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Thanks to the contribution of photographer Jordi Ribó, who captured the movements of a runner to create a sequence of images in
the style of old-fashioned cinema, Llullu, a boy with cerebral palsy,
runs. This is by no means the only paradox through which, in his
book Quiet, Màrius Serra challenges the way we see these children
who “do not progress as one would expect”.
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EDITORIAL
The publication of Quiet, Màrius Serra’s most recent work, about his life at
the side of a son with cerebral palsy, has proved a sensation. The author himself
admitted his surprise at the level of interest and sympathy it has aroused: “That
was totally unexpected. I even had real doubts as to whether to launch the book
in public. Although I am very involved with the media, with this book I didn’t know
what face to put forward, given the degree of emotional involvement. And above all
I didn’t want to present myself as a victim. I must say, though, that my colleagues
in the press dealt with it wonderfully right from the start. That assuaged my fear.
And it started to become a real phenomenon. Over the past 15 months I’ve received
some 3000 e-mails from people telling me their stories, stories which have really
struck a chord with me. And then I had the idea of staging a charity concert which
I organised over four months via the blog Mou-te pels quiets (Get moving for the
still ones). That helped raise the profile of cerebral palsy, the forgotten disability,
and generate a new sensibility”.
How does one set about giving social visibility to the daily life of those who,
precisely because they are the “still ones”, become invisible? Behind any mobilisation and awareness-raising there is always an explosion of new terminologies.
A new way of naming a reality, making visible to society the day-to-day lives of
communication. Seldom, though, has this been as clearly expressed, perhaps, as
in the case of the recent mobilisation on behalf of children with cerebral palsy in
terms of a new ability to give a name to, to increase knowledge of, to represent and
raise awareness, based in literature.
And, of course, first there was the experience of a father who accompanied
his son who suffered from an extreme disability, throughout the latter’s life and
the impact that this had on their family as a whole. The narrative is born out of
this experience, the life of Lluís, the son of Màrius Serra, Llullu. And the narrative
capacity of Quiet as a book has given rise to a social movement which has managed to speak of the experience of such families with dignity and compassion, with
a knowing sense of humour which has won over actors, singers, TV presenters,
writers, journalists, artists...
“Get moving for the still ones”: a profound paradox. The monograph centrefold
section of this magazine invites us to explore the reality of children with cerebral
palsy, the foundations which care for them and the literature which speaks of them
and gives them a voice.

HEALTH | prevenT and cure

HICCUPS
| Dr. Adolf Cassan

6 |

Hiccups involve an involuntary and spasmodic contraction of the diaphragm, the main muscle used in
breathing which is positioned at the base of the lungs,
separating the thoracic cage from the abdominal cavity. This muscle is controlled by the nerve centres which
regulate breathing, and so under normal conditions its
functioning is synchronised with all the other structures
involved in breathing. However, if some factor exerts an
anomalous influence on the muscle, or on the nerves or
nerve centres which control it, an asynchronous, spasmodic contraction may occur: as a result of its spontaneous contraction the diaphragm will suddenly distend
the thoracic cage causing an abnormal intake of breath,
as the lungs drop rapidly and pull down the trachea and
larynx. As a result of this action, and the force of the current caused by the sudden intake of air, the vocal cords
of the larynx are drawn closer together, shutting the air
off and causing the typical guttural sound which accompanies a hiccup. And as the movement of the diaphragm
is asynchronous, the pace of breathing is affected and
the action will generally be repeated several times, over
a course of minutes or even longer periods, until it finally
stops, unless some measure is taken to halt the cycle
and return the whole process to normality.
Few conditions are as common as the hiccups, and
it would be truly exceptional if an individual were not to

suffer from an attack at sometime during their life. While
this is generally a commonplace disorder which will spontaneously subside and is of no seriousness, it can prove
truly annoying, and at times problematic. Which may be
why a thousand and one remedies have been dreamt
up, some of which do help as they interrupt the sequence
of factors involved in triggering and sustaining the
episode.
The causes of hiccups can vary considerably, as the
sudden contraction of the diaphragm could be triggered
as a response to a stimulus from the muscle itself or
otherwise the nerves or structures of the central nervous system which control its operation. The most common cause is an exaggerated distension of the muscle
fibres of the diaphragm which, as a reflex response,
causes them suddenly to contract, taking them out of
sync with the person’s breathing. This mechanism may
be activated in a wide range of circumstances and disorders, the most common cause being compression of the
diaphragm through dilation of the stomach after having
eaten or drunk copiously, although any disorder leading
to a dilation of the stomach or intestine could generate
stimuli triggering hiccups, along with any increase in the
size of the abdominal organs.
Another mechanism which could lead to hiccups
is the abnormal triggering of nervous impulses in the

| compartir | april • may • june 2010

structures of the central nervous system which regulate
the contraction of the diaphragm. This may occur, for
example, in cases of alcoholic intoxication or disorders
such as renal insufficiency. Emotional impacts may also
generate nervous stimuli serving to contract the diaphragm and give rise to hiccups: when we are anxious we
generally breathe more quickly, a process accompanied
by an exaggerated elimination of carbon dioxide causing an imbalance in the acid and alkaline substances in
the blood, one manifestation of which is hiccupping. Hiccups may also accompany any other condition directly
or indirectly irritating the nerves controlling the
diaphragm, as will occasionally occur following abdominal surgery.
For as long as the hiccups persist a number of measures can be taken to halt the process, and while these will
often prove effective they do not always achieve their
goal. The simplest, and perhaps most popular, method is
momentarily to distract the attention of the sufferer, an
approach with a scientific basis as the anxiety caused by
the hiccupping itself causes it to persist. And so if the person affected is given a shock, the most widely employed
“traditional method”, or is suddenly distracted in some
other way it is possible that, by diverting their attention,
the nervous system will be able to re-establish the normal
respiratory rhythm. Another simple procedure is to hold
one’s breath at the point of maximum intake in order to
distend the diaphragm for a few seconds in an attempt to
restart its normal functioning, hence the popular method
of breathing deeply and, without letting the air out, gulping down a glass of water non-stop. Compression applied
to the top of the abdomen may also work. This may be
performed in a seated position by leaning forward, or by
stretching out on the ground with the knees bent under
the chest. Another useful approach, in particular when
the condition is causing considerable anxiety, is for the
person affected to breathe into a paper bag, thereby reinhaling the carbon dioxide which is being eliminated to
excess, as an increase of this substance in the blood may
prevent the hiccups.
If the above methods fail, other more complex and
more effective procedures may be applied to modify the
activity of the nerves controlling the diaphragm. The

simplest, unpleasant as it may seem, is to induce vomiting, either
by drinking warm salty water or by stimulating the throat. Provoking a sneeze may also help as this will also cause a spasm of the
respiratory muscles serving to counter the hiccupping process. If
the problem persists, other procedures may be performed under
strict medical control, such as compression of the eyeballs or
massaging of the carotid artery, or otherwise compression of the
phrenic nerve, which can be performed directly with the fingers
in the section behind the joint between the sternum and clavicle.
On occasion stimulation of the back of the pharynx using a probe
introduced via the nostrils has also proved effective.
If the hiccups go on for a particularly long time or become
exhausting through their repetition, medical treatment may be
required through the administration of sedative or narcotic medication. In extreme circumstances, if all the measures employed
fail and the hiccupping continues almost indefinitely, becoming a
more serious disorder which can even prevent the sufferer from
sleeping, then recourse may be needed to more complex procedures, such as injections to anaesthetise the phrenic nerve and innervate the diaphragm, or even the severing of some of the fibres
in a surgical operation. These are, though, truly exceptional cases.

Eugènia Carrasco

HEALTH | ASISA

ASISA, in partnership with Ribera Salut, heads health care project

Hospital de Torrejón, a cutting-edge
institution administered by ASISA
| Elvira Palencia
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The President of the Autonomous Region of Madrid,
Esperanza Aguirre, presided on 12 February over the
laying of the foundation stone of the future public hospital in Torrejón de Ardoz. The concession for the new
hospital was awarded last August by the Regional Governments to the Torrejón Salud consortium, made up
of ASISA, Ribera Salut, FCC and Concessia, which will
handle construction and administration of the hospital
over the coming 30 years.
The building will be erected on a site of 62,000
square metres in Soto de Henares and serve a total
population of more than 134,000 people in the towns of
Aljalvir, Daganzo de Arriba, Fresno de Torote, Ribatejada
and Torrejón de Ardoz.
With an investment of over 130 million euros, the
public hospital complex designed by architect Luis
González Sterling incorporates technology, innovation,
sustainability and comfort, using renewable energies
and bioclimatic architecture.
It will have individual rooms, 10 operating theatres,
6 delivery rooms, a offer wide range of specialties and
cutting-edge health care technology for diagnosis and
treatment, using electronic clinical records and digital
radiology, allowing staff to share their patients’ records
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in real time and request diagnostic tests from any location, with the results being immediately displayed.
There will be in total more than 83 emergency
treatment bays, 42 consulting rooms and 29 examination rooms. The comprehensive range of services will
allow it to handle 95% of the local population’s specialist
healthcare needs.
The concession also includes the remodelling of the
Specialty Centre in Torrejón, which will become a flagship
centre in coordination with the Primary Care Centres,
offering the local community service at their doorstep.
Continuing the path marked by the hospitals in Torrevieja and Vinalopó, in the administration of which
ASISA is also involved, it will be equipped with the latest
technology and will also be a fully computerised, integrated, accessible and secure centre capable of offering
the highest levels of health care on the basis of comprehensive clinical management and coordination with
primary care, staffed by a multi-disciplinary workforce
with advanced clinical, teaching and research skills.
The award of the Torrejón Hospital concession to a
consortium in which ASISA is involved means the organisation is now the only health insurer involved in three
such hospital concessions, two in the Region of Valencia and surrounding areas (Torrevieja and Vinalopó, in
Elche) and one in Greater Madrid.
ASISA President
Dr. Francisco Ivorra commented that the Torrejón Hospital concession represented “recognition of ASISA’s experience in administering public authority concessions in
Spain, and the public-private partnership model developed in the Region of Valencia”.
The ASISA President believes that “involvement in
this public hospital project integrated within the public health care system of the Autonomous Region of
Madrid gives us cause for pride, and presents us with
the challenge of ensuring that this public centre, based
on the public-private partnership model, characterised
by excellence in administration and highly qualified
professionals, becomes a flagship centre for all Madrid
residents”.
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The President of the Autonomous Region of Madrid, Esperanza
Aguirre, at the ceremony to lay the foundation stone, accompanied by other dignitaries including the Regional Health Minister
for Madrid, Juan José Güemes, the Mayor of Torrejón de Ardoz,
Pedro Rollán; the President of ASISA, Dr Francisco Ivorra, the
Managing Director of Ribera Salut, Alberto de Rosa, and the
President of Concessia, José Manuel Albadalejo

health | User’s corner

Clinical analysis laboratory services
| Dolors Borau
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When we fall ill there are visible
symptoms which provide considerable diagnostic information (high
temperature, localised pain, inflammation, cough...), but on occasion
certain non-visible indicators need
to be explored as well: a blood analysis provides particularly useful information about an individual’s state of
health.
A clinical analysis can be performed on the basis of a blood sam-
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ple, a urine sample or a sample of
other liquids and bodily secretions.
In medicine, clinical analysis is a specialty focusing on the study of bodily
fluids and other substances of the
human organism. This constitutes a
supplementary examination of special value in establishing a diagnosis,
monitoring the situation and taking
action to prevent and treat an illness.
In order to perform an analysis
one must go along to a specialist
centre with a referral sheet drawn
up by a general practitioner or
specialist. It is the doctors who
will know which parameters
to assess in each case,
in other words which
substances must be
identified and examined
by the laboratory. Armed
with such a referral sheet,
Assistència Sanitària and
Asisa policyholders need
simply consult the insurance
body’s list and select one of
the many clinical analysis
centres in their area. In
general, individuals of all
ages should have their
blood sample taken on an
empty stomach, in order
to avoid any levels being
distor ted by the body
metabolising food. This is

why these centres open to the public
very early and operate long patient
opening hours.
This is one of the medical specialties which has seen the greatest evolution during recent years.
These days all analytical laboratories work with the very latest technology in terms of both automatic
analytical apparatus and the use of
new administrative software, which
is essential to unify and standardise
processes. Such centres may operate
in different fields, such as clinical biochemistry, haematology, immunology, microbiology and parasitology,
toxicology, antenatal diagnosis and
urgent analyses.
Practically everyone must have
given a blood sample or a urine
sample for analysis at some time,
and what we often remember is the
inconvenience of the whole procedure: the prick in the arm or the unpleasant methods required to obtain
other bodily secretions. Seldom do
we give any thought to what happens
in the laboratory itself, or the data
obtained. When we go to pick up our
results, some names prove familiar.
Generally alongside the figures obtained for each parameter analysed
there are reference values telling
users whether their own figures lie
within the normal range. We cannot,
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THESE DAYS ALL ANALYTICAL LABORATORIES WORK
WITH THE VERY LATEST TECHNOLOGY IN TERMS OF
BOTH AUTOMATIC ANALYTICAL APPARATUS AND
THE USE OF NEW ADMINISTRATIVE SOFTWARE,
WHICH IS ESSENTIAL TO UNIFY AND STANDARDISE
PROCESSES
however, on our own perform an assessment of the information printed
on the results sheet without consulting a doctor.
Users may find it useful to know
what the laboratories do and what
areas they analyse. For example, an
analysis will always have a clinical
biochemistry section, which involves
analysing the most common chemical parameters: data on glucose,
cholesterol, triglycerides, urea and
many others provide key information
in focusing a diagnosis in the event
of illness and assessing the general
state of health. One other essential
section of such analyses is haematology, which provides information
about the blood cells and assists in
the diagnosis of various diseases.
Data is obtained on the erythrocytes,
or red blood cells (number of cells,
haemoglobin, haematocrite...); on
the leucocytes, or white blood cells
(neutrophils, lymphocytes...) as well
as data on the platelets (the cells
which assist in coagulation).
Recently there have been considerable advances in the development
of various areas, such as immunology (allowing a broad spectrum of
infectious diseases to be diagnosed
and monitored, along with the analysis of auto-immune diseases); the
identification of hormones (essential
in examining and treating endocrine
conditions); tumour markers (which,
along with other tests, allow oncolo-

gists to diagnose,
treat and track
th e evolutio n
of cancer pati e nt s) a n d
antenatal
diagnosis
(to es ta b lish the risk
of a p re g nancy being
affec ted by
any chromosomal pathology or spinal tube
defects).
In the case of
A& E o r ER p atient s re q uiring an analysis, the results reach
the doc tor rapidly, with printed
copies then being given to the patient. Over time, however, procedures
have changed, and information can
now be collected via other channels.
Some of the laboratories on the Assistència Sanitària and Asisa lists offer patients the option of collecting
their results themselves over the Internet. With a user code and individual password to identify themselves,
they enjoy secure and confidential
access to the laboratory’s website
and can then save the file on their
home computer and print off a hard
copy of the results. For many users this also means greater convenience, saving on time and
travel.

Jordi Negret
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health | a user’s tale

Spring allergies
| Dolors Borau

12 |

My doctor had already warned me
that, after the rainy winter, spring
would be tough for both me and my
son as we both suffer from allergies.
The abundant rainfall means that
flowering plants will then blossom
after the winter season with heavy
pollination.
Fortunately my allergy is seasonal, and is only brought on by a
soecific trigger allergen: the pollen
of the London plane, that majestic
deciduous tree which every spring
fills many of the streets in my hometown with its blossom. My son is not
so lucky: he suffers from a seasonal
allergy too (hayfever in his case), but
also has a chronic allergy to dust
mites. The first symptoms began to
show when he was younger, and it
was difficult to tell whether it was
just a cold or an allergic reaction.
After a number of visits, the paediatrician clarified the problem. Colds
crop up occasionally and last for just
one week, whereas attacks of allergic
rhinitis appear recurrently, although
they may last only a short time. There are other differences too: in the
case of a cold there is dense mucus,
a sore throat, coughing, sneezing and
occasionally high temperature, whereas in the case of an allergic reaction the mucus is liquid, accompanied
by an itchy rather than sore throat,

more active tear ducts, frequent re- These specific antibodies instruct the
peat sneezing but with no high tem- cells to release powerful inflammaperature. The problem we found was tory substances, such as histamine,
that with such frequent rhinitis, my which acts on different parts of the
son Pau ended up suffering problems body and causes the symptoms. And
with his ears, sinusitis, and ultimately that is how we learned that Pau was
asthma. Given all these symptoms we allergic to grass pollen and dust miwere referred to an allergologist who tes, because where he had been pricperformed a series of tests to identi- ked with these substances there was
fy his allergy.
reddening and inflammation.
In this case they performed cutaAllergies cannot be cured,
neous tests which involve the intra- although the symptoms can be condermal injection of various substan- trolled. On occasion a doctor will
ces. My poor little boy! I know that it need to prescribe medication (deis just a few pricks in the skin, but it congestants, antihistamines, cortiis such a pain... I must say that the coids...) and the treatment must be
nurses really knew their stuff, and followed to the letter. Some cases
that Pau was wonderfully becan also now be treated
haved. Once they had finished
it was a question of waiting to
see whether there was a reaction around any of the prick
marks. This would mean that
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with immunotherapy (specific vaccination against the allergens responsible), and while this does not cure
the condition it does reduce the
number of symptoms and makes
control easier.
Knowing the causes of the allergies was of great benefit, as that
way we were able to follow the advice we were given. Pollen allergy
sufferers, for example, need to know
that the wind is their enemy, as it
scatters the substance, while rainy
days are the best, washing the pollen down to the ground; one should
not spend too long outdoors during
periods of pollination, above all at
sunset, which is when the greatest
quantity is in the air; rooms should
be aired early in the morning or in
the evening, keeping temperatures
cool; during the day the windows of
the house should be kept closed, the
same principle applying when travelling by car. The truth of the matter
is that, when spring comes around,
if you know how to prevent contact
with the allergen the symptoms
improve.
With a chronic allergy this is
more difficult, as the allergen is
constantly present. As there is dust
everywhere, it is impossible to live
without being in contact with mites,
microorganisms of the arachnid family which live in mattresses and pillows and feed on the flakes or cells
of dead skin which people leave behind. How disgusting, I thought when
it was explained to me! It is the excrement of these little bugs that causes
the allergy. There is no way of ridding
a house of mites, and so one must
be disciplined and clean effectively
to reduce their numbers to the minimum. Particular care must be taken
with bed linen, using non-porous

gr
et
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protec tive covers for mattresses and pillows; sheets
should be changed and washed
every week, at least at 60° C; bedrooms should ideally not be frequented
during the day; the relative humidity
in the house should remain below
60%; avoid rugs, feather pillows and
woollen blankets; vacuum frequently,
and in the case of younger children,
keep cuddly toys out of the room

where they sleep.
Pau found it so hard to understand
why the few teddy bears he had
would be put in the washing machine on a hot wash, while he learned
to sleep with a plastic soldier in his
hand. All in all it means extra efforts
to clean and tidy, but for a worthwhile purpose.

ALLERGIES CANNOT BE CURED, BUT THE SYMPTOMS CAN
BE CONTROLLED. ON OCCASION A DOCTOR WILL NEED TO
PRESCRIBE MEDICATION (DECONGESTANTS, ANTIHISTAMINES,
CORTICOIDS...) AND THE TREATMENT MUST BE FOLLOWED
TO THE LETTER. SOME CASES CAN ALSO NOW BE TREATED
WITH IMMUNOTHERAPY (SPECIFIC VACCINATION AGAINST
THE ALLERGENS RESPONSIBLE), AND WHILE THIS DOES NOT
CURE THE CONDITION IT DOES REDUCE THE NUMBER OF
SYMPTOMS AND MAKES CONTROL EASIER

Over 2.000 pages for sharing
Over 500 activities for getting to know the Foundation.
Over 50 publications for consultation in our newspaper library.
Over a hundred other healthcare co-operativism websites to visit.
Over 2.000 pages to share with you.

www.fundacionespriu.coop

on-line
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Allergies and food intolerance
| Dra. Perla Luzondo

Ham and chicken croquettes

Edmon Amill

Ingredients to serve 4:
• 75 g cured ham, shredded
• 75 g chicken
• 1/2 litre milk (lactose-free for
intolerants)
• 70 g flour (Proceli for coeliacs)
• 40 g cornstarch
• 1/2 onion
• Nutmeg, salt and pepper
• Fine breadcrumbs to coat
(gluten-free for coeliacs)
• Beaten egg (in case of
intolerance, use milk instead)

Prepare a thick béchamel sauce,
form and breadcrumb the
croquettes and fry in plenty of
olive oil until nicely golden. They
are delicious, and you will not
notice the difference.

A food allergy is diagnosed if the immune system is responsible for the body’s
response to certain foodstuffs. Allergic reactions are countered by immunoglobulin E
and affect 3% of the population, particularly children.
Allergies have an individual genetic basis, and the only treatment is not to eat the
food which triggers the response.
Food intolerance leads to symptoms similar to those of an allergy, but less intense:
itching, flatulence, abdominal pain, inflamed mouth or lips, sneezing and coughing.
Treatment generally involves withdrawing the food from the diet and reintroducing it
little by little.
Allergens are protein-based components present in foodstuffs, with the following
accounting for 60-65% of cases:
• Albumin such as the allergen present in egg white: patients are sensitive to hen’s
eggs and those of other fowl, food industry products and vaccines containing
albumin.
• T he milk of cows, goats or sheep is the most common allergen in babies; the
cow’s milk proteins reach the newborn via the mother’s milk, causing vomiting
and abdominal pain.
• Fish in general.
• Crustaceans and shellfish: prawns, whether raw or cooked, are the most common, followed by oysters.
• Nuts: peanuts, almonds, hazelnuts, walnuts and pine nuts. Legumes, broad beans.
• Fresh fruit, such as peaches and apricots, melon and strawberries.
Those allergic to latex should be aware that they may develop cross-reactions with
some foodstuffs. Some of the most common are:
• High risk: avoid bananas, kiwi fruit, chestnuts and pistachios.
• Moderate risk: avoid apples, carrots, celery, tomato, papaya, raw potato, melon
and peanuts.
• Low risk: avoid pears, peaches, strawberries, soya, figs and walnuts.
Intolerance to lactose (the sugar in milk) is found in 20% of the Western population and 80% of the population of Asia and Africa, causing constipation and cases of
irritable bowel syndrome.
Coeliacs suffer intolerance to wheat gluten and will need to check the labelling of
certain cured and processed meats.
The effect of choline is currently being studied as an anti-asthmatic agent, as it
reduces the production of bronchial mucus and protects the airways from obstruction,
along with the action of omega-3 fatty acids, in particular EPA and DHA, as they reduce
the formation of arachidonic acid.
Here I suggest a traditional dish adapted for those with food intolerance:
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1st ASISA National Photography
Competition prizewinners
announced
| Elvira Palencia
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Doctors Ivorra, Soria, Mayero and Viola with the award winners

At a ceremony held on 8 January
in Madrid, the winners of the 1st
ASISA National Photography Competition were announced.
The jury was made up of three
prestigious photographers, all members of the International Federation
of Photographic Art: José Julián

First Prize in la category Maternity and Childhood

Ochoa, Sergio Tello and Juan Miguel
Alba. The competition featured two
categories, one an open theme and
another focusing on maternity and
childhood.
ASISA Chairman Dr. Francisco
Ivorra, handed out the honours: two
first prizes of 3000 euros and the

First prize in the open category

gold medal of the Spanish Photography Confederation, along with a
number of runners-up awards of 300
euros, ten in the open category and
three in the maternity and childhood
section.
First prize in the open category
went to Raúl Cañibano Ercilla, for
his series of five photographs entitled Tierra Guajira. In the category of
maternity and childhood the winner
was Belén Caballero Sanchis for her
untitled series of eight photographs.
The prize-winning works, along
with a selection of other entries, will
be included in an exhibition which
will be shown at various ASISA clinics
and offices throughout the country.
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ASISA supports humanitarian medicine
through training and research
| E.P.
ASISA and King Juan Carlos University signed a partnership agreement
on 28 January to develop training in
medical care in refugee camps.
As a result of the agreement,
ASISA has undertaken to fund the
International University Master’s in
Humanitarian Medical Training and
Management, specifically the Medical

Care in Conflicts and Refugee Camps
module to be developed at the London
School of Hygiene and Tropical Medicine in the United Kingdom.
The coordinators chosen to work
on the activities developed within the
context of this agreement are, at King
Juan Carlos University, the Vice-Rector for University and Postgraduate

Qualifications and Delegated Teaching
Units, Pilar Laguna Sánchez, and the
Director of the Master’s programme, Ángel Gil de Miguel. At ASISA,
meanwhile, coordination tasks will
be performed by the company’s President, Dr. Francisco Ivorra, and the
organisation’s Director of Planning
and Development, Dr. María Tormo.
The agreement was signed on
behalf of ASISA by its President, Dr.
Francisco Ivorra, and by the Rector
of the University, Pedro GonzálezTrevijano.
As part of its corporate social responsibility programme, ASISA works
on agreements with prestigious universities with the aim of improving
the training of health care professionals. Such improvements take place
by being involved in the educational
and research programmes developed
at such teaching institutions.

Dr. Francisco Ivorra and Pedro González-Trevijano

Santa Isabel Clinic hands out its annual
awards in Seville
| E.P.
On 29 January the Santa Isabel Clinic handed the 21st
Santa Isabel Clinic Award to Dr. Isacio Siguero, a renowned
ophthalmologist who has chaired such major institutions as
the Spanish Organisation of Medical Associations, the Andalusian Council of Official Medical Associations of Spain
and the official Medical Association of Seville.
The Government representative for Andalusia, Juan
José López Garzón, chaired the presentation ceremony,
in the company of other dignitaries including the CEO of
ASISA, Dr. Enrique de Porres, the provincial representative
for ASISA in Seville, Dr. Gregorio Medina, and the Medical
Director of the Santa Isabel Clinic, Dr. Francisco Vázquez,
along with the Chairman of the Nursing Association of Seville, José María Rueda.
The Santa Isabel Clinic Award, an established fixture in
the Andalusian healthcare calendar, is awarded by means

Left to right: Dr. Soria, Dr. de Porres, José María Rueda Segura (President
of the Nursing Association of Seville), Dr. Lorenzo, María Dolores Rodríguez
Barroso, Dr. Isacio Siguero, Dr. Medina and Juan José López Garzón

of an open ballot of the 1,200 professionals belonging to
the ASISA medical lists in Seville.
At the same ceremony the 14th SCIAS Seville Award
was given to María Dolores Rodríguez Barroso, in recognition of her commitment to healthcare co-operativism values, namely humane treatment, closeness to the patient
and the professional dedication she has given.

| 17

cooperativism | ASISA

46664 Foundation receives Right Foot
honorary award sponsored by ASISA
| E.P.
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O n 9 March ASISA sp onsored
the presentation by the radio station Cadena 100 of the Right Foot
Awards. These awards aim to honour
everyday heroes who serve as an
example to all thanks to their special
courage in the face of adversity and
their determination and contribution
to society. The prize is voted for by
the listeners to the Buenos Días, Javi
Nieves programme.
The honorary award this year
went to the 46664 Foundation, an
association belonging to the Nelson
Mandela Foundation which raises
funds for the fight against AIDS.
Cadena 100 listeners also chose to reward the work of the Getafe
Dog Rescue Unit in Haiti. Another
award winner was Ángel Luis Ceju-

do, an everyday hero who saved a
neighbour’s son from the flames of a
fire which burned down their homes
in Cordoba.
Cadena 100 listeners meanwhile
decided that the last award should
go to José Luis Herrera, a violinist
who has for years been struggling
against Parkinson’s with the help of
his wife, and who performs his music
as a gift for residents in old people’s
homes.
Aurora Barbero, ASISA’s Head of
Major Accounts, handed the award to
José Carlos Ferre, whose daughter,
María, was diagnosed with a serious neurological condition known
as Rett’s Syndrome. José has since 2008 been raising funds for research into the syndrome.

Aurora Barbero hands the award
to José Carlos Ferre and his daughter María

ASISA President Dr. Ivorra remarked that “we are proud to be cosponsoring the Right Foot Awards,
as an initiative honouring goodwill,
generosity and courage in the face
of adversity”.

Moncloa Hospital receives OHSAS 18001
workplace risk prevention accreditation
| E.P.

Moncloa Hospital has been awarded OHSAS 18001 certification for its workplace
risk prevention management system, having
successfully passed the external audits undertaken by the company SGS-ICS, an audit
and certification firm specialising in quality,
the environment, workplace risk prevention
and safety.
In order to receive OHSAS 18001 certification Moncloa Hospital had to put in
place a proactive system to manage health
and safety at work based on the principle
of continuous improvement and including
preventive actions and the most appropriate resources to manage aspects of health
and safety at work in a structured manner,

wich goes beyond the legally established
requirements.
Dr. Juan José Fernández Ramos, the
Managing Director of Moncloa Hospital,
highlighted the centre’s commitment to
quality care, adding that “this recognition
reflects our desire to continue every day
our ongoing commitment to achieve improvements in order to ensure that users
receive the highest quality care. With the
users in this case including all our workers”.
The certificate presentation ceremony
was also attended by the ASISA President,
Dr. Francisco Ivorra, who declared that “this
certification places Moncloa Hospital in the
vanguard of those Spanish hospital’s most

committed to risk prevention and the health
of their workers”.

From left to right at the presidential table: Dr. Carlos Zarco
(Medical Director of Moncloa Hospital), Dr. Francisco Ivorra
(President of ASISA), Dr. Juan José Fernández (Managing
Director of Moncloa Hospital), Ramón Robles (President of
SGS-ICS) and Dr. Manuel Soria (Medical Managing Director
of ASISA)
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SCIAS - Hospital de Barcelona,
a unique co-operative experience
| Dr. Gerard Martí

Deputy Medical Director of Barcelona
Hospital and Espriu Foundation trustee

Co-operativism means the voluntary
association of individuals, not capital, in order to achieve an objective
which it would be difficult to manage
alone. The industrial revolution led
in the mid-19th century to the first
expression of co-operativism to see
rapid development, in the field of
consumer goods (consumer cooperatives): which by purchasing basic
products in bulk for sale to co-operative members, workers in the new
industrial factories who were losing
their purchasing power (at the time
inflation was higher than wage increases). Such voluntary initiatives
spread to all regions undergoing a
process of industrialisation.
Over the course of the past 150
years the institutional and economic
context has evolved, with consumer
co-operativism thus adapting to the
new needs of citizens. Major traditional consumer co-operativism enterprises currently exist in numerous
countries of Europe and America,
both north and south.
Response to a social need
The shortage of hospital beds may
be a chronic factor in any developing society. This was the case in
Barcelona in the mid-60s and early
70s, when the public health system
had not yet fulfilled its potential and

the private offering was limited to a
number of surgical specialties in the
hands of a few eminent professionals. Meanwhile, the population was
now beginning to earn sufficient
income to be able to resolve issues
of subsistence, following an earlier
phase of economic depression. One
of the first such demands was for
health care provision, as both the
public and private health services
on offer were inadequate.
It was within this context that
a large group of citizens holding
policies with Assistència Sanitària
Col·legial, led by Dr. Josep Espriu, at
that time the president of the company, decided to establish a consumer co-operative to increase the
number of available private hospital
beds and, as members of the institution, to guarantee themselves provision of hospital services and direct
involvement in the administration of
those services. With this specific mission in mind, 1974 saw the founding
of Instal·lacions Assistencials Sanitàries (SCIAS, SCCL), a non-profit
consumer co-operative which in 1989
opened its Barcelona Hospital on
Avinguda Diagonal in the city centre.
Today SCIAS is a co-operative defined under Spanish law as a mixed
institution, as control is shared by
consumer members and worker
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Dr. Gerard Martí

members, the latter accounting for
788 of the total current membership
of 167,254.
Barcelona Hospital is owned by
SCIAS and has a total of 300 beds.
In 2008 the co-operative’s revenue
amounted to 59. 2 million euros,
86.6% through the provision of hospital services, 9.7% from the regular
instalments paid by consumer members and the remaining 3.7% from
other hospital earnings. The operating surplus amounted to 0.35% of
all revenue, with this sum, given the
non-profit status, being reinvested to
strengthen the organisation’s economic sustainability.
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Democratic governance
mechanisms
The main difference between this
health service consumer co-operative and other organisations operating within the sector is how it is
governed. SCIAS was from the very
outset a consumer co-operative
wholly owned by its consumer members. What are the current requirements for membership? New SCIAS
consumer members make an initial
contribution of 30 euros to SCIAS’
social capital fund, which is refundable, along with a non-refundable
registration payment of 12 euros.
They must then pay a regular instalment of 3 euros per month. They
must also hold an insurance policy
with Assistència Sanitària Col·legial
in order to be treated at the hospital
without being billed.
Consumer membership of SCIAS
means being a co-owner of the enterprise, with this status, alongside other
social benefits, conferring the right to
take part in the organisation’s governing bodies: the General Assembly
and the Governing Council. From 1989
onwards the Assembly, at the proposal of the Governing Council, approved
the possibility of the organisation’s
workers also becoming worker members, and, as mentioned earlier, close
on 90% of them now are.
What benefits does a worker
member have compared with simply
an employee? Involvement in the
ownership and administration of the
enterprise. In specific terms, worker
members must, in addition to making
the same contributions as a consumer, contribute a share to a specific financial fund, the minimum in 2008
being 60 euros; when possible, they
contribute the amount they pay in
unemployment provision. Contributions to this fund are redeemed when
the member leaves the organisation.

How is representation divided
between the two types of member on
the governing bodies? The number
of consumer members is greater
than that of worker members, although the workers dedicate greater
time to the organisation and assume
a greater risk, since if the co-opera-

The main
difference to other
organizations
operating in the
sector is how SCIAS
is governed
tive were to shut down they would
lose their jobs.
Given the huge number of members entitled to take part in the
General Assembly, this is staged by
means of a system of prior sectoral
preparatory assemblies which select the delegates who will attend
the General Assembly itself, one of
these being reserved exclusively for
worker members.
The assembly chooses the members who are to sit on the Governing
Council, the supreme representative
body between assemblies, comprising 15 members: 12 consumers and
3 workers.
There is another way in which
worker members can become involved. This is the Social Council, a
consultative body providing dialogue
between the Governing Council and
the worker members, essentially to
deal with issues connected with their
dedication to the co-operative. It is
made up of 12 worker members who

are chosen by universal suffrage
among the workers. Those elected
cannot also be sitting on the Governing Council.
The structure and functioning of
the co-operative’s governing bodies
reveals, as may be seen in the organisational chart, the clear commitment of the consumer members to
achieve the integration and involvement of worker members within the
institution.
Coordination with Assistència
From the beginning, SCIAS chose to
work in coordination with the organizations that worked together to create it as a means of achieving their
goals. SCIAS simply provides hospital
facilities for its consumer members,
but the needs of these consumer
members in the field of health care
are much more extensive, hence the
fact that a medical insurance policy
has been arranged with Assistència
Sanitària Col·legial (ASC), with a total of 197,000 policyholders in 2008.
On the initiative of Dr. Josep Espriu an associate workers’ co-operative was also established, under the
name of Autogestión Sanitaria. Its
membership is made up exclusively
of the doctors covering the various
specialties. The initial idea was to
take over the insurance operations
already performed by ASC, but Spanish law did not (and still does not)
allow for the existence of co-operatives in the field of insurance, and so
the associate workers’ co-operative
was forced to take over ownership of
the insurance company ASC.
The SCIAS consumer co-operative and the doctors’ co-operative
Autogestión Sanitaria constitute the
functional core of Grup Assistència,
and hence of Health Care Co-operativism in Catalonia. An inter-cooperative working group was set up
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by decree of the governing councils
of the two co-operatives. Without
formalising its legal structure, it comanages a medical insurance company and a general hospital, moving
a sum total of 180 million euros in
2008, providing health services to
more than 197,000 people and employment to over 1,100, while also
allowing more than 4,000 doctors
freely to practise their profession.
The vision which lies behind this
co-operative structure is Dr. Espriu’s
firm conviction that the two key figures in health care provision, medical
users and professionals, need to enjoy a free, social, non-profit relationship free of intermediaries or other
outside factors. He found in co-operativism and its values the formula
allowing both groups to organise
themselves freely and perform joint
administration through constant dialogue within the working group.
In order to promote this philosophy and to preserve its legacy, the
working group decided, together
with other health care co-operatives,
to set up the Espriu Foundation, the
aim of which is to promote both cooperativism in general and health
co-operativism in particular, both
nationally and internationally.
SCIAS, a social enterprise
Services connected with the field of
health are now being referred to
as “relational goods”, with the
quality of service determined by
the relationship between doctor
and patient, between worker and
user, by the form of governance
of the organisation providing
such relational goods and, of
course, the social and institutional context within which the
organisation operates. The result
of this convergence is the emergence of what the European network

of EMESi researchers refers to as a
“social enterprise”.
SCIAS was born out of the initiative of a group of individuals
voluntarily choosing to set up a cooperative to resolve their need for
hospital services. It is today a mixed
co-operative, combining professional and also voluntary resources;
as an organisation it focuses on the
market, giving preference to policyholders of Assistència Sanitària
Col·legial. Its consumer and worker
members become business owners,
assuming the risks inherent in this
activity. Health service markets are
characterised by the existence of incomplete contracts which generate
asymmetrical information, and as a
result transaction costs. In order to
reduce the inefficiencies generated,
SCIAS opted in 1989 to convert to being a multi-stakeholder enterprise,
in order to give both consumer and
worker members the right to speak
and vote at its representative assemblies.
As a number of authors have
pointed out, this transformation
means that SCIAS should no longer
be viewed as a mutual assistance
organisation, but es-

sentially a mechanism for coordination placed at the service of the users and providers of the institution’s
hospital services. The existence of an
organisation with governing bodies
where users and workers can reach
a consensus regarding their (at times
contradictory) interests, is the outcome of a process of building and
mutually generating trust. It should
be remembered that SCIAS is an enterprise governed in accordance with
democratic principles, with channels
for participation and no consideration given to contributions to the
organisation’s capital stock.

SCIAS was born out of
the initiative
of a group of
individuals voluntarily
choosing to set up a
co-operative to
resolve their need
for hospital services

Dr. Gerard Martí was born in Barcelona in 1953.
He graduated in Medicine and Surgery at the
University of Barcelona in 1979, specialising in
Internal Medicine. Since 1988 he has been Deputy
Medical Director of Barcelona Hospital. Among
his postgraduate and specialist qualifications
mention should be made of the Master’s in
Social Economy and Non-profit Institution
Management obtained in 2009 from the
CIES (Economy and Society Research
Centre) at the University of Barcelona.
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Assistència Sanitària and the
University of Barcelona sign
strategic cooperation agreement
The medical insurer has increased the budget for the second
round of its Bursaries Programme
| Oriol Conesa
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The cooperation agreement signed
recently between Assistència Sanitària and the University of Barcelona
(UB) will serve to promote joint academic and research relationships, the
aim being to exchange knowledge and
skills for the professional development
of doctors and nurses, while offering
patients an improved service.
Meanwhile, the Assistència Sanitària Bursaries Programme, now in
its second year, has seen the funds
available to students increased, along
with an expansion of the educational
programme on offer.
The President of Assistència Sanitària, Dr. Ignacio Orce, and the Rector
of the University of Barcelona, Dídac
Ramírez, signed a strategic cooperation agreement setting out the desire
of both institutions to forge closer ties
and to work together in the field of education, training and the involvement
of health professionals. Taking advantage of the two institutions’ synergies,
the plan aims to integrate health care
activities with teaching and research,
creating a vehicle to achieve excellence in the Catalan health care system. In specific terms the project will
focus on initiatives connected with
the neonatal and paediatric areas, assisted reproduction techniques, the
management of health care institutions and organisations, molecular
bio-pathology and public-private
health partnerships.
The agreement also provides the
framework for the second round of
the Assistència Sanitària Bursaries

Programme, benefiting students undertaking doctorates in health-related studies with the aim of improving
their professional qualifications and
giving them a route into the professional world. With a budget of 30,000
euros, the grants cover 50% of the
cost of enrolling on a master’s or
postgraduate course (more than 200
official and independent university
qualifications are included), and are
available to doctors and nurses following courses of study over the 20092010 academic year. With the aim of
supporting medical professionals and
playing a role in the constant update
of their knowledge, the Bursaries Programme focuses on doctoral studies,
giving an almost immediate impact on
professional practice, with a particular
emphasis on nursing in recognition of
its essential role in the proper functioning of a health care system.
Aside from these study grants,
Assistència Sanitària will also be
working with the UB on the deliv-

ery of master’s and doctorate programmes, postgraduate courses and
research, promoting exchanges between students and tutors to enrich
their knowledge and skills. There are
also plans for other joint actions involving debates and the exchange of
experiences, such as the sharing of
information about research issues,
publications, seminars, public events,
presentations, congresses and educational materials.
Assistència Sanitària is an exponent of healthcare co-operativism,
the distinct self-management model
devised by Dr. Josep Espriu some fifty
years ago, based on equality of doctors and users on decision-making
and management bodies. The organisation now has some 20,000 policyholders who can call on the services
of a list of more than 4,000 doctors.
It is also the official medical service
provider of Barcelona Football Club
and the Andorran Social Security
Service.

Dr. Orce and Rector Ramírez, at the signing of the agreement
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New Assistència
Sanitària service
for improving
access for the deaf
| O. C.

Assistència Sanitària has implemented a new
service specifically aimed at offering accessibility and treatment for deaf people, providing them
with sign language interpreters for all scheduled
visits and a channel for personal written communication to arrange medical appointments. This new
initiative is born out of the organisation’s commitment to all individuals to help them overcome challenges in their daily life.
Since it was first introduced in 2010, the initiative has provided deaf people with a personalised
service offering them more fluid communication
with Assistència Sanitària’s social and health care
personnel. The organisation has put in place a
plan to provide sign language interpreters whenever so requested by policyholders. Appointments
with GPs and specialists can be arranged by mobile phone (SMS) or e-mail, making administration
easier and giving policyholders greater independence, as they do not need to travel to the centre
or seek the assistance of anyone else in order to
communicate.
The Assistència Sanitària website has also
been adapted to include sign language videos
in those sections with textual content, providing
deaf people with easy access to resources. Queries
about the services offered by the organisation can
also be handled at any of its officers with a sign
language interpreter present for policyholders
requesting this in advance.
According to Dr. Ignacio Orce, the President
of Assistència Sanitària, “the essential aim of this
measure is to guarantee quality medical care to all
policyholders, and above all those groups which,
because of their circumstances, are faced with numerous obstacles
in accessing information and communication barriers in most of their
daily activities”.

SCIAS social participation
department hard at work
on member events
| O. C.
The SCIAS Social Participation
Department has been keeping itself
busy over the past few months with
an activity-packed agenda. The positive response to these events from
members reveals the value of the
years spent encouraging the social
participation of the organisation’s
members.
As every year, the SCIAS children’s, youth and senior choirs gave
a concert to mark the traditional
Christmas festivities for members,
held at the Parish Church of La Concepció, with a repertoire drawn up
especially for the occasion to include
a selection of popular Christmas
songs and carols. As is now traditional, the drama group also took
part at the event, reciting Christmas poems. The Yuletide festivities
meanwhile saw two members and
former presidents of SCIAS, Mr Rodà
and Mr Reygosa, set up a nativity
scene at the Social Participation Department. Their wonderfully creative
work was entered in the 2nd Nativity
Scene Competition staged by the La
Concepció Parish Church, winning
the runners-up award in its category.
Meanwhile, aside from Christmas
events a number of other cultural
and social projects took place. Particular mention should be made of
the organised trip to the Dr. Gregorio
Medina Blanco residential education
centre in Espartinas to learn about
this new home, with its qualified

Nativity Scene Competition

staff and modern facilities offering
the highest standards of quality. The
trip also included visits to such famous sights as Seville, Aracena, the
Coto de Doñana and El Rocío.
Apart from its courses and recreational groups, the Social Participation Department also sponsors
cultural and educational activities.
The cinema evenings serve as a good
example, along with conferences of
various kinds open to the general
public. During the first quarter of
2010 SCIAS has been making a contribution to the 150th anniversary of
Barcelona’s Cerdà urban redevelopment plan, with Lluís Permanyer, a
journalist and chronicler of the city,
presenting two conferences: The
Walled City and Cerdà the Terrible.
There was also a Meteorology Class
led by Francesc Mauri, Televisió de
Catalunya and Catalunya Ràdio’s
well-known weatherman, and The
Apotheosis of Melody, a talk given
by music academic and critic Xavier
Chavarría.
Senior choirs SCIAS
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“Involvement in the co-operative
is a right and a duty”
| Sergi Rodríguez

Pep Herrero

Ours are enterprises with a soul. In the case of SCIAS this can be found above all in the Social Participation Department, the main function of which is to involve members in an understanding of Health Care Co-operativism
and in the operations of the organisation, potentially allowing them to take up a position of responsibility within
the institution. The individual responsible for overseeing its operations is council member Montserrat Caballé,
who has held this position for a year and a half.

How an d when was the Social
Participation Department set up?
The SCIAS social participation teams
were set up more than 20 years ago,
even before the hospital was opened.
They met up according to geographical region, essentially with the aim
of increasing knowledge about SCIAS
and the co-operative movement...
They received their greatest impetus
when Barcelona Hospital was built,
given the huge scale of the project
being undertaken.
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Montserrat Caballé, head of the SCIAS
Social Participation Department and
member of its Governing Council

Montserrat Caballé was born
in 1949 in Barcelona, where she
still lives. She is married, has two
children... and is now keen to be
a grandmother. 15 years ago she
gave up the lottery outlet which
she ran to lead a quieter life. Her
involvement with the co-operative
began at the Les Corts group. She
is currently a member of the SCIAS
Governing Council, CECOEL council member and head of the Social
Participation Department. She can
be found at the department practically every afternoon where “I try
to meet up with both the leisure
and co-operative teams, because
as a council member you need to
be approachable,” she acknowledges. “I am just another member,
aiming to chat to everyone”.

Was this the result of the initial
concerns of Dr. Espriu?
Of course, as they were the fundamental elements in the functioning of Health Care Co-operativism.
In other words co-management by
doctors, grouped together in Autogestión Sanitaria, the owner of ASC,
and users, grouped together in the
SCIAS co-operative, the owner of
Barcelona Hospital.
How did these teams evolve?
W h e n B a rce l o n a H o s p i t a l f i r s t
opened its doors, the Governing
Council began to look for new initiatives to attract a larger number of
members to join these groups. SCIAS
members were given the chance to
take part in a range of activities,
and that is how, 12 years ago, the
co-operative teams began to include

leisure activities. The first initiatives
were the choirs, followed by others,
such as theatre, outings, cinema and
opera forums, cultural visits, conferences, languages, tai-chi, yoga, dancing... Each section makes up a team,
with a spokesperson and a secretary.
To what extent are these activities
aimed at increasing participation?
The aim of the Social Participation
Department is essentially to raise
the awareness of members as to
their right and duty to take part in
the operations of SCIAS, at various
levels. The main aim is thus attendance at the preparatory assemblies,
some of which are held in Barcelona
and others in the outlying districts,
in accordance with the co-operative’s
distribution, as well as the General
Assembly, which is attended only by
those delegates selected for this purpose at the preparatory assemblies.
The various positions of responsibility within the institution, such as the
Governing Council, the Resources
Committee, the accounts comptroller... are periodically selected during
the General Assembly.
At what point did you decide to become more involved?
I myself began by joining the choir. A
little later I walked the Pilgrims’ Way
to Santiago with a group of mem-
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bers. We set off from Montserrat and
covered the route over three years,
walking each August. I was later encouraged to join the co-operative
group for the Les Corts district.
When the time came to elect new
members to the Governing Council,
a number of my colleagues encouraged me to stand as a council member, and I was selected, along with
a further three individuals, including the current President of SCIAS,
Teresa Basurte. The following year I
was against selected, and here I am
today. For the past year and a half
now I have been responsible for the
Social Participation Department, as
a member of the Governing Council.
What are the requirements needed
in order to take the step towards
further participation?
Participation demands that people
have the desire to take part and a
spirit of co-operation, as they receive
no pay for their contribution. That
makes it difficult to find people who
have the time and the will to serve
the co-operative in this way, and the
best place to meet them is through
the Social Participation Department.
What would the profile of this type
of co-operative member be?
People who have the necessary time
and also the necessary goodwill and
who are committed to making a con-

tribution to SCIAS. We are talking
about members who live in Barcelona or the surrounding province,
where the most active co-operative
groups include those in Vilafranca
del Penedès, Cornellà, Sabadell... In
this regard the work performed by
the council members Francesc Fornell and Antoni Segura, and recently
Josep Plaza, is essential. The various
activities and meetings take place in
Barcelona, at the Social Participation
Department on Carrer Bruc, and in
the districts, mainly on ASC premises, which they are happy to offer.
How do you help create a co-operative spirit?
The council members involved in
social participation generally attend
the various meetings of members
as a natural platform to present our
history and philosophy. Meanwhile,
two meetings of secretaries and
spokespeople are held each year,
providing regular information about
the progress of the co-operative and
Barcelona Hospital, and providing a
further insight into our health care
model. Last year we held a training
day for secretaries, spokespeople and
coordinators, although the event was
also opened up to other individuals
with an interest in this area. Plenty
of people came along and expressed
great satisfaction. It was a very interesting and gratifying experience.

What are the main challengers over
the coming years?
The main aim is to renew and evolve
the Social Participation Department
to involve younger members. They
are the future of the co-operative
and its governing bodies. Hence the
fact that we are developing a range
of initiatives for children and young
people, examining other alternatives
and also taking on board the suggestions made by their parents.
And how can you reach out to the
youngest members?
Three or four years ago we set up
the children’s and youth choirs,
along with the competitions (the
Letter to Santa and one for Saint
George’s Day, which this year has
become a short story competition
for young people). The aim with all
this is not just to attract the children,
but their parents too. This is an age
group when people are very busy,
though. We also aim to motivate people aged between 50 and 65, who
are still active but have more free
time because their children are older.
We are now working on a number of
initiatives in this area. The Internet
would offer many possibilities, but
we do not yet have e-mail addresses,
except for those who regularly use
the premises on Carrer Bruc.
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Motivating participation
Over the course of the year more than 2000 SCIAS members take part in one of the
numerous activities which are held practically 365 days a year. The premises are kept
busy all day long. In the morning there are feng shui workshops, tai-chi and relaxation
and language courses (French, English and Catalan). The afternoon is the high point, with
meetings of the co-operative groups, choral practice, board games, cultural and medical
conferences along with cinema and theatre evenings. They also organise walks in the
mountains, cultural visits and performances by the choirs at various venues. All these
activities take place with the technical support of the manager, Joan B. Gabarró, and the
secretaries, Carme and Montse.
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UN declares 2012
International Year
of Co-operatives

Lecture at
the University
of Barcelona
| J. A. P.

| Josep A. Pèrez

Mauricio Giraldo (flickr)

The United Nations General Assembly has declared 2012 as the
International Year of Co-operatives, highlighting their contribution to
the socio-economic development of the population. With this declaration, which was approved in Resolution 64/136 of 18 December, the
United Nations is acknowledging the impact that co-operatives have
on poverty reduction, employment generation and social integration.
The resolution, which was supported by 55 UN member states,
calls upon governments and international institutions to support and
foster the development and growth of co-operatives throughout the
world and calls upon them to review their laws on co-operatives in
order to guarantee their growth and sustainability.
Together with the international co-operative movement, the United Nations invites governments to “develop programmes aimed at enhancing capacity-building of co-operatives, including by strengthening
the organizational, management and financial skills of their members,
26 and
| to introduce and support programmes to improve the access of
co-operatives to new technologies”.
The United Nations defines the co-operative as an autonomous
voluntary association of people who unite to meet common economic,
social and cultural needs and aspirations through a jointly-owned and
democratically-controlled enterprise.
Currently, the co-operative sector is made up of nearly 800 million
people from more than 100 countries and it is estimated to provide
more than 100 million jobs. A 2008 report by the International Cooperative Alliance states that the three hundred most important cooperatives in the world have a turnover of 1.1 billion dollars, which is
similar to the turnover of the entire Spanish economy.
The purpose of International Years declared by the UN is to draw
attention to major international issues and encourage action. To commemorate the International Year of Co-operatives, international and
regional conferences will be held and national programmes will be
established to foster and develop co-operatives.

Dr. Ferran Sabaté, Professor of History of
Medicine at the Faculty of Medicine of the
University of Barcelona, invited Dr. Gerard
Martí, trustee of the Espriu Foundation and
Deputy Medical Director of the Hospital de
Barcelona to give a lecture at the school on
16 December 2009.
The lecture, which was held as part of the
study of the History of Medicine, covered the
Espriu health care model and its evolution
since its origins in medical insurance groups
called igualatorios to its current form as a
co-operative business group.
Dr. Martí explained the nature of the
health co-operative movement in detail
and placed it within the context of today’s
health care systems as a real system that
is consolidated in our immediate environment. He outlined the main characteristics and gave a brief historical description,
focusing on the figure of its promoter,
Dr. Espriu.
The audiovisual presentation “The Right
to Medicine in Freedom”, a documentary that
covers the life and work of Dr. Espriu in homage to him, was also shown.
Finally, Dr. Martí spoke about the current
situation of Health Co-operatives, describing
their organizational model and socially-oriented business culture.

Dr. Gerard Martí during his lecture

Earthquake in Haiti
• More than 220,000 fatalities
• More than 300,000 injured
• More than three and a half million affected
• Serious physical damage across the country

Since the initial phase of the emergency, the Càritas network has given out food to 257,000
people, distributed shelters and basic living materials (drinking water, tents, blankets) and is
providing medical care at various locations.

We need your help to continue assisting the victims.

Help us
build the future
Account number:

2100-0965-57-0200126839
Thank you for your support
Further information:
902 109 439

info@caritasbcn.org

www.caritasbcn.org
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The Spanish President speaks
in support of Social Economy
| J. A. P.
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At the event entitled Social Economy: Competitive, Sustainable Companies Committed to Employment,
organized by the Spanish Social
Economy Business Confederation
(CEPES) on 18 February in Madrid,
the President of the Government,
José Luis Rodríguez Zapatero, affirmed that “the Social Economy is
very important in creating the new
Sustainable Economy model that
Spain needs due to its social dimension”. The event, which was attended
by more than 650 Social Economy
executives and business leaders,
also featured speeches by Juan Antonio Pedreño, President of CEPES;
and José María Aldecoa, President of
Corporación Mondragón. The Espriu
President Zapatero addresses
the leaders of the Social Economy

Foundation was represented by its
Vice-President, José Carlos Guisado,
and trustees Gerard Martí, Deputy
Medical Director of the Hospital de
Barcelona and Teresa Basurte, President of the cooperative Scias.
For the President of the Government, “the Social Economy has been
very important in the economic expansion phase and will be very important to overcoming the crisis. Its
companies are the epitome of enterprising spirit, risk and imagination;
but, also responsibility and commitment. This is its strength”.
Zapatero added that “the Social
Economy and the third sector are
called to actively participate in the
new Sustainable Economy model
which is more innovative, more competitive, more social, less speculative, environmentally-friendly and a
means to build social cohesion”. The
President of the Government’s main
concern “is being able to grow again
in order to create jobs again. Employment is the safest path to people insertion”.
The President also announced
plans to present a draft Social Economy Law to the Council of Ministers.
According to Zapatero, it is a regula-

tion that the sector has been clamouring in favour of for some time
and which the government has been
working on in collaboration with CEPES. The new regulation, which will
be a pioneer law in Europe, will define a legal framework for the social
economy, providing for its most characteristic features and gathering its
diversity. It will recognize its important contribution to socio-economic
development and stable job creation
and will establish the public authorities’ commitment and measures to
strengthen it.
During his speech, the President
of CEPES stated that “the Social
Economy is a way to do business that
contributes an additional added value
to the wealth and employment generation process. The specific characteristics of these companies, their commitment to employment, their greater
flexibility and capacity for resistance,
their greater implication in business
and personal projects have made it
so that the drop in employment and
businesses is quite a bit lower - two
percentage points- than that of other
business models”.
According to Pedreño, “with their
way of doing business, Social Econo-
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The president of the Government with the minister of Work Corbacho, the minister of Health Jiménez and the board of CEPES, among them
their president Juan Antonio Pedreño and the doctor José Carlos Guisado, representing the Foundation Espriu

my companies help recover trust in
the markets due to their great social
commitment. Our companies seek
sustainable, balanced growth. It’s
a way of creating companies where
people are put above capital and the
objective is to generate wealth and
employment, combining criterion of
efficiency and charity”.
During his speech, the President
of Corporación Mondragón outlined
the business reality of the Mondragón
Group and its strategy for the future
and explained the measures that have
been adopted to maintain employment and improve the competitiveness of the companies that make up
the group.
Once the event concluded, the
President of the Government and the
Ministers of Labour, Celestino Corbacho, and Health, Trinidad Jiménez,
personally met with CEPES representatives including Dr. Guisado and

exchanged opinions on the challenges and possibilities of the Social
Economy in the current economic
situation.
Social Economy
The companies that make up the
Social Economy are known for considering people as their priority and
for a social rather than capital objective, for their business culture with a
vocation for participatory management, and for defending and applying the principles of solidarity and
responsibility. They are autonomous
and independent with respect to the
public powers and apply most of
their profits to achieving objectives
in favour of the general public interest, the interest of member services
and sustainable development.
Based on these values and according to CEPES data, in the last
18 months the Social Economy has

created 3,757 companies and 23,856
jobs added to the more than 48,000
companies throughout Spain that
generate 2,350,000 jobs, 80% of
which are attached to indefinite contracts. This represents 16% of the total Spanish workforce and turnover
of more than 110 billion euros; in other words, 10% of the Spanish GDP.
So cial Eco n o my co m p a nies ,
such as cooperatives, labour associations, friendly societies, special
job centres, insertion companies,
fishermen’s guilds and sector handicapped associations contribute with
their way of doing business to recovering trust in markets and strong,
sustained and balanced economic
growth. These companies have the
resources to better adapt to the crisis and are a business model that
proves that economic rationality
and social progress are compatible
criteria.
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Cooperatives Europe Regional Assembly
The Co-operatives Europe Regional Assembly and the European Co-operative Convention, the latter of
which is organised under the title of Innovation and Cooperation: a Key Policy for Co-operative Growth
and Creation, will be held in Moscow (Russia) from 19-21 April.
Besides the statutory issues to be dealt with at the assembly, convention participants will discuss issues such as the development of new co-operative sectors, co-operative growth models and co-operative
image building and branding.

European Conference on the Social Economy
One of the objectives of the European Conference on the Social Economy, to be held in Toledo (Spain)
as part of the Spanish Presidency of the European Union, is to assess the application and development
of the Lisbon Strategy by analyzing how European Social Economy companies have contributed to its
compliance. Among other things, the report The Social Economy in Spain; Scope, Magnitudes, Activities
and Trends, which was prepared by the CIRIEC with social economy data in Spain as of 31 December
2008, will be presented.

28TH International Congress of the CIRIEC
The theme of the Congress that will be held in Berlin (Germany) will be Public and social economy: a
solution to the economic crisis and a support to sustainable development. The Congress will be hosted by
the German Section of CIRIEC and the Bundesverband Öffentliche Dienstleistungen (BVÖD) and will offer
discussions on the public and social economy in the financial crisis, prospects as regards employment
and the values and ethics for sustainable development.

20th World Conference on Health Promotion
The International Union for Health Promotion and Education and the Health Promotion Switzerland
Foundation are organizing the 20th edition of this conference in Geneva (Switzerland). This year, an
attempt will be made to build bridges between health promotion and sustainable development through
a debate on the most recent advances in these areas and case studies.

2-4
SEPTEMBER
2010

ICA Research Conference
The International Co-operative Alliance (ICA), in collaboration with the Rhone-Alpes CRESS Regional
Social Economy Chamber, will hold a Research Conference from 2-4 September in Lyon (France) on the
topic “Co-operatives Contributions to a Plural Economy”. The Conference aims to raise questions and
analyse this plurality as a possible way to effectively approach a variety of burning topics including social
and environmental issues.

8-10
DECEMBER
2010

Expo 2010 ICA Fair
The largest fair featuring cooperative businesses will be held from 8-10 December 2010 at the Trade
Centre of Bangalore (India). ICA Expo will be an opportunity to demonstrate cooperative values and the
real role that the cooperative movement plays in the world economy.

THE ‘STILL ONES’
AMONG US

Illustration: Glòria Vives

Cerebral palsy is one of those conditions which until fairly
recently were classified as “rare”. Its origin is not clearly
understood, much less its treatment, and there were also
only a few sufferers in this country. But the publication of a
book, Quiet, has triggered a broad-based social movement
to raise awareness of this condition which, although it
affects few people, nonetheless has a great impact on the
life of patients and their families.

The Nexe Foundation, the Catalan Guimbarda Foundation and the Catalan Cerebral
Palsy Foundation are three associations which employ pioneering educational

Optimum care for people with
multiple disability
Glória Carrizosa

“W

e talk about their
abilities, not their
disabilities,” says
Arantzazu de Olaortua, President of the
Catalan Cerebral Palsy Foundation, an organisation set up in 1996 by a group of parents concerned about their children’s future. A sufferer
from cerebral palsy is subject to considerable
physical limitations, although their intellect
may be unaffected. “Intelligence trapped inside
a body which does not respond,” as Ms. Olaortua explains. Cerebral palsy occurs during the
final stages of pregnancy, and above all during
delivery, with the newborn baby suffering a
lack of oxygen causing irreversible damage to a
part of the brain. “These are complex and delicate individuals, and any comment can affect
them,” says Arantzazu, who has experienced
the situation herself, as she has a 35-year-old
son with the condition. In bringing up such
boys and girls particular emphasis must be
placed on physiotherapy, rehabilitation and
speech therapy, making regular schooling a
secondary priority. If all these problems can be
overcome (physical barriers, learning methods,
etc.), they may even go on to university studies.
One of the programmes receiving support
is entitled “Just see what we can do. The first
exhibition by women with cerebral palsy”. A
number of exhibitions of paintings and clay
sculptures have been organised for the past 3
years, the work of women affected by cerebral
palsy who paint with their mouths or use a
device attached to the forehead.
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One of the key aims of the foundation now
at the point of fruition is the construction of
a residential home with a gym and swimming
pool: Llull 163. The building, located close to
the Rambla in Barcelona’s Poble Nou district,
has already been completed; all that remains
is for it to be fitted out before it opens next
year. Ms. Olaortua explains that “the Foundation has pioneered a number of features, such
as for example ensuring that the home operates like a little hotel: we are talking about
adults who shouldn’t be forced to have dinner at seven o’clock every evening as if they
were at boarding school”. At night the home
will have space for 24 residents, and will also
operate as a day centre. Families are generally
reluctant to be separated from their children,
but when the parents become older or one of
them is no longer present, life in an adapted
residence may be a positive option in dealing
with adult life.
“A Mutual Breather - Are You With Me?”
is another programme in which voluntary
contributions play a vital role, providing services to 200 boys and girls. They have some 200
volunteers who help organise a whole range
of activities at weekends: visits to exhibitions,
trips to the cinema or the theatre, and fiveday summer camps allowing parents to enjoy a little free time as well. The volunteers
also play sports with the young people, “the
only sphere of life where they can compete on
equal terms,” according to Arantzazu. “A person who cannot lift a cup to their mouth can
win an Olympic medal”.

methods in working with children and adults with cerebral palsy and multiple
disability to improve their development and socialisation.

The Citizens Mutual Assistance Group
headed by psychologist Carme Riu, and the
Saturday morning workshop Jokin (Games
for Integration), intended also for siblings and
friends who do not have cerebral palsy, are
other services on offer.
Nexe Foundation
Two in every thousand children in Europe are
born with multiple disability, a figure which
is rising. An increasing number of premature
babies are being born, and although rehabilitation techniques have improved, many children
who would previously not have survived can
now be saved. These are children with serious
physical disabilities, with severe mental disability, and also health problems: impaired
sight, hearing, breathing problems, difficulty
swallowing, many requiring a gastric tube;
they may be “still” children, in the words of
writer Màrius Serra, or may suffer convulsions.
The Nexe Foundation, established over 25
years ago, has the only specialist kindergarten for children with all kinds of disability
up to 6 years old, although most of them are
transferred before they reach that age to the
Guimbarda Special Education School, which
caters for them up until adulthood. “In the
afternoons we have a small induction group
for the youngest children who have not yet
taken up a place,” says Sònia Corpas, the family coordinator.
The foundation is divided into three sections. One focuses on infant care, with programmes to improve the children’s quality
of life and provide constant monitoring in an
attempt to address the disorders they suffer.
Cecile de Visscher, President of the Nexe Foundation and herself a teacher and educationalist, aware that most of these children were not
going to school, began to work with a group
of professionals to change the situation, and
those changes are quite evident. Every day 35
boys and girls go along to this kindergarten
where they receive highly personal attention.
There is one member of staff for every two
children: educational psychologists, nutritionists, physiotherapists, nurses and speech
therapists to stimulate them in the early years
of life, “when the flexibility of the brain is es-

Arantzazu de la Olaortua, President of the Catalan Cerebral Palsy Foundation

sential”, explains Cecile. She shows me around
the multi-sensory room, with its ball pool, colours, tactile and musical stimuli and lots of
hugs and affection. The work they do can only
be understood in the sense of a vocation, with
considerable training and constant refresher
courses required.
The Nexe Foundation works closely with
families and also grandparents, who are greatly affected by the situation of their children
and grandchildren. They organise workshops
for siblings, the family ‘breathing space’, with
leisure activities for the children, and a new
activity workshop in association with the

A sufferer from cerebral palsy is subject to
considerable physical limitations, although
the intellect may be unaffected.
“Intelligence trapped inside a body which
does not respond,” as Ms. Olaortua explains
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Nexe Foundation

Catalan Guimbarda Foundation

The Nexe Foundation works
closely with families and also
grandparents, who are greatly
affected by the situation of their
children and grandchildren
Guimbarda Foundation for youngsters aged
between 12 and 16. Cecile de Visscher has written the story Mimi and the Blue Giraffe. The
copyright payments will go to the Foundation,
which requires considerable private resources
in order to continue its work.
Horse-riding
The Guimbarda Special Education School has
for the past 12 years been engaged in a wonderful and pioneering initiative: boys and girls
with multiple disability go horse-riding once a
week, some lying down on the horse, others in
the arms of a monitor, but “for them the level
of sensation is hugely gratifying, as the pelvis
and the spinal column move,” explains physiotherapist and Guimbarda’s Deputy Director
Mercè López.
Housed in a light-filled new building completed in 2002 (although they had been working on the same site in prefab huts since 1977),
the Guimbarda Foundation has a direct grant
special education school for 27 children and a
day centre for those aged over 18, also with 27
places, with the youngsters heading home in
the evenings after a shower.
In the Koalas class, for children age 6 to 13,
there are youngsters with a higher cognitive
level. Many communicate using the big mack,
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a device with a button which the children can
press to play back pre-recorded messages to
their parents or teachers. Guimbarda deals
with children suffering a range of disorders
about which we still have a great deal to learn,
such as the Rett’s and Moebius Syndromes,
conditions which are genetic in origin and research into which will benefit greatly from the
funds raised by the most recent TV3 Marató
telethon. Some of the children at the school
have unfortunately experienced setbacks: one
girl suffered serious side-effects following two
operations on a brain tumour; another was
affected by an unknown virus when she was
younger. All the cases are highly challenging and require constant attention. Which,
complains Guimbarda Director María José Escribano, makes it “incomprehensible that we
have a nurse only once every other day to care
for such delicate children. Eight of them use
gastric feeding tubes, some take a great deal of
medication, while others require cardiac massages, their convulsions need to be evaluated,
etc.”. These demands, which years later have
still not been dealt with, are exacerbated by
the lack of road signage at the school’s exit.
“There is no pedestrian crossing, and every day
we ourselves have to stop the traffic so the children can get on and off the buses,” the Guimbarda staff explained.
Catalan Cerebral Palsy Foundation
www.fcpc.cat
Nexe Foundation
www.nexefundacio.org
Catalan Guimbarda Foundation
www.guimbarda.com

The image of cerebral palsy in this country will forever be linked to the name of Lluís Serra (20002009). The book Quiet (2008) has HELPed generate a movement to raise our sensibility regarding a
condition which, until recently, was as unknown as it was stigmatised. All of this became possible
thanks to the will of Màrius Serra, Llullu’s father, to express his experiences.

“The great legacy which Lluís left is
that he has changed my perspective”

Pep Herrero

Sergi Rodríguez

Màrius Serra, escriptor

What is Quiet? A book for you or for others?
It would be nice to be able to say that it was
born out a desire to consider others... but it
would be a lie. That always comes after the
event. I understand writing, even more sharply in this case, as a response to a need. In
my case the need to express through narrative, the tool available to me as a writer, the
experience I had been living through for
some nine years. I was thinking less about
the reader and more about myself. In truth I
had considerable doubts about how this book
would be read. As soon as it was published,
right from the initial reactions I realised the
many interpretations that could be made of
it, and that many people identified with it.
How do you look back on that nine-year experience, now it has passed?
With my heart on my sleeve, as the best years
of my life. I hope there will be plenty of good
ones still to come, and I have no intention
of living in the past, but every thought and
memory of that time is filled with very intense joy and pain. Obviously there is a process
which begins the day that the world falls in
on you. Soon anguish and suffering begin to
alternate, although now one appreciates aspects which previously were completely invisible. Every hospital discharge, for example,
was a party like no other from me. That is
the bittersweet feeling I aimed to express in
the book. The contrast between pain and joy
allows you to appreciate things much more
intensely. Only in the dark is the light at its
brightest.

What range of emotions did you experience
with your son Lluis?
The first was vertigo, like a sudden rush giving
you the feeling you’ve lost your bearings. A
simple fact creates an abyss which disorientates you, as if you had emigrated to a different
country. You have no point of reference. And
precisely because of that you learn to view
things differently. In my case I experienced it
as a challenge: switching the GPS back on to
get a fix on this new territory. I soon realised
that I was looking at the same things as before in a different way. It was not a change of
scene, but of perspective. I felt very well prepared, though, thanks to the obsession I had
always had with reading and writing, in which
observation and imagination are fundamental.
I suddenly saw myself as a writer holding on
to a wheelchair, who had become a filter for
viewing the world. Behind someone as special
as my son I realised that there was a privileged
viewpoint through which to see the reactions
of the human race, because the huge fragility
of a person who does not correspond to any
of our values as a species (is not two-footed,
does not hold his head up, has no verbal coherence...) provokes curiosity, fear, tenderness
or rejection.. always very extreme reactions. I
didn’t change my strategy in any way, though;
I continued doing what I had been doing, while realising that I was also part of that vertigo.
You never wanted to stop living a normal life.
Can you explain?
In our case it was always like that. When he
was just five weeks old he was admitted to hos-
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pital, and we never emerged from that dynamic. There was never a clear diagnosis, but we
could already see that there was a problem. A
five-week-old child doesn’t walk, doesn’t do anything... and that situation, to a degree, lasted
nine years. Lluís was always a newborn baby.
Many people, when they become parents, stop
going on holiday, taking aeroplanes... while
others jet off to Thailand; it depends on your
own personal approach. We had always travelled a lot, and this new situation led us to
reaffirm the need to try to carry on doing the
same things as we would have done if Lluís
hadn’t had that problem. To begin with the
logistics were the same as with any small child,
but as he grew up it became more complicated.
Nonetheless, wheelchair and all we ended up
making it to Canada and Hawaii. It also helped
that, in the initial years, despite the epileptic
attacks, Lluís had no health problems: he never caught cold, he was a peaceful child... Later,
when hospital admissions became questions
of immediate necessity, we travelled closer to
home. We experienced unforgettable situations which to a degree alleviated the pain and
the impotence caused by seeing that he could
enjoy life with a low level of perception.

As parents we would like greater dialogue.
You need to receive information to live with a
situation like that. Maybe the administrative
procedures need simplifying, with better
coordination between public agencies
As a parent, what are the main improvements
in treatment or care you would hope to see
in the future?
Deep down, more dialogue. You need to receive
information to live with a situation like that.
In our case, right from the fifth week the Vall
d’Hebron General Hospital the Nexe Foundation was suggested as a possible way forward.
In other cases the condition reveals itself over
time, and that generates great uncertainty. Maybe the administrative procedures need simplifying, with better coordination between public
agencies. You have such a complex and changing state of mind, and all the basic paperwork
seems mountainous. We were living through
this just as the Dependent Persons Act came
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in, and the fact that the details just weren’t being made clear led to considerable frustration.
And then he needed a special school, because
an ordinary school cannot cope, in physical
or educational terms, with a cerebral palsy
sufferer. There needs to be a clear policy from
0 to 6 years, and above all from 0 to 3. When
Lluís was less than one year old he began to
go to a centre every day, where we were given
information.
What has the social perception of this condition been like?
One of the most shocking things that happened to me after I published Quiet was all the
messages I received from people telling me
about children or elderly people with paralysis who were never taken outside the home.
In the countryside, some people even had
them in the cattleshed, with the animals. It is
a phenomenon perceived very differently by
the over 60s. It used to be a taboo. You only
have to look at the way the language has evolved: from cretin to spastic, from retardation to
palsy... I think that my experience, if Lluís had
been born earlier than 2000, would have been
quite different. He was born into a world with
plenty of trained professionals, he ultimately
benefited from the Dependent Persons Act... I
don’t deny there are plenty of good intentions,
but there is still a paternalistic undercurrent
in the provision of care. And that is often not
the best thing for parents facing this problem.
How did other people react in daily life?
What I most recall is a highly fragmented and
irrational fear. Some people look one way or
the other fearfully, trying to avoid anything
they would not want to happen to themselves.
Others looked with the fear of not knowing
how to deal with the issue, not being up to
it. The clearest and most obvious reaction
came from children, who would come up to
Lluís and ask “What’s up with him? Doesn’t he
speak?”. It is a very widespread and at the same
time understandable fear. But it also shows
how ill-prepared we are to deal with situations
of catastrophe or failure; we don’t even have
the words. I found it very difficult to pretend
with people who were aware of my situation
and would ask: “How are things? Does he let
you sleep?”. It was a difficult situation. In most
cases you would end up making up your own

narrative to give people depending on the
situation. I found that explaining it to other
people helped to explain it to myself, and that
giving expression to my situation cast light on
my fear of the unknown, because his illness
was never given a name. Often you would have
to predict the reaction of others; with older
people at times you would end up having to
console them, because they would become sad
and cry. It was like a dark joke. Others would
trivialise it, and say “it’ll pass” or “he’ll grow
out of it”, as if it were a common cold.
And what about the treatments?
That is a very delicate issue. There are people
who go to medical conferences, who keep their
finger on the pulse... Bertín Osborne, who also
has a son with cerebral palsy, says that he has
taken him off the medication because he has
started following an alternative treatment.
We were also offered that. Normally they are
expensive, they come from the United States...
It puts you in a horrific ethical dilemma: am
I doing enough for my child? And we took
him to public hospitals, private centres, to
three doctors... This particular treatment has
aroused considerable doubts among the medical community, because it places the parents
in the role of therapist: you have to over-stimulate your child, do some really tough exercises, which the mother normally deals with,
for hours every day, and monitor the situation.
If it doesn’t work, which is generally the case,
people accuse you of not having done it properly, or not having spent enough hours on
it... It puts you in an unreasonable situation.
Obviously you want to fight for your child and
you are very vulnerable to any message coming
out of alternative medicine. And there are
people who exploit that.
Did you expect the response and interest
which the book aroused?
That was totally unexpected. I even had real
doubts as to whether to launch the book in
public. Although I am very engaged with the
media, with this book I didn’t know what face
to put forward, given the degree of emotional
involvement. And above all I didn’t want to
present myself as a victim. I must say, though,
that my counterparts in the press dealt with
it wonderfully right from the start. That assuaged my fear. And it started to become a

real phenomenon. Over the past 15 months
I’ve received some 3000 e-mails from people
telling me their stories, stories which have really struck a chord with me. And then I had the
idea of staging a charity concert which I organised over four months via the blog Mou-te pels
quiets [Get moving for the still ones]. That helped
raise the profile of cerebral palsy, the forgotten
disability, and generate a new sensibility. I feel
very proud that I did that. Lluís died one month and ten days after that concert, and the fact
that I had organised it, and also written a book
about his life, was really important from a personal perspective. It was a totally different way
of experiencing the grief. Now, on balance, there are more sweet than bitter memories, and
we will always have that with us. Lluís left us
a legacy the trust fund in his name, the lift we
had installed at home for him and which we
will use when we are old... but his true legacy
is that he changed my viewpoint and allowed
me to see things that I would probably never
have seen.

Màrius Serra was born in Barcelona in 1963. His biography reveals
an issue which is a constant in
his work: how blurred the
boundaries between reality and fiction are.
“Everything I relate has happened
to me in one way
or another. And I
have used all of
those elements
to create a f ict itious jigsaw,” he
says. He graduated
from the University of Barcelona in 1987 with a degree in English language. That same year he won the
El Brot Award for his work Amnèsia. In 1989 he began
working extensively in the press, radio and television,
while also setting up a word game magazine, Més. He
has a weekly puzzle and crossword section in Avui and
La Vanguardia. He is also a member of the editorial
board of verbalia.com, a word game and literature website. His key works include AblanatanalbA (1999) and
the collection of stories La Vida Normal, which won
the City of Barcelona Award in 1999. His essay Verbàlia won the Serra d’Or and Lletra d’Or Critics Award
(2001). More recently, in 2006, his novel Farsa received
the Ramon Llull Award. In 2008 he wrote Quiet.
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Far from still
Queta Xampeny

W

ho are the Still Ones?
Els Quiets, the Still Ones, are
a group of boys and girls on
wheels, often grimacing, and
typically labelled by us as disabled. Their friends, relatives and those who
love the Still Ones prefer to talk of “abilities”,
dropping that initial “dis”, and so are making
their voice heard to give visibility to the invisible lives of these youngsters.
Llullu is the protagonist of the book
Quiet, written by his father, Màrius Serra.
In his work the author presents us with various snapshots of his life, moments captured
and traced allowing us to open the door and
watch from the hallway the daily life of a family with a child with multiple disabilities.
It speaks to us of a bold, exploring traveller
who, rather than staying at home heads off
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in his wheelchair around the world, discovering different countries and cultures of
every kind. And the book has a happy ending,
with little Llullu running a 100 metre sprint
thanks to the photos of Jordi Ribó, an accomplice in the cause of the Still Ones.
The book sowed the seed for a whole range of activities intended to bring about some
measure of improvement in the life of the
Still Ones and their families. Although when
he wrote the book Màrius Serra was not sure
whether he would perform any public events,
given the huge personal nature of its subject,
he ultimately did, and both the positive response and the energy expressed by readers
encouraged him to organise a range of initiatives to raise funds for the organisations
which had helped Llullu. On this mission,
Màrius Serra succeeded in inspiring and hea-

La MARATÓ 2009
Last year’s edition of the highest-profile television
fundraising initiative, La Marató de TV3, was dedicated to
minority illnesses, illnesses which, like that suffered by
Llullu, often do not have a name or clear diagnosis. There
ding a creative team who are far from still.
Concert, a major happening
The key event, attracting the biggest crowds
and making the biggest noise, was the charity
concert held at the Auditori de Barcelona on
14 July. A host of committed artists performed for more than 1300 people eager to have
a good time while also lending their support
to the Nexe and Guimbarda Foundations,
which received the profits from the occasion.
The gig, lasting almost 3 hours, was broadcast
on Canal 33, receiving an average audience
of 35,000 who sat quite still before their TV
sets, with numbers peaking at around 60,000
viewers. The financial proceeds were as positive as the public reception. A total of over
30,000 euros was raised, dedicated entirely to
the aforementioned foundations which deal
with the needs of boys and girls like Llullu.
In the words of its organiser, the concert
was truly important because “although the
audience figures may seem low in the world
of television, we had never had so many
people paying attention to the Still Ones”.
Over the course of the evening a number
of performers read out excerpts from the
book written by Màrius Serra. Carles Capdevila, Sergi López, Queco Novell, Neus Bonet,
Matthew Tree and Albert Om, among others,
performed this role, accompanied by performances by El Tricicle, Nina, Bruno Oro, Quimi Portet, Gossos, Lluís Gavaldà, Joan Miquel
Oliver, Gospel Viu, Pep Bou and Pau Riba. The
illustrator Miguel Gallardo, the father of a
girl diagnosed with autism, created a comic:
Superquiet.
The event itself and the commitment of
the artists involved also led to an exhibition
by photographer Jordi Ribó, which opened in
May at the Bertrand bookshop in Barcelona.

are some 7000 such conditions, affecting 1 in every 2000
people, giving a total of 4000 sufferers in Catalonia. Most
such diseases are genetic in origin, and are particularly
prevalent among children; between 3% and 4% of
newborn babies may be affected. Apart from the gravity
of the symptoms themselves, sufferers also experience
the solitude and incomprehension involved in having a
condition which has no diagnosis or effective treatment.
Relatives end up becoming expert carers due to the lack of
resources dedicated to such uncommon complaints.
Over the course of its 15 hours the programme raised
funds for research into such diseases, while also serving
to raise awareness and sensitivity across society, which
often has a difficult relationship with those suffering
multiple disabilities. Màrius Serra contributed a story to
the book published for La Marató, in addition to his onscreen appearance. Despite the economic crisis, the people
of Catalonia, this year as every year, demonstrated their
social commitment, raising a total of 69,870.90 euros.

It features snapshots of various well-known
celebrities interacting with a wheelchair,
the aim being to bring people’s attention to
wheelchairs and change their perception of a
object which has such negative connotations.
By creating comic situations, challenging moments inviting both criticism and complaint,
the photographer, who had previously got
Llullu running, succeeded in bringing a little
stillness to some highly active performers and
public figures.
In November, the ADFO (Osona Physically
Disabled People’s Association), in coordina-
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Jordi Ribó

tion with the Nexe and Guimbarda Foundations as part of the “Mou-te” movement
launched the exhibition Mou-te pels Quiets [Get
Moving for the Still Ones] at the Art of Leather
Museum in Vic, in the presence of a number
of the people in the portraits. This is just the
first stop on a tour which will see the show
presented in numerous locations across Catalonia, culminating in an auction of the
original images by Jordi Ribó signed by the
individuals portrayed.
Loudspeaker initiative
The movement has aimed to establish a media presence to act as a loudspeaker for the
voice of the Still Ones, a voice which generally goes unheard. Convinced that society has
a difficult relationship with boys and girls
suffering this type of disability, “Mou-te pels
Quiets” has sought out the support of the me-

Publication of the book Quiet sowed
the seed for a whole range of actions
intended to bring about some
measure of improvement in the life
of the ‘still ones’ and their families

Lluís Serra Pablo, alias “Llullu”
Llullu is the figurehead of the “Mou-te pels
Quiets” movement, largely led by his father,
Màrius Serra. He is the protagonist of the
book, and through his adventures and those
of his family finds a place in every reader’s
heart. Llullu died shortly after the concert,
on 24 July, but the part he played remains alive thanks to all the people who have shown
their commitment. The blog is still ongoing,
with articles and comments of interest to all
those wishing to keep moving for the Still
Ones.

Jordi Ribó
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dia in presenting a positive message. On the
blog moutepelsquiets.blogspot.com, Màrius
Serra publishes comments and news items
about the events being staged.
He has also achieved recognition in all
the general-interest media, while the initiative has been acknowledged by such prestigious institutions as the blind and disabled
people’s association ONCE, which honoured
Llullu with one of its Solidarity and Outstanding Achievement Awards. This prize, which
is awarded every two years and has been given five times so far, is awarded to eleven individuals or organizations deemed to excel in
offering “their encouragement and support
for the integration of people with any form
of disability, or through their outstanding
achievement within Catalonia”.
The squad of Barcelona Football Club have
also lent their weight to the Still cause. Josep
Guardiola, the Barça FC manager, decided to
donate the fines paid by his players for arriving late at training to research into Rett’s
Syndrome. The only downside in the Barça
initiative, as Màrius Serra points out on the
movement’s blog, is that this year the squad
have proved to be far more punctual than in
previous seasons, when the sum donated had
been much greater.
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Blessed are those who laugh
Josep Maria Ferreiro

A

s soon as I arrive at the venue of
the Hay Festival in Cartagena I
am met by a toucan. I set foot inside the former convent of Santa
Clara on 29 January 2010, and
right away the toucan opens its dazzlingly coloured beak to address me: “Looking for Màrius
Serra? He’ll be easy to find among all the guest
authors. See that Hawaiian shirt back there?
It’s quite simple: let your focus blur and concentrate on the brightest spot”. I did what the
toucan said: I cast my gaze over the three or
four dozen writers clustered together in the
old convent, let my eyes slip out of focus and
made out Mario Vargas Llosa, Ian McEwan and
Almudena Grandes, focused out even further
till it all became a blur, and then felt myself
drawn to a point, a blinding explosion of colours, a spot hovering to the left of the group,
and then focused back in again: it was Màrius
Serra. The toucan was right: he was wearing
a garish Hawaiian shirt crammed with palm
trees and big-wave surfers hitting the beach,
birds of every feather flying across the sleeves
and back. Serra was chatting to Najat El Hashmi. I walked over, and as I greeted them saw
that right in the middle of the Hawaiian shirt
was printed the image of a toucan, wings

spread, soaring up from a palm branch, its
beak dazzling with greens, yellows and reds.
I recognised it at once: it was the same toucan
that had greeted me just as I arrived at the
festival.
Hawaii, Hawaii... on 8 August 2006, from
a room on the 31st floor of a hotel overlooking the Hawaiian beach of Waikiki, Màrius
Serra is writing one of the fragments of the
journal Quiet. It begins with a literary issue:
“It is hard for me to find the right analogies
for such a complete infirmity as Llullu’s. Sometimes I search for them”. He then explores the
analogy of a newborn baby: his son, like a
newborn, did not react when, the day before,
a bee landed on his eyebrow. In the end his
father tried to scare the bee off, and was unfortunate enough to get his hand stung in the
process. “That demonstrated to me the way in
which my son’s frailty seems to be limitless. In
a fire he could not run from the flames. In a
mass evacuation he would not lift a finger. He
would not drink even if he were dehydrating,
because he cannot hold anything in his hands.
He would not shut his eyes before any barbarity, being gifted with the infinite boldness of
the unknowing. He could not even express
revulsion or call for help”.
No, no, no! A child with cerebral palsy like
Llullu should not be defined by what he is not.
Not defining him in this way is a concept put
to. remarkable use throughout the whole
book. A game of inversion which, in the final
chapter is raised in the last few pages to high
literary tension. It is in these same pages that
Llullu, a motionless child, is made to run. We
hear the voice of a child who has never spoken: “As I remember nothing, I cannot forget
either”. And he, who remembers nothing, in
these final pages recapitulates from start to
finish the book we have just read. The scene
in Quebec, for example: “I do not remember
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a thing, about the farmer who knelt down to
pray for me, the things he said to his God, the
ingenuous look on my parents’ faces, and so I
do not forget it”. The final chapter is entitled
Running, and at the top of each page we see
a photo of Llullu taking ever longer strides,
adopting in sequence the body positions - the
bend of the arm, the angle of the knee, the
tilt of the head - of a sprinter in motion, and
so, as we flick through the pages allowing the
images to move before our eyes, we see, like
in an old-fashioned movie, this paralysed boy
run. This is no facile joke, and if Serra places
it at the end of the book it is because, quite
deliberately, literature has succeeded in making Llullu, one of the “still ones”, run non-stop
from start to finish through its pages and its
journeys.
“Get moving for the still ones”. Paradoxical
thought can prove very powerful. The success
and inspiration of the charity concert born
out of Quiet’s popularity and organised for
children with cerebral palsy, was maintained
in the field of literature. This sought to avoid
any tear-jerking and the idea of the ‘victim’,
ultimately playing with the paradoxes of the
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book. Paradoxes based on a family’s choice:
the Serras had always travelled before Llullu
was born, and decided to continue doing so
with their son “who was not progressing as
one would expect”. From Venice to Vancouver,
from the district of Horta to the cemetery of
Collserola, throughout the book paradoxical thought allows the reader to follow the
paradox of a motionless life of a person who
does not stop travelling; shows the richness
of movement through stillness; changes the
landscape without taking a step; listens to the
account of someone who is always silent. Creates time through the experience of a person
to whom time seems to stand still.
Màrius Serra, though, speaks always as
a father, does not present theories: “I would
not venture, however, to say that I have never
wished to understand what is happening to
my son; that I would be happy enough for
him to get better, to live more fully”. And he
also, along with the dignity of the father, preserves the dignity of the son: he takes us into
the heart of the child’s world, while keeping it
at all times untranslatable. Now that translations of the book (into Spanish, into Corean,
into Italian...) have begun to open Quiet up to
new readers, Màrius Serra’s public appearances draw in huge crowds everywhere he
goes. That very afternoon, at the Hay Festival
in Cartagena de Indias, his conversation with
the poet and critic Hugo Chaparro seems like
something straight out of one of his stories.
The most striking thing for visitors to
the old convent of Santo Domingo are the almond trees, higher than a three- or four-storey building, and so thick that it would take
more than four writers to link hands around
their trunk. In the shadow of a giant almond
tree, a television journalist interviews Màrius
Serra just before his address begins. She is
very beautiful, her shoulders bare, her long,
black hair falling to her waist. She is wearing a tight-fitting, white, Caribbean dress, and
over her dark skin and the white fabric of the
dress she wears an impressive necklace of big,
smooth, glossy, black beads.
When the dialogue begins, Hugo Chaparro skilfully leads Màrius Serra on a great
spiral around Quiet. He pursues his interest
in linguistic games, Tísner’s mastery in literature, play and also humour, and little by
little works his way towards the book and the
children “of Llullu ethnicity”. The conversation ends with Màrius Serra reading from his
book, performing it like an actor one might

say, standing on the stage giving full voice to
the restaurant scene. The excerpt transports
the audience to the restaurant in Genoa where
the proprietor grows pale as soon as she sees
the Serra family arrive to take up the table for
four they have booked, with Llullu in a wheelchair. The conflicts, the lack of understanding,
the inexpressible fears can be sensed in the
mind of the restaurateur, the way she tucks
them away in a corner on the upper floor “as
soon as she saw that Llullu had dared to sully
her fish restaurant”... the room, packed to the
rafters, hangs on his every word.
Màrius Serra is a magician of word games.
In the morning, in a room at the Casa Bolívar,
he dazzled three children’s classes with his
linguistic trickery. He ended up auctioning
off a word, creating a fantastic competition
among the children to combine and recombine the letters and win a linguistic trophy.
In Quiet, Serra takes this capacity for combination to its limit, changing the reader’s
perspective through his constant game of
inversion. A change first of all in his perspective, through his experience as the father of a
child with cerebral palsy, but as the book continues on it gets under your skin: travelling
with one who remains still, speaking with
the silent, remembering with a person who
always forgets, moving round the world pushing a wheelchair. And now, as he reads to us
the language of the restaurateur, a specialist
in “thinking one thing and saying another”
who tries to drive Llullu off her premises, we
realise the contrast with his language as a
father, attempting to draw closer to his son’s
universe. He is respectful, that much is true,
but he also unleashes all is polished verbal
swordsmanship when he is attacked. All of a
sudden I realise what is going on among the
audience: it is being split in two. Two types
of audience, those who laugh and those who
cry. The whole room seems to be laughing out
loud, but if you look carefully at their faces
you find some have tear-filled eyes, and two
women are openly sobbing. They stop crying
to laugh, and stop laughing to cry. Literally:
blessed are those who cry, for they will laugh,
and vice versa: blessed those who laugh, because they will soon be crying. What are they
laughing and crying about? As I realise what
is going on in the hall I come up with my own
little hypothesis: thanks to his clever inversions, thanks to the way he has taken us on a
journey from Cartagena de Indias to Genoa,
in the company of a “still one”, Màrius Serra

bears witness that, for a father, and so for a
reader, dignity, compassion and humour are
the same thing. Thanks to a writing which
moves us, he seems to have radically shortened the distance between tears and laughter.
And then the miracle occurs: inside the hall
we hear the sound of rain. First a resounding
drop, a plop which I hear close by my ear, causing me to turn my head. And then a second
splash, and a third, becoming ever faster now,
turning into a downpour: plop, plop, plop,
plop... A thunderclap. The hall falls silent to
listen to the rain: first one, then another, the
big, black, smooth, shiny beads from the journalist’s necklace - the thread has just snapped
- and they fall and bounce resoundingly across
the tiled floor of the hall, a hailstorm, unexpectedly confirming the magical moment we
have been experiencing. Soon the beads are
running in all directions under the chairs in
the hall, bouncing against one another; someone picks one up, another laughs, another
cries, the Llullus run, speak and remember,
everyone is astounded, and so am I.

APRIL MAY JUNE 2010

43

People with cerebral palsy and
associated disabilities: a long road
from childhood to adulthood
Àngela Lladó

M

Glòria Vives

edically speaking cerebral
palsy is defined as a non-progressive condition suffered
by an individual as a result
of traumatic or congenital
cerebral lesions. Such lesions lead to a neurological disorder essentially manifested in
alterations of the muscle tone and posture.
This definition is particularly illustrative,
since it is what allows one to recognise a sufferer from cerebral palsy is their posture: we
see them seated in wheelchairs in order to
move about, and they often find it difficult
to keep their head raised and to control their
limbs (legs, arms and hands), giving them a
highly distinctive appearance. One other aspect to bear in mind is that they may or may
not suffer cognitive impairment. That will
depend on the degree and extent of the damage to the brain.
This is the medical definition, and particular mention should be made of the phrase
classifying the condition as non-progressive.
This is indeed a very important issue, since
the illness is not degenerative. In this article I
will, however, describe how over time, despite
this definition, the general state of those with
cerebral palsy worsens.

I believe it would be fair to say that cerebral palsy has always existed, although until
the second half of the 20th century survival
rates were very low. The fact is that today’s
medical and pharmacological advances have
given a much longer life expectancy, hence
the fact that adult men and women now live
to an age of more than 40 years with cerebral
palsy. In the past, most sufferers were babies
who had survived a difficult birth or gynaecological complications leading to an insufficient supply of oxygen to the brain. This lack
of oxygen to the brain (also known as hypoxaemia) leads to the death of neurones. The seriousness of the neural lesion, which once it
has occurred will not progress further, will
depend on the intensity and duration of the
hypoxaemia. The true neural consequences
will not be known until the baby grows up
and gradually develops as a person. No two
cerebral palsy sufferers are alike, no two individuals have exactly the same disabilities,
as the lesion suffered by each is unique to
them. Nonetheless, all do share numerous
characteristics.
These days thankfully the number of babies affected by cerebral palsy as a result of
gynaecological complications is extremely
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low, which might lead one to believe that no
one now suffers from cerebral palsy. But that
is not the case. We now see an increase in the
number of premature babies who are much
more delicate and are more likely to suffer
neurological complications. Meanwhile, survival rates in cases of congenital lesions and
illnesses have improved. Consideration must
also be given to the increase in the number
of young people suffering brain injuries as a
result of accidents. Although they do not have
cerebral palsy, theirs are associated disabilities, with shared characteristics and a wide
range of impacts. Meanwhile, although years
ago the survival rates and quality of life of
such young people were very low, many are
now adult men and women with adult needs.
The defining feature of the daily life of a
person with a considerable physical disability
reducing his or her mobility and autonomy is
dependency: they will need assistance with
the most basic daily tasks. Cerebral palsy sufferers and their families constantly adapt to
the needs of a dependent person as they have
no other option. Such families immediately
realise that they will need people to help out,
as the attention required by a palsy sufferer
is twenty-four hours a day. Even at night they
need help to lie down and change position
in bed. Their childhood is spent visiting the
doctor, attending early rehabilitation, visits
to speech therapists and physiotherapists.
Suitable exercise is essential, along with physiotherapy sessions to mobilise the joints and
distend the muscles. Particular effort is required in personal and bodily care, as a body
which cannot hold itself up straight, cannot
walk or move muscles voluntarily, will tend
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to suffer muscular and bone complications.
Physical effects are seen in many parts and
functions of the organism, and as these are
chronic conditions they worsen over time, or
new, secondary pathologies emerge: digestive and intestinal problems as a result of the
lack of mobility, incontinence, dislocations,
effects on the muscle tone, respiratory problems, pain...
Meaning that from early age to adulthood
they will spend their time visiting a whole
range of specialists: neurologists, traumatologists, orthopaedists, pneumologists, digestologists... While the doctor-patient relationship is always very important, in these cases
it is particularly so. Consideration must be
given to the fact that suffers from cerebral
palsy often find it difficult to speak, and will
commonly employ alternative means of communication. Generally, then, especially if the
individual also has an intellectual disability, parents and relatives serve as interpreters. The doctor must deal with not just the
patient, but a family. In the case of babies,
parents need someone who can answer their
questions, who can understand how overwhelmed they feel by the intensive dedication
involved in caring for a sick child. Doctors
may need time to get to know the patient and
his or her highly distinctive characteristics.
It is in this regard particularly important,
where there is a good harmony between patient, practitioner and family, to maintain a
constant and ongoing relationship with that
practitioner, since mutual trust and understanding will have a positive impact on understanding the sufferer’s pathologies and on
his or her quality of life. The ideal situation
for those with cerebral palsy or associated disabilities is to have a trusted family doctor to
turn to when in need of medical advice, and
who can even serve as a point of contact with
other specialist colleagues.
Following a highly challenging childhood and adolescence, but also with its moments of joy on the part of both of the child
or youth with cerebral palsy and his or her

family and carers, adulthood arrives. And it
is no easy matter to embark upon adult life as
a highly dependent person with practically
no autonomy. There comes an age when the
habitual routines can no longer continue,
and special education (or in some cases an
ordinary school which is able to embrace
students with special needs) must be left behind. What future lies in store for these boys
and girls who have now grown up and will
always need the help of another person? Their
future will not, even in cases where there is
no intellectual disability, allow them to join
the workforce. No job at any company or public authority could feasibly be performed by
an individual who needs assistance to go to
the toilet or drink a glass of water. There is a
network of centres for adults, known as occupational workshops, designed to offer specialist care while users engage in some form of
activity. Most will spend many years at such
workshops, however boring they might find
them. There is no other alternative. The bond
between parent and child is never broken
(until a parent dies) while the social circle
of those with cerebral palsy is limited to the
workshop and their family.
We should be thankful for the efforts
of the various associations and foundations
which strive to offer people with disability
comprehensive care. Some focus on the early
stages of life while others work with adult
sufferers, organising cultural and leisure activities, summer holidays, weekend outings...
During such activities for each person with
cerebral palsy involved there must be one
volunteer or carer. These are the only times
when such young people and adults are not
by their parents’ side, the only space in which
they can live their own life and enjoy themselves. It is also true that new technologies
have opened up a considerable window for
all such individuals, as by means of a range
of adaptations computers and keyboards can
be used to connect with their peers via social networks without the need to travel. It
is nonetheless unlikely that their social net-

work and relationships will involve people
without a disability. Perhaps because their
mobility is limited, perhaps because they also
have problems of expression and language,
perhaps because their physical appearance
breaks with all our modern principles of
beauty. Perhaps because of all this those with
cerebral palsy have a very low profile and we
often do not see them. Or do not wish to see
them. No architectural or electronic adaptations will ever succeed in overcoming the
social barriers: we must be more receptive of
those with cerebral palsy.
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Our normality
Oriol Izquierdo

Màrius Serra: Quiet
Barcelona: Empúries, 2008
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Màrius Serra: Quieto
Barcelona: Anagrama, 2008

This is an article written from a most biased
perspective. I will, then, begin by placing
some cards on the table.
The first: I was for some years Màrius Serra’s editor, making me a privileged spectator,
from the very boilerhouse, of a process which
so resoundingly culminates in Quiet. The second: we had not only a professional relationship, and an ongoing friendship, but also as
chance would have it found ourselves living
in very similar situations: when Lluís, the immobile protagonist of Quiet, was born, Clara
had been with us for ten years. The third: as a
result of both these circumstances, I became
a real and recognisable character in a number
of Màrius Serra’s stories. First, and mainly as
an editor, in De com s’escriu una novel·la. Later,
as the father of a girl of Llullu’s ethnicity, in
Quiet. Which is why I find it very easy to speak

about the book, and yet this is at the same
time a particularly difficult article to write.
Whether they know it or not, in one way
or another, to a greater or lesser extent, however it may be, writers always write from
their own experience. Some conceal this,
may even deny it, while others play with the
truth which is, I am convinced, inevitable.
Màrius Serra is one of the latter, and I would
say that it was when he became fully aware
of this that there occurred a shift dividing
his initial works from the novel Mon oncle, the
cornerstone of his first creative maturity. In
the stories of Línia, for example, it was quite
easy to suppose that many of the urban and
human landscapes were close to the author’s
experience, but this remained a supposition.
Mon oncle, meanwhile, is an exercise in autofiction based on family figures and stories barely
concealed by the fact that the identity of the
protagonist, Canut, is not that of the author.
Today we can in Serra’s work make out
three pathways advancing in parallel and at
times crossing over. There has, in the first instance, been a continuation of his more strictly enigmatic work, as exemplified by Verbàlia.
Then we have the more clearly fictional narratives of AblatanatalbA and Farsa. And thirdly,
those accounts involving less fiction, increasingly rooted in reality itself as the stuff of
literature. As I mentioned, in Mon oncle the
narrative was to an extent family heritage.
His next work, La vida normal, presents a series of “stories with no interposed narrative
persona” exploring the distance between reality and story. In De com s’escriu una novel·la the
author turns his apparent failure in a narrative project into an editorial and literary
autobiography. Lastly, as if the next step in
a planned sequence, Quiet deals openly with
“seven years in the life of our son Lluís Serra

Pablo, alias Llullu”, who “was born with a serious encephalopathy which neurological science has not yet successfully defined”.
As far as I know Quiet has received only

All those of us who share the
experience of abnormality owe
much to Quiet
praise. Perhaps this was inevitable: who
would dare criticise the book without in
some way appearing disrespectful of the experience it recounts? And I feel that Serra has
skilfully dealt with that also. He does not forsake the lure of shamelessness or a possible
appeal to compassion: Quiet is about his son
Lluís and himself, about living with multiple
disability and the difficulty in doing so within society. Many readers have been touched by
its drama. Yet Serra has the virtue of speaking
with humour, with a far from easy personal
honesty, preserving both his dignity and that
of Lluís. And so the drama turns into an even
more troubling normality.
All those of us who share the experience
of abnormality owe much to Quiet. The book
has the ability to make visible the invisible
from the perspective of the most singular experience without attempting at any time to
generalise. It reveals, so to speak, the pride of
difference, which is nothing more than the
acceptance of each individual’s conditions of
life, the normality of abnormality. The first
step in coming to terms with the effort involved in going beyond one’s apparent limits.
And that is of value to anyone. For those who
are normal and those who are abnormal. If,
deep down, there is any difference.
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The relationship between acceptance of
and attention for diversity is also emerging
as important in the field of health. Public
authorities must guarantee that patients with
uncommon illnesses are also provided with
the infrastructure to improve their quality of
life. We must continue to explore the pathway
already begun in improving investment in
research and coordination among the agents
involved, while also assisting families through
greater information, simpler procedures and
more support measures.
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PAU S E
| Xavier Farré

Silence behind the windows, only a passing train
with its shrill whistle, like the cry of an infant,
reaches you to indicate the multiplication
of stillness, to engross you in your thoughts.
The TV set broadcasts wordless images. A fake
reality, a few mouths moving out of sync.
The light in the room enlarges the shadow
of my hands searching for you everywhere.
My footsteps, on the way from bath to bed,
echo like the sound of bells in an empty square.
Steps seeking out their path. Feet know it.
To attempt to reach the edge of your body.
Silence behind the windows, wordless images,
a whistle, a few open mouths, a few footsteps,
some bells, a light, a square, a small cry:
I fill until I overflow in your presence.
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Mar Aguilera

(Translation from catalan to english by Sam Abrams)

Gorée

Text and photography: Josep M. Ferreiro
“The executioner kills t wice, the second time by
forgetfulness,” wrote Elie Wiesel. Gorée is an island off the
coast of Senegal, just a few miles from Dakar. According
to historians, the slave trade deported between 12 and 15
million Africans to America. Although academics debate
how many were held captive on Gorée before being shipped
across the Atlantic, the island’s House of Slaves has become
a symbol of slavery and a memorial to this crime against
humanity.

The first thing that strikes a visitor is how
hard it is to imagine the scale of the horror,
looking at the old slave chains, hearing the
guide’s account, peering at the damaged walls
of the house, gazing at the horizon of the sea
through the Gate of Sorrow, through which
the slaves passed never to return. We may
intuitively understand the signs, but above all
we realise that the traces of the crime have been
washed away. When he visited the House of
Slaves Jean Cocteau wrote “He is black on the
outside and pink on the inside. And I am pink on
the outside and black on the inside”.
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A different place
| Xavier Farré
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Unlike other art forms, mainly the
plastic arts, language, through literature, defines our tradition. The
first mirror we hold up comes always from those who went before,
using the words with which we
begin to put a name to the world.
As we become formed as readers,
it is language, essentially our own
language, which leads us to adopt
models and guidelines. Later on, a
reader, an author, a poet can gradually expand on this tradition, which
begins to take on new shades as
one learns languages and discovers their literary creations. This is,
then, an individual pathway, which
need not necessarily in many cases
coincide with the dominant trend
followed or imposed in assimilated
tradition. Nonetheless, the cradle
remains in place, and our earliest
readings are gradually restructured
as new names and new literatures
are added, and seek out their own

space. They follow and in turn are
relocated in new places, new compartments, are reread and take on
new meanings as we read them in a
different light.
Within the tradition in which I
was formed, the poetry of Salvador
Espriu occupies a special place. I

Poetry establishes a
dialogue with reality
(or perhaps emerges
within reality) and the
small fragment of the
world which exists in
each poem becomes
ultimately a metonym
for the world

still remember how the whole cycle
of death really shook up my world
view. Not only because of the subject or the complex web of references which the author used, but also,
or particularly, because of the dominant poetic voice. It was so different
from the other Catalan poets I had
previously read. Salvador Espriu,
despite the connections which academics and critics have found with
other Catalan poets, sounded to my
eyes (these days we read poetry in
silence, but its sound echoes inside)
to have a rhythm which I could not
associate with anyone else.
Poetry establishes a dialogue
with reality (or perhaps emerges
within reality) and the small fragment of the world which exists in
each poem becomes ultimately
a metonym for the world. And so
poems are totalities despite their
constituent details. Without this internal contradiction between what
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is fragmentary and full of details and
the totality, the poem cannot move
forward. It remains inert. In the poem
“Pluja”, from the work Les Hores, we
find this internal struggle, brought
by the poet into the very body of the
poem itself. This is, then, a struggle
on two fronts, the creation of the
poem and the message of the poem.
Rain is an element which often
appears in the works of Salvador Espriu. Symbolic and at the same time
real, conveying a specific landscape.
Time is repeated, and does not stop
in its movement (its own and that of
the rain). And yet in the poem Salvador Espriu succeeds in stopping
everything. He draws out a precise
moment which he pins to the wall
with the sonorous silence of a dart.
An image expressing strangeness,
after realising that we are dealing
with a habit of the eye which cannot be broken by any magic word.
The strangeness is aroused from the
very first line, enigmatic and barely
able to be conjured: “Coming from
nowhere. Split?” No suggestion as
to what or who, or even who this
infinitive addresses. Who is to split,
what is to split? And although one
of the meanings of the verb in the
infinitive may predominate in the
mind of the reader, we may venture
that this is not necessarily the only
one. The poem then develops the
whole idea of rain, with a specificity
which makes it visible and audible.
It weighs up the consequences; the
spring, taking shape in the image of
the luxury of the years and light, has
now returned.

RAIN
It comes from nowhere. Depart?
There is no magic word to break
the eye’s habit, this resounding
silence of darts. Spring, luxury
of years and light, is now lost
on the vanquished path. Expectations
have met their timely death. All is perfect
once more throughout the void: the sluggish rain
makes its way no place.

Perhaps poetry is a game of balance, in which we gradually try out
the scales. Another internal struggle
between description and affirmation.
In dealing with this the poet at times
presents correlations of levels, in
other words leaps of thought which
bring the reader closer to the overall
meaning. “Hopes have died in time”
is, in Espriu’s poem, the point at
which the precise weight is placed
on the balance, serving to bring together the previous standards with
the sentence represented by the final lines. A sentence, “the slow rain,
is going nowhere” which both establishes the contrast and restarts the
dialogue with the initial line. Movement and immobility, strangeness
and familiarity. A game of contrasts
in the poem, in essence in all poetry,
asking us about our identity.

The voice of Salvador Espriu is
confident, and at the same time full
of security, like a mentor guiding us
along the pathways of uncertainty.
There is no lament, no exultation,
calmness is raised as a virtue even
when in doubt. A voice which did not
fully fit in with the trends of the era in
its tradition. Some years later, on the
quest for my own tradition, no longer
shaped by one single language but
by individualities, the poems of Salvador Espriu found themselves relocated alongside other voices, such as
the English poet Geoffrey Hill. They
took on new tonalities, new readings
which will now continue to guide me
down strange and familiar alleyways.
Like returning home to find that the
stones which you had left along the
way, quite distinct, marked out a different path. Before arriving.

Calligraphy: Keith Adams
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