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Chapter 1. Introduction

The present work deals with policy on child headtiecin the field of cancer detection
and treatment in the Russian Federation. RelatiiMtlly research has been done in this sphere.
Most research papers describe the child healthrangsion in the USA or represent the cross-
cultural system comparison among countries of tin@jaean Union.

Lennard Kohler gives two major reasons as to whidchealthcare is a field of
paramount importance: children represent a coradiergroup of the population and children
can also be described as a vulnerable group irtyodihus, it is duty of the society to take care
of the fulfilment of children’s rights and satisfam of their needs Besides, it is important to
remember that the Convention of the Rights of thédCadopted by the United Nations in 1989
declared «the right of the child to the employmefthe highest attainable standard of héalth
That is why child healthcare was chosen as a &iektudy for present research.

The incidence of cancer is increasing nowadayss €Gllaiss of diseases is affecting people
irrespective of their age, social status or nafignathough the risk of some types of cancer
increases with age. According to the statisticstref World Health Organisation cancer is
responsible for more than 13% of all deaths in 200%hough danger of cancer is less for
children, more than 166,000 new cases of cancengrobildren under 15 are being diagnosed
each year in the world. Annually approximately &,@hildren die from this disease.

The situation with treatment of children with canbas a dualistic character. On the one
hand, in the well-developed countries the death mtrelatively low. For example, in such
countries as USA, UK, Germany or the Netherlandsstirvival rate is high — more than 7 out of
10 children. On the other hand, less developedtdes face huge problethsFor instance, in
India, cancer results in the deaths of 8 out ofHiGilrer?. Thus we can name inequality in access
to modern methods of treatment as one of the rea®omigh mortality rate in some parts of the
world. The situation with child cancer treatmerdcablepends on the political situation in the
country and the organisation of decision-makingealthcare and its funding. In this work these
factors are described using examples of Russiaarkgdn and the Netherlands.

Cancer is not a new disease, such as AIDS for ebearfrst notions about it can be
traced back to Ancient Egypt around 1600 B.C. Haveuntil the end of the 19th century this
disease was considered incurable: though surgigatations were done, they provided poor
results due to restricted knowledge and unsatmfadiygienic conditions. Despite the long
history of attempts to find a cure for cancer, @sanot found. Nowadays treatment of cancer
consists of several methods that can be used es#parately or combined: surgery, radiation
therapy, chemotherapy, immunotherapy, and hormihreahpy and angiogenesis inhibitors. The

' Kohler, L. (1998). “Child public health: A new bagor child health workers," Eur J Public Hea8(8): 253-255.
2 Article 24:1, Convention of the rights of the chiNew York: UNICEF/ United Nation's Centre for HamRights,
1989
% Cancer fact sheet (2009). Retrieved April 05, 286en WHO official web site. Web site:
http://www.who.int/mediacentre/factsheets/fs297/en/
* Children in developing world bear the burdenarficer (2003). Retrieved April 07, 2009 from Canesearch
UK web site. Web sitehttp://info.cancerresearchuk.org/news/archive/pedsases/2003/february/39505
> Annually 15,000 new patients, only 20% benefitirthe treatment. Childhood cancer (2008). Retddwem
Cancer patients AID assosiation web site. Web Bitp://www.cpaaindia.org/activities/childhood.htm
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treatment depends on the type of cancer, stagepasghosis and can consist of different
combinations of the above mentioned metAods

During the preliminary research it was found outtichild oncology in the Russian
Federation is facing considerable difficulties. Mahnt neoplasm in Russia is second most
common reason for child mortality for over 10 yedrke problem is being manifested by the
representatives of the medical community, changanisations and parents of the sick children.
However, little is being done to improve the sitoaton the state level. For some reason, the fact
that child oncology is facing considerable diffites is being denied by the Russian authorities.
In this work, the present state of affairs willibgestigated and attempts to explain the actions of
the authorities will be made.

The behaviour of the representatives of Russiaeré&dauthorities will be analysed
through the combination of several theories aboarning of the policy issues. To conduct a
comparative cross-cultural study the combinatioi€oftural theory and Model of Policy belief
system, which derives from Advocacy Coalition Framek, will be used. As a result, we would
be able to detect the differences in the generptogeh to the agenda and priority setting in
child cancer treatment, which can result from thikucal differences and historical background.

The data for the analysis was collected througkrivdt and personal interviews. The
major statistical data was found on the officialbwgites of the public organisations of statistics
in Russian Federation and in the Netherlands. tmédion about the beliefs held by different
stakeholders was derived from the official statetsiemewspaper articles and personal
interviews.

First, in the present work, child cancer detecaod treatment process would include all
aspects that influence the amount and qualityezttnent provided. This includes legislation on
the matter, existence of the federal/regional tastins that provide specialized help and
research. The division of jurisdiction among difiet levels of organizations will be studied, as
well as existence and amount of civil society orgaiions, special associations and projects
supported by the government. Also, the financide sof the question will be analyzed: how
much funds are allocated in the sphere, where dg tome from, do they have national or
international origin.

Second, it is also important to impose age linotatof the patients. According fbhe
United Nations Convention on the Rights of the cCaikhild is "every human being below the
age of 18 years unless under the law applicabléhg¢ochild, majority is attained earller
However, the statistical data for Russian Fedanasisowed different age groups for different
criteria: child mortality is calculated for childré-9 years old, while cancer cases are calculated
for children 0-15 years old and the hospital casescollected for the ages 0-18 years old. For
the Dutch system of Healthcare children are thesdnéd5 years old. For this reason, in the
present research children will be defined as tifimsa O to 15 years old.

®Sala A., P. P. R. D. B. (2004). "Children, caneerq nutrition - A dynamic triangle in review." Camd 00(4):
677-687.
7(1990). Convention on the Rights of the Child Nations.
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The thesis is going to have the followisgucture. First, a description of the systems of
healthcare provision in both the Russian FederaherNetherlands. This will be followed by a
description of the situation in the sphere of chidcology in both countries. Using the
information on the state of affairs in the Rusdt@deration and in the Netherlands the problem
framework would be formulated in more details. Weuld then move on to describe the
theoretical framework that will be used in the gsm. After that, policy beliefs about the topic
will be discussed using the Cultural theory andNto&lel of policy belief system (adopted from
Advocacy coalition framework) to detect the maiffadtiences in the frames used in organisation
of child cancer treatment. Analysis of policy b&divill be connected with frames and beliefs
about the child oncology treatment. For comparieanthis level, the policy beliefs on child
oncology will be detected on two levels:

1. Policy beliefs on organisation of child oncologytive Russian Federation,
2. Policy beliefs on organisation of child oncologytie Netherlands.

After description and analysis of differences iranfing the child oncology, an
explanation of the present state of affairs will gwen and an attempt to give some
recommendations will be made. As a result, the thg®is that cultural beliefs influence the
organisation of child oncology help and priorityts®y in child healthcare in Russia and can be
reason of the appearing problems, will be challdn@®me directions for changes in the system
of child oncology in Russia in order to improve #féectiveness will be provided.



Chapter 2. Description of situation in the field ofchild oncology

In order to describe the situation in child ongglon Russia and the Netherlands first
general facts on the state of affairs in the systéirealthcare in both countries will be provided.
After that description of child oncology will beasted by giving facts about the importance of
the problem: incidence of child cancer, the mataiate and other facts. This will be followed
by an overview of problems, which child oncologyfésing in each country. Based on this
information about current situation in both couedrithe research question will be formed and
discussed in more details.

2.1. Russian Federation

2.1.1. System of healthcare in Russian Federation
Main principles of the Russian healthcare systegnstated in the Basis of Legislation of
Russian Federation on the Protection of the Cisizeealtif. They are:

1. Protection of human and civil rights in the fieldhealthcare;
2. Priority of the preventive methods in the fieldh&falthcare;
3. Accessibility of the medical-social help,

4. Social security of the citizens in the case of loskealt!.

To give a proper description of the healthcareesysteveral aspects need to be covered:
decision-making process, financial system and |ladoision.

According to the Law of Russian Federation # 548&dopted 22 July 1993, "On the
basis of the legislation of Russian Federatiorh&rotection of citizens' health”, the system of
healthcare, for both adults and children, is digide 3 main parts: Federal state, municipal and
private systems of healthcate

The decision-making power in the field of healtlecdepends on the amount of rights
and responsibilities the actor has. Federal autbsrare responsible for such activities as:

» general state policy in the sphere of healthcare;

» definition of the percentage of expenditures faaltrecare within the federal budget;

« elaboration of a fiscal policy (including tax exetiops, duties and other payments to

the budget) in relation to health protection;

» establishment of medical care quality standards @mdrol over compliance with

them;

» development and approval of a basic program of ctsopy health insurance and

establishment of tariffs for its premiums;

» defining benefits for certain population groupseigimng medical-social care and

pharmaceutical supplies;

« establishment of procedures for licensing of mddica pharmaceutical activity

The sphere of responsibility of regional authositiecludes:

8Article 1.1, Federal Law of Russian Federation0#38, 02.03.1998

° Article 2, Federal Law of Russian Federation, #80 02.03.1998

10 Article 12, Federal Law of Russian Federationp#8, 02.03.1998

! Holm-Hansen, J. (2009). Family Medicine in RusSiaedish reform support evaluated. Nordberg AZ3.
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« development and allocation of the regional budgets;

e technical supply for the health care facilities enthe ownership of the regith
The municipal (rayon) field of action is the madstited one and includes:

e organization, maintenance and development of mpai¢iealth care facilities;
 development of the local budget for health careeegjiures®.

As it can be seen from the division of the rightsl aesponsibilities, in Russian Federation
federal level has the most power over the decisiaking in the field of healthcare. In general
system in this respect is characterised by higéllebureaucracy.

Insurance character of medical care in RussianrBgde was established in 1993, when in
addition to the budgetary system of HealthcareSygtem of Compulsory Health Insurance was
created. As the result of that budgetary-insuranoéel of financing the system of healthcare
was adopted in Russian Federation. Starting fro@8 Frogram of Governmental Guarantees to
the citizens of Russian Federation in the spherg@rofision of free healthcare is adopted
annually by Government of Russian Federation.

Financing of the child healthcare is done in thenesavay as all the others spheres of
healthcare in Russian Federation. There are 4 swinces of finance in the system: Federal
Budget, Local Budget, Employers and Citizens' pamsancome. These are main sources of
funds for the system; however, among the incomeg atso be incomes from bonds, bank
credits, charity etc. The system of finances intheare in Russian Federation is reflected in the
Figure 1.

2 Tragakes, E. and S. Lessof (2003). Healthcaresyst Tradition. Russian Federation. E. TragakemeBhagen,
European Observatory on Health Systems and Polkies
13 ki

Ibid.
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Figure 1. Representation of Health Insurance legiation in Russian Federation since
the reform in 1993,(Chernichovsky and Potapchik 1999)
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Fund of Compulsory medical insurance in divide@ ilevels: federal and territorial. On
the December 2007 in Russian Federation, there 8&territorial funds of compulsory medical
insurance. Incomes of these funds in accordande Stdtute of the Federal Fund of compulsory
medical insurance mainly consist of taxes paid H® émployers. It is important to note that

money from the citizens and employers are speng onl the provision of medical services
(including salary of the medical workers).



The structure of expenditures of the budgetaryesysdf the Russian Federation on the
healthcare and sport can be reflected throughall@afing table:

Table 1. Expenditures in Russian Federation on hegdcare and sport (www.gks.ru)
% of GDP

1995 2000 2005 | 2006

The total budget of the Russian Federation 2,9 2,1 3,7 3,6
including:

Federal budget 0,3 0,2 0,4 0,6

the budgets of state extra-budgetary funds 0,3 04

consolidated budgets of subjects of Russian Fadetat 2,6 19 2,1 2,3

budgets of the territorial state extra budgetandfu 1,2 1,2

According to the American Journal of Public Hedlle contemporary Russian medical
care is developing dual system: the old state sysf&cing chronic underfunding, and a second,
poorly understood, and loosely regulated systetmetter equipped and staffed private practices
available only to those with the cash to pay thetaits bill*®* A number of scientists point out
the complexity of the system of finances. None l# budgets is situated in open access. A
strong hierarchical structure of the financial tielas in the sphere of healthcare in general and
child healthcare in particular can be observed.

Next step of description of the system will be #malysis of labour division within the
system of healthcare in Russia. In general 5 fanstiof healthcare can be observed in Russian
Federation: preventive care, primary, secondarythesae, rehabilitation and long-lasting care
for chronically ill or handicapped people. Throutps division of labour all groups of society
are covered: healthy, not totally healthy, siclgorering and those, who need constant care.

Functional division of labour in the Healthcaresteyn in Russia is supported by the
division of labour among the institutions. Despite fact that there are 5 functions of the
healthcare institutions in Russia we can observiy dnechelons of specialists providing
healthcare services. These echelons can be retgddmnthe following scheme:

4 In 2006, GDP of Russian Federation was 760 JoomEuros.

1> Only for technical supply.

®Barr, D. A. and M. G. Field (1996). "The curretite of health care in the former Soviet Union: licgtions for
health care policy and reform." Am J Public He&6(3): 307-312.
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Table 3. Division of child healthcare institutionsby the nature of care provided,
adopted from (Boot J.M. and Knapen 2001)

1st echelon 2nd echelon 3rd echelon 4th echelon
Nature of care General, not Specialised General and Specialised
specialized specialised
Accessibility Free After referral to | After referral to | After referral to
1st the 1st or 2nd 2nd echelon
echelon
Location In the centre of the| In the centre of | At a distance, but| CAN be at a
regarded to target | target group target group not big one distance
group
The way care is In at-home In at-home Ambulatory, CAN be intramural
provided situation: situation: intramural, )
extramural, extramural, polyclinic, Substitute of home
ambulatory ambulatory clinical situation

1st echelon of care includes general practitiomerpolyclinics and nurses at school.
These specialists provide preventive care (vadonpand primary care in case of minor illness
as well as rehabilitation services. The accesthase institutions is free; citizens should just
make appointment either by phone or personally.s&hgpecialists are situated in schools,
polyclinics and feldsher-midwife stations in ruraleas. Usual standard is approximately 1
polyclinic or feldsher-midwife station per 2 200Gldren*’.

2nd echelon of healthcare institutions includescegised care, which is provided on the

extramural basis. This kind of care is providedHuy specialists in the polyclinics. Patients can
refer to these specialists only after referrahio tepresentatives of the 1st echelon. This cagegor
includes physiotherapists, massagers, manual thenag specialists in different spheres (heart,
brain, eyes etc.). Wide range of healthcare sesviam be obtained in polyclinics without the

need for an overnight stay. These institutions w®primary and partially secondary help.

Some specialists are also responsible for contvelr ¢the rehabilitation care provided to the

patients after surgical operations.

Third echelon of institutions represents speaalisare, which is provided in cases when
special procedures are needed: diagnostics, tessrgeries. This echelon consists of general
hospitals. The patients are able to refer to thestgutions only after referral to either general
practitioners or to the specialists in the polyickn Patients are transferred to the hospitals in
case the previous echelons of the medical careotgmavide adequate treatment. Institutions of
the 3rd echelon are providing secondary care, fekabilitation care and in some cases long-
lasting care.

1" This number is derived from the total number dfdren in Russian Federation and total number sfifiations of
the 1st echelon.
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Forth echelon is the most specialised one; itumhes institutions that are providing
treatment to the certain ilinesses, for instaneasth diseases, cancer or care for the handicapped
people. Patient can be referred to these institatanly after referral to the specialists of thd 2n
echelon. The care is provided on the intramuraé®a@s in general hospitals. These institutions
provide long-lasing care, secondary care and rétedlain.

As it can be seen from the descriptions of theltheare organisation in Russia, the
division of labour exists even among the represemes of the specialised care. However, the
more specialised care is needed for the patierttdhder it is obtained. This happens because the
number of institutions is decreasing: polycliniddamiral feldser-midwife stations are the most
common institutions, then come general hospitalat are situated in all rayon centres (in the
middle-sized and large cities), specialised hokpitae situated only in the largest cities in
Russia and are not easily accessible for all patiéccording to the national statistic in 2007 on
the territory of Russian Federation there were ® 6&janizations that provide medical Hélp
The high level of corruption in the field of heal#lie is the common knowledge, however little
information can be found about it in official soesc Citizens explain the need for bribing
doctors by stating that doctors have little satagad after «presents» the quality of care will be
improved.

To sum up, we can state that the Russian systeohilof healthcare and healthcare in
general is in troublesome situation nowadays, deshe statements of authorities on constant
reforms and improvements. It can be characterigelidgh control of the Government, complex
bureaucratic administration and low level of emponent of medical specialists or patients.

2.1.2. General statistic on cancer diseases amorngldren

Before discussing the system of the healthcareicgervprovision for the children
diagnosed with cancer, it is important to underdttne field of the policy actions, i.e. to see the
scale of problem in Russia. In general it can oleskthat the number of children in the country
was decreasirtg from 42 138 000 in 1990 to 29 020 000 in 2966 Due to the decrease of the
number of children in the country the number of talities from cancer deseases also decreased
from 3 161 in 1990 to 1 364 in 2006.

Despite the decrease of mortality rate, the nunolbehe cases of the first diagnosis of
cancer among children 0-14 years old (irrespedciivibe type of cancer) increased from 59 700
cases in 2000 to 80 200 cases in 2007. The timefitige child cancer diagnosis can be found in
Appendix 2. The numbers of cases per 100 000 enldvould be more representative in this
respect. According to the Federal Bureau of Stesfétin 2000 it was observed that 8,7 children
out of 100 000 had been diagnosed with cancerewhiR006 already 13 children from 100 000

*® The numbers are for adult and children healthcagetd the limitations of the access to information

19 OwmnbKa! UCTOUHUK cebINKM He HalgeH.

? The general population of Russian Federation ése:from 147 million people in 1990 to 142,2 miillipeople
in 2007.

2L Such decrease in the number of children is expthby several facts. First and foremost, it isshealled «baby
boom>» of 1980s — 1987, secondly it is the econ@ni political crisis of 1990s, which followed. Thegest
decrease in the number of new-born children waistezgd in 1992 — 1994,

22 Statistics on Children (2006). Retrieved May 0002 from The Federal Bureau of Statistics of Russia
Federation official web sitdattp://www.gks.ru/
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were diagnosed for the first time. In comparisorthia U.S.A. in 2006 only 6,6 children out of
100 000 were diagnosed with carféer

According to the Federal Bureau of Statistic of &tais Federation cancer is the second
reason for child mortality in Russia by the numloérdeaths of children 0-15 years old.
Unfortunately due to the difference in the statatiformats the data on the number of deaths of
children 0-18 is impossible to find. First most e¢oon reason for child mortality in Russian
Federation is external reasons of death, suchafigctaccidents, poisoning, murders, etc. These
factors are responsible for 5 429 mortalities amehddren below 16 years old, it is 26
mortalities per 100 000 children. Cancer is thesoeaof 982 mortalities in 2006, which makes
4,7 deaths from cancer among 100 000 children.dTiiost common reason for child mortality
in Russia are infection diseases, which resulté&dBhchild deaths, which makes 4,45 mortalities
per 100 000 children. After that come illnesseslobd circulation, digestion and some other
diseases.

The remarkable fact that only in 23,6% cases thgrdisis of cancer was made at | or Il
stages, while in 76,6% of cases cancer was diagnosealready Il and IV stages The
international practice shows that the earlier cansediagnosed, the better the chances for
survival are. According to the research conductedbN. Blokhin Cancer Research Centre of
Russian of Academy of Medical Science, 65% of céaescancer diagnosis of cancer among
children appear due to the fact that doctors ¢arhtke necessary tests, in 17% of cases it is fault
of parents and 18% of cases were objectively diffio diagnos¥.

Most of the cancer cases in Russia are connecttd bwain tumours — 26% of total
amount of cases. Second most common type of camtemkaemia (blood cancer), next comes
lymphosarcoma and sarcoma of soft tissleaccording to American Cancer Society, this
situation is typical for most countries. In the Woleukaemia (blood cell cancers) and cancers of
the brain and central nervous system are amonglZhenajor types of childhood cancers.
Together they account for more than half of the nase&’.

Thus we can see that situation with child oncologRussian Federation needs changes.
Unlike the external causes of child mortality, tisisue can be addressed on the national level.

23 Centres for Disease Control and Prevention. Nati@entre for Health Statistics. Health Data Intéve (2008).
Retrieved May 03, 2009 from Department of Healtti Bluman Services official web site. Web site:
www.cdc.gov/nchs/hdi.htm

24 Appendix 2

% In general cancer is divided in IV stages, whiiffedby the chances for better recovery. First aneonsidered
to be the most curable, while the forth one is \eagd to treat.

% Durnov, L. A. (2003). Modern aspects of child ology help in Russian Federation, N.N. Blokhin Cance
;F;esearch Centre of Russian of Academy of Medic&rge.

Appendix 4
%8 American_Cancer_Society (2007). Cancer Facts anuds. Atlanta, American Cancer Society.
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2.1.3. Main problems of child oncology in Russia

Unfortunately nowadays there is a number of seriptgblems in the system of child
oncology help, which resulted in 1 290 mortaliti@song children under 14 in Russia in 28506
In general they may be categorized in 3 main groups

1. Problems connected with ineffective organisatiohedlthcare,
2. Problems, resulting from the lack of funds and roacfients,
3. Problems, resulting from the difference of standarfitreatment.

Most problems appear due to the not effective aimisof labour and funds among the
healthcare institutions in the sphere of child dogy®. According to the Russian legislature,
regional departments of healthcare have the rigidentify the number of quotids(operations,
high-tech treatment and hospital beds) necessarthé&r region for the yed: In reality it is
impossible to predict how many new cases of whislkeake are going to appear each year and
how many children are going to need high-teach oakdhelp. This results in the situation when
children from some regions are not able to rectieeneeded polio-chemical, radio therapy or
bone marrow transplantation. This kind of treatmientlone in the limited amount of centres
around Russia mostly situated in big cities suchMascow, St. Petersburg or Novosibirsk.
However, the number of quotas in such centresmgdd. There are situations when children,
who started their treatment during one year, ateable to continue it in the following year due
to lack of «quotas$. To illustrate it real life story will be presedte

29 Appendix 3

% Durnov, L. A. and T. A. Sharoev (2004) "Childremcology: stages of development, sucesses and prebile
DoctorVolume, DOI:

31 Quota is the complex of operations in some fieldich is needed to treat one person with partictisease for a
year

%2 Act of Ministry of Healthcare of Russian Federati¢ 786n, 29.12.2008

% press-release of Press Conference Problems af @fiblogy in Russian Federation: role of Goverrtmen
business and civil society, (2008). Retrieved Méy2D09 from Medlinks official web site. Web site:
http://www.medlinks.ru/article.php?sid=32811
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In October 2008 10 year old Tatyana started to lose her eye sight. MRI was done in

the city hospital and showed Germinal cell tumour of the brain. After that the girl was
sent to Moscow Oncology centre because this kind of tumour could not be treated in the |
city hospital. On the October 9th Tatyana was hospitalised in the department of naira- nef
oncology in Solncevo (Moscow region), where she started the course of chemical therapy fect
that lasted till the end of December. After that she was sent to the Russian Scientific ive
Centre of Roentgen-radiology. After the request of the head of the paediatric department ne_s
of the Centre, Ministry of Health provided a quota for high-techs medical help for SIS
Tatyana with a starting date 19th December 2008. The date of hospitalisation was set on als
the 19th of January (after New Year holidays). However, when Tatyana and her parents 0
came to the centre in January, they found out that quota was no longer valid because the res
order of quota provision was changed from January 1st 2009. As the result there were no pf’”
quotas available for the region Tanya was coming from. Right now Tanya needs 6,000 sibl
Euros for the radio therapy. Several charity organisations are collecting money for this €
child. for
the
fact

that in most cases the disease is found too latd@merminal stages. Russia is a big country,
however number of institutions, where cancer camlibgnosed and treated is limited, thus not
all children that need urgent help or diagnostiaa obtain it. This is pointed out in several
articles about the problems of child oncology irs&ian Federaticfi

Second group of problems results from the lack ath financial and medical funds. The
financial issue was tackled above, thus it is ingodr to highlight the medical side of the
problem. As an example it is possible to name #ed&orphan drugs». These are the drugs that

% Mentkevich, L. D. C. (1997). "Pediatric Hematolé@pncology in Russia." Pediatric Hematology and Qugp
14(2): 103 - 107.
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are unauthorized in Russia, but vitally importaat fhe children with oncology illnessés
European Commission defines orphan drugs as metliphoducts intended for the diagnosis,
prevention or treatment of life threatening or vesrious diseases affecting less than five in
10 000 persons in the Commuriftyln Russia the problem of these drugs is very nirige the
sphere of oncology in general. Because the «orphags» are also usually not registered in the
national registry of the drugs, this makes it ewsore difficult for patients to get them. Due to
the special legal status these drugs are alsomthelist of the medications provided for free.
Most of the times medications are brought unoffigzifrom other countries and paid for from
the family budget. Taxes result in additional cdstsich are 30% of the price of the drug).

Right now in Russian Federation the procedure ghirting any drugs even for personal use
is very complicated and the legislative systemas fniendly towards the registration of new
medications. Thus the climate makes it not profgdbr pharmaceuticals to introduce new drugs
on the Russian market in case it is not a populag.drhis problem is actively discussed on the
online medical forums of Russian oncologistSome examples are provided.

Dmitry, 5 years old. Since the age of 3 the boy waf$ering from epilepsy. During
the screening nothing bothering was discovered. évewafter one of the attacks Dmitry
began to have difficulties in opening one eye amding left arm and leg. He was sent to
the regional hospital for screening, which showssrbcancer of the IV stage (terminal).
Soon after that an operation was done, however #féeoperation the condition of the
child was still very bad: ability to move left past the body did not come back. The
second operation was needed. Unfortunately themagihospital did not have quota for
the second operation, thus a charity complain vaasdhed by joint efforts of several
charity associations such as International Associabf Haematologists AdVita and
Regional Association «Children and Parents ag&lascer».

Money was collected, however operation was notessgfal and additional treatm
was needed. On the 22nd of April 2006 one of thdica¢éions needed for the rehabilitar
disappeared from the pharmacies of the city bectheséirm that was responsible for
delivery of this medication had legal difficulties prolonging the licence. The di
appeared again only 2,5 weeks latert btill there were difficulties in receiving fr
medication, so the money started to be collectethauy the charity organisatior

% Henkel, J. (1999). "Orphan Drug Law Matures intedital Mainstay." FDA Consumer magazB®3).
*0rphan drugs stratagy (2000). Retrieved May 079488 European Comission official web site. Wetl:si
http://ec.europa.eu/health/ph_threats/non_com/6aren.htm

%" Press conference on child onoclogy (2008). RegdeJune 02, 2009 from Medlinks official web sitéeb site:
http://www.medlinks.ru/article.php?sid=32742
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The CEO of the hospital where Dmitry was situated alirectors of several
pharmacies started negotiation process with the 6E&e Pharmaceutical firm and in
the beginning of May the medication was delive®mitry for free. However in the
middle of May the free access to medication disapg again and the NGOs took
part in providing medication.

The further treatment could not be provided by régional hospital, thus Dmitry
was moved to the central hospital of St. Petersbubgre he had the third operation,
which was financed by the National Charity Fundfddtunately Dmitry could not
recover after the operation, the child died onRebruary 8, 200

The third urgent problem in child oncology in Rass considered to be difference in the
standards of treatment. This includes the diffeedpetween Russian standards of treatment and
the European ones, as well as differences in tesdtmprovision depending on the region of
Russia. By standard of treatment the level of egeimis of the hospitals, their accessibility for
the patients and variety of procedures availablerssidered. This situation is occurring due to
the limited number of specialized centres in thkesp of child oncology and constant under
financing. Right now on the Federal level there @mby 9 specialized centres, which also vary
by the number of beds from N. N. Blokhin Child CandResearch Centre of Russian of
Academy of Medical Science with 150 beds to Res$emstitute of haematology of Novosibirsk
with only 12 beds. In general in Russia there &en&dical institutions with at least 10 beds
which are designed to provide examination of ckitdwith tumours as well as treatment. The
number of beds is also unequal in different regitims however is also connected with the child
population in the region. In the most densely pafad region — Central region there are 365
beds for children with oncology illnesses, while ithild population is 7,4 millioh. In the Far
East region there are only 80 beds, while poputago2 080 thousand.

The difference between Russian and European qualityare and cure differs from
hospital to hospital from region to region. There general standards of treatment that should be
provided for children with cancer adopted in botlurtries. The analysis of these guidelines is
not included in the present research, howevers itmportant to point out that while in the
Netherlands guidelines are adopted by the Medicahngunity, the guidelines in Russian
Federation are formulated on the Governmental leMelis we can observe the high level of
intervention of the Government in the healthcaetdfi The other point that should be mentioned
is that in Russia the palliative care for the al@ldon the terminal stages of cancer is not present
there is not a single hospice for such childrencamparison, in the Netherlands there are 4
hospices that provide terminal care and respite faarchildren. Within these hospices there are
a total of 39 bedd. Also there are 4 consultant teams in hospitats Ztnomecare teams. In
Russia doctors and general practitioners at th@itads and polyclinics do not have enough
knowledge on pain management and supportive ther@pi fact can be explained by the

%8 Year 2000

%9 Kuin, A., Courtens, A. M., van Zuijlen, L., vanrdeinden, B., and van der Wal, G. (2004). "Palliatcare
consultation in the Netherlands: a nationwide eatidun study." Journal of Pain and Symptom Manager2é):
53-60.
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priority setting in the healthcare, which pays mattention to the kids that can be cured than to
those that cannot be cured. The priorities of thussian system of child healthcare will be
discussed later in this work.

Summing up the information about Russian healthsgstem and the state of affairs in
the child cancer treatment, we can say, that agfhdugh intervention of the government both in
administration of healthcare and treatment prouigian be observed, the system is characterised
by international scientists as over bureaucratmpulicated and not efficient.
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2.2. The Netherlands

2.2.1. System of healthcare in the Netherlands
The main principles of the Dutch healthcare systambe derived from the Article 22 of
the Constitution of the Netherlands. In this agi@overnments takes responsibility to protect
the citizens of the country against any healthstiskhe exact citation is the following: «the
Government shall take measures to promote pubtittthé®. Based on this citation the two basic
rights of the Dutch citizens can be derived:

* The right of health protection and promotion;
« The right of health café

The right of health protection and promotion refécs the general measures of
organisation of public health both in individualdacollective sense. The right for health care
constitutes the necessity to ensure accessibfiiar(cial and physical) of the institutions of
public health and control over their effectivenasd efficiency.

The general principles of Dutch healthcare arelamio the ones of Russian Federation,
however Dutch healthcare policy field has seveistirtyuishing characteristics:

1. Relatively strong autonomy of the health professisand private delivery of treatments;

2. Decentralised and autonomous regulation in diffessttors of healthcare executed by
several types of stakeholders including the Autoosn Governing Bodies (ZBOS,
Zelfstandige Bestuursorganen). The role of cewstdligovernment in this respect is
mostly to control and adjustment over demand apglgun the Healthcare field.

In the field of decision-making process Dutch systeas focus on the self-regulation of
the healthcare providers. The specialists are\mi¢o have more knowledge about the field and
thus more competent. The government is seen mqgyegector and observer.

The main objectives of the Dutch system of healicm in line with the objectives listed
by the OECD and they are:

1. Adequacy and equity of access to healthcare fociadens, to some extent, based on
solidarity between poor and rich, sick and headthgt young and old;

2. Macro-economic efficiency, expressed in terms ofaapeptable level of spending, as
related to national resources;

3. Micro-economic efficiency aiming at the achievingod health outcomes and patient
satisfaction at acceptable cdéts

In the Netherlands, as in the most healthcare systéhe division of labour among the
healthcare institutions is used. The division igdeay the functions of institutions: preventive,
curative or aftercare. This is done for severakoea: increase of efficiency, better division of

“9 Constitution of the Netherlands

“1Vos, P. (2002). Legislation and Consultative Bedi®elation between Political and Participativerideracy.
Health and Healthcare in the Netherlands. A CiitRelf-assessment of Dutch Experts in Medical apdlth
ScienciesE. Rooij (van), Kodner L.D, Rijsemus T and S.M&aarssen, Elsevier Gezondheidza3§1-309.

“2 OECD (1994). The Reform of Healthcare. A reviewl 3fOECD Countries. Health Policy Stud@sf. E. C. a.
D. (OECD). Paris5.
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personnel involved and not to increase risk of thgabr cured patients to receive new disease
from the already sick ones, in case of infectiogsakes.

The medical institutions in the Netherlands cardiveded into 3 echelons, representing
different levels of the treatment and care provittethe patients. The most basic level includes
general practitioners that are examining the ptdjeand deciding about the seriousness of the
illness. General practitioners have the right tads¢éhe patients further to the 2nd and 3rd
echelon.

2nd echelon represents the institutions that eseiging specialised intramural, clinical
or polyclinic care. These are the centres spreasunar the country.Kempenhaeghe
epilepsiecentrum (poli)kliniekituated near Eindhoven can be a good examplesah#titutions
of the 2nd echelon. In this clinic epilepsy anceplag problems are addresses. The patients are
referred to the centre either by their General fiitacer or by the Epilepsy polyclinics that are
situated in 9 different cities around the country.

Such polyclinics together with the general hodpittorm the 3rd echelon of the
healthcare providing institutions. Most hospitafgl dacilities providing specialised care in the
Netherlands are owned and managed by the non-p®iious or charitable organisations,
while General practitioners are mostly private epteneurs. However the tendency in the last
years is for the General practitioners to unitgint practice$®. The division of health care and
services provided by different institutions in tiNetherlands are shown in the following
schem&":

Table 4. Division of child healthcare institutionsin the Netherlands by the nature of care
provided (Boot J.M. and Knapen 2001)

1st echelon 2nd echelon 3rd echelon
Nature of care General, not specialize( Specialised General and specialised
Accessibility Free After referral to 1st grAfter referral to 1st o
3rd echelon 2nd echelon

Location regarded to| In the centre of th¢ At a distance fron CAN be at a distance
target group target group target group

The way care is|In at-home situation: Ambulatory, intramural; CAN be intramural

provided extramural, ambulatory| polyclinic, clinical _
Substitute of home

situation

* Borst-Eilers, E. (2002). Health Policy in the Nethads - A Balance between Containment and Expansio
Health and Healthcare in the Netherlands. A CliitRedf-assessment of Dutch Experts in Medical apdlth
ScienciesE. Rooij (van), Kodner L.D, Rijsemus T and S.M&aarssen, Elsevier Gezondheidszdrg-22.
“4Boot J.M. and M. H. J. M. Knapen (2001). Handbbiekierlandse gezondheidszoSghiedam, Het Spectrum
B.V.
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In the Netherlands we can see the balanced sydtenivate and public financing of tf
healthcare. In 2004 the total costs of healthcardhée Netherlands were equal to the 12,89
Gross Domestic Product of the country that yeacotding to the CBS ederland public means
of financing the healthcare system together wittisdansurance companies constitute 68%
all finances received by the Dutch healthcare systE6% is being received from the priv
insurance companies and 18% from the otherces (EU, international grants etc

Figure 2. Structure of Financing of Healthcare in the Nethdands (CBS Nederlands,
http://statline.cbs.nl/StatW)

Financing of the Dutch system of healthcare
(by stakeholders)

M Public sector and social
insurance comp.

M Private insurance companies

Other sources of financing

The structure of funding of the healthcare systéso determines the weights of tl
stakeholders in the decis-making process in the sphere. Most of the healghsarvices suc
as hospital care, dental care or the visits td2eeral practitioners are paid either from soai:
private health insurers. dwvever some services such as treatment of menallghysically
disabled, nursing at home and some others are citrthrough the Exceptional Medic
Expenses Act (AWBZ Algemene Wet Bijzondere Ziek&stkn). AWBZ is believed to be the i
which insureshe provision of lon-lasting care and coverage of other severe healts,whick
cannot be covered by the private insurers. Thrabghact the government of the Netherla
insures that the adequate healthcare is providedl the citizens, thus trprinciple of equity is
fulfilled. Government is also taking part in orgsetion of the Healthcare provision throt
financing the subsidies aimed to increase the #rqy of the intramural cooperation of differ:
institutions. These subsidies also errage the healthcare institutions to set up
organisational arrangements geared toward changmmsumer deman®*. However the

5 BorstEilers, E. (2002). Health Policy in the Netherla- A Balance between Containment and Expans

Health and Healthcare in the Netherlands. A CiitRslf-assessment of Dutch Experts in Medical and He

ScienciesE. Rooij (van), Kodner L.D, Rijsemus T and S.M&aarssen, Elsevier Gezondheids:: 17-22.
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Government tends to restrict its role in the priavioof the general healthcare services and gives
autonomy to the medical specialists and admintsat

To sum up we can say, that Dutch system of heaihprovision in general and child
oncology in particular, provides more freedom foe Medical community for self-regulation.
Role of government is restricted and market oftheale services exists.

2.2.2. General statistic on cancer diseases amornugldren

In general the number of children in the Nethertarsdquite stable. While in 1990 there
were 3 313 218 children the amount of children@0@is just slightly different — 3 384 745. The
number of the cases of the first diagnosis of carregjistered in Paediatric cancer hospitals in
2007, was 530 (children from 0 to 15), plus 70-b@dv cases of children 15-18 years old, that
are treated in adult hospitals. That brings usiéonumber 600 — 630 each y&ar

According to the Centraal Bureau Statetiek (CBSjcea is the major reason for child
mortality in the Netherland5among children 0-9 years old and second most canme&son of
death among children 0-15 years “BldUnfortunately due to the difference in the statis
formats the data on the number of deaths of cml@r&8 is impossible to find. Cancer in 2007 is
a reason of 85 child deaths. The most common reafsdeath among children 0-15 years old in
the Netherlands external causes of death (traffmdants, injury, poisoning, homicide etc).
External causes were reason for 105 child mortahit2007. Second most common reason is
cancer or neoplasm. Third most common reason ahgesmong children 0-15 years old are
diseases of nervous system, they resulted in SsleBhe forth place with a big scale difference
is occupied by diseases of blood circulation, whiahised 29 mortalitiés If we calculate the
percentage of deaths from cancer for 100 000 @nldive would see that it is just 2,5 deaths per
100 000 children. This number is considerably lottan the one in Russian Federation, where
cancer is the cause of 4,7 mortalities among 1@dblldren. It is worth mentioning that the
child mortality from neoplasm in the Netherlandsswanstantly decreasing since 1990, from
118 to 85 cases.

According to the medical statistics in the Netheds like in Russian Federation
Leukaemia (blood cancer) and tumours of the cenralous system are the most common types
of cancer among childréh Leukaemia is responsible for 25% of cancer casesours of the
central nervous system (brain) are at the secaamte@nd constitute 20% of cases. Third comes
lymph node cancer (Hodgkin's lymphoma and non-Hodglkymphoma) with 11% followed by
bone tumours 7% of cases and tumours of the sdf$ F&. Wilms-tumour (and other kidney
tumours) and neuroblastoma are even less commabrb#teach of cancer diagnosis in children
below 15 years old. The least common cancer typ#sei Netherlands are germ cell tumours and
retinoblastoma, which are responsible only for 384l cases of child cancer edthThe

*® Pieters, P. R. (2009). Interview on child canceatment in the Netherlands. Rotterdam.

*" The prenatal reasons are excluded

“8 Numbers provided for 2007.

9 General facts about Netherlands (2007). Retriéag 15, 2009 from CBS official web site. Web site:
http://www.cbs.nl/en-GB/menu/cijfers/default.htm

50 Appendix 1

*1 Kinderen en kanker (2008). Retrieved June 01, a8 KWF Kanker official web site. Web site:
http://www.kwfkankerbestrijding.nl/index.jsp?objett 15837
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statistics in the Netherlands are in line with Waald tendencies on the division of cancer cases,
which were identified by American Cancer Sociéty

As we can see the division of mortality reasonth@éNetherlands is similar to the one in
Russian Federation. However the number of deathd @@ 000 children differs considerably,
which underlines the problems of child oncologyRinssia.

2.2.3. Main problems of child oncology in the Nethiéands
Now let us discuss the situation in the areas, whiere shown as problematic in Russian
Federation. They were:

1. Problems connected with ineffective organisatiohedlthcare,
2. Problems, resulting from the lack of funds and roacfients,
3. Problems, resulting from the difference of standarfitreatment.

One of the reasons of ineffectiveness of the osgdiain of child oncology in Russia is
the lack of hospitals, which are providing the tme@nt and their unequal distributioim the
Netherlands right now there are 5 Paediatric OmpolBlospitals (in Groningen, Nijmegen,
Rotterdam and 2 in Amsterdam) and 2 Child Centfedenrogenic Stem Cell Transplantation
(in Utrecht and Leiden). The number of oncologyesaappearing each year is approximately
530°%, it means that annually there is around 100 p&tiper centre. Taking into consideration
the size of the country, the number of centres et position covers all necessities in the
sphere.

The problems with financing the treatment are @®diby the usage of the different
system of health insurance, with private insuratm®panies providing the payment directly to
the hospital without involvement of the governmehhe annual budget per one child with
oncology diseases is around 100 thousand Etinekich is totally covered by the insurance.

There is as well the problem of so called "orpteugs”. In the Netherlands there is a list
of orphan drugs. These drugs are called "orphaEuiope in general and in the Netherlands in
particularly, because the pharmaceutical industag Httle interest, under normal market
conditions, in developing and marketing productended for only a small number of patients
suffering from very rare conditiorts On the European level some steps were taken fiooira
the situation. In 2000 the EU Orphan regulation a@gpted. This regulation sets up the criteria
to designate orphan drugs and provides the lisinoéntives to encourage research and
development of the drug intended to treat rareadisg. The steps include such measures as 10-
year market exclusivity, protocol assistance, acdess to the Centralised Procedure for
Marketing Authorisation. However, still some of te#ective drugs are not registered in the
Netherlands, thus even though doctors know thatlthg is effective they cannot prescribe it.
But if there is any possibility to buy these druigscase they are vitally important and cannot be
substituted, the money is provided by the tredtiogpitaf®.

> American_Cancer_Society (2007). Cancer Facts aqut€%$. Atlanta, American Cancer Society.

*3 Only children from 0 to 15 are treated in the @l@incology Hospitals

> Only direct costs, excluding the price of the dimiy, electricity e.t.c

°° Orphan drugs strategy (2000). Retrieved May 009Z6om European Commission official web site. \iééb:
http://ec.europa.eu/health/ph_threats/non_com/6aren.htm

*® Henkel, J. (1999). "Orphan Drug Law Matures intedital Mainstay." FDA Consumer magazB®3).
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The problem with the inequality in the access talthcare does not exist in the
Netherlands. The country is small enough so evatiept can travel to any Oncology centre
within 3,5 hours. In most cases the Oncology Cethizé is the closest one to the patient's house
is selected, however if parents are not satisfigd the treatment in the Centre, the patient can
be transported freely to any other. In vast majaritcases the treatment starts to be provided to
the young patient within 24 hours after diagnosés \proven. No queues exist in child oncology
in the Netherlands unlike the situation in adukt@ogy.

In the Netherlands the importance of child pallatcare is understood. In the country
there are 4 hospices that provide care for thedaml that have no hope for being cured. Right
now in the country in general a lot of researchasg done on the improvement of the palliative
care for the terminally ill. The research and tlesgices themselves are funded through several
ways: by General practitioners, by the NGOs anddijonal and international research grants.

Despite the stable situation in the provision bé tchild cancer treatment in the
Netherlands, there is always room for improvemBight now the survival rate of the children
is around 75%, thus more fundamental research is necessaryctease the survival rate and
decrease the relevant risk of death for the smatilepts. The other direction for changes is
connected to the cost-effectiveness and cost-effayi of child oncology. In the Netherlands
right now there are 5 Paediatric Oncology Hospitald 2 Child Centres of Neurogenic Stem
Cell Transplantation. In this sphere in the Nethradbk there are 330 medical workers involved,
including 45 paediatric oncologists, 3 surgeonspne®iro-surgeons, and around 280 — 300
nurses®. The fact that these specialists are working féfleént centres results in additional
costs. Costs also occur at the phase of learnivg prcedures and protocols of illness
treatment. Cost reduction is one of the main prokleght now in the sphere. The plan of the
Dutch Child Oncology Group (DCOG) is to unite ahifd oncology help in one Centre, which
will be either part of the Adult Oncology Centre @rChild University Hospital. More details
about the project will be given in the Chapter whaeals with beliefs of different actors on child
oncology in the Netherlands.

Based on the presented information we can con§ldesh system of child oncology to
be more developed than in Russian. The mortaltgyisaconsiderably lower than one in Russian
Federation. However systems are considerably diftem two countries. In the Netherlands
more freedom is given to the Medical community gadients are more empowered. Based on
this information the research questions will benfolated and the research design will be
defined.

*’ Pieters, P. R. (2009). Interview on child canceatment in the Netherlands. Rotterdam.
%8 Information provided in Full-time workers
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2.3.Problem framework

In the first part of the present chaptehas beeriound out that irthe Russian Federation
child cancer is the second most common reason id chortalities in he country. The
researchers observe the constant increase in timbaruof cases of cancer among childi
However, little attention is paid to the problentsld oncology. According to the informatic
received from the online governmental and mediesaturces, child oncology was not includ
in the National Project Healthcare initiated by Bresident othe Russian Federation in 20C
Besides,nothing is said about the child cancer treatmergravement in the other Nation
Program Children of Russiwhich started in 2007. On the other hand, prophiaof disease
and preventive medicine in all spheres were caltexd main priority of the National Proje
Healthcare. As the result the increase of the igalaf general paediatricians was obsenn
20072008, while child oncologists lost their federahbs, which resulted in the loss of 15%
the salary. According to the data presented dutiveypress Conference Problems of C
Oncology, which took place in May 2008, the averagkary of chd oncologists was : 000
rouble per monthwhich is around 300 Eur

Figure 3. Causes of child mortality in Russia, 199+ 2006, (www.gks.ru).

m 1990 m 1995 2000 m 2005 m 2006

We can also find numerous statements about childigm cancer in difficult situatiol
because their parents cannot afford treatment agdication, or there are no beds in the ca
centres etc. More than 50 different charity orgatmss that help toind funds for child cance
treatment exist on the territory the Russian Federation.

Medical community and representatives of the Fddéwgthorities in the field o
healthcare state that most problems in the chiédtiheare derive from ineffective plning and
little attention, which in turn results in lack tihancial funds provided. It is worth mentioni
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that the Netherlands spends more money on headtitgieneral (percentage of Gross Domestic
Product). In 2006 3,6% of GDP were spent in Ruisidealthcare and sport facilities, while in
the Netherlands 6,1% of GDP was spent. Some addltstatistics on the % of GDP spent on
the Healthcare in some countries around the waitdle found in Appendix 5. As we can see
the amount of money spent on the healthcare iniRuisdower than majority of the European
countries, excluding the former Soviet republidse Tunds spent on the healthcare in general are
reflected, and child oncology is among the fieldattreceive the least attention and thus less
funds. However, the budget of the Russian Federatias in surplus last several years, money
were put in the Stabilisation Fund and Fund of FutGenerations, where it was just stored.
Instead money could have been spent on the develapohchild healthcare in general and child
oncology in particular. So the explanation of tliesgnt financial situation is not a satisfactory
one.

In the Netherlands, child cancer is also on thenmehild mortality reasons; the
percentage of kids dying from it is considerabhydn. Child oncology provides treatment which
Is successful in 70 to 75% of child cancer caselelLcharity is done through direct money
transaction for treatment provision.

So the origins of the problems of child oncologyRassia and in the Netherlands are
different. While in Russia most problems are coteetavith the lack of attention paid to child
oncology, which results in cuts of federal fundasthe Netherlands community is struggling to
make it more cost-efficient and effective. In theisBian Federation it is government's
responsibility to plan the healthcare provisiontfoe citizens. Often people not qualified enough
are involved in the planning of funds provision foealthcare sphere. This results in the
unpredictable and dangerous situation for the ptsjedelays in treatment, which can lead to
lethal consequences. In the Netherlands it is plesgy provide care for all children with cancer.
But the treatment provided is costly, thus the fbolgtes to decrease the cost of treatment are
being searched for.

If such problematic situation occurs the rationatidion-maker would be expected to act
in one of the 3 directions: prevention, treatmerd &acilitation of the negative consequences. In
the case of child oncology these 3 fields are: gment of the diagnostic methods,
improvement of treatment by investing in furthesearch and development of the palliative care
for the sick children. Then why so little is domethe field of child oncology in the Russian
Federation despite the constant complaints abaiésyineffectiveness and lack of funds from
both medical specialists and patients.

Can the situation be explained through not enoutgntgon paid by the state authorities
to the statistical data, or is it the result of tikerent priority settings by different stakeheid
within one system? The reasons for non-acting efRlussian government will be researched
upon. It is possible that weak position of somdedtalders and their inability to influence the
policy process is described by the cultural beladeut the system of child healthcare in general
and child oncology as part of it. Then the hypothekat cultural beliefs are influencing the
decision-making process in the policy field in Raswill be challenged. To prove that these
beliefs differ from system to system the cross-¢guoomparison between Dutch and Russian
beliefs will be made.
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Chapter 3. Theoretical framework

3.1. Background and research design

The present research will be done from the poini@k of interpretative policy analysis.
This approach takes into consideration the meanimgpiblic policy, which consist of values,
beliefs and feelings the actors have about thecpadisue are also shown through the policy
artefacts such as language, objects, acts and.sbhene is always a difference in the public
policy sphere between what actors think, what teay and what they are actually doing.
However to understand better the true meaningdstwe has for the actors not only beliefs
should be observed, but the objects and artefaciset®.

The main focus of the research is the differenndsaming of the policy issues by different
actors and the possibility that such differencesiltein problems in implementation of policy
decisions. Thus the attention will be drawn to filaening theory and the way agenda setting is
connected with the policy implementation artefaatd policy objects.

The research of policy beliefs will be based ontit@ main theories.
e Cultural theory
e Advocacy coalition framework

These theories will be used to detect the diffezenia policy approach to the child cancer
treatment in different countries and by differetegkeholders. First, the central stakeholders in
each country will be detected through stakeholdwlysis. Then after combination of the
theories named above we would be able to deteciptéeailing views on the child cancer
treatment held by different groups of stakeholdBased on this analysis we would be able to
say how different the Russian vision and the frareed in the Netherlands are. It will be also
possible to detect some common features in thegsamed by the two parties.

3.2. Framing

The idea of thinking in terms of frames appearethi field of public policy in 1970s
and 1980s. It was used to provide a «discourseth@fpublic policy analysis. Frames are
believed to be different ways of formulating, sttuang and viewing the problems by different
stakeholders. Frames are tools to construct thendayy around the reality that is viewed
similarly by a group of actors or a commufifty

Frame was defined by Marvin Minsky in 1978 as «ati@aar way of representing
knowledge$', later W. Gamson introduced the term «packagimgrich defines a special type

**Yanow, D., Ed. (2000). Conducting interpretativdigoanalysis Sage University Papers Series on qualitative
research methods. Thousand Oaks, CA: Sage.
% parsons, W. (2002). "From Muddling Through to Miinigi Up - Evidence Based Policy Making and the
Modernisation of British Government." Public Poliagd Administratiori7(3): 43-60.
®1 Rein, M., & Schén, D. (1993). Reframing Policy Edsirse. In F. Fischer & J. Forester (Eds.), Theufrgntative
Turn in Policy Analysis and Planning (pp. 145-143yrham: Duke University Press.
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of framing — «the process by which a central orgiagi idea, a frame, is embodied in a policy
position that is then expressed through such caidgsymbols as metaphors and slog&ns»

One of the major works on the topic of reframingublic policy isReframingby Schon
and Rein, published in 1993. The idea of ratiopadiis stated there. According to their vision
rationality is not the prerogative of the state a&axgerts to decide about what is rational, but
government together with «lay» people, who may lthfferent perspective, «frame».

In the works of Baldwin and Kohler it is possibte find the common hypothesis that
there were several different frames in healthcargurope in general and in child healthcare in
particular. They argue that because of the shiffrarthes the priorities in the national policy-
making were changing over time. For example inttbek Disease and democrady Balwirf>
provides vision of different approaches to treatinodrpeople with AIDS. The author states that
in the beginning HIV positive people were seen hg policy-makers as trouble-makers,
representatives of the marginal parts of sociesy Were potentially dangerous for the common
wealth. Thus often sick people were forced to reedreatment and the process of treatment
could be violating their rights. However, the mdthne illness spread the more liberal approaches
started to be used by policy-makers. More attensi@anted to be paid to the prevention of the
illness and making people responsible not onlytf@ir own health, but also for the state of
health of othef$. Nowadays, according to Lennart Kohler healthdarén the stage when
preliminary concern is search for new knowledge seassertion of such principles, that were
used in the past, as prevention, protection anchptiorf>. In the work of Baldwin we can find a
proof of ability of policy-makers to shape the pglissues.

Gusfield®(Gusfield 1981) was the one who tried to constthet theory that combined
the framing of policy problems and the cultural dimsion. He provided the structure of policy
problems. Using the example of the problem of drdnkers in the U.S.A. Gusfield showed that
each problem can be characterised by the followiaments:

* Problem ownership or who is the one defining thebf@m situation;
» Causality or what causes and consequences ofttlatign are publicly exposed;
« Accountability or who is the one responsible fovaw the problerfy’.

However Gusfield's study can be appreciated fowighog concept of the problem,
however his work is based on only one real lifeneple: drinking-driving problem in only one
of the regions of U.S.A. Sometime after Gusfild@rkvthe cultural theory became popular.

%2 Rein, M., & Schén, D. (1993). Reframing Policy &dsirse. In F. Fischer & J. Forester (Eds.), TheuArgntative
Turn in Policy Analysis and Planning (pp. 150-1@8)wham: Duke University Press.

%3 Baldwin, P. (2005). Disease and Democracy: thastréhlized world faces AIDSBerkley and Los Angeles,
University of California Press.

* Ibid.

%5 Kohler, L. (1998). "Child public health: A new tis$or child health workers." Eur J Public Hea3): 253-255.
% Gusfield, J. (1981). The Culture of public probtemirinking-driving and the symbolic orde2hicago and
London, The University of Chicago Press.

*" Ibid.
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3.3. Agenda setting

3.3.1. Cultural theory
Mary Douglas was the one who formulated the cultdih@ory in 1992. She was

developing the theory of risk perception, whictbased on the belief that people belonging to
some cultures are prepared to take higher risks théir lives and those of others, than in other
cultures. M. Douglas explains it not through psyobal reasons, but through the influence of
the community and the cultural aspects. This wasiegh in such works as «Risk and blame:
Essays in cultural theory» by Mary Doudfaand «The self as risk taker: a cultural theory of
contagion in relation to AIDS» by Mary Douglas avidrcel CalveZ.

In the work of R. Hopp®@ two approaches to cultural theory are mentioméiitudinal
and inclusive. Attitudinal approach sees culturesately mental product, while inclusive
approach precepts culture as combination of typesoeial relations, cultural bias and
behavioural stratedy. In the present work the inclusive vision of cuitwill be applied.

In her works Mary Douglas identifies four categera cultures that can have influence
on the policy-making process. They are: Network kagr hierarchy, egalitarism and zero-
network. Before moving to the next theory thatang to be used in the present research let us
define quickly main features of these cultures.

Network market (Individualists culture) is characterized by higdlue of functional and
strategic rationality combined with many possik@bktfor negotiation. The structure of systems in
such cultures can be described as a strategim@li@merging around common agendas or
mutual advantage, which is acting through collectetions. There is low dependance from the
group, memebrs of the culture project institutiodaimains of the market on the social network
relations. Systems in such cultures are not ststilectures established by high authorities, but
they tend to change according to the needs and rismaf the actofé. In the system not all
stakeholders have valuable resources and thuslinetaiieholders have equal power in the
decision-making process. In the networking culturewever, the number of actors is not
restricted by the access to the political poweerehis diversity of participants in the policy-
making process. In the Network market independetitypmakers express "concerns” about
"threats", which have to be avoided, rather thénahout goals, which need to be reactieds
policy instruments such policy-makers prefer inceatal changes.

Hierarchical culture also gives high values to the functional ratiayalibut also
underlines an importance of analytic rationalityasl. The structure of systems in such cultures
can be described like a well-defined division ofweo, authority and responsibility among
actors, represented by standardized proceduresadvances bureaucracy is of high value as the
best way of organizing the processes in the sysfidm. main idea is that division of labour

% Douglas, M. (1994). Risk and blame: essays irucaltheory Routledge.

%9 Mary Douglas, M. C. (1990). "The self as risk talecultural theory of contagion in relation toD'8." The

Sociological RevievB8(3): 445-464.

;i Hoppe, R. (2002). "Cultures of Public Policy Peyhk." Journal of Comparative Policy Analy4is305-326.
Ibid.

2 paron, W. (1987). "Choosing Preferences by Consitig Institutions: A Cultural Theory of Preference

Formation." The American Political Science Revigifl): 4-21.

" Hoppe, R. (2002). "Cultures of Public Policy Pevhb." Journal of Comparative Policy Analy4is305-326.
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among experts in different fields will produce kettesults in analyzing situations, in short: all
problems should be structured before solutionst $tarbe worked upon. Decision-making
process is concentrated at the top of the hierarBloyicy-makers in such culture prefer to
structure any problem by breaking it into solvapieces. Any problem is visioned more from
the interventionist perspective and governmentebebed to be the one incontrol over the
situatior{*.

Egalitarian culture (Enclavists) states that rationality is a communicative processit

is a matter of communication and persuasion. Thetsire of the systems in such culture can be
described like an existence through a long-lastongperation or\and conflict between two

parties: «us» and «them» and equal opportunitidsesponsibilities of actors within the system.

These systems are usually closed ones; all isswesodved by the actors within the system

without help form outside. Goals are put for thenowunity and all resources are united in order
to reach that goal. Policy issues are framed ablgms of redistributive justice and fairness

within the group. Policy-makers in such culturefereo be seen as defenders of the weak.

Last category of cultures is zenetworking (isolates, fatalists) In such culture
gambling rationality is used. Actors believe thelwsg to be outcasts. Systems in such culture
simply do not exist due to the belief that any deci-making is senseless and actors are
reluctant to impose any definitive framing on algem. The main goal of supporters of such
culture is surviving. There are two main visiongle# policy-field by the fatalists:

» either total anarchy and absence of any contralplgeneed to fight for their own
survival and nobody is going to help to improve shtaation;

» or tyranny in the field. Everything is run by somdl's evil tyrannical will. That
is why lay people can do nothing to improve thaatibn.

To sum up the cultures can be described as conservaierarchy, egalitarian,
competitive individualism and back water isolates fatalists. According to R. Hoppe the
following most can be applied for the cultures. imdlalists: «Let's make things better»,
Hierarchists: «Structure it!», enclavists: «lt's t néair!», isolates: «Surviving without
resistance!%.

After a short description of main cultures propobgdViary Douglas, it is important to
state that it is hard to find pure representatieésthese cultures. We can speak about
predominance of one culture over the other in yis¢esn though.

3.3.2. Model of policy belief systems

For the present work only part of the Advocacy ttmed framework, which is connected
with the different levels of policy beliefs, is gg to be used. All information relevant to the
topic would be divided into parts in accordancenitis level of generalization: deep core beliefs,
policy core beliefs, secondary beliefs.

74 .
Ibid.
S Hoppe, R. (2010). The Governance of Problems. Puzzling, Powering, and Participation. Bristol, The Policy Press
(in press).
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Deep core beliefs involve the most general belafeut the surrounding world; they
reflect the norms and values of the person, graugooiety in general. Such beliefs tend to be
stable and have only incremental changes througé. ffo change them a considerable internal
or external shock is need8dHowever these deep beliefs may have a strongenéle on the
type of policy used to tackle certain problems. fi¢esthe fact that core beliefs have strong
influence on the choice of the policy actions, tlag not going to be studied in this work,
because they are general and universal.

Policy core beliefs concern more the values andefsebf the agents about the policy
field. Such beliefs can be called applications eémi core beliefs to the field of actién Such
policy beliefs correspond with deep core belietstleey are influenced by the latter. Policy core
beliefs require considerable efforts and shockdeochanged. Definition of the problem,
identification of social groups that welfare is mamportant, basic choices of instruments can be
considered as policy core beli{R.Schlaepfer 2001). Combined with public memorgyth
define what kind of policy will be adopted and agteon. For example, in Balwin's book
Disease and Democracy, the difference of policiegatds AIDS epidemic depending on the
historical background of fighting other epidemissiescribed because that influenced the policy
beliefs of agents in extreme situation of fightiagainst AIDS’. Thus we can see that policy
core beliefs are reflection of frames used in potecision-making. It is also true, that frames
and beliefs about the policy issue differ in diffiet social groups and the beliefs of the most
influential one are reflected in the national pplic

The third level of generalization is secondary dfsli These beliefs are narrow and
concern administrative rules, budgetary allocatiogtatutory interpretation and revision,
program performance and seriousness of the préhlent is argued that all beliefs show
decreasing resistance to external changes, segobdkefs are easier to change than deep core
belief$?, thus they become reason of negotiations and mhjépolitical process.

In the present work, policy beliefs on child canteatment will be analysed. For the
analysis we would use the table which combinesedfit cultural models described by M.
Douglas and different levels of policy beliefs. Sivisions of the policy core beliefs are adopted
from the work of Schlaepfer, C. E. R. (2001). "gvocacy coalition framework: application to
the policy process for the development of forestiftgation in Swedef™. In the article the
policy beliefs of coalitions in the sphere of fdrdegislation are analysed. Schlaepfer
distinguishes the following components of core @obeliefs:

’® Sabatier, P. A. and C. M. Weible (2007). The Adwyc@oalition Framework: Innovations and Clarificats
Westview press.
" Ibid.
% Ibid.
" R.Schlaepfer, C. E. (2001). "The advocacy coalifamework: application to the policy processtfe
development of forest certification in Sweden." rhal of European Public Polid(4): 642-661(20).
8 Baldwin, P. (2005). Disease and Democracy: thastréhlized world faces AIDSBerkley and Los Angeles,
University of California Press.
81 R.Schlaepfer, C. E. (2001). "The advocacy coalifamework: application to the policy processtfee
development of forest certification in Sweden." i@l of European Public Polid(4): 642-661(20).
8 K ubler, D. (2001). "Understanding policy changiéwihe advocacy coalition framework: an applicatio Swiss
drug policy." Ibid.: 623—641.
8 Elliott, C. and R. Schlaepfer (2001). "The advgoasalition framework: application to the policyogess for the
development of forest certification in Sweden.'dlbi642-661(20).
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Definition of the problem;

Identification of social groups whose welfare issneritical,

Orientation on substantive policy conflicts;

Basic choices concerning policy instruments;

Desirability of participation by various segmentsaociety;

Ability of society to solve problems in this polieyea.

The secondary believes Schlaepfer analyses throumgiparison of the following points:

ogabhwnE

1. Decisions concerning administrative rules, budge#dliocations, statutory interpretation

and revision;

2. Information concerning programme performance, seness of the problem etc.

To conduct the analysis the characteristic featunésdifferent cultures should be
distinguished. Thus the table will be used. Hortatin different cultures will be presented and
vertically the subdivisions of policy core belietsll be put. On the crossing of cultural system
and policy core beliefs sub point the expectatansut the situation can be found.

However for the present analysis not all the pailefsned by Schalaepfer will be used. In the
policy core beliefs definition of problem given Different stakeholders will be discussed in the
first place. The way the problem is presented Iffeidint stakeholders will give us the mapping
of the stakeholder groups holding different cultdraliefs. Next, identification of social groups
whose welfare is most crucial in the sphere ofcchiéalthcare will be done. This will help us to
map the priorities both in general child healthcamd child oncology. After that the description
of desirable policy instruments will be providedndithe final point of analysis in the policy
core beliefs will be desirability of participatiaf different segments of society as reflection of
the limitations on participation of stakeholders.

As a result we can observe the different traits @ possibly be found in different
systems of healthcare, depending on the culturaetgominating in the country.
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Table 5.Main assumptions about beliefs in different culture(about child cancer treatment)

for
tis

uld

ould
but

Policy core belief§" Network Market Hierarchy
1. Definition of the problem 1. We need to cooperate in order to make treatme 1. We need to make some research in order
cancer more effective government to decide which model of treatmer
better
2. ldentification of  social 2. Representatives of all interest groups, that pss 2. Children, because it is their interests that shc
groups whose welfare is knowledge be protected
most critical
3. Basic choices concerning 3. Preference for incentives and communication to 3. Preference for more use of regulatory tools
policy instruments
4. Desirability of participation 4. More public participation is necessary. For exan| 4= Governmental agencies are the ones, who sh
by various segments of NGOs should have opportunity to advise have final say in what happens in the country,
society decision-makers. the public can still be informed
Secondary beliefs
1. Decisions concerning 1. Legislation should be constantly revise 1. Legislation provides adequate basis for health
administrative rules, knowledge is constantly changing, budget system, budget articles stable
budgetary allocations, depending on the result

statutory interpretation and
revision

care

 Ibid.
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we

ple

Policy core belief§® Egalitarism Zero-Network

1. Definition of the problem 1. We need to modify our system, which is now be 1. Healthcare is not working, but there is nothing

than the others in order to increase equality can do about it

2. ldentification of  social 2. All «our» people are equal, equal access 2. Only individual, do not care about others
groups whose welfare is everybody even if we are all equally poor.
most critical

3. Basic choices concerning 3. Unite in small local units to solve local problen 3. Nothing, policy cannot solve anything. So peo
policy instruments Together we can solve it. need to try to solve their own probler

themselves.

4. Desirability of participation 4. Everybody that wants can participate, but nob
by various segments of 4. All members of community should participate is interested. People accept their own fate.
society reaching effective system, but only those from

community
Secondary beliefs
1. Decisions concerning 1. Legislation should first and foremost ensure ec 1. Legislation is provided by the high authoriti¢

administrative rules,
budgetary allocations,
statutory interpretation and
revision

access to healthcare for members of commu
Budget should cover inequalities.

We cannot influence neither it, nor budget.

2S.

8 Schlaepfer, C. E. R. (2001). "The advocacy caaliframework: application to the policy process thoe development of forest certification in Swetielaurnal of European

Public Policy8(4): 642-661(20).

34




Chapter 4. Policy beliefs about child oncology

A first step towards accomplishing the proposedeaesh would be stakeholders’
detection and mapping. This is needed to specity dlotors, whose beliefs are actually
influencing the situation, but it will also help @mpirical detection of patterns of interaction and
possibilities for conflict®. «Stakeholder analysis can be defined as an agiprdar
understanding a system by identifying the key actorstakeholders in the system, and assessing
their respective interest in that sysfém

The changed definition of stakeholders providedriseman is going to be the basic one:
«A stakeholder in an organization is (by definiji@amy group or individual who can affect or is
affected by the achievement of the organizatiohjsatives$®. A stakeholder in policy process
is any group or individual who can affect or iseatied by the decision-making and policy
implementation process.

In the present work the theory presented by Roralitchel et.af® will be used to
define the main stakeholders in the sphere of datalacer treatment. According to this theory,
stakeholders may be categorized by three majobatids:

1. Power to influence the policy process
2. Legitimacy of the stakeholder's relation to thegess
3. Urgency of stakeholder's claims
According to the possession of these attributestalleholders are divided in 8 categories:
1. Definitive stakeholders — possess all three attieibu
2. Dominant stakeholders — possess power and legiyimac
3. Dependent stakeholders can be categorized byrtegiti and urgency,
4. Dangerous stakeholders possess power and urgency,
5. Dormant ones have just power,
6. Discretionary stakeholders have only legitimacy,
7. Demanding — only urgency,
8. Non-stakeholders — possess none of the attributes.

Different authors propose different list of stakieleos participating in the policy process in
the field of healthcare. However it is agreed ttakeholders can be divided in 2 main groups.
Actors involved directly into provision of healthheawhich include providers of healthcare and

8 Grimble and Wellard 1996; Engel 1997; Réling andg&makers 1998
87 Grimble et al. 1995, pp. 3-4
8 Freeman, R. E. (1984). Strategic Management: Besialder approactBoston, Pitman.
8 Mitchell, R. K., B. R. Agle, et al. (1997). "Towha Theory of Stakeholder Identification and SaleerDefining
the Principle of Who and What Really Counts." Theademy of Management Revie#(4): 853-886.
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patients; and those not involved, which include egamental bodies, charity organisations,
insurers and pharmaceuticals. The division carepeesented in the following way:

Figure 4. Mapping of main stakeholders in the healtcare, (Gooijer 2007)

political areng

patient

provider

The stakeholders in blue frame are the ones ubidte group Side organisations. On the basis
of this figure the following list can be made:

1. Actors involved directly into provision of healthrea
Providers of healthcare:

* Polyclinics/ primary care institutions;

* Secondary health institutions;

» Doctors and medical staff, professional association
Patients:

* Children, parents and parent organisations.

2. Actors not involved directly in service provisiBrican be subdivided according to
possession of legislative power):

* Insurance companies

* Pharmaceutical companies\ providers of equipment;

* International/national non-profit organisationsc(ircharity);
* Governmental bodies.

This general list is going to be modified in ac@rde with the real-life situation in the exact
country.

90 . . .
Do not provide or recieve healthcare services
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4.1. Russian Federation

4.1.1. Stakeholder analysis
To begin with the main groups of stakeholders #@natconnected with the process of
policy formulation and implementation in the fietichild cancer treatment will be defined.

1. Actors involved directly into provision of healthrea
a. Providers,
b. Patients.
2. Side organisations:
a. With legislative power,
b. Without direct legislative power.

Providers of healthcare in Russian situationwill be divided into the 2 levels: the
primary level, where cancer is detected, and thers#ary level, where the cancer is treated. On
the secondary level we should distinguish the Faddamd regional hospitals due the different
funding system and position in the systérThus we have 3 stakeholdepsimary healthcare
institutions for children (polyclinics),Federal secondary healthcare institutions for childen
(research hospitals, university hospitas)d general secondary healthcare institutions
(general hospitals that have departments for caneatment).

Patientsin our case are represented bydh#dren with cancer and their parents

Side organisations can be first divided into 2 main groups: the orpssessing
legislative power and the ones without it.

Legislative power in healthcare belongs to govemtadeorganisations. They can be
divided into 3 levels: Federal, regional and lodaderal authorities are represented by the
Ministry of healthcare of Russian FederationandPresident of Russian FederationRegional
authorities are represented by t@evernors of the regionsand regional departments of
healthcare Local authorities are represented by the memiwérdocal Administration
responsible for healthcare provision. Due to thet fdhat national policy on child cancer
treatment is the topic of the present researchy é¢tdderal authorities will be taken as
stakeholders.

Organisations without direct legislative power d¢analso divided into 2 groups: profit
and non-profit organisations. Profit organisationslude private insurers, pharmaceuticals
andprivate clinics. Non-profit organisations are the mostharity organisations.

Thus the following list of possible stakeholdersalved in the process of healthcare
provision for the children with cancer can be fodne

* Providers of healthcare
o Polyclinics,
o Research hospitals,
o General hospitals,
o Community of Medical doctors in the sphere of onggl

%1 Federal hospitals are believed to posses moremitvae the regional ones.
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* Receptionists
o Children with cancer + their parents.
e Side organisations
0 Ministry of Health,
President of Russian Federation,
Pharmaceuticals,
Private insurers,
Private clinics,
Charity non-profit organisations.

O O O O O

For us the main stakeholders, whose belief systeithbe analysed, are going to be only
definitive, dominant, dependent and dangerous dBggower the ability to change situation
with healthcare provision is assumed, legitimacwhether participation in cancer treatment
provision is legitimised. Urgency defines whethtakeholder has a need for changes in the
system.

Table 6. Stakeholders in System of child healthcarna Russia

Stakeholder Power| Legitimacy Urgengy Type of
stakeholder

* Providers of healthcare

o Polyclinics, - - +/- Demanding
o0 Research hospitals - + + Dependent
o General hospitals - + +/- Dependant

discretionary

o Community of Medical -/+ + + Definitive/
doctors in the sphere of Dependent
oncology

* Receptionists

o Children with cancer + | -/+ + + Definitive/
their parents dependant

e Side organisations

0 Ministry of Health + + - Dominant

0 President of Russian + + - Dominant
Federation

o Private clinics - - - Non-

stakeholder

o Pharmaceuticals + - - Dormant
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o Private insurers - - - Non-
stakeholder

o Charity non-profit +/- + + Definitive/
organisations dependant

After stakeholder mapping, we have the final bdtthe stakeholders, whose belief
systems will be analysed:

* Federal authorities (President, Parliament, Mipisfrhealth);

e Medical community (Research Hospitals, communitynefdical doctors);

« Charity non-profit organisations, children with canand their parerits

4.1.2.Policy core beliefs

In this part of the work the core policy beliefstloe key groups of stakeholders identified
above will be discussed. The key points that aremggdéo be discussed are the following:
definition of the problem, identification of socigitoups whose welfare is most critical, basic
choices concerning policy instruments and desitgkf participation by various segments of
society.

4.1.2.1. Definition of the problem

In this chapter the frame, through which the sitratvith child cancer treatment is seen
by the different actors in the system of policyni@tion, will be discussed.

First the definition of the situation given by tloéficials will be identified. In 2006
several Priority National Programs were startedhgypresident of Russian Federation V. Putin
and the Government of Russian Federation. Oneeoh#tional programs was aimed to increase
the efficiency and effectiveness of the nationasteyn of healthcare and to ensure the
development of the new methods of prevention aoglpractics. The Program is targeted also
on improvement of quality of healthcare for childr&pecial parts of the Program designed to
fight against AIDS, tuberculosis, infectious dissmsHowever the child oncology is left asitle
This is also noted by Michail Davidov, the directdrN. N. Blokhin Cancer Research Centre of
Russian of Academy of Medical Science, during theference on problems of child oncology
in Russia held in Moscow on 15 February 2007. Héestthat nowadays child oncology is not
seen by the authorities as the prior field for@tdi though in Russian Federation according to
the Federal Centre of Statistics, oncology is #@ad most common reason of mortality among
children after accident’

The list of priority issues reflected in the PrigrNational Program shows the priorities
in the Russian System of healthcare. The list ifsfimbe priorities in the child healthcare is
defined by the causes of mortality: external causefectious diseases, tumours, blood
circulation diseases, endocrine system failuregeddive system failures, urogenital system
diseases. If we see the text of the Priority NatidProgram, out of these causes only infectious
diseases and external causes of death are mentibimesl we can state that public health issues

%2 The believes or non-profit organisations are similar to the ones of patients due to the fact that patients and their
parents are usually members of such organisations.

“National Program Healthcare (2006). Retrieved May 15, 2009 from Priority National Projects of Russia Official
web site. Web site: http://national.invur.ru/index.php?id=116

* Surinov A.E., O.1. Antonova, et al. (2007). Health care in Russia. Moscow, Federal Agency of the Governmental
Statistics (RosStat): 355.
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are being priorities and attention is mainly paidhe socially important, transmittable diseases.
This can be reflection of the cultural frame hejdthe federal authorities towards the healthcare
provision that can be inherited from the healthcystem of the Soviet era.

However the problem is not denied by the represeeta of the Federal research
universities and instituteddedical workers are searching for any opportunity to manifest the
difficult situation with child cancer treatment Russia. The problem of child oncology is
defined in scientific and public articles as the dmat should be solved by the government due to
the fact that «present system is ineffectfeAs it is stated by Michail Davidov, in the curten
situation the Centre has to take care not onlyathe research being done and the treatment of
young patients, but also providing place for pageatlive in, provide food not only for children,
but also for those, who are taking care of thenother words the curing and service functions
of the Centre are mixed. Financial funds for aldtions are taken from the limited budget
provided from the Federal Budget.

Positions of parents and NGOs are close to thetiposof the representatives of the
hospitals. The system is not effective because afiothildren are receiving the necessary
treatment. However the position of parents is nfatalist like. They are assuming that there is
nothing that can be done to change the systemjftijas want to survive you need to depend on
the other citizens, that may help you in difficsiliuation. That is why right now on the web-site
V-Kontakte (Russian analogue of Hyves) there armany groups and mailings, asking for help
with treatment of cancét

Now let us summarize the visions of the problendifigrent stakeholders.

» Authoritiesare denying the importance of the problénthing more than promises is
done in the field by thenThe priority in the sphere of child healthcare ¢ called
public health, incl. infectious diseases and pr@vaninstead of treatment. This is
proved by the additional funds issued for thesep@ses annually in the budget of
Russian FederatiSh Such approach can be explained through path depew
between the healthcare approach in USSR and prédesgian vision of role of
healthcare system. Among the peculiarities of thei€d system of healthcare we can
name the special attention to preventive medicime @rophylactics of the infectious
disease®. The path dependency is also traced through tfieitien of main problems
in Healthcare system in the USSR and in Russiaerfaédn. Rowland and Telyukov in
their work point out that Soviet healthcare wasgpkd by «chronic underfunding,
antiquated and deteriorating facilities, inadequaupplies and outmoded equipment,
poor morale and few incentives for health care wmk and consumer
dissatisfactiofr», the same is said about the present situdfioHowever, government
is continuously trying to use their power to prevéssue of ineffective healthcare

% Minkevich, G. (2007). Interview on failures in ahihealthcare. G. Lyashenko. Moscow, www.gzt3u

% This is not typical only for child cancer, but ftancer of all age groups

" Budget of Russian Federation for Healthcare f{gtD5). Retrieved June 16, 2009 from BudgetaryeSysif

Russian Federation official web site. Web site:

http://www.budgetrf.ru/dbfree/VedBudget2003/secphg@?action=show&id=1236&forwardto=&maxid=2955

% Rowland, D. and A. V. Telyukov (1991). "Soviet ibaare from two perspectives." Health Af)(3): 71-86.,
Schultz, D. S. and M. P. Rafferty (1990). V&b health care and perestroika.” Am J Public HeB(2): 193-

197.

% Rowland, D. and A. V. Telyukov (1991). "Soviet hibaare from two perspectives." Health Af)(3): 71-86.

10 Byrger, E. J., Jr., M. G. Field, et al. (1998)tdi assurance to insurance in Russian health tr@roblematic

transition.”" Am J Public Healt88(5): 755-758.
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system from appearance on the national policy ar€ha vision of problem held by
authorities can be characterised tasrarchical\egalitarian one. The Government
knows better, all citizens are equal for the gowesnt.

» Definition of the problem by thmedical communitgan be summarized akhe system
of Healthcare in the sphere of child oncology ighti now not effective. Government
cannot provide necessary finances to provide treatmo all children in need. The
changes in system are desirable to increase effigigmprove communication and task
division. Here we can also find traits of path dependenayesSthe USSR era there is
common belief that government is responsible tovipe all necessary healthcare
treatment for free. The new insurance system isfulgt understood and accepted by
the citizens. By the words of Simon Kordonsky, prof Public administration
department of the Higher School of Economics, d&remt of President Putin, this may
happen because citizens themselves do not trathefemoney to the insurers; this is
done without direct citizen participation. Thus,opke get an illusion of «free
healthcare¥™. As the result of this misconception both patientd medical community
blame the government and the system. We can obsbevalemoralisation of the
medical community by the government through undgrgnt. Because of that, medical
specialists do not believe themselves to be ablehtnge anything and hope for
authorities to solve all problems. This vision dae described as mixture &fatalist
and Hierarchical cultures.

« NGOs and parents do believe that the problem eXisisever they do not believe that
intervention of the authorities can change it. Thusir vision of the problem can be
defined as: We need treatment and money for tHdrehi Government should provide
it, but it does not, thus we need to help ourselVés need to raise money for our
children. Here the misconception of the problem lsaseen. NGOs and parents believe
that provision of more funds can solve the probtdrmeffective treatment provision in
the field of child oncology. However this is a rar vision of the situation, these
stakeholders do not take the problem of medicabgel training, research and
bureaucratic procedures into consideration. Theyhatding the same vision as medical
community, that government should provide freettnest to all patients. Because the
beliefs of patients are similiar to ones of the rmaldcommunity prevailing oFatalist
and Hierarchical cultures can be observed.

4.1.2.2. ldentification of social groups whose welfareis most critical

In this part of the work social groups whose welfégs most crucial both in system of
child healthcare in general and in child oncolagyparticular will be discussed.

First we will try to identify the priority group inhild healthcare according to the point of
view of Federal Authorities. Texts of Priority Naial programs «Health» and «Children of
Russia» will be analysed. In the program «ChildoérRussia» there is a project «Healthy
generation» in which problems of child healthcareRiussia are discussed and solutions are
proposed. It is important to note, that aims offihgects are, as stated:

1. Prophylactics and reduction of morbidity among atah;

2. Reduction of mortality among newborns and mothers;
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3. Preservation of gene-fund of Russian Federatign

4. Propaganda of healthy lifestyle as prophylacticsloésses.

The main factors according to which cli&hlthcare status is analysed are:

1. Infant mortality during the first year of life;

2. Mortality of children 0-4 years old;

3. Number of handicapped children at age 0 to 14.

After analysing the aims and events stated in tagoNal project «Healthy generation», it
is possible to state that the prioritised groughi@ sphere of child healthcare is infants 0 — 4
years old and their mothers. However if we wanfibol out the disease to which the most
attention is paid we can name diseases of digestiseem and diseases of reproductive organs.
These are the ones that according to the concepeqgfroject require additional attention. This
however does not fully correspond with the ranksmairtality reasons among children and
young adolescents.

For other stakeholders it is hard to define the romm priority group, it can be said that
for doctors their patients are the most importdihe same can be said about the parents. In the
NGO sector is very broad, however on the web-ditdt® Union of Charitable organisations of
Russia, the main attention is paid to children wihcer, handicapped and homeless chifdfen

After defining the general priority groups in chilekalthcare, priorities in the field of
child oncology will be researched upon. It is conmnkmowledge that the main social group in
any intervention in the policy on child cancer treant would be children that were diagnosed
with oncologic diseases. According to the texthsd Russian Federal program «Oncology» in
the part «Child oncology$® the main aims of the interventions in the sphdrehild cancer
treatment in Russia are the following: Provisioraf federal and regional funding to the system
of specialised medical institutions and provisidnath the necessary sub institutions with the
modern equipment and technological supplies toedese the mortality rate, decrease the number
of people becoming handicapped and to increaseqtladity of life of the children and
adolescents, sick with oncology diseases

Despite the fact, that children and adolescents@nsidered to be the main social group,
whose interests are to be protected in first in#athe group of medical workers, dealing with
such children, is also considered as an importaat i the description of the Federal program
«Oncology» one of the tasks of the program is t@rowe the system of education and
postgraduate education of the medical personnethat working with children and adolescents
diagnosed with oncology diseases. This vision mroon for all stakeholders.

Representatives of the medical and research contynarr@ pointing out the necessity of
lowering the level of inequality in the accesstie Medicare. The inequality happens due to the
size of the country and little number of the ingtdns professionally dealing with cancer
treatment among children.

It is important to note that according to the datdlected from the web site of Union of
Charitable organisations of Russia, during thestdry they collected money for 224 children. If
all the children are divided into age groups thesihiwlp was provided to children 11-15 years
old. According to the Federal Bureau of statist€skussian Federation, the number of cancer
cases among children below 14 is twice as big asteu of cancer cases among children of 15
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to 19 years oftf* However no information could be found about diisof cases inside these
age groups. Thus such division could be either igiigbriority in the field of child cancer, or
reflection of the actual situation in the field.

Table 7. Division of children benefited from chariy since 2005http://www.sbornet.cony/

Age group 0-5 6-10 11-15 16 and higher
Number of 65 50 95 14
children

To sum up it is possible to state tleaildren and adolescents diagnosed with oncology
disease are considered to be the social group whadfare is most crucial in the field of child
oncology®. However analysis of the national policy in thedief child healthcare showed that
child oncology is off the list of priorities madg the Federal government.

4.1.2.3. Basic choices concerning policy instruments

Any government tends to represent all policy issagsstructured problems and thus
facilitate the task of solving’®. However, such actions may bring in the mistak@&rdf type:
solving the wrong problem. In the case of child@ogy Government does not accept the fact
that child oncology in Russia is a problem. Thuscae talk about execution of the 2nd and third
faces of power connected with non-decision makimghie policy field and shaping of the
priority list. That why recently a lot is said akozhild mortality in general and the need for
development of more effective system of prophytacBovernment is trying to solve an issue of
high number of child deaths by trying to preverd tlnesses without changing the system of
treatment provision. Also we can find no specifimas on which illnesses actually need to be
prevented. In general the whole text of the prog@mbDevelopment of Child healthcare is
poorly written with specification of goals, methadsachieve them and steps that are going to be
taken to achieve each goal. Some critics pointlmattthe program was written just to justify the
budgetary expenditures, not to achieve the ré8llts

In the scientific and medical community problems tbé Russian system of child
oncology healthcare are usually told to be conmktiethe lack of funds for provision of the
modern treatments and medications. As was said kagivir Polyakov, the main child
oncologist of Russian Federation: "not a singléesita the world, even the richest one, does not
provide 100% financing of cancer treatment of itzens, however the money that we receive
per one sick child is not enough even for half loé treatment. More intervention of the
government is needed® Some representatives of medical specilists nthtat they are

1%41n 2006 among children 0-14 were registered 2ekter cases, for group 15-19 only 1 661 casémisame
year.

195 \while World Cancer research centre and Americatitlrite for Cancer research state the necessitgrufer
prevention, which brings in the group of healthijldrien as important social group

1% Hoppe, R. (1993). Political Judgement and thedydliycle: The case of Ethnisity Policy Argumentshia
Netherlands. The argumentative turn in Policy Aselyand planning

J. F. Frank Fischer. Durham and London, Duke Usitaepress 77-100.

197 Roshal, L. (2007). The present state of affairshiitd healthcare in Russia. F. P. Chamber. Mosddeskva
30.

198 Mentkevich, L. D. C. (1997). "Pediatric Hematolé@ycology in Russia.” Pediatric Hematology and Qogyp
14(2): 103 - 107.
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constantly handing in the reports on the problemthée child oncology field, however neither
Federal, nor regional governments of the areasrevhigh-tech centres are situated, are doing
anything to improve the financial situation. Theytenthat this situation occurs due to the fact
that in the country nobody is responsible for thédconcology on the Federal level. While such
diseases as HIV, tuberculosis and some other amg bentrolled by the special commissions on
the Federal level, nothing like that is being daméhe sphere of child oncology. This can serve
the proof of path dependency in child healthcapenfthe USSR times, when emphasis was put
on the prevention and prophylactics of the transiié diseases rather than addressing diseases
of relatively small group of population.

Michail Davidov, states that the system of the rasge right now is not adequate and too
bureaucratic, so he is speaking about turning ntoveards the USA model of insurance.
However, the benefits of such change are more dibabtful. Other analysts see the solution in
the increase of the role of government in the Hhealte system, often there are references to the
modified Soviet model of the healthcare provisientlze most optimal solution for the country
with the resource-based economy. They opt for itaslel because in their opinion state must
control the provision of healthcare and secureabeess to treatment for all citizens through
equal funds redistribution.

So as we can see there is general consent ondihh& some changes are needed in the
system of child oncology healthcare, so that mdv&lien would have access to the qualified
medical help. Within the medical community ther@adstotal consent on the measures that has to
be taken in the field. But there is consent thanges of the system executed by the Federal
government would improve the situation. Thus wefaoing the moderately structured problem
with goal consentThis vision is closer to the Hierarchical culture.

The NGOs and parents' organisationsre not making any official statements about the
changes needed in the sphere of child oncologyh Bbthem mostly manifest the problems of
concrete children, not of the system in generalsTlit is possible to say, that for parents and
charity NGOs do not believe in their ability to dga the existing system, and thus are trying to
change situation locally and prefer charity solugioThus their vision can be described as
Fatalist one.

Now, let us summarise the beliefs of the stakehslddout the instruments that can be
used to change current situation with provisiogtofd oncologic help.

* Authorities are denying the existence of the problem in theesp The focus is to
continue with present policy

* The medical communitgtates thattn the sphere of healthcare in Russia the preferred
policy instruments are connected with the diretenference of the government and use
of regulatory tools.

* NGOs and parentbelieve that nobody can help them to change sdnatihus it is
better to try to survive on their own

4.1.2.4. Desirability of participation by various segments of society

Here it is necessary to distinguish the partiograin the decision-making process about
the possible changes in the system of child ongodgl the participation in solving the recent
problems of the lack of finances.
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In the decision-making process participation & tepresentatives of the medical field is
very much desirable by the representatives of tlkdical field themselves. However the past
experience states, that the projects of changebaang designed on solely governmental level
with minimal involvement of the side observerssltmportant to add that most managers in the
public administration field have the backgroundeoigineers or public administrators, which
shows the lack of knowledge about the peculiaribéghe administration in the sphere of
healthcare.

Different situation can be observed in during ragies to find solution for current
financial problems. Due to the lack of funds aualiafor the sphere of healthcare, the NGO help
and private donations are one of the main sourtt#sedinancial and psychological help for the
children and their parents. Right now the governnpeavides 109 thousand roubles per child
per year which is about 2,5 thousand EtHfb&This amount of money right now is enough just
for 2 full courses of chemical therapy with badrags, however in some cases, 4 to 8 courses a
year is needéd’. Thus a lot of charity organisations are helpihg thildren with cancer and
their families. One of the most recent examplethés action of Russian Cell phone operator
Megafon «Billion in coins» during which the custameof this mobile operator had an
opportunity to donate small sums of money to tharith fund just by sending short text
messages to the certain number. During the pefi@years from autumn 2006 till spring 2008
more than 60 million roubles were collected, whiohkes around 1,4 million Euros. In this
respect it is important to note, that private orgations that were donating money for charity
had some benefits in taxes only till January 18022 After abolition of these privileges the
amount of charity was constantly decreasing u®d& which was declared the year of charity
in Russian Federation. From 2006 on the charitivictof private organisations was constant
and even slightly increasifid. Thus we can observe the use of power by Govertrimen
addressing problematic issues.

When talking about the influence of the scientetsl medical workers on the policy
process it is important to mention the Public Chandd Russian Federation, which was formed
in accordance with the Federal Law «On the Pubhar@ber of Russian Federation» dated 4
April 2005 from number 32. It was designed to eodorthe interaction of citizens with
government bodies and local self-government inmt@@ccommodate the needs and interests of
citizens. The Chamber consists of representativedifierent fields: social scientists, medical
workers, representatives of Mass Media, actors Hics is done for better representation of
different sectors of life. Experts are giving thepinion about situation in different fields ofdif
thus consulting the Federal authorities on the bekitions in different situations. Right now
child cancer is off the agenda; however some stepsdone in the field of child healthcare
provision in general.

Now let us summarise the beliefs about partiogpanf different segments of society.
There is a common consethiat the decision-making process in the field of public health is
closed for participation of the outsiders'*? however in the emergency situation private agents
might be invited. Right now there is a tendenayafeased influence of the professional experts

1% Information 10. 2008, course of currency of thédfeing month.

110 The average price of 1 year of cancer treatmertrding to American Cancer Society is 70 000 Eutdaect
costs only.

11 |nformation on Charity projects (2008). Retriexiedy 02, 2009 from Union of Charitable Organisasiaf
Russia official web site. Web sitettp://www.sbornet.com/

112 As we are taling about the National policy, ongdEral level is taken into consideration
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through the Federal Public ChamBét These beliefs about the level of openness afytsiem
correspond both to the hierarchical and egalitarianltures. For hierarchists it is common to
stick to complex bureaucracies, while egalitariéeisd to permit participation in the process for
restricted group of like-minded peop'é

Parents and NGOs are proved to possess thatalist beliefs, as they tend to organise
themselves without hope for intervention of the édawent. As it is noted by Prof. Hoppe,
expression «God is high, and the King is far» lsicribes the attitude of isolat&s Both
parents and NGOs in field of child oncology in Raidack faith in the governmental actions,
thus they prefer to unite together in small groapry to solve their problems alone. Thus we
cannot say, that they are possessing solely fatadikefs, but the fact that they can unite to solv
problems can be indicator dfetworking beliefs as well.

4.1.3. Secondary beliefs
In this section the secondary beliefs about théopmance of the stakeholders or their
vision of policy actions in the field are being bsad.

4.1.3.1. Decisions concerning administrative rules, budgetary allocations, statutory interpretation and
revision

Recently there were several legislative acts onFRéeeral level that have impact on
development of the child oncology in Russia. Howeweither of them was actually targeting
the changes in the child oncology. One of the nigtortant ones was the order of Federal
Custom Service issued on 29th of May 2007 thatiprad the export of any human biological
probes abroad, for child oncology it meant disaptib export the blood samples of children sick
with cancer and disability to send bone marrow damo the international sample banks. After
considerable pressure from the medical communitgssmmedia and NGOs the order was
cancelled on 21 July 2007, however the difficultresnained. Now to send the biological
samples abroad much more documents are neededvi® f{yat there materials are being sent in
order to provide treatment for oncology patients.

Federal projects are also worth mentioning. Agas mentioned earlier in the work, two
major national projects started in 2006: Health @mddren of Russia. However, in neither of
them child oncology is mentioned. It resulted i tthlecrease of salary of medical workers
involved in the process of treatment provision dadreasing subsidise for the hospitals, because
their some of their federal and regional benefitsravcancelled and redistributed to other
medical doctors.

Third legislative act was targeted in changedalegislature on the Non-Governmental
organisations. On the 5th of August 2005 the chawgere made in the Taxation code of the
Russian Federation. The results of this interventiad double meaning for all NGOs in the
country. On the one hand the tax on profit of tli&d¢ was eliminated, but on the other hand the
process of procurement of the grants both fromonatiand international organisation became
more complicated and unclear.

13 Description of Federal Public Chamber of Russiadefation (2008), retrieved June 10, 2009 from fde

Chamber of Russian Federation official web site bWige:http://www.oprf.ru/and

http://www.oprf.ru/structure/comissions2008/112

4 Hoppe, R. (2006). Applied cultural theory: toot folicy Analysis. Handbook of Public Policy Anaiks

Theory, Politics and Method&rank Fischer, G. Miller and M. S. Sidney. LondGDC Press289-308.
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Let us start the analysis of the secondary betibtsut the child oncology with the beliefs
of the authorities on the rules, budget allocadod regulations in the sphere of child oncology
in Russia. It is hard to find any references togpkere among the official statements or national
programs. Moreover, child oncology was not includieid the Federal project «Healthcare»,
thus the medical doctors and nurses were refuskdve the addition to their salary. In 2007 the
salary of the nurse in the Federal Oncologic Haspvas just 200 Euros per month. However, in
the press there were materials about the congiructi the Child Oncology centre in Moscow,
which was planned to be one of the biggest in Eewrdpis news appeared in 2005, by the end of
2008 nothing was done. To sum up the positiorawthorities is: we are doing everything
necessary, money for the field is provided. Thes@nd regulations are effective, because the
contrary is not proven. This approach can be chtased as the one closer kierarchical
culture.

Now let us analyse the beliefs of the medical comitguPreviously a lot was said about
the lack of funds in the sector. However this is the only problem that is seen by the medical
community in the governmental regulation of the esph On many meeting of the medical
specialists it is pointed out that in Russia nowadthere is no sufficient statistics on the
illnesses. There is no centralised data bank osittikechildren, operations made, kind of cancer
diagnosed etc. Thus all statistics that is avaslabilgathered from the regional centres, not all of
which are actually updating this statistics. THsodeads to absence of unified procedures of
treatment of cancer and practically isolation & tentres dealing with cancer treatment. Also
mechanism of regional quota division, which wasadtced in 2008, is still new to most of the
regions and it takes time for them to adapt toTib sum up we can say, that position of the
medical communitycan be summarised as followinfyirther enforcement of cooperation of
different hospitals and authorities is needed. Bggslation is not effective due to the fact that i
does not concentrate on the urgent problems infitdld. The regulation can be strengthen by
creation of the common data bank on the child amgylfrom one side, and participation of the
medical community in the decision-making procedbénsphere. The supposition of importance
of joint efforts of medical community and authestitell us that there are some aspects of
Networking culture in secondary beliefs of medical community, but fdet that they see
government responsible for all changes prove tlesgmnce ofierarchical beliefs as well.

The position ofparents and charity NGOss relatively close to the position of the
medical community and can be summarised as follpwitaybe legislation in the sphere of
child oncology is the best possible, but it is eiéctive because it is not reaching its major goal
that is to provide treatment to all children sicktlwcancer.However, we can do nothing to
influence it — this is typical reasoning of stakieleos withFatalist beliefs.
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4.2. The Netherlands

4.2.1. Stakeholder analysis
The analysis of the policy beliefs on the child @amnreatment in the Netherlands will
start with the stakeholder mapping. First, maingsabps of the stakeholder are identified:

* Providers of healthcare;
* Receptionists;
» Side organisations.

In the Netherlands there are 5 Paediatric Oncolbgpartments in hospitals: two in
Amsterdam, one in Rotterdam, Groningen, Nijmegea 2 Child Centres of Neurogenic Stem
Cell Transplantation in Utrecht and Leiden. In thistwork all the medical institutions are
working in close collaboration with one another.n&el paediatricians and workers of the
general hospitals are participating only on theydasis stage. Usually all diagnostic operations
are being made within 24 hours. Thus we are defioimly Paediatric oncology hospitals and 2
Child Centres of Neurogenic Stem Cell Transplaomtas stakeholders representing the
providers of the healthcare.

In the present work we are talking about both chitdfrom O to 15, residents of the
Netherlands and their parents as patients.

Other organisations involved in Child healthcarevimion in the Netherlands are divided
into the Governmental, private and Non-Governmentabanisations. Governmental
organisations are having considerably less infleemt the process of healthcare provision, due
to the private insurance in the country.

Private companies are represented by the pharmeaeundustries and insurance
companies. However here we cannot talk about #esiderable influence due to their dual
cooperation with healthcare providers. By the Duwislature no drug can start being used
before it is approved for the treatment of childidospitals also have power over the industrials.
The insurance companies are providing the genesairance plans, which are common for all
citizens of the Netherlands.

Non-Governmental organisations, on the contraryeheansiderable power. Here it is
worth mentioning 2 main organisations: Dutch Chihcology Group (DCOG)® and
Association "Parents, Children and CanterDCOG is an organisation responsible for the
national statistic on cancer cases; it also crehsational protocols on treatment of different
types of cancer. Oncology group can be seen agefitesentative of the Medical community in
the present research.

The aims of VOKK are:

* The support and guidance of parents, siblings aaddparents of children with
cancer and children with cancer during and afteeds and treatment;
» Improving the situation of children and adults witincer cure children cancer;

116 stichting Kinderenoncologie Nederland (SKION)
117v/ereniging 'Ouders, Kinderen en Kanker' (VOKK)
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* The promotion of the interests of parents, childaed ex-patient events;
* Promoting quality of care and scientific research.

This organisation is the biggest in the country had a control power over the providers
of Healthcare and Dutch Child Oncology group.

There is a considerable number of national andnatenal charity organisations in the
country. However their influence on the policy fatdation is extremely low and their task is
more provision help to the hospitals and patients.

Table 7. Stakeholders in System of child healthcana the Netherlands

Stakeholder PowerLegitimacy| Urgency| Type of
stakeholder
* Providers of healthcare
o Paediatricians in generat + +/- Discretionary.
hospitals dependant
o Paediatric oncology centres + + Definitive
and Centres for Neurogenic
Stem Cell Transplantation
o Dutch Child Oncology + + + Definitive
Group (SKIOM/ DCOG)
« Patients and patient organisations
o Children with cancer + their -/+ + + Definitive/
parents dependant
0 Association «Parents, + + + Definitive
Children and Cancer»
» Other organisations
0 Charity NGOs - + + Dependant
0 Health Insurance companigs - + - Discretiong
0 Ministry of Health -[+ + - Dormant/

discretionary

Ary

So after the stakeholders analysis is done, the graups of stakeholders, whose vision

will be analyses, are being formed.

» Healthcare providers (incl. Paediatric Oncology @& Centres for Neurogenic

Stem Cell transplantation and Dutch Child OncolGggup);
e Children and parents (Incl. Association "Parents]dZen and Cancer);
* National Authorities (incl. Ministry of Health).
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4.2.2. Policy core beliefs

In this part of the work the main beliefs of the/lstakeholder about the situation in child
oncology in the Netherlands will be discussed. Kéne points that are going to be focused on are
the following: definition of the problem, identiition of social groups whose welfare is most
critical, basic choices concerning policy instrutseand desirability of participation by various
segments of society.

4.2.2.1. Definition of the problem

The information used in this part was gatheredrdpan interview with Prof. Dr. Pieters
from the Oncologic department of Sophia Childrefspital in Rotterdam. Prof. Dr. Pieters is
also Chairman of the Supervisory board of the D@bHdhood Oncology Group (DCOG).

The system of child oncology care in the Nethertaisdbelieved to be effective, due to
the fact that survival rate of children with cancehigher than the one of the adults. However
child cancer is relatively rare disease and isassible only for 1% of all cancers. This is also
the reason of the absence of queues both for dsgégaad treatment procedures. In most cases
the treatment starts in 24 hours after the carscetagnosed.

There are several problems pointed out by Nezlical community. The treatment is
organised in accordance with the national treatnpeottocols that are adopted by the DCOG.
The protocols are prepared by the medical spetsaiis the exact type of tumour and then
verified on the meeting of the oncology specialidts the process of protocol preparation
international experiences, latest publications @e topic and consultation with doctors
worldwide are used. Treatment protocols are olbigafor all oncology specialists in the
Netherlands.The problem is that if the protocol changes it take time for the medical
personnel to learn the new procedures that are toeapplied The research showed that
treatment is more effective at the second halhefapplication period. However, this difficulty
is inevitable and can hardly be avoided.

The other problem in child oncology is connectethwhe need for cost reduction and
the increase of efficiencyRight now the annual budget for treatment of dm&lavith cancer is
175 000 Eurds®. This is both direct and indirect costs of treattménnualy there are 500 new
cases in the Netherlands. This results in 87,5ianilEuros only for the new cases, however
some children are being treated for several ydaisalso worth mentioning that the finances of
the hospitals are very closed systems: the monay dhe reimburses from the insurance
companies are going to the general budget of tkpitad, so nobody knows for sure how much
money is received and what is it spent on.

Representativesf Medical community admit that improvements can be made in the
system. Special attention should be paid to theares in the sphere of child cancer. Research is
one of the main activities of the Dutch Child Orampt Groug™®. Their position is that child
oncologists from different countries should unheit effort in the research of child cancer. We
can see that Medical community agrees on the gdaisprovement policy, however there is no
clear consent on the means, thus they are dealithgasmoderately structured problem, with
consent on goals. This vision of the policy prokdems typical forEgalitarian or Networking

118 According to American Cancer Society, the averigect costs for cancer treatment are around $5080
month, that makes $100 000/ 70 100 Euros per YEarever these costs do not include indirect casth sis
building, electricity, salaries etc.

119 Main activities of SKION, Retrieved July 02, 2006m Dutch Child Oncology Group Official web sité/eb
site www.skion.nl
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cultures'®. Representatives of Medical community are alsockéag for the usable knowledge
through the scientific network, and medical comnyrsees problems of child oncology as
opportunities for improvemelft, which proves the fact that they are also holdisgiefs
common forNetworking culture.

Now let us move to the next stakeholder grop@tients and patient organisations
represented by the Association «Parents, ChildnenGancer». As it is reflected on the web-site
of the organisation, the system of care and treaitrfioe children with cancer had considerably
improved since the organisation was establisheti9i7: new treatments were invented, new
protocols for surgeries adopted. However the osgdimn is still underlining the urge for
"cooperation” in the sphere: parents and childaamdhin hand, but also parents and doctors hand
in hand?%. The Association "Parents, Children and Cancerfopms an ongoing dialogue with
children oncologists, nurses and other professiexpérts.

Patient organisations admit the seriousness optblelem with child oncology. «During
the year two children out of 1 000 get cancer. Mchmédren die of cancer than of any other
diseas&. Theparents' organisation is promoting the voluntary work and financial &idthe
children with cancer and their families. Howevee farents' organisation is not promoting any
changes in the present system, but participatioomofe people in the voluntary help and
assistance. Parents see the problem of child cams®see the problem as moderately structured
with consent on goals. Thus we cannot say thatatganisation holds the fatalist views as their
Russian colleagues, but the beliefs of Metworking culture.

Now let us move to the position dfational Authorities. Information about it is limited.
The Dutch authorities have little influence on thay the treatment in any sphere is provided.
The national authorities are excluded from finahm@#ations between insurance companies and
hospitals, they have no legislative power on wihiadl lof treatment and how should be provided.
Thus National authorities in the Netherlands hawesttg control function and influence the
process of child cancer treatment by providing &ridr the fundamental research for the
University hospitals.

Governmental bodies are constantly developing dadticare legislation. They are ready
to give certain autonomy for the medical profesalsrand they agree with the existence of the
NGOs that are facilitating some activities and supghe patients’ rights. Having accepted the
fact, that they do lack professional knowledgeegutate in the field of healthcare, government
agreed to let Medical community to govern itselbwéver to make citizens more secure it
decided to give them more participatory rights. ¥8a see strong belief in application of usable
knowledge, which is typical fddetworking culture.

Summary of the beliefs and opinions of stakeholderhe Netherlands show us that in
general the point of view of theedical communitys thatthe system of treatment provision we
have right now is one of the best ones. Howeversdmnges are necessary to make it even
better, improved. This is typical for Network cotuHowever the way the problem is structured
is closer to the Hierarchists culture.

120 Hoppe, R. (2006). Applied cultural theory: toot folicy Analysis. Handbook of Public Policy Anaiks
Theory, Politics and MethodB&rank Fischer, G. Miller and M. S. Sidney. LondGDC Press289-308.
121 (i

Ibid.
122 Mission of VOKK (2009). Retrieved June 07, 2008nfrVOKK official web site. Web sitenttp://www.vokk.nl
123 E|k jaar krijgen twee van de duizend kinderenl®faar een vorm van kanker. Aan kanker sterverr mee
kinderen dan aan enige andere ziektg://www.vokk.nl/website/ned/u_kunt helpen/inderal
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The vision of theAssociation «Parents, Children and Cancean be identified aghe
system is constantly improving and is effectivayénger more dialogue among the stakeholders
is needed both in the process of treatment praviaitd in the control over.ifThis characterises
their beliefs as Networking ones.

The position of the authorities t® give the hospitals and research centres as much
autonomy as possible due to the belief that medioatialists know better how to deal with the
situation and how to provide better treatméefhiey belong both to Networking cultures.

4.2.2.2. | dentification of social groups whose welfareis most critical

In the Netherlands, unlike in Russia, no singledion of the national child healthcare
policy could be detected. Children with all illnessare equally important. It is common
knowledge that the aim of any policy connected wittatment of any disease is to cure all
possible patients. Thus the main focus is on thad®, can benefit from the treatment. In the
case of child cancer treatment children diagnoséid @ancer are the ones, whose welfare is the
most important for all the stakeholders.

Dutch system of healthcare is defined by the higluer of equality in access to the
Medicare. The Netherlands as the most countri€@EGD share 3 main objectives that are to be
reached in any developed country. One of them @rdwide adequacy and equity of access to
healthcare for all citizens, based on solidarityeen poor and rich, sick and healthy and young
and old®*. Thus for the Dutch system of healthcare it is impdant that all children sick
with cancer receive adequate and timely treatmen&ven if it turns out that for some reason a
child, who is resident of the Netherlands is nauned, the treatment will still be provided and
expenses would be taken care of by the hospitdlhis is made to be sure that the access to the
Healthcare does not depend on the social status@me.

However, the most of the NGOs intParents, Children and Cancer» (VOKKire
concerned not only about the children with canbat,also their parents and relativésg.their
web site VOKK states that the whole family in theripd of illness of the child lives in great
uncertainty and is under heavy pressure. Consifitericial implications, problems at work and
changing social contacts often result in extraitensOne of the aims of the organisation is to
support both children and their parents (and athletives) during and after treatm&fit

To sum up we can say that all the stakeholddesdical community, parents, NGOs and
authorities, agree that it is children who condiiuhe social group which health is of the most
importance. However, NGOs and parents also sthtd,garents and relatives should supported.
In the country there is no single bias of the polm child healthcare. This is explained by the
minimal inclusion of the policy-makers in the hbkedire provision. As it was noted in the
precious part, self-governance is the charactersstof thenetwork culture. On the other hand
the whole Dutch system of healthcare is built anlibsis of the egalitarian principles of equal
access to services. Thus we can say that a mixdlndetwork and egalitarian cultures is
common.

»* OECD (1994). The Reform of Healthcare. A reviewl8fOECD Countries. Health Policy Stud@sf. E. C. a.
D. (OECD). Parisb.
125 pjeters, P. R. (2009). Interview on child canceatment in the Netherlands. Rotterdam.
12poelstellingen van de Vereniging ‘Ouders, KindezarKanker' (VOKK) (2008), Retrieved June 21, 20@8rf
VOKK official web site. Web sitehttp://www.vokk.nl/website/ned/wie_zijn_wij/indexrhl
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4.2.2.3. Basic choices concerning policy instruments

In this part of the analysis we will leave out tnghorities’ point of view due to the fact
that they do prefer to give autonomy to the ho$pithus they do not participate in decisions-
making process on the changes in the way treatarahtcare is provided for the children with
cancer.

Let us start with the position of the medical conmityy They agree on the fact that
system right now is quite effective, but unlike thedical community of the Russian Federation,
they consider further centralisation of healthcavision the most rational step for
improvement of situation. Right now the idea oftung all the Paediatric oncology departments
in hospitals in one Centre is being discussed. Aling to representatives of medical
community this will bring the system of treatment accordance with the principles set by
OECD for its members:

1. Adequacy and equity of access to healthcare fociadens, to some extent, based on
solidarity between poor and rich, sick and hea#thgt young and old,

2. Macro-economic efficiency, expressed in terms ofaaneptable level of spending, as
related to national resources,

3. Micro-economic efficiency aiming at the achievingod health outcomes and patient
satisfaction at acceptable cdsfs

The project will considerably decrease the spepdin the personnel education and
training. Right now the learning curve of the pewsal in all 7 institutions is too long, it as well
results in 7 times more risks for the patientste@an the centres. It will also facilitate the
fundamental research being done in the field duthéofact that all research material will be
collected in one place.

When talking about centralization, we need to take consideration the size of both
countries. In the Netherlands time spent to gainfemy place in the Netherlands to the Child
oncology hospital cannot exceed 3,5 hours, whilRussia it can be considerably longer. Instead
of task division the Dutch medical community paat the benefits of the unification.

For the Dutch medical community the self-governance of the field by the multi-sphe
professionals is the optimal way of regulation Ine tchild oncology treatment provision. The
principle that can be seen here is «as little medi as possible between the patient and
treatment provider». This supports the previousdésey of Dutch authorities to hold
networking beliefs in the field of healthcare.

For the parents and children there are not prefdriastruments, however they would
like to have some control over the actions of thedlical professionals. This opportunity is
provided to them by the authorities through ledisiain field of patient rights.

Thenational authorities are ready to give some room for freedom toware@sntedical
community, because representatives of the medacahwnity have more information about the
problem of child cancer. However despite the fhett tgovernment is ready to decrease the
regulation in the medical field, they are still enisg that the right of the patients are taken care
of. Thus the point of the governmental bodies hsough combination of knowledge of all
stakeholders that possess relevant informations Tisitypical reasoning of actors holding
Networking beliefs.

127 OECD (1994). The Reform of Healthcare. A reviewl3fOECD Countries. Health Policy Stud@sf. E. C. a.
D. (OECD). Paris5.
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4.2.2.5. Desirability of participation by various segments of society

In this part as well as in the part connected with participation of the different
stakeholders in the Russian system of child ongolugp, we need to distinguish between the
participation in the decision-making process alibet possible changes in the system of child
oncology and the patrticipation in solving the réganoblems in the system.

One of the specific features of the Dutch systérmealthcare is the consensus nature of
the decision making in the field. This is embedared long history of the shared responsibilities
and discussions among the stakeholders. As thédt iasonost cases such functions as advice,
administration, interest representation and contexle divided among different institutions. For
example, the Council of Public Health and Socialvi8es is specialising in the major health
policy topics at the request of the Ministry of Heaor Parliament. In the Netherlands the
system of Consultative bodies exists. Each bodyspdae of the following roles:

* Preparatory policy-making;
* Policy development;

* Policy implementation;

e Policy assessment.

This division of responsibility means that the pglimaking process in the field of child
cancer treatment is executed within the medical mamty with participation of the
governmental agencies and NGOs. The Dutch Childi@ondology Group (DCOG) plays an
important role in the decision-making process. ftetings are held by this organisation during
which the national treatment protocols are disaliss¢owever despite the fact that such
meetings are held in a democratic way (all presestialists can provide their opinion on the
topic) decisions are made by the small group oficadioctors, that specialising in the given
illness. Thus in every case there are participahthe meetings that are believed to possess
more information about the topic.

All meetings are open for participation for all dngal specialists and public. Thus we can
say that this situation can be described by thé Hegirability of participation of the interested
stakeholders. But there is a natural informatiom, gahich prevents the high variety of
stakeholders from participation. This situationresponds with the description of the openness
of the process in thidetwork culture.

Now let us move towards the desirability of pap@étion of the stakeholders in the
administrative organisational issues in the spheréAside from Medical community
(representatives of the hospitals and researchresdnthe Dutch Childhood Oncology Group
(DCOG) and governmental agencies, the nationahpa®sociation has a considerable power in
the administrative issues. Though it does not erfie the decision-making process, it is
monitoring the quality of the treatment provisidrhis organisation can influence the decision-
making process by attracting Mass-Media attentiotmé certain problems in the field.

Despite the fact that a lot of NGOs and individualunteers are present in the field, their
role is more provision of additional help to thdipats and their families. Centres are organised
to facilitate the life of the families that facdaketchild oncology illnesses. Such centres provide
information about the illness, the treatments add, physiological help and specialties
activities for the children, who are staying in tiespitals for a long time.

To sum upjn the Netherlands we see the open decision-mgkiogess which is more
common for the Networking process of decision-ngakidifferent stakeholders are given the
chance to present their opinion about the orgamisabf the care. However the decision-making
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process about the different types of treatment usethther closed ones and has natural
limitation due to the specification of knowledg@is view is supported by all the stakeholders.

4.2.3. Secondary beliefs

In this part of the work the secondary beliefs lmelieves about methods of
implementation of policy core beliefs of stakehotden the Netherlands will be analysed. The
empirical information used in this part was recdiwduring interviewing and from official
legislation, public projects and scientific artgle

4.2.3.1. Decisions concerning administrative rules, budgetary allocations, statutory
interpretation and revision

The Dutch legislation in the field of healthcarensists of 5 main topics: health
promotion, professions, health insurance, provisibrcare and patients. Several parts of the
legislation correspond to the child cancer treatmEist, it is health promotions as a way to
prevent cancer from appearing in children. In frekl government is seen as a main regulator,
which can influence situation. It can not only paimhealthy lifestyle through special projects
and programs, but also influence the situationredly, for instance, by increasing tax on
tobacco. In the field of professional regulatiore ttole of the governmental interference in
constantly is decreasing in the Netherlands. Bo#dioal professionals and the government
representatives agree that promotion of self-gau®ra is the best way to regulate such areas as
protocols, standards and professional etfiicFhe field of governmental regulation in the hiealt
insurance is still the topic of heated politicabdte. However it is agreed that the rights of the
insured should be supported. In the field of proviof healthcare the substantial deregulation is
seen. Market forces and laws may totally replaee gbvernment interference. Government
agrees on this tendency, however only if the rigithe patients are protected and taken care of.

The situation with administrative rules appliedttee system of Dutch healthcare in
general and the child cancer treatment in particdlacan be summarized as following —
governmental regulation should be used in promotbhealthcare and protection of rights of
patients as the most vulnerable group in the health provision relations.

In general in the system of healthcare the systebudgeting is built by combination of
private and public funding. The money is being transferred to the hospitalsGeneral
practitioners after the patients’ referral. Thusase state the Dutch healthcare system in general
and child cancer treatment in particular is apytime result-based budgeting.

To sum up,Dutch legislation in the sphere of healthcare imgel and child cancer
treatment in particular is not a stable system, Isua characterised by constant changes and
improvements. In some parts of the legislation immable deregulation is being observed while
in the others, that are aimed at protection of tgybf vulnerable stakeholders, the regulation is
being enforced. The budgeting is being executemlitir result-based schemes. No considerable
system conflicts are observed in the Netherlandk.stakeholders agree on the shared
participation in the healthcare provision proce3sis proves again that stakeholders in the
Netherlands tend to hold more Networking beliefs.

128y/0s, P. (2002). Legislation and Consultative Bedi®elation between Political and Participativerderacy.
Health and Healthcare in the Netherlands. A CliitRedf-assessment of Dutch Experts in Medical apdlth
ScienciesE. Rooij (van), Kodner L.D, Rijsemus T and S.M&aarssen, Elsevier Gezondheidza3§1-309.
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Chapter 5. Explanation of the current situation inchild oncology in the

Russian Federation

To compare the differences in the views on chiidabogy in Russia and the Netherlands
let us first decide which cultural ideas prevailewery group of stakeholders in each country.
For this purpose let us construct a scheme witlstakeholders represented and all groups of
guestions discussed. After all views on differaumjscts are characterised the calculation will
be made to figure out the prevailing ones.

Table 8. The system of policy core beliefs and sewary beliefs about child oncology in the

Russian Federation

Authorities | Medical NGOs Parents and
community children
Definition of the problem | Hierarchy | Hierarchy Networking\ Fatalist
Fatalist
Social group of most Egalitarian | Egalitarian Fatalist Fatalist
importance
Policy instruments Hierarchy\ | Hierarchy Fatalist
Egalitarian
Participation of | Hierarchy Hierarchy Fatalist/ Networking
stakeholders
Administrative rules Hierarchy | Hierarchy/ Fatalist/Networking
egalitarism

Table 9. The system of policy core beliefs and sewary beliefs about child oncology in the

Netherlands.

Authorities Medical community | NGOs, parents and

children

Definition of the problem | Networking +| Hierarchy Networking

Isolates +Networking
Social group of most Egalitarian Egalitarian Egalitarian +
importance +Networking Networking
Policy instruments Networking Networking Networking
Participation of | Networking Networking Networking
stakeholders
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Administrative rules Networking Networking Networking

It is reasonable to start the analysis of the gartesl tables with comparison of attitude
towards the problem of child cancer treatment io t@untries. In the Netherlands problems in
child oncology are believed to be connected withriecessity of cost reduction and increase of
efficiency and effectiveness of treatment. AnalysisTable 9 shows us relative consent of all
stakeholders about the policy in child oncologyidieNo specific policy "camps” can be
identified. That means that no significant contrsies exist in the field of child cancer treatment
provision in the Netherlands. One of the latesjguts being discussed in the Netherlands is the
establishment of the unified Centre for child olgyl instead of 5 oncology departments around
the country. This became the source of some coents@s because none of the hospitals is
interested in closure of their child oncology depemnts, so now there is an ongoing discussion
about the place where the centre is going to batsit.

If we analyse Table 8, we can detect three mainpsaim the field of child oncology
policy formulation in Russia. First camp consistsapresentatives of Medical community that
which talk about problems of child oncology, buteggnt it through failure of national
government to provide necessary treatment to dtireim. They see the government as the one,
who should solve the present difficult situatiorechuse they believe government to be
responsible for all healthcare services provisidrhis misconception appears because
government has ability to distribute and redistibiinancial funds. The Federal authorities that
make decisions concerning the national policy oidchealthcare form the second group of
stakeholders. They are believed to have the mdatypmaking power, however they do not
admit the existence of the problem in child oncglag Russia. Last group of actors includes
NGOs and patients who manifest the problems ofdotml with cancer in Russia, but believe
themselves not to possess enough power to solyardidem in the nation scale, thus their local
actions can be best described as struggle fonainiihe relations of the stakeholders in field of
child oncology are characterised with low level inferaction. Some communication exists
between representatives of Medical community, NG patients. On the other hand almost no
evidence can be found about the dialogue of théoaities and other stakeholders. All
communication between Medical community or patiesmisl authorities can be described as
monologue of those in difficult situation. Thusca#n be summarised that no consent exists in
Russia concerning attitude towards child oncolagyrussia, which together with low level of
interaction makes any policy-making difficult.

The fact that both supporters of current policyd aheir formal opponents hold
hierarchical views proves the existence of stragdpfal government dominance in the field of
child healthcare. Here it is necessary to give stimeretical explanations. According to the
theory reflected in the work of Lukes Power: thediRal view'*® there are three distinguished
dimensions of the power. First dimension sees p@seability to make decisions in the policy
sphere. Decision-making is seen as conflict ofrestes of different actot?. Second view sees
power in policy field as ability to suppress paidti decisions, or non-decision-making. Here

1291 ukes, S. (2005). Power: A Radical VieBasingstoke, Palgrave Macmillan.
130 pahl, R. A. (1961). Who governs? Democracy anddtawan American CityNew Haven, CT, Yale University
Press.
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political scientists speak about the control of dla¢horities over the agenda-setting process. The
last third vision of power is exercised throughmhg the opinions and views of people. These
three visions are seen as three faces of powerleWkcision-making power can result in the
conflict of interests among different groups, natidion making and control over political
agenda limits opportunities for the conflict of amgsts. Thus, if there are problems in some
sphere of life of society, which is denied by thetharities, this situation can be seen as attempt
to execute the power over agenda setting by tHesities>"

Based on the theory developed by S. Lukes we cathaaFederal government in Russia
possess not only power of decision-making, but also-decision-making. In other words
Federal government has authority to prevent theeigdg child oncology from entering policy-
making field. Centralisation is strengthened by theource dependency in the situation of
scarcity of resources in the field in general, adl.wn the Netherlands, on the contrary, the
system is decentralised. The absence of the hiecatosiews in beliefs of different stakeholders
also brings us to conclusion that government isseen as the main provider of the healthcare
services, but more as one of the observers witnlgnaontrol. The role of authorities in the
Dutch system of child healthcare is to ensure equaéss of all citizens to the best qualified
healthcare help. This is one of the major diffeemnisetween Dutch and Russian systems.

Due to the fact that government in the Netherlaisdaot considered to be the main
responsible for the care provision, other stakedrsigarticipate more in the decision-making
process. There is a common consent on the facttlibatne, who is specialised in the field and
possesses more knowledge should be responsibtafemprovision. Networking approach gives
more freedom for the medical community for selfuiagion. Empowerment of the patients, so
that they could have some control over healthcargice providers, is also one of the main
priorities of Dutch legislation in the field. Seaéryears ago Parent organisation achieved the
acceptance of the protocol according to which caridcan be diagnosed with cancer only in the
specialised centres by attracting public attentmrithe topic. At the present time 99% of the
children are diagnosed in the oncology centres.

In Russia there are two areas for actions in telel fof child oncology. First one is the
area of official policy formulation; here the numloé participating stakeholders is limited to the
representatives of the Federal and sometimes ralgmnlocal authorities. Other stakeholders
have right to participate only as advisers, fornegke the Public Chamber of the Russian
Federation. The other area of action is charitye ladl stakeholders that can provide any help are
welcome to participate. Charity is seen by repriegemes of NGO and parents as the only way of
surviving in difficult situation, as they do not \e faith in the authorities anymore.
Representatives of the medical community and NGé&ls shat despite their constant complaints
to the federal authorities on poor state of childaogy in Russia, no reply is given to them. For
them joining efforts is considered to be the besy aut.

Unlike Russian government Dutch one, as it was et above, is executing mainly
controlling power. It is making sure, that mainnaiple of equality in access to healthcare for all
Dutch citizens is used. It can be noted that botimtries according to their legislation support

131 Amit, R. (2008). "Power: A Pragmatist, Deliberatitand Radical) View*." Journal of Political Phitqshy
16(3): 272-292.
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egalitarian vision of child healthcare provisionowkver in reality, in Russia the tradeoffs
among children with different illnesses are beiogel Some diseases are seen as priority ones,
while others are being considered to be not equaportant. In chapter 4, part 4.2.2.2. the list
of the implicit priorities of Russian authoritias the field of child healthcare was discussed. To
sum up, we can state that group of children 0-4sy@éd and their health is a nation-wide
priority for policy-makers. If talking about groupf priority illnesses, prevention and
prophylactics of infectious diseases, diseasesigdstive system and diseases of reproductive
organs are the one requiring special attentions Heit of priorities however does not fully
correspond with structure of child mortality in tbeuntry. Some comments should be made also
about prioritising the age group of 0-4. It is tthat infant mortality in Russia is very high, this
results in 20,4 deaths per 100 000 children belggad old. After 1 year the possibility of death
in children drops drastically and is quite stalilethe age of 14. The table dealing with
frequencies of deaths in different age groups iasdRucan be found in Appendix 7.

If we analyse the priority diseases, we can seat mhost attention is given to the
infectious diseases, which are dangerous for tleetsodue to their transmittable character.
Combining this issue with statements on importaoicpreventive medicine and prophylactics,
we can see that government pays attention to mesthally important diseases. It is possible
that diseases of urogenital system are considenpdriant because of the concerns about the
future generations and demographic situation irctwntry>>

In the country with dominance of the networkingtorg the following algorithm of
construction of public issue is applicable. Afteofessional research in the field, the issue can
be taken up by the mass circulation publicationgchSpublications if they are frequent and
dramatic enough raise public interest, which imtancourages even more publications. After
some time public panic and demand towards the gavent to do something about the topic

forces government to admit the issue as a socldlfpproblems and take some steps to solve
it133.

However in Russia this algorithm seems not to wilu& to several reasons. First, there is
hardly any research in the field of organisatiom gmovision of child cancer treatment. All
information that is relatively easy accessible dtlyh internet or libraries) is either about
methods of treatment or seriously outdatédrhus information on the topic can be found mostly
on personal internet blogs or news threads of apiged newspapers, such is MedLinks. This
scarcity of accessible information and the fact thaan be found only through special search
can be called the second reason for non-appea@nckild oncology as policy issue. It is
important to note that representatives of fedemdl r@gional TV stations pay no attention to the
problem, while TV is considered to be the main seuwf information for most citizens despite
fast development of the Internet resout&esThird reason can be influence of the government
which is trying to attract attention to other isswé child healthcare, such as infectious diseases
and necessity of preventive medicine. Forth reasahe high number of social problems in the

132 constant decrease of population can be observed since 1990s.

Nelson, B. J. (1984). Making an issue of child abuse. Chicago, University of Chicago Press: 169.

Mentkevich, L. D. C. (1997). "Pediatric Hematology/Oncology in Russia." Pediatric Hematology and Oncology
14(2): 103 - 107.

135Sergeev, M., Influence of Internet may soon become comparable to the influence of the TV (2006). Retrieved
August 05, 2009 from Politcom resource website. Web site: http://www.politcom.ru/2467.html
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country, Compared to closures of main manufactureisome cities, growth of price level or
high crime rate child oncology is not consideredhwy citizens to be the major issue that should
be dealt with®*. Due to these four major reasons child oncologyldonot become a
public/social problem in Russia.

In the Netherlands because of drastically diffemeanomical and political situation in
the country, it is easier for issues to enter thiecp field. The presence of egalitarian culture in
the Netherlands leads to appearance of social gmbbhs the ones that discriminate some social
group. In case of child oncology it can be for epérgroup of uninsured children with cancer.
In Russia fatalist views held by the patients ahdirt parents together with governmental
dominance makes it difficult to change situatiorild oncology.

136 Kordonsky, S. (2007). System of Education and Healthcare in Russian Federation. E. Syurina. Moscow, Not

Published.
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Chapter 6. Conclusions and Recommendations

This work discussed the comparative situation ifdabncology in between the Russian
Federation and the Netherlands. As a result, it fwaad that the situation for child cancer in
Russia is not as stable as in the Netherlands.ussiR, cancer appears to be the second most
common reason of child mortality, while in the Natlnds cancer is the major reason for child
mortality"®” among children 0-9 years old and second most camreason of death among
children 0-15 years ofd®. However, it was found out that the percentagehifiren dying from
cancer in Russia is considerably higher than thathe Netherlands. The government were
therefore expected to act on the problem, howaettksr attention is still paid to the field of child
cancer in Russia. The aim of the research wamtbdut the reasons for such behaviour. The
hypothesis was that such lack of attention to thi&lwncology can be explained through the
cultural beliefs of the stakeholders, resultingrirthe inheritance of the beliefs from the Soviet
system of healthcare.

The research found that different cultural beligigvail in both countries. In the
Netherlands there is a relative consent on holding Networking beliefs, which are
characterised with a high level of interaction am@takeholders, an open system for all who
possess usable information, and decentralisatiothd Russian Federation there is no consent,
neither in belief systems, nor in definition of thwblem. Thus 3 major camps of stakeholders
can be detected: Authorities, Medical community,eR&Bs+NGOs. Authorities and the Medical
community tend to hold more hierarchical views; bwger they interpret the situation differently.
The medical community defines the system changdiseamain options for the improvement of
child oncology, while the authorities on the Fetiéeael deny the existence of a problem in
general. Parents and NGOs are holding fatalis#iedlpoints of view. They do not believe in the
possibility of positive changes and thus opt fof-eeganisation and self-support as the best
strategy in the fight for survival. Though viewddey parents and NGOs can be characterised
as mainly isolated/ fatalists ones, the fact tbate representatives of this stakeholder group tend
to unite in order to solve their problems, showesghesence of the Networking beliefs as well.

After an analysis of the beliefs of the Russiarhatities, the list of national priorities in
child healthcare was mentioned. However, child eaweas not present there. In the field of
child healthcare, attention is mainly focused oevpntion and prophylactics of infectious
diseases on the national level. On the one handritming of the preventive medicine is
common for most developing healthcare systems.@nother hand, presence of diseases of
digestive and reproductive systems among nationakifies cannot be explained by going
through the developing stage. Taking into consiilanahe dominance of the hierarchical views
held by stakeholders, we can state that due tolipeities of organisation of child healthcare in
Russia, the field of child oncology can hardly b#luenced without admittance of the
importance of the problem by the federal authaitiehe combination of hierarchical and fatalist
views, common for the Russian system, makes it gsipte for the stakeholders to influence the
behaviour of federal authorities, who are beliet®tie responsible for the healthcare provision.
Authorities also possess more power due to thédrirothe resource redistribution process. In
the Netherlands, due to the fact that all stakedrsldhave relative consent on the Networking

137 The prenatal reasons are excluded
138 Numbers provided for 2007.
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beliefs about child healthcare and child oncoldfg, system is more flexible. Relative power of
stakeholders does not fully depend on the finanmaburces. All stakeholders with useful
knowledge can influence the policy making process.

Based on the analysis of the beliefs systems ofstageholders in Russia, several
possible scenarios for action can be recommendedekkr, it must be noted that an initiative
for actions should come from either parents or NGKbese groups have similar cultural beliefs
about the issue of child oncology and thus pospesential for joining efforts in order to
influence policy decisions. This potential can bglained through a high level of urgency for
actions from these stakeholders. The current simashows that independent actions of
stakeholders do not have much influence on thergesgstem. Scientific works of the medical
specialists are either not published or not takém consideration by the authorities. Parents and
NGOs are struggling to help in some particular sageit their actions hardly influence the
general situation on a national level.

In a situation of non-ability of separate stakekaddto inluence policy-making, theory of
public policy analysis as well as policy practigedicates coalition strategy as an optimal
strategy. Such a strategy will help them to infeeethe actions of the stakeholders with more
power, but less urgency. In the case of child amgpin Russia, parents and NGOs together with
representatives of the medical community are stakielns with high urgency and low power.
Federal authorities are representatives of moreepolstakeholders. The best way to make
authorities act in the field would be to increakeirt urgency for changes. This can be done
through the increase of public pressure. As it sntioned by B.l. Page there is usually a
relatively strong connection between public opinemd general directions of Governmental
policy'®. However, as it was previously noted, in the Rarssituation the algorithm of raising
public awareness of the situation is failing. Thatwhy actions targeted to increase public
interest in the issue should be made. The aim pfj@nt actions of the coalition should be to
attract attention of the Mass Media: main newspaperd TV stations, to the issue of child
oncology in Russia.

Action should be taken by both the scientificdi@ind the field accessible to the general
public. To draw attention to the problems of cloltcology these problems should be described
and compared to the situation in other countriesctNattention should be drawn to the results of
such research, to do so national or internatiogsgarch projects can be organised. As the result
of such projects, an international conference coeldheld. Big events tend to draw the attention
of the representatives of Mass Media as well asigiig more information for federal
authorities.

Advocacy Coalition Framework developed by Paul Sabatier, tells that advocacy
coalitions of united stakeholders with similar pglicore beliefs and secondary beliefs, in the
case that where they are also supported by resgurae have an influence on the decisions of
sovereign¥”. Sabatier argues that policy coalitions resisingirag their policy core beliefs or
important parts of secondary beliefs; however ttey be convinced to do so by solid empirical

139 Page, B. I. and R. Y. Shapiro (1983). "Effects of Public Opinion on Policy." The American Political Science Review

77(1): 175-190.
0 sabatier, P. A. (1987). "Knowledge, Policy-Oriented Learning, and Policy Change: An Advocacy Coalition
Framework." Science Communication 8(4): 649-692.
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evidence. If we look at the Russian situationsitloubtful that bare scientific proof of system
inefficiency can make authorities admit there igrablem. However, if this evidence would be
supported by the international as well as domestiearch and presented by the national medical
specialists association, the effect could be miigtl On the other hand Advocacy Coalition
Framework points out that though policy-orientedrteng is an important aspect of policy
change, it mainly influences the secondary bebéfstakeholder$™. To influence changes in the
policy of core beliefs, more factors are needed.

On the other hand the joint efforts of NGOs, pasearid child oncologists can result in
the establishment of national or international ithavents. A good opportunity would be to use
the influence of prominent individuals from diffetefields: art, cinema, literature and politics.
However the attractiveness of covering such antdwethe Mass Media will also be dependent
on the PR strategy adopted.

A third possible direction for actions is connectéth enlargement and empowerment of
the coalition. This can be done through attractmgyv members: individuals as well as
organisations; and creating strong a network withgh number of communicational ties. One
wise move would be attracting representatives difigal parties. This can help move the issue
to the national political arena.

In the present chapter recommendations for somsilgesdirections for actions were
named. However, extra research is needed on theymol healthcare in Russia in general, due
to the lack of information on policy efficiency. M®oinformation about resource distribution and
redistribution is needed to assess the rationafifyriority setting in the country. It may appear
that relatively low mortality from the infectiousiséases or diseases of digestive and
reproductive systems among children results froengibvernmental actions. And in the absence
of such measures the mortality would have beenehitftan the one from cancer. It may appear
as well, that little attention is paid to child lteaare in general compared to the adult healthcare

To sum up, the possible solution for representatvieparents of sick children, NGOs
and medical community in the field of child oncojoim Russia is to join the efforts and form
policy coalition. Actions should be done both irqueding government that changes in child
oncology are vital, and in joining resources tduahce situation themselves (through charity
actions). It is not guaranteed that Federal govenins going to change its priorities, because it
might have different line of reasoning in priorggtting process. The result of the attraction of
international community is not clear; the negateféect from the government is possible.
However, the need for actions in the field is olbgi@and strategy can be shaped according to
first actions results.

! sabatier, P. A. (1998) "The advocacy coalition framework: revisions and relevance for Europe." Journal of

European Public Policy Volume, 98-130 DOI: 10.1080/13501768880000051
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Appendices

Appendix 1 Tendencies in children population in Rusia over time , (Roshal 2007)

45000

40000 \
35000

25000

30000 \.¢

20000

15000

=@—Children 0-17

10000
5000

Number of children (in thousands)

1990 1995 2000 2005

Years

2006

Appendix 2 Division of mortality causes among chilcen 0-14 in Russia (per 100 000 children of the

age), (www.gks.ru)

1990 1995 2000 2005 2006
Total mortalities among children 163,1 142,8 127,8 121,6 114,8
including:
Infectious diseases 10,7 8,7 5,7 4,5 4,6
Tumours 7,5 6,4 5,5 4,9 4,7
Endocrine system diseases, disorders of
nutrition and metabolic disorders 1,1 1 1 0,8 0,8
From diseases of blood circulation 1,3 1,5 1,9 2 2,1
From diseases of the digestive system 1,4 1,2 1,1 1 0,9
From diseases of urogenital system 0,5 0,5 0,4 0,3 0,2
From external causes of death 34,2 38,1 32,2 28,8 26
of which:
from all kinds of transport accidents 8,6 7,1 6,3 5,9 5,8
from accidental alcohol poisoning - 0,1 0,1 0,1 0,1
of suicides 0,9 1,4 1,9 1,3 1,3
of homicides 1,1 1,8 2,2 1,7 1,5
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Appendix 3 Causes of child mortality in Russia, 2006 http://www.gks.ru/"*%)

W 1990
m 1995
w2000
m 2005
W 2006

12 statistics on Children (2006). Retrieved May 07 2009 from The Federal Bureau of Statistics of Russian Federation

official web site: http://www.gks.ru/
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Appendix 4 Child cancer cases division in Russia (by type oaacer), 200! ( www.gks.ru )

m Leukemia ®m Lymphosarcoma

m Other tumors m nefroblastoma

® neuroblastoma m soft tissue sarcoma

= bone sarcoma m retinoblastoma
ENT-tumors = brain tumor

lymphogranulomatosis

Appendix 5 Expenditures on Healthcare, by country in % of GDP (Retrieved May 28, 2009 fronr
www.gks.ru )

Year % of GDP spent Year % of GDP spent
on Healthcare on Healthcare

Russia 2006 3,6 Armenia 2006 1,5

Europe India 2002 1,3
Austria 2003 5,1 Kazakhstan 2006 2,3
Belarus 2006 4,5 Kirgizstan 2006 2,7
Belgium 2003 6,3 China 2003 2,0
Bulgaria 2003 4,1 Republic of Korea 2003 2,8
Hungary 2003 6,1 Tajikistan 2006 1,1
Germany 2003 8,6 Turkey 2003 5,4
Denmark 2003 7,5 Japan 2003 6,4
Italy 2003 6,3 Africa
Latvia 2003 3,3 Alger 2003 3,3
The Netherlands 2003 6,1 Egypt 2003 2,5
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Norway 2003 8,6 Republic of South 2003 3,2
Africa

Poland 2003 4,5 America

Moldova 2006 4,8 Argentina 2003 4,3

Great Britain 2003 6,9 Brazil 2002 3,6
Canada 2003 6,9

Ukraine 2006 3,7 Mexico 2003 2,9

Estonia 2003 4,1 USA 2003 6,8

Asia
Azerbaijan 2006 0,9 Australia 2003 6,4

Appendix 6. Amount and position of child oncology bds in different regions in Russian Federation,
(Durnov 2003)
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Appendix 7. The frequency of child mortality by agegroups in Russiacases per 100 000 childre
(retrieved July 15, 2009 fromwww.gks.ru)
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