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who exposed failings
in Hungary’s

Viktéria Kun, Health Correspondent on the leading Hungarian national daily newspaper
Népszabadsdg, is one of two winners™ of this year's ACE (Awarding Cancer Enlightenment)
Reporters’ Award. Here we reprint an article in which she highlights flaws in the country’s

oncology services that are responsible for some of the worst outcome statistics in Europe.
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4 y patient was complaining
about severe pain in the
limbs and arm atrophy. We
soon discovered that the
continuous pain was caused

by a cancer that had spread. The primary tumour

had been found in the breast of
this middle-aged woman four years
ago. At this time it had not spread.

She did not get any treatment after

her surgery, therefore no efforts

were made to prevent what could
have been prevented at that time.

Another, a young girl — scarcely

20 years old — was referred to

me recently with continuous

diarrhoea.
On examination we discovered

a tumour of her colon, despite the fact that her

uterus had been removed only one month previ-

ously because of a cancer.”

These are just two stories one general practi-

tioner has dealt with over the past few months.
Along with the experience of his own wife, they
illustrate the significant problems of cancer
services in Hungary today.

“My wife was diagnosed with a breast and ovary
tumour four years ago. At the time it was
thought to be inoperable, and
treatment with Taxol was recom-
mended. She was referred to a
gynaecologist whose first sentence
was: You are welcome but there is
no Taxol.” T used my contacts to
get access to the necessary medi-
cine; however, my wife did not tol-
erate the chemotherapy very well.
It was thought that this was due to
an allergy and therefore treatment
was stopped immediately and
another treatment prescribed. We tried every-
thing. Subsequently, it was discovered that it
was not an allergy, but the dose of the medicine
was wrong. When my wife was in a very poor

* The other joint winner of the 2005 ACE Reporters Award is Ioanna Soufleri, Science Editor on the Greek national daily newspaper To Vima. One of

her articles will be reprinted in the next issue of Cancer World
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_ KUNT VI](TORIA_

— Karsorvaddsra, erds végtagfsjdalomra
panaszkodott a betegem. Rovid idén be-
Ll kideriilt, hogy daganatos bzltgs:g
vkozea a folyamatos £
mér nem is csak egy helyen. S mmdez
nem eldszir. A kizépkort hlgy mellé-
ben négy évvel ezeltt mar talaltak da-
ganatos elviltozast, lgaz, akkor még
csak ott. Az operdcié ukin semmilyen
utékezelést nem kapott, igy nem eldzték
meg a7 akkor még megelzhetit. Cgy
misik, alig hiszéves fiatal liny a napok-
ban keresett meg azzal, hogy folyamato-
san hasmendse van. A vizsgslatok vas-
tagbéldaganatol igazoliak nila, jollehet
egy hénappal korabban lavolitottsk el a
‘méehét, ugyancsak rikdiagndzis miatt.

Ez csupdn két térténet annak a hizi-
orvosnak az utsbbi néhény hénapjabdl,
aki sajét feleségével a mai onkoldgiai el-
Jétis szinte minden alapvetd gondjit
megtapasztalta,

= Emli- & petefészek-daganatot diag-
nosztizaltak a feleségemnél, éppen négy
éve. Azt mondtik, operdlni nem lehet,
Taxol'kezelést irtak el neki, s ogy no-
gybgydszhoz irdnyitottak, akinek 27 lsé
mondata az volt: jgjjenek nyugodtan, de
Taxol, a7 nincs. Amikor orvosi kapesola-
taim révén eljutottam oda, hogy vegil
megkapiuk a megfeleld gydgyszert, a
kemoterdpidn a feleségem rosszul lett
Réigtin kijelentették, hogy allergia, tigy-
hogy a terapidt félbehagytik, majd
wjabb és djabb készitményeket kapott

,laxol, az nincs...”

Magyarorszdagon ma a daganatos beteg gydgyuldsi esélyei rosszabbak, mint akar téliink
pdr szdz kilométerre. De még az orszagon beliil sem mindegy, ki és melyik intézetbe keriil.
A szakorvosok epidemjolégiai valsagrél beszélnek.

Csaknem a teljes kirt ,,

tuk”. Utdlag fodustek £, hogy nem al-
lergidrdl volt 526, hanem russzuladagu]
tik a készitményt. Amikor pedig mar
nagyon ross? sllapotban volt a felesé-
gem, ¢és folyamatosan csapoldsra jar-
tunk, clvittem volt évfo\yamhi:sam}\m
aki sebész. () dgy dintdt: megmiti a
nejem. Tgy dcrnlt ki, kétéves procediira
utin, hogy a tumor mdthets. A
feleségem most jél van, holott akkor
csak honapokal josoltak neki.

adasul elméletileg kizdrdlag onkoldgiai
centrumokban engedélyezik az ilyen
operaciét - mondja dr. Ruzsa Agnes, a
Zala Megyei Kérhiz onkaldgiai osztd-
Iydnak vezetdje. - Ma barmelyik kiskdr-
haz bétran Elvegez daganateltivolildst,
nemegyszer anélkil, hogy onkolégus
létnd a beteget. Kiveszik a daganatot, le-
zénjdk a sebet, majd hazaengedik a
gyogyultnak tekintett pacienst — mondja
adoktornd, aki szerint alapkovetelmény
lenne, hogy a rakbeteg utdkezelésre, ke-

Kismarton Judit

Ehhez hasonld esetek sordval taldl-
koznak jogvédok, betegszervezetek kép-
viseldi vagy a szakemberek. Azaz, hogy
nem a megfeleld helyre, s idSben kerul-
nek a segitségre szoruldk. Ma a betegek
jelentds részét csak akkor litja az onko-
1égus, amikor a daganat mir attétss.

~ Petefészekmiitéteket az orszag szin-

annak ellenére, hogy a beavatkozds
szakmai feltétele a patologiai hattér, rd-

moterdpidra kizardlag onkologiai ose-
talyra, centrumba kerljgn. - Masik,

szintén nem ritka gakorlal, bogy ad-
junk valamit” felkia

felmérést készitett a petefészek-dagana-
k A

gﬂlal aHlnu, hogy pontosan mdmk, mia

2

i szerint az
adott évben mintegy ezerkétszaz felis-
mert é jelentett beteg kozil mindissze

erapia. Ez
most mindissze az esetek fel.enEl torté-
nik meg, Jollehet igy Izgalabb Otven sed-

van  kapott

kemoterdpids kezelést. — A betegek alig
harminc-harmincit szizaléka jutott el
utckezelésre, azaz részesilt szakszerd
ellitisban. A t5bbicknek nyoma veszett,

zalékkal javult yulds esé-

lyei. llvsn példaul a mmorrmrkex vizs-

galat: a helyzetet egyértelmiien mutatja

a7.a tény, hogy mig ebbdl a vizsglatbol
évente |

elkallédtak a rendszerben. Ez az ariny
pedig még akkor is lestijts, ha kazottik
vannak idés betegek, akik nagyon rossz
allapotban vannak, s emiatt maradnak
ki a terapiabdl - allija Thurzé Laszlo.
Dr. Magyar Tamis, a budapesti
Péterfy Sindor utcai Korhaz vezeth on-
kologusa egyenesen azt mondja: jelenleg
egy daganatos beteg sorsa ahul fiige,
hogy ki észleli el6szor a bajt. Fgy rakbe-
teg minden olyan terdpidt, kezelést meg-
kaphat ugyanis, amit bérhol mashol a
viligon, a hiba clsdsorban nem ebben
van. - Egy éppen nagykord liny kerilt
hozzank, akinck kivettilk a petefészkét.
Miitét kbzben deralt ki, hogy rosszindu-
lati daganata van, réadésul annak is egy
nagyon veszélyes tipusa. A leleteit kon-
zultéciora még Amerikaba is kikuldtiik,
s a vélemények Bsszegzése alapjan kap-
taa Nrapm Md gybgyult. Ha n-undu
armilyen

Kot vakims elgirdsokat gy eimen kivil
hagyva, nem megfeleld dézisban és
idéintervallumban adnak valamilyen te-

rapidt. A fontos az, hogy oit maradjona  ban
te valamennyi korhazaban végeanek, b

~ allitja Ruzsa A
Dr. Thurzd Lészls, a szegedi
ankoterspiss Klinika vezetfje orszigos

egy k
hatér nélkul toriénik, nem 6 mir a lany!
Magyar szerint az elérhetd és szitksc-
ges dmgnuszhka] esz.knmknek ltald-
rven

venerret végernck, Austrishan tsbb
mint kétmillit - mondja dr. Magyar
Réadisul idehaza az orvosok egy része
pillanatok alatt kimond egy végleles di-
agnozist, marmint hogy a beleg menthe-
tetlen - A leggyakrabban olyan esetek-
kel talilkozunk, akikrél vidéki karhd-
zakban vagy mis, esetleg kisebb intéz-
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Kun’s article, which originally appeared under the heading No Taxol, alerted the
public to the fact that, as a cancer patient, your survival can depend on where you

are treated - and that in turn can depend on who you know or how much ‘gratitude money’ you pay

condition and had continuous need for tapping
of ascites, I took her to my classmate who is a
surgeon. He decided to operate. This is how,
after two years, they discovered that my wife’s
tumour was operable. My wife is now feeling
well, although at that time she had been told
that she had only a matter of months to live.”
Lawyers, specialists and representatives of
patient associations come across many similar
cases of patients who are not referred to a spe-
cialist centre in a timely manner. In most cases
today the oncologist only sees the patient when
he or she already has advanced disease.
“Ovarian surgery is done in nearly all hospi-
tals in the country despite the fact that in theo-
ry these types of intervention are only permitted
in cancer centres with good pathological servic-
es,” says Dr Agnes Ruzsa, head of the oncologi-
cal department of the Zala County Hospital.
“Today cancer surgery is carried out in nearly
every small hospital in the country. Sometimes

the patient is never referred to an oncologist.
They just remove the tumour, they assume the
patient is cured and send them home.”
According to Dr Ruzsa, who believes it should
be a fundamental requirement that subsequent
chemotherapy should be done only in oncology
departments or centres, another common prac-
tice is that they say, “We must give something,”
so they give some chemotherapy, but in the
wrong dose and without keeping to established
protocols and prescriptions. “The important
thing is to keep the patient.”

Dr LaszI6 Thurzo, head of the oncology
clinic of Szeged, has carried out a survey of the
treatments of ovarian cancer. He found that, in
the given year, only 480 patients out of 1,200
had been given chemotherapy. “Only 30-35% of
the patients were referred to follow-up care and
were therefore treated adequately. The others
disappeared from the system. This result is
damning even if we take into account that the
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figures include a number of older people who
were in poor physical condition and therefore
were not eligible for treatment,” says Dr
Thurzo.

Furthermore Dr Tamas Magyar, the leading
oncologist of Sandor Péterfy Street Hospital,
states that cancer patients’ outcomes depend on
where the disease is diagnosed. In some centres
cancer patients can receive state-of-the-art
treatment like anywhere else in the world, so
this is not the primary problem. “For example,
we have just removed the ovary from an
eighteen year old girl. It turned out that the
ovary contained a very dangerous type of cancer.
The results were sent to the US for consultation,
and she received the most appropriate therapy.
Today she has recovered. If this had happened
in a small hospital without an oncology back-
ground, this girl would not be alive today.”

According to Dr Magyar, only 40% of the

Carelessness? Negligence? Lack of professional
expertise? Fighting for patients or reputation?
Experts say that all of these are to blame for the
fact that 30-40% of patients do not get adequate
treatment today.

According to Dr Magyar, it is inexplicable
why AIDS patients must by law be referred to a
specialist institute, while in the case of cancer
patients there are no such requirements.
Moreover, mistakes are rarely highlighted.

“The efficacy of a clinic, department or doc-
tor is rarely monitored,” says Magdolna Dank,
head of the department of the Radiological and
Oncology Clinic. “This means that clinics and
doctors get away with prescribing incorrect doses
and regimens of Chemotherapy. [t is not uncom-
mon for departments that are not eligible to use
chemotherapy to prescribe a completely differ-
ent drug rather than refer patients to a specialist
institute where he/she could get the appropriate

Clinics and doctors get away with prescribing
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incorrect doses and regimens of chemotherapy

available diagnostic instruments are used to diag-
nose cancer. ‘For instance, in the case of pelvic
cancers, MRI scanning is obligatory in order to
determine the most effective therapy. Nowadays,
this happens in only 50% of cases, even though
carrying out the scan significantly improves the
chances of being cured. This is also the case with
tumour marker examination. In one year only
350,000 examinations were done in Hungary,
while in Austria more than 2 million examina-
tions were undertaken,” says Dr Magyar.

“Moreover in Hungary some doctors are all
too quick to state that the patient is beyond
hope. In most cases we see patients whom doc-
tors in a county or smaller hospital have given up
on, despite the fact that their tumour is operable
and can be treated. The only option for these
patients is to look for an informal route to get-
ting back into treatment, by seeking contacts via
friends and relatives. These are the ones who
refuse just to sit back and wait to die.”
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treatment. Medicines have different prices, and
the patients could be given different drugs. Most
of the time a small hospital — usually for eco-
nomic reasons — chooses an inappropriate treat-
ment, but the insurance pays for this treatment
anyway. There is a need to evaluate each clinic
and department, to determine which cancer
services they should be allowed to provide.
Moves are already afoot to regulate this situation,
and departments have been informed which
treatments they are authorised to administer.
However, so far this is not being enforced,” says
the specialist medical oncologist.

According to Dr Dank, the absence of spe-
cialists is causing great problems. There is a lack
of specialists in medical oncology, radiation
oncology, radiology and pathology. Furthermore,
it is very difficult to recruit doctors to work in
oncology. Without new blood, the future of
oncology is uncertain. It is widely agreed that a
multidisciplinary approach is required to devel-
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op the best treatment plans and that a team
should consist of radiation oncologist, patholo-
gist, medical oncologist, surgeon, and where
possible a psychiatrist. However, this is very dif-
ficult to achieve in the absence of specialists.

Mr Szabolcs Otté, the vice director of the
National Oncology Institute, speaks of an epi-
demiological crisis, because Hungarian cancer
statistics are so much worse than could be justi-
fied given the country’s level of development
and the age profile of its population.
International data show cancer incidence at
50,000 per 10 million inhabitants, while in
Hungary the figure is nearer 70,000.

Mr Ott6 has been looking for answers to the
question of why so many Hungarians get cancer
and end up dying from their disease, and what
can be done about it. Besides the most common
reasons such as smoking, alcohol and poor nutri-
tional habits, he thinks the organisation of
Hungarian cancer services plays a role, as does
one other important factor: the lack of an open
and honest relationship between the doctor and
the patient.

Statistics show that a patient who is treated
in Hungary has a 10-15% lower chance (or for
some types of cancer even worse) of surviving a
cancer experience than those treated in western
Europe. But even within the country there are
differences.

According to the Hungarian Association
Against Cancer, patients are sometimes told that
their required treatment is either not available,
or not covered by health insurance. “Every
autumn and summer patients have to face the
fact that the money to pay for cancer treatments
has run out and therefore hospitals stop offering
these treatments,” says Mrs Vasvary, the leader
of the Association.

Most of the supplies of cancer medicines
are allocated to the National Oncology Institute,
and the drugs are allocated on the recommen-
dation of specialists. According to oncologists
and insurance companies, it is not possible for a
patient to be unable to get the necessary drug,
but patients’ experiences tell a different story.
Sometimes the National Institute refuses a
request from a county hospital. In this case,
patients either have to wait two to three weeks

or start the treatment with another, less effective
medicine. Sometimes doctors stop therapy in
the middle of the course of treatment because
there is no more drug available.

You can come across cases like this, even
though the primary duty of all oncology
departments is to provide all the necessary
medication, even if sometimes it means that
they have to use the medication of somebody
who has passed away.

Cancers are classified into four stages. In
stage I nearly all patients are curable. In the sec-
ond and third stage 30-50% of patients can be
cured, depending on the type of cancer, and in
the fourth stage almost nobody can be cured. In
Hungary, nearly one quarter of the patients are
diagnosed with stage IV disease.

“It is fundamental that patients with
tumours will do anything to be cured,” says Dr
Magyar. “In my hospital it is not possible for the
leader of the decision-making team, who has
the power to decide where a patient is referred,
to live off ‘gratitude money’ [bribery], because
we have an oncological committee which
decides on a random basis who is referred to
which doctor. T have very little face-to-face
contact with my patients, and in this way my
decisions can be independent.”

But generally the words of the doctor-
lawyer Dr Judit Kismarton are true: it is
definitely the ‘gratitude money’ and the
economic situation that are to blame for the
fact that most patients are referred too late to
the appropriate institute. “The fact that in many
hospitals the patient is not referred to an
oncologist, but is simply operated ‘in-house’,
even if the cancer has spread, without prelimi-
nary investigations or follow-up treatment, is
because by referring the patient on, the hospital
loses out on both the health insurance payment
and the ‘gratitude money”.

Last year, according to the cancer registry,
78,000 cancers were diagnosed in Hungary. If
we could implement international standards we
could improve our average survival figures by 10
years. In the past 25 years the number of people
registered disabled because of cancer has dou-
bled, despite the fact that the criteria for being
registered disabled have been tightened.
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