neurology, Academic Medical Centre, Amsterdam, Netherlands

Circumstances and consequences of falls in polio survivors.

This study is finished and recently publiced.

J Rehabil Med. 2010 Nov;42(10):908-15.
Bickerstaffe A, Beelen A, Nollet F.
OBJECTIVES: Many polio survivors have symptoms that are known risk 
factors for falls in elderly people. This study aims to determine the: 
(i) frequency; (ii) consequences; (iii) circumstances; and (iv) factors 
associated with falls in polio survivors.

METHODS: A survey was conducted among 376 polio survivors. Participants 
completed a falls history questionnaire and additional information was 
obtained from their medical files.
RESULTS: Of the 305 respondents, 74% reported at least one fall in the 
past year and 60% two or more. Sixteen percent of fallers described a 
major injury after a fall in the last year and 69% reported fear of 
falling. One-third of fallers had reduced the amount they walked because 
of their fear of falling. Most reported falls in a familiar environment 
(86%), during ambulation (72%) and in the afternoon (50%). Quadriceps 
weakness of the weakest leg (Medical Research Council (MRC) ? 3), fear 
of falling and complaints of problems maintaining balance were 
independently associated with both falls and recurrent falls, while 
increasing age and medication use were not.
CONCLUSION: The high rate of falls and consequences thereof, merit the 
implementation of fall intervention strategies. To maximize effect, they 
should be tailor-made and target the fall mechanisms specific to polio 
survivors.

Els Symons
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REVISED  RECOMMENDED  DIAGNOSTIC CRITERIA   for  PPS
On the EPU website you can find under “Healthcare Professionals” the EFNS guideline on diagnosis and management of post-polio syndrome (2006). EFNS stands for European Federation of Neurological Societies. The EFNS unites 40 European national neurological societies. The taskforce that authored this publication consisted of E. Farbu, N. E. Gilhus, M. P. Barnes, K. Borg, M. de Visser, R. Howard, F. Nollet, J. Opara, E. Stalberg.

For writing these guidelines databases were being searched from 1966-2004. 

The same taskforce now revised the guidelines by searching the databases from 2004-2009. This revised document has been published in the “European Handbook of Neurological Management: Volume 1, chapter 18, edited by N.E.Gilhus, M. Brainin and M.P. Barnes.” 

One of the changes is the recommendation for the Diagnostic Criteria.

 In the old publication the Task Force suggests that the criteria for post-polio syndrome (PPS) used within European Federation of Neurological Societies (EFNS) and Europe should be based on the Halstead's definition from 1991 with emphasis on the new muscle weakness. 

In the new publication the EFNS taskforce recommends that the criteria published by March of Dimes (MoD) in 2000 should be regarded as universal criteria for PPS. Here they are:

1 Prior paralytic poliomyelitis with evidence of motor

neuron loss, as confirmed by history of the acute paralytic

illness, signs of residual weakness, and atrophy of

muscles on neurological examination, and signs of

denervation on electromyography (EMG).

2 A period of partial or complete functional recovery

after acute paralytic poliomyelitis, followed by an interval

(usually 15 years of more) of stable neurologic

function.

3 Gradual or sudden onset of progressive and persistent

muscle weakness or abnormal muscle fatigability

(decreased endurance), with or without generalized

fatigue, muscle atrophy, or muscle and joint pain.

(Sudden onset may follow a period of inactivity, or

trauma, or surgery.) Less commonly, symptoms attributed

to PPS include new problems with swallowing or

breathing.

4 Symptoms persist for at least 1 year.

5 Exclusion of other neurologic, medical, and orthopaedic

problems as causes of symptoms.

It is recommended by our EPU medical advisor, Prof. dr. Frans Nollet and the other authors to tell the medical professionals in your country about this revision.

Els Symons
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Interview Lola Corrales for Magazine Médicos y Medicinas
Editorial

People who are over 50  may remember those black and white images of long ago showing young boys and girls with odd irons round their legs whom , with our childish eyes, we considered – let us dare to say it openly - as strange animals. They were polio victims. A disease that we thought  eradicated but that we consider interesting to write about, according to what our  expert editor Eva Caballero suggested in the “en primera persona” section, about a case well-known to her.

But the investigations required for such a  report brought to light  something I think a lot of us were not aware of, which is the existence of the post polio syndrome, the revenge that this disease inflicts some 15 to 40 years after its outbreak to people who were lucky enough to survive it.

The figures change according to sources like those of a street demonstration  . The fact is that far more children than we ever thought  were struck down by polio.  Officially, we are told that there were about 35.000. Even if there had not been  new polio cases since 1989, some unofficial research reveals a possible figure of nearly 300.000 victims. Whatever the truth, whatever the right figure, beyond these numbers we must keep in mind  the avoidable suffering of human beings, as Lola Corrales says –   president of the Asociación de Afectados de Polio y Síndrome Postpolio.  Behind the scene, something hits – once more - those  who had to live through the long-term effects of the virus infection: the unknown  post polio syndrome, unknown even to most of the younger doctors ,  a fact which makes the  situation of the polio survivors even more difficult to cope with.

All these findings are important enough to share  with you in our magazine, but they are even more important considering the recent news of the reappearance of polio in the East of Europe , confirmed by WHO, which has caused 26 deaths and more than 500 victims.  It has convinced us more than ever that it s meaningful and important to speak about polio TODAY. It forces us to think seriously about our  health policies and the part that needs to be played by the Administrations concerned. And maybe the over-reaction that was  experienced last year with the A flu epidemic  allows us to draw this conclusion: for health matters, better too much than too little. 

Enrique Curt / editor / Médicos y Medicina / November 2010 issue

The new fight of polio survivors 
People affected by polio or post polio syndrome deplore  the indifference of the Spanish Administrations towards their situation.

Polio survivors who - years ago - suffered from that devastating virus that is now widely eradicated declare today that they feel forgotten by the Spanish administration which does not provide the needed specialized social and medical care. The president of the Asociación de Afectados de Polio y Síndrome Postpolio of Spain, Lola Corrales, explains how she has managed to constantly overcome the  effects of polio since she was thirteen months old. However, some years ago, new symptoms  of the disease hit healthy parts of her body. Lola decided to search for  an explanation for these symptoms  and found an answer  on the website of the March of Dimes foundation :  post-polio syndrome did exist, something that nobody had told her about  before and that none of her  doctors had previously diagnosed.

Was the polio of the fifties something neglected by Franquism ? Becoming aware of  Spain’s reluctance to deal with this matter, Lola began to investigate and founded  her Association. Today she does not doubt that  Franquism has hidden  the epidemic from the population in order to cover up  that thousands of  Spanish children could have been saved.

Free-of-charge mass immunisation in Spain started in 1964, ten years after the vaccine had  been invented by Salk in the USA. During this period “Many babies were affected by polio while others with parents close to the regime and of  a high social status succeeded in being protected by the vaccine”, deplores Lola Corrales, having in mind the vaccination campaigns held by the Dirección General de Sanidad from 1955 to 1958 which  she could not benefit from, like many other families. According to the Association, 200.000 children were vaccinated during a period of  three years without any publicity  by the initiative of  Auxilio Social, individuals and big firms  who had their employees’children vaccinated . Her Association accused the State in 2003 for acts of carelessness but the judge, without any further investigation, decided to throw out  the case  in view of the fact that the persons responsible could not be identified.  Many doctors and authors think as Lola Corrales does, but their views have  no impact. Juan Antonio Rodríguez, doctor of the University of Salamanca, in “Responsabilidades no asumidas: la poliomielitis en España (1954-1967)”, a book published in 2009,  revealed this tendency of covering up facts and also the internal political power struggles which took place in Spain at the time when the polio epidemics were at its peak 

Be as it may, Eladio Caballero, another polio survivor, says despite agreeing with all  that “diseases do not have to be part of politics”. An epidemic like polio which affected people in well developed countries like USA, Canada, Sweden, Norway, Germany, raged there to a more violent extent than in Spain and was truly uncontrollable. Maybe the medical procedures and the autarkic process which were active in the country were responsible for the limited extent of vaccination. Eladio Caballero adds that “the main reason was, first of all, very poor information about the disease rather than the occultism by the Spanish Administration. According to that situation,  prevention was impossible to be achieved . The virus was very contagious and nothing was done to isolate infected  people who could contaminate  others by breathing or by saliva.”

This conformism does not satisfy persons like Lola Corrales who wants and demands justice for the resulting damage to so many persons, considering that it was avoidable. This is what she says in her following answers and comments.

What does it mean today  to be a polio survivor in Spain? 

It means to live without knowing if you are going to be affected by the post polio syndrome. If you become affected, then you will have to find a doctor who knows enough to diagnose it and for sure you will have to face the changes that this post polio syndrome has on your health , your  social and economic status as well as on your working life.

Why did you sue the State for carelessness?

The complaint was handed in December 2003. A new accusation was submitted  in 2005 after the first case  had been  dropped by the judge. The accusation was due to the fact that we had become aware of the existence of the post-polio syndrome , that  more information about the history of the polio epidemics was  available revealing the emerging truth concerning the vaccines – a matter kept secret in Spain and hushed up by the democratic system that was covering the lies of the past 

Did you therefore not  get the recognition that you were asking for?

No. The chain of aggressions that we had to tolerate throughout our lives seemed not to be enough. We had to face the fact that the Administration was not inclined (it still is not) to recognize the damage and to agree on an appropriate attention.

Why do you think that no true prevention and vaccination campaign was promoted when the polio virus broke out  in the fifties?

Polio existed already before the fifties. There was no campaign because epidemic outbreaks  were denied. For sake of economic reasons, the government  didn’t want to invest money in disease prevention . More than that, the economically strong social classes had an access to information and vaccination, which was considered enough.

What happened when the vaccine arrived?

In the following decades when the Sabin vaccine became available, the situation remained bad. The Administration didn’t vaccinate to an extent that saved people from getting polio.  The vaccination campaigns were not kept up at a stable rate, neither was there sufficient information made available.  The Health budget was cut  and polio remained a health problem right into the eighties (the last victim was reported in 1988).

How did you discover the  existence of the  post polio syndrome?

By Internet, in 1998.

Was the post polio syndrome known in Spain?

There was no knowledge of it and, if someone was aware of it, no information reached the affected people, the doctors, etc.

Was polio a taboo disease? Is it still a taboo disease?

Yes, it was and it still is. Above all,  very taboo for the Spanish institutions.


How do you explain that?

Because the State made a mistake and, if nobody talks about polio and the people struck down by it, nobody will know about what happened in Spain.

How many polio survivors  are there in our country?
The data available before our Association was set up  were the 36.000 counted during the dictatorship. In June 2002, the report of the Instituto de Salud Carlos III talked about 42.000 people.
During 2000, when we founded  our Association, we discovered by a  the survey done by some psychologists during the transition period, that there were an estimated 300.000 victims. This figure may be found in the disabled workers’ record of INEM (now Servicio Público de Empleo Estatal). Today, this figure should be less considering that, unfortunately, the post polio syndrome shortens the life of a certain percentage of affected people. We are convinced that, if the Administration should be in favour of revealing the truth , we would know the true number of people affected by polio and the  post polio syndrome.

Has there been an improvement of medical attention and of  research into the treatment of the disease?

The Association is ten years old now and due to its  efficiency we have been able to share   some of our knowledge with doctors and with polio survivors. We don’t know of any publicized research performed in Spain about post polio syndrome.

What effective improvements have been achieved  as a result of the polio survivors’ demands?

We have widened our knowledge of the disease. Those  who say that the post polio syndrome does not exist have to stop saying that. They have to stop saying that it is an American invention. We should be  provided with pensions for working disability. We should get at least one neurologist in each hospital of big cities  who is  aware of the reality of the post polio syndrome. We would like the Administration to consider us PPS people a problem that needs  to be solved. Without a will to do so, and looking to the future which is what we cannot rely on,  the saying will become true: “once the dog is dead, the rabies is over.” 

What remains to be done ?

Mainly everything.

Eva Caballero

More information on www.postpolioinfor.org
(from the magazine Médicos y Medicinas-November 2010 issue)


The Administration, a permanent disappointment

« After discussions with representatives of the Opposition in 2000” –Lola Corrales explains to us – “two law proposals were introduced in the House of Representatives, with the result that  a report on the  post polio syndrome was worked out by the Instituto de Salud Carlos III. As soon as this was published, in June 2002, we knew that the report was not reflecting what we were experiencing. Recently, we understood that important information had been taken out of this report by  order of a  superior authority, as José María Amate, one of the authors, confessed during a summer workshop at  the University of Salamanca in June 2009.

The Ministry of Health of Cataluña has acted on the basis of that report in a way that shows the deep ignorance and bewilderment which prevail in the Health Administrations in Spain. It is a fact that the other autonomous regions keep silence and play along surreptitiously, in order to make people think that they care about our group while they don’t. It is only after  our Association  spread  scientific information -which appears in the report by the Instituto de Salud Carlos III -that other possibilities for  treatment and  other views became public. Some weeks ago, more information about the post-polio syndrome has become available on the website of the Ministry of Health of Cataluña although it does not provide the whole range of existing scientific findings. For that action, they relied on the collaboration of the Association created in Cataluña in 2006.”

Lola Corrales
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Polio in Congo
· News 

· World news 

· Polio 

· Africa correspondent Alex Duval Smith
· guardian.co.uk, Sunday 5 December 2010 00.07 GMT 

UN calls for ceasefire in Congo to expedite vaccinations following polio outbreak

As polio reappears in 12 African countries, Unicef officials appeal for fighting to stop in eastern Democratic Republic of Congo so that an ambitious vaccination programme can proceed.
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· Article history
United Nations officials have called for an immediate ceasefire in the Democratic Republic of Congo (DRC) to allow vaccinations to reach millions of children who are threatened by a sudden epidemic of polio.

The aggressive return of the contagious paralysing virus comes just five years after it was declared eradicated in most of the world. It marks a major setback in the race to make polio only the third disease, after smallpox and the cattle virus rinderpest, to be eradicated.

In the wake of an outbreak earlier this year of so-called wild poliovirus, the first round of an unprecedented vaccination campaign aimed at 72 million children under five was launched in 15 African countries in November.

But vaccination teams have struggled to reach children in war zones, such as eastern DRC, where government forces, the Rwandan army and militias are fighting. "We are calling on all parties to the conflict to respect the vaccination days and cease fighting," said Pierrette Vu Thi, who represents Unicef, the United Nations children's fund, in the DRC. "All children have the same right to health."

According to the charitable organisation Rotary International, one of the main supporters of the African vaccination effort, up to 800 suspected cases of polio have been found in the past six months in 12 African countries. "As soon as we have one case of polio, we consider that we are dealing with an epidemic," said André Kasogo, a Unicef immunisation officer in the DRC. "Polio is highly contagious. One person can pass the virus to 200 others and each of those can infect 200 people."

The World Health Organisation puts the number of confirmed cases of polio in Africa this year at only 139, but spokesman Rod Curtis said: "Determining numbers is complex. Multiple factors, such as the Republic of Congo not having seen polio for 10 years, or adults dying before being able to provide stool samples, mean that a significant number of early cases in the outbreak did not provide diagnostic specimens."

Poliomyelitis, which is incurable and is spread through faeces, reached pandemic proportions in Europe and the United States in the early 20th century. President Franklin D Roosevelt was among the most famous of its victims. British pop star Ian Dury was another.

It appears via a fever which kills some victims and subsides of its own accord in others. Days or weeks later some survivors wake up paralysed, often in one leg and in the arm on the opposite side of the body.

But mass childhood vaccination campaigns begun in the 1960s made polio eradication one of the success stories of western public health systems and the WHO declared war on polio worldwide. By 2001, fewer than 500 cases were recorded in the world and in 2005 the WHO said polio remained endemic only in four countries: Nigeria, Pakistan, Afghanistan and India.

Hopes that it would soon be declared eradicated have, however, been dashed by the emergence of wild poliovirus in countries with weak public health systems that fail to carry out routine vaccination of babies and toddlers.

The vast DRC has not had a functioning national civil service or health service since independence in 1960. The majority of its doctors have not been paid a salary since they qualified, and they in effect privatise their services while handing out drugs given by international donors.

Kasogo worked for the health ministry for a decade before moving to Unicef. He said: "If polio has returned, it is firstly because of the failure of our health system. While I was at the ministry we managed to set up a line of credit for childhood vaccination but because of fears of corruption and inefficiency we never succeeded in getting the civil servants to disburse the money."

He also blamed the polio epidemic on the DRC's neighbour, Angola, which had been polio-free for several years until its own public health failures led to an outbreak in 2007 that was traced to India. "There have been recent, large-scale population movements from our neighbour Angola, which is infected," he said.

Relations between the DRC and Angola have recently soured due to a conflict over oil extraction. As a result of a series of tit-for-tat expulsions, thousands of people have crossed the border between the two countries. Had routine vaccinations taken place in the past few years in the DRC, the virus might not have crossed over.

But the lack of routine vaccination programmes is not limited to the DRC. Apart from endemic Nigeria, 11 other African countries – from Uganda in the east to Mali in the west – have recorded cases this year. The DRC, which has experienced 73 cases, is in the grip of its worst outbreak for 10 years. Its capital, Kinshasa, is threatened by a massive epidemic in neighbouring Congo-Brazzaville, where 169 people have died from more than 400 suspected cases. Unusually, most of the victims in the Congo-Brazzaville have been teenagers and adults, pointing to failings in routine childhood vaccinations over a number of years.
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Guardian Focus podcast: Polio returns to Africa 
Alex Duval Smith joins vaccinators in the Democratic Republic of Congo to discover what steps need to be taken to combat the return of polio to the region

Related
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Guardian Focus podcast: Polio returns to Africa 
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Polio 'will be eradicated' 
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Rebel leader Nkunda vows to fight peacekeepers in Congo 

· 2 Jul 2004

Nigerian state ready to resume polio jabs 
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On World news













