	[image: image1.jpg]KOFAM/IBIK JEHCAVIIBIK CAKTAY MEKTEBI
KA3AKCTAH « 1997 « KAZAKSTAN




	[image: image125.wmf]0

10

20

30

40

50

60

70

80

90

100

Almaty

Astana

Karaganda

Kostanay

Pavlodar

Semey

Taraz

Uralsk

Ust-

Kamenogorsk

Shymkent

Most frequently diagnosis of terminal patients by regions

oncological

diseases

tuberculosis

HIV/AIDS

hematological

diseases

others


	
[image: image2]
	Общественное
объединение «Кредо»


SITUATION WITH PALLIATIVE CARE IN THE REPUBLIC OF KAZAKHSTAN (report)
Almaty, 2008
Present report written by: 
Public Health Higher School (Kulzhanov M.K., Doctor of Medical Science, Professor, Egeubaeva S.A. Candidate of Medical Science)

Public association “Credo” (Kozachenko N.V. Doctor of Medical Science, Professor, Mingazova I.F. Candidate of Medical Science) 

With the financial support of Kazakhstan Soros Foundation.

The empirical base of the report consist of the polling results, conducted in 10 cities of Kazakhstan
Acknowledgements

Authors would like to thank the heads of the healthcare departments, for support in doing the research, heads of medical establishments for participation in the research, medical workers, representatives from NGOs and religious organizations, for their consent of being the participants of the interview.  

The author would also like to thank the Kazakhstan Soros Foundation for the financial support, professional management of the project, and solving numerous organizational questions during planning, research, and writing present report.  

TABLE OF CONTENTS

 Summary…………………………………………………………………………4

Introduction…………………………………………………………………...…6

Concept of palliative care in the modern world…………………………….11

The results of public opinion research, on the question of palliative care…46

Afterword ………………………………………………………………………78

Conclusion………………………………………………………….…………82

Recommendations………………………………………………….…………83

References…………………………………………………………..…………83

Appendix………………………………………………………………………85

Summary 

Country summary

Kazakhstan is an independent republic located in the Central Asian steppe. Covering 2.7 million square kilometers (about the size of the 15 states constituting the European Union up to 2004), the country is the largest of the former Soviet republics after Russia. Kazakhstan has a long border with Russia to the north, adjoins China to the east, and Kyrgyzstan, Uzbekistan and Turkmenistan to the south. Kazakhstan is a land-locked country, which borders on two large inland seas: the Aral Sea and the Caspian Sea. The terrain stretches across steppes and deserts to the high mountains in the south east including the Tian Shan and Altai ranges. The capital, formerly Almaty (previously Alma-Ata), was moved in December 1997 to Astana (Aqmola) in the north. 

Kazakhstan is a unitary state with a presidential form of government. Nursultan Nazarbayev became leader of the Communist Party of Kazakhstan in 1989 and has since 1991 ruled the country as President. The President is elected by popular vote for a seven-year term (with no term limits) and appoints the Prime Minister, the Cabinet of Ministers and the regional governors.

The country is divided into 14 administrative divisions plus three cities (Almaty, Bayqongyr, and the capital Astana). The oblasts are further sub-divided into 220 rayons (districts).

The oblast administrations have been traditionally strong; akims wield considerable power and are key players in decisions relating to the health care system, as are the oblast departments of finance.

Kazakhstan is a member of the United Nations and several regional organizations: the Commonwealth of Independent States (CIS), the Shanghai Cooperation Organization (SCO), the Eurasian Economic Community (together with the Russian Federation, Belarus, Kyrgyzstan and Tajikistan) and the Central Asian Economic Community (with Kyrgyzstan, Uzbekistan and Tajikistan). Kazakhstan aspires to become a member of the World Trade Organization (WTO).
Healthcare system

Kazakhstan inherited a health system organized according to the Semashko model of Soviet health care. The extensive health system was state owned and centrally planned and key principles were that services should be free and accessible to everyone. Before independence, the Ministry of Health in Kazakhstan administered policy made in Moscow through a centrally organized hierarchical structure, from the republic level to oblast/city administrations, then to the subordinate rayon level. 

Since independence in 1991, Kazakhstan had to develop its own policy and planning capacity. Policy-making is highly centralized in an executive-style of government run by the President. National health policies are set by the government and implemented by national and local authorities. The Ministry of Health is at the peak of the health system hierarchy, but services are administered mainly by oblast (regional) departments, which have considerable autonomy in running health services in their area. The Ministry of Health however is solely responsible for all main management functions, including accreditation and public procurement. The National Programme on Health Care Reform and Development for 2005-2010 envisages for the first stage of its implementation (2005-2007) a revision of the centralized administrative management system, with a delegation of powers from the national to local levels.

Palliative care
In Kazakhstan, like in all other former Soviet Union countries, the facilities-which in the world has a common name – hospice, had appeared only in the 90’s. There are still no statistics of how many people are in the need of palliative care; care for incurable people, but there is an evident need for such facility. And this is proven by the republican statistics, which show a high rate of malignant neoplasms. High rate of death of malignant neoplasms is still one of big reasons. Such indexes as a morbidity rate (prevalence of malignant neoplasms) are growing year in and year out. Practically, 1/5 of oncology patients- are the patients with the malignant neoplasms in the VI stage, which need adequate professional medical and psychological assistance. But if patients with ontological pathology are getting help based on system approach, then such diseases as TB and AIDS are out of the attention of palliative care services, and is carried by the general medical net. 
At the present time, palliative care service has a discreet structure, and special organizations are functioning mainly in northern and eastern regions of the republic: hospices are working in the sites of Almaty, Pavlodar, Karaganda, Ust-Kamenogorsk, Semei, and Kostanai. “Centre of palliative care” in Almaty, (hospice) is first hospice in the country, which was established in 1999 by the order of the regional mayor and Department of healthcare of South Capital. Those facilities are providing care not only for the oncology patients, but for elderly patients with the therapeutic pathology who are in the need of supporting therapy as well. 

Hospices in Kazakhstan are different from such facilities in other countries in many ways. At first of all they are financed by the state, while in many countries up to 80% of hospices budget consist of charitable contributions, donations of private persons and companies, deposits of governmental and non –governmental organizations, and religious funds.
There is an opinion that hospices are economically unprofitable, but in the ethical aspect, there is no more profitable establishment than hospice. According the WHO data, every incurable patient is surrounded with 10-12 allied people: family, colleagues, friends, and neighbors. Without hospice help, facing the problem of a dying person, people have to quit their jobs, feeling endless remorse, survival guilt, and fears of getting cancer. Summarizing these factors, you can conclude that hospice is the most beneficial investment for the state, which is thinking of its citizens, and of reimbursement of what has been invested. 

In The National Programme of Health Care Reform and Development for 2005-2010, the chapter-“Reforms and development of system of organizing medical care for population says: “…envisage the development of rehabilitation and palliative care services (hospices, hospitals of nursing care, e t с, with the engagement of the concerned ministries, and departments, with the participation of the international and non-governmental organizations”, and shows the interest of the state in developing palliative care in the country. The plans of Kazakhstani specialists of palliative care,  are working-out the National program of developing hospices, and necessity of opening such facilities in every city with the population over 100 thousand people.  

The Republic of Kazakhstan is in the process of establishing palliative care. It characterizes with the lack of health care manpower and specialized beds, in spite of a high morbidity rate. Palliative care as a part of oncology services does not have its own unified, standardized, legal basis for work.  The recommendations for improvements in the development of palliative care services in this country have been offered. 

There is a list of problems in organization and managing the palliative care in the country: 
· one of the biggest problems in palliative care is a lack of skilled workers;

· the absence of the law about the palliative medicine;

· the absence of unified standard of managing the patients in the terminal stage with incurable diseases; 
· one of the biggest goals is  training the specialists of palliative medicine;

· necessity for  developing adequate educational standards and documents;

· introduction of the specialty- Palliative medicine, in the educational institutions of the country in all of the levels of medical education. 

Recommendations
 
There is a need for developing the common approach, organizational and economic mechanisms, and standards for opening specialized facilities of palliative care, and developing the holistic approach, philosophy of providing palliative care for the people of Kazakhstan. 
For successful development of palliative care in the country, it is necessary to create the Work group, for working-out the proposition and coordinating providing of the palliative care to the population. Such a group could have a sub-committee on the questions of politics, education, and service development.

In addition, there is a need of development and implementation of the unified program of development of palliative care in the country. 
Introduction
From the end of ХVIII century, dying patients become subjects of interest and care of professional medicine and only in the second half of XX century special movement – palliative care (help for dying patients) began to form. Rapid development of palliative care in our time connected to cultural and medical reasons. Among those - increase of longevity, this entails the problem of care for elderly and aged people, increase of numbers of oncological morbidity rate, steady increase of HIV infected people and consequently patients with AIDS, increase of numbers of other socially- significant and associated diseases, which require clinching the matter of improving the quality of life, dignified death, and guarding the human rights in the modern world/1, 8/.

. World Health Organization (WHO) – was the initiator of establishing the system of palliative care for helping the incurable oncology patients. In 1970, a small group of experts, under the aegis of   WHO, has started the movement for developing the palliative care in more than 40 countries, the leading countries among them are Switzerland, USA, Great Britain, Canada, Holland, Belgium, France, Australia. Palliative care accepts the status of special discipline with its rights, academical and clinical positions, specialized scientific researches and literature, complex development programs and becoming a new trend of public health /6, 7, 8/.
From the beginning of the 80’s, the oncology department of WHO, began the development of global initiative of implementing the actions, providing the adequate anesthetization and availability of opioids for oncology patients in the whole world.  Because of rapid growth of morbidity rate of malignant neoplasms in the whole world, in 1982 WHO announced the necessity of creating the new direction in the healthcare and offered the definition of palliative care. According to that definition, palliative care is an “active, comprehensive help for the patients, whose diseases are incurable, the primary task of which is pain relief and other pathology symptoms, and solving social, psychological, and spiritual problems of patients. The main goal of palliative care is an achievement of the best quality of life for patients and their families.” 

In the previous definition by WHO, (1982) palliative care was determined as a help for the patients who do not need the radical treatment any more. This definition has narrowed the definition of palliative care, and should be interpreted as a help on last stages of the disease. Today it is admittedly, that principals of palliative care must be applied as soon as possible in the case of any chronic, eventually incurable disease. This change appeared due to new understanding that problems arising in the end of the life of a patient are originating in the early stages of the disease. 

In connection with AIDS “coming up on the stage”, rapid aging of population, and growing number of patients with malignant neoplasms and others progressive diseases, WHO in 2002 has broadened its approach of determining palliative care. Just as previous palliative care – was expected treatment of patients with malignant neoplasms, now this concept is enlarged upon all patients with any incurable chronic disease in the terminal stage, among which of course the basic mass is an oncological patients. 

There are 3 main groups of patients, who may need the specialized palliative care in the end of their life:

· Patients with malignant neoplasms in the 4-th stage

· Patients with AIDS in the terminal stage

· Patients with non- oncological chronic progressive disease in the terminal stage of development, ( stage of decompensation of heart, pneumonic, hepatic and nephatony failure, multiocular sclerosis, heavy consequence of stroke and others. ) 

In this way, creating the system of palliative care for incurable patients is one of the high priority trends in clinical medicine, in the majority of the world countries. The Republic of Kazakhstan is not an exception, where in spite of success in diagnosing and improvement in treatment mode of cancer patients, the problem of providing the palliative care for patients with widespread forms of malignant neoplasms still requires critical decisions. Also there are still unresolved problems of providing palliative care for incurable patients with TB, AIDS and other diseases in the terminal stage. 

Aims and goals of the research.  
In connection with above-mentioned problems, it was decided to conduct investigations for studying the distinctions of palliative care in the Republic Kazakhstan. For determination of needs and opportunity of providing palliative care in the country, Kazakhstan Soros Foundation has financed the research. 

The study’s purpose was examination of the system of providing the palliative care in the country and working out the recommendation for its development and improvement. 

For meeting the goal, the following aims were determined:

1. To explore the general situation in the healthcare system and concept of palliative care as it’s essential in the Republic of Kazakhstan.

2. To describe the system of providing the palliative care, it’s distinction in the Republic of Kazakhstan, prerequisites for creating and developing palliative care in the country, issues of the politics and missions of this service, organization and educational system in this area.

3. Gather and analyze the opinion of different groups of population, study the public opinion concerning the possibility of developing and needs in palliative care. 

4. To determine the perspective and work- out recommendations for developing the palliative care in the country.

Target group


For case study, Kazakhstan Soros Foundation chose 4 main groups of the society:

· People

· Medical workers

· Representatives of different NGOs, working on providing the palliative care 

· Representatives of religious organizations. 

In addition to that, the experience of national and international experts, exploring the problem of providing the palliative care in Kazakhstan was used.

Research methods and statistical analysis of research data. 
The research lasted from December of 2007 until the April of 2008 planning stages of the research, working out and approbation of forms for interview ( forms are included in to the report) for 4 target groups, ending with negotiations with the healthcare department about the possibility of implementation of such research. The next stage was the stage of polling the target groups, data analysis from the literature, and statistical analysis of research data.

Sources of educts 
For realization of integrated assessment of palliative care and population needs, the following sources were used.  

Internet data and published work:
Register of socially – significant diseases in the Republic of Kazakhstan

Statistical digests with information about the population, health status of population and healthcare services.
Summary survey about the health status of population in Kazakhstan, 2005 WHO European bureau.

Healthcare systems in the transition period, number 9, № 7, 2007 – Kazakhstan survey of healthcare system
Declaration of Commitment on HIV/AIDS and Political Declaration on HIV/AIDS: midway to the Millennium Development Goals. Report of the Secretary-General

Millennium development goals 2007.

Data of interview in 4 target groups in 10 cities of the Republic of Kazakhstan-Astana, Almaty, Karaganda, Kostanai, Pavlodar, Taraz, Semei, Ust-Kamenogorsk, Uralsk, Shymkent.

Statistical analysis 
For achieving the main goal and purposes of the research, the methods of complex analysis were used, including use of a quantitative essay, and methods of qualitative essay of prevalence of events in sampling frame. 

Chi-square criterion (
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- is one of the mostly used statistical criterions in medicine. This criterion is suitable for qualitative data. The difference of this criterion is its non – parametric- independence from form of allocation.  
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 Criterion like a row of other criterions is based on comparisons of frequency of observable events with those ones that could happen if it would happen accidently.  

The formula of calculation of criterion in general:
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 stand for summing up. In other words, criterion is equal to the sum of duplicate proportion of residuation of real and expected frequencies to desire. For this, we have to take in to account the number of observed cases, to be exact - number of degrees of freedom. The number of degrees of freedom is usually understood as a number of studied cases minus the number of parameters limiting the variations. In case of adjacency matrix like tables 2, 5, the degree of freedom is equal to (r-1) (c-1), where r- the number of lines, and c- the number of column in the table. 
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 - is suitable statistical criterion for independent samples. That is why the use of this criterion for the research of dependant samples is undesirable. It is also undesirable to use the 
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 for the analysis of ordinal data, because it leads to loss of sensitivity of experiment – the advantage of ordinal data before the qualitative will not be used. 

The important advantage of 
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 criterion is its validity for any number of categories (in n·m- table – n and m can be more than two). This is the requirements for the correct implementation of the criterion: 1) every cell must have at least one observation; 2) it is desirable that no more than 20% of cells would have expected number of events less than 5. In the situation when many cells of a table contain less than 5 observations, the unification of allied groups is used. In this case, the number of observations in united cells is increasing. 
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criterion should not be used if the number of examined is less than 20. Masterfully it can be applied if the number is more than 40. If it is from 20 to 40, then only in the case when an expected number of observations in every cell is 5 and higher (in the case of four-course -4 and more.) 

The method of standardized residuals. 
The 
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 criterion determines only the existence of dependence between the two superfluous variables and does not show character or strengths of this dependence. That is why it is recommended to use as an addition to the 
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,  the method of standardized residuals, which allows to determine the existence and  direction (superfluity or deficiency) statistically significant distinctions between observed and expected frequencies in the contingency tables. 

Standardized residuals are determined by this formula:
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 is observed frequency of the cell of the table, 
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- expected frequency of the cell of the table. 

The sign of standardized residual shows the direction of dependency.  If the standardized residual is bigger than 0 then this cell of the table has superfluity of observed frequency compared with expected frequency.  If the standardized residual is less than 0, then this cell of the table has deficiency of observed frequency compared with expected frequency. There is an opinion that there is a statistically significant difference between observed and expected frequencies, if the absolute value of standardized residual is bigger or equal 2. Other limit values are accepted in accordance with the following table: 

	The absolute value of standardized residual
	                      Significance level 

	≥2,0
	p<0,05

	≥2,6
	p<0,01

	≥3,3
	p<0,001


However, the rules are applicable only if the expected frequency is no less than 5. 

The data processing was realized with the use of two programs: Epi Info и SPSS. 

"Epi Info" is a word processing, database and statistical software for epidemiology. With Epi Info™ and a personal computer, epidemiologists and other public health and medical professionals can rapidly develop a questionnaire or form, customize the data entry process, and enter and analyze data. Epidemiologic statistics, tables, graphs, and maps are produced with simple commands. The key features of Epi Info are:
· Epi Report is a tool that allows the user to combine Analysis output, Enter data and any data contained in Access or SQL Server and present it in a professional format. 

· Logistic regression and Kaplan-Meier survival analysis 

· Data Compare does double data entry comparison 

· Allows analysis and import of other file types 

SPSS (originally, Statistical Package for the Social Sciences), SPSS is among the most widely used programs for statistical analysis in social science.

Functions of SPSS

1. “Base module” Required to run SPSS. Reads data files; provides data and file manipulation, procedures for report writing, descriptive statistics, cross-tabulation tables and analysis, t-tests, correlation, analysis of variance, regression, cluster analysis, factor analysis, and nonparametric statistics. 
2. “SPSS Regression Models” - Logistic regression, ordinal regression, multinomial logistic regression, and mixed models (multilevel models).

3. “Advanced Models” Discriminant analysis; loglinear, logistic, and nonlinear regression; probit and survival analysis; and multivariate and repeated measures analysis of variance. 
4. “SPSS Tables”. Allows user-defined control of output for reports.

5. “Amos”- It is designed primarily for structural equation modeling, path analysis, and covariance structure modeling, though it may be used to perform linear regression analysis and ANOVA and ANCOVA.
6. “SPSS Classification Trees”. Creates classification and decision trees for identifying groups and predicting behavior.

7. “SPSS Categories” Contains procedures for doing conjoint analysis and optimal scaling. Categories include ANACOR, HOMALS, PRINCALS, and OVERALS, all dimension-reduction techniques used for perceptual mapping. Plots produced by these procedures can help you determine the structure of your data. An alternating least squares (ALS) method for parameter estimation is an option in several procedures. ALS allows all levels of variable measurement (nominal, ordinal, interval, and ratio) in the estimation phase.
8. “Clementine is an industry-leading data mining solution that helps organizations understand people's past behavior and predict future behavior. 

9. SPSS Conjoint gives you a realistic way to measure how individual product attributes affect consumer and citizen preferences.
10. “Data Entry” Easily design and create forms.  A form displays your survey questions on-screen for convenient data entry of each survey respondent or data observation.  Forms can also be printed for use as questionnaires. 
11. “Exact Tests” Allows statistical testing on small samples
12. “GOLDMineR” It is designed specifically for use with ordered, but not necessarily evenly spaced, items in surveys and other data. 
13. “SamplePower” It allows researchers to perform statistical analysis and sample size calculations for most common experimental design (ANOVA) and regression models.
14. “SPSS Missing Value Analysis”- Simple regression-based imputation
15. “Trends” Provides time-series analysts a variety of identification, estimation, forecasting, and diagnostic tools. Plotting, smoothing, decomposition, regression, ARIMA modeling, and spectral analysis are a few of the techniques available in Trends.
Concept of palliative care in the modern world.
Palliative care is an important part of a public health service. It is oriented to relieve the suffering of a patient, maintain his human dignity, determine his needs, and support the quality of his life in the final period. Also, palliative care includes the help and support for family and relatives of a patient.  There is not much attention paid to this problem in the Europe, so even anybody can deal with that problem. Palliative care is based on the respect to the unique individual distinctive of each person- with his unique history, mutual relation and culture. This respect in particular is reflected in providing the best medical care using the latest achievements of the last decade in order to give people better chances for full quality of life. 

According to the definition given by the WHO in 2002 palliative care is: 

“approach, which helps increase the life quality of patients and their family members, who are experiencing the problem of a lethal disease, by preventing or ease the suffering thru the early determination  and accurate estimation of occurring problems, and conducting adequate medical intervention ( with the pain syndrome, and other disorders of vital activity) and rendering psychosocial and moral support.”

Palliative care is oriented on resolving the pain and other painful syndromes and proclaims the value of life, but refers to death as to a natural event, not trying to anticipate nor postpone it. Palliative care includes psychological and moral support, oriented to help the patient maintain active life till the last day, down to the limit. The system of support for the relatives of a patient is called to help them to overcome the tragic situation- if needed with the use of psychological consultation after the death of a patient. By using the integrated approach, palliative care is very sensitive reacting to the needs of patients and their relatives. It helps improve the life quality, and can render positive influences on clinical course. It can be implemented in the early stages of the diseases in parallel with other types of treatment, directed to the prolongation of life (for example chemotherapy or radiotherapy).

  Palliative care includes diagnostic action, necessary for the accurate estimation of character of clinical complications, causing the patient suffering and their adequate treatment/14/..

 With the increase of a life expectancy in European and other developed countries, the number of people above the age of 65 is growing. The aging process of population is changing the picture of morbidity and death rate.  Past the XX century signalized the sharp reduction of child mortality from infectious diseases. Now, more often, people are dying in advanced age from the chronic illnesses, characterized with the different physical and psychological disorders, which very often brings social problems. The health care systems must be able to provide the necessary help for those people relieve the suffering and support the sufficient life quality. 

Palliative care traditionally oriented on the needs of dying patients, and support of his relatives, usually talks about the oncology diseases. Growing needs of people suffering from chronic illnesses and new scientific evidence about the effectiveness of palliative care, shows the need for using that type of help, and its integration with different services of health care more widely.

Lack of attention to palliative care in the present policy of the health care system- is a problem for organizers and chief of the healthcare departments, and is requiring immediate action. 

Palliative care should be provided as necessary before the symptoms become out of control. It should not be the exclusive priority of specialized teams or palliative care services or hospices, which provide it when all other types of treatment have been canceled. It is necessary to allow providing palliative care in all conditions, as an essential of all systems of medical service.

It is no wonder that most of the deaths in European and other developed countries happened among the people older than 65. In spite of that, the need of that group of population in palliative care is not well investigated. Older people undoubtedly have specific needs, because health disorders they have are different from disorders of younger people, and often are more complicated.  More often, older people have serious varying degrees of complex health disorders.  Its cumulative effect can be more serious than the effect of any separately taken disease they have, and as a rule, leads to more complicated disorders, and need for help. Older people are amenable to high risk of drug side effects and iatrogenic diseases. Complex varieties of small disorders can make an impact on older people resulting in a big cumulative psychological impact. Disorders associated with acute disease can develop against the background of physical and mental deterioration and be combined with pecuniary burdens and social isolation. Epidemiologic inquiries of relatives and other informed respondents about the health condition of the patients during the final year of their life, testify about the complex character of disorders in elderly age. Results of this research show increases with age such symptoms like mental disorientation, dysfunction of bladder and bowels, amblyopia, hearing disorder and dizziness/16/.

In this way, disorders observed in patients of elderly age during their final year are combined manifestation of the main disease and age-related disorders. All of that requires a bigger need for help, which is known by the specialists in all spheres of health care oriented on providing systematic help to elderly patients, including the general practice, geriatrics and rehabilitation. Clinical courses of many chronic illnesses of elderly ages are not well prognosticated, so that is why providing palliative care must be based on the needs of a patient and his relatives and not on the prognostication. The examples of clinical course of oncology diseases, cardiac insufficiency and dementia illustrate that statement.

Oncological diseases include many different types of malignant neoplasms, that determine different symptomatology depending on what organs or systems were affected. The frequency of that type of pathology is growing with age, three-quarter of deaths due to malignant neoplasms happen with people over 65 years old. The most common malignant neoplasms for women are breast cancer, carcinoma of lungs and cancer of the large intestine, for man: carcinoma of lungs, prostate gland cancer and cancer of the large intestine. Breast cancer and prostate gland cancer have more favorable prognostication in comparison to cancer of the large intestine and particular carcinoma of lungs. Individual prognosis depends on the stage of tumor development in the moment of detection, and of how good it responds to treatment, which can include surgical methods, radiotherapy and/or chemotherapy. As usual, the satisfactory level of vital activity of patients continues until the final stage of the disease, when it stops responding to the treatment (Picture 1) but very often patients have need of psychological support, information, and attention since the moment diagnosis was made. 
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Picture 1   - The diagram of clinical course with malignant neoplasms.
The results of research in general, show that oncology patients receiving the palliative care and advertency from medical workers since the moment when diagnosis were made, are characterized with bigger interest for receiving the information, intention to participate in the process of making the decisions, and higher level of psychosocial adaptation to their condition. 

About 10% of people older then 70 are suffering from the cardiac insufficiency. Therefore, the probability of fatal cases during the 5 years is about 80% this prognostication is worse than prognostication for many types of malignant tumors. Clinical course very often characterized with periodic, painful exacerbation such as breathlessness and pains with following gradual complete or incomplete reversion to the initial functional condition. Death comes because of slow degradation of condition or at the time of exacerbation. (Picture 2) 


[image: image19]
Picture 2 - The diagram of clinical course with progressive insufficiency of organs or system malfunction. 

In spite of significant progress in cardiac insufficiency treatment, in particular in relief from exacerbation, patients and their relatives often are facing difficulty in understanding and in implementation of complicated complex of medical prescriptions. Patients with cardiac insufficiency have less accurate understanding about their diagnosis and prognosis. It seems like it happens because of lack of information given to the patient by the medical workers, partly because of complexity for prognosis and unwillingness to discuss that question. In this matter, the situation is worse in comparison with oncology patients, who receive more information and support. 

Evidence of dementia can be observed in 4% of people older than 70. This index is growing up to 13% with people older than 80 years old. The median lifetime of patients from the moment of making diagnosis is 8 years, and during this period, progressive decrement of functional capabilities and level of mental orientation is happening.

(Picture 3)    
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 Picture 3    - The diagram of clinical course with dementia. 
Typical symptomatology includes mental disorientation, urinary incontinence, pain, dysphoria, constipation and anorexia. The slow process of anomie has severe emotional impact on the relatives of a patient, and attendance for such patients requires a lot of effort. Providing care for people with dementia, who are incapable for conscious expression of will brings a lot of ethical problems/20, 21/. Among them – questions associated with rational use of the antibiotics for pneumonia, enteral feeding and insertion the liquids. Meanwhile it should be noticed, that dementia figures as a main diagnosis in less than 1% of patients of hospital hospices. 

Just recently, the importance of people performing the everyday care for seriously ill elderly and aged patients was taken into account, and there is not much reliable information about their needs. Their function can vary, including providing personal hygiene for patient (bath, help for changing clothes, e t c) and sometimes require physical efforts (for lifting the patient). This type of care is usually laid on the shoulders of relatives, who often live with the patient, and who are motivated by the desire to help their relative and give him the opportunity to live in a home condition. But heavy burden of such care, with time, can become the reason for contradictory emotional reaction of people providing care on the changes in behavior of the patient. It limits the range of their life capability and can lead to a financing gap. Long term care for the seriously ill relative – is hard work without pay and support, which can negatively reflect on the health, prosperity and material security of people who are involved in it. /21/
A New look at palliative care.
Starting from the small groups of hospices workers, expansion of ideas and practices of palliative care around the world is proving the truth enclosed in the utterance of the famous anthropologist Margaret Mead: “Never doubt that a handful of serious-minded and convinced individuals can change the world. As yet, it always was like that.” Now comes the time for the next stage- transformation of this big experience into the norms for public health. 

One of the central aspects of work that lead to development of wide spectrum of arrangement in palliative care was fundamental change of attitude toward pain, which since 1960 was reviewed as an important complex problem. At first most of attention was paid to pain syndrome with oncological diseases. One of the first results of early research in that area was a booklet” Pain relief from cancer” published by WHO in 1986. It was anticipated from the beginning, principles of rendering the palliative care began to spread to control complicated pain syndromes with other serious diseases.  

In the next stage, palliative care, undoubtedly must become a legally competent element of everyday medical practice, and take its place as in the training programmes for medical workers, as in educational programs for people. There is a very important task- not only relieve people from suffering, but to give every person, every family a choice – which unfortunately they do not have very often. Family, the main resource of care and help for the patient, is in the need of skilled advice of different specialists, so that it can in the completely measure and realize its capability for providing the maximum active life of a patient until the end. Then the memory about the worthy last days of a relative can help his relatives be at peace with the loss and will ease their grief. 

Achieving this goal requires social and political levels, which should lead to the practical change of approach and to countrywide advanced training of medical workers who are working with people suffering from life threatening diseases. In this question, the human assurance and devotion means more than expensive medicine and intervention, and it must be an anxious subject for the governments of all countries. 

The health services should flexibly react on the growing needs of care, associated with ageing of population. In particular, it is necessary to change the attitude toward palliative care. Traditionally palliative care is provided mainly to patients with malignant neoplasms partly because of a more predictable clinical course, which helps to identify needs and plan help for patients and their families. Such approaches beget the idea that providing palliative care is a destiny of specialized services and has a meaning only in the last weeks of a patient’s life. (Picture 4)    
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Picture 4 – Traditional concept of palliative care. 

In reality, problems for patients and their families arise at any stage of a long-continued disease, and they need help at that moment and not just immediately before death. The principle of providing palliative care and help in parallel with the treatment of a main disease- manifests for patients and their relatives, for some medical specialists seem like a radical change.

 (Picture 5) 
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Picture- 5 A new concept of palliative care. 

In addition to care for people in the terminal stage of the disease, the health care systems must find the possibility of providing care through many years for people suffering from the severe chronic diseases, or complex chronic disorders, taking into account uncertainty of the moment of death/22/. 
Out of dependence of the seriousness and multiplicities of disorders, and degree of uncertainty of prognostication, autonomy of the patient is still one of the key human rights, and its abidance must be the base for ethical norms for the society and medical services. This principle got in to the modern concept of “patient oriented help” and many health care systems now make efforts for its implementing, which emphasize the necessity of building the medical care on the base of values and preference of people. 

There is more and more objective, scientific evidence appearing concerning the questions, of what kind of help, people in the last stage of their life would like to get. Many researches show that about 75% of respondents prefer to die at their home. Among those who shortly before the polling experienced the loss of the relative, were more people who would prefer the condition of a hospital hospice.

Some research shows that from 50% to 70% of people suffering from the severe diseases, also prefer to end their life at home (although coming closer to the death, part of that group had changed their attitude in favor of hospital conditions.) One of the main principals of palliative care from the moment of its birth was provision for people to have the opportunity of real choice of the variants of its rendering/23/.
 As far as expansion of the movement for opening the hospices, and developing the palliative care goes on, the volume of the data witnessing for high effect of the approaches for providing care propagandized by this movement is increasing. Systematic observation of the data, including the research among the oncological patients in many countries, invariably shows the importance of the key aspects of providing care. Most authentically proven was the effectiveness of simple remedies such as pain relief, advertency, companionship with patient, and well-coordinated activity of medical workers, which honors the preferences of the patient about the place of providing care. Also there are preliminary scientific evidences in the favour of application of models of palliative care with nonneoplastic diseases/22/.
It is becoming more clear that modern knowledge concerning effective care providing, very rarely is leading to considerable improvement of the situation if they are not combined with purposeful effort for its implementation into the daily practice. That is why many countries, are working on systematic ways of implementing the scientific knowledge for developing health care services. Particularly they are developing the clinical recommendations, methods of evaluation of clinical practice quality, complex protocols of managing the patients, involving the patients into the process of practice changing, and more regularly studying their opinion, implementing the methods of stimulation for collaborative work for medical groups for improving the quality of provided care.

However, changing the organization, practice, and habitual stereotypes of behavior, is not an easy task. For example, in oncology, developing the scientifically proven clinical recommendations for medical workers was not absolutely successful. Analysis of this initiation shows, that developing and promotions of recommendations must start from the low level, with informational support, follow up, multi-field cooperation, and effective management. As for palliative care, the special methods of evaluation for quality of clinical practice, with the use of main criteria of effectiveness of care provision was developed. These methods were successfully used in different conditions.          

To actively involve people, who are receiving the palliative care into the process of planning, is probably harder, than any of the other spheres of health care because it is necessary to avoid overworking the seriously ill patient. Nevertheless, it is possible, and there is experience of using some flexible methods. Other approaches include the regular inquiries of patients, clarification of opinions of the relatives of dying patients about the quality of provided care. The result of this opinion survey is counted for evaluation of local requirements, and it is used in the process of planning the work of services. Now, the method of continuous improvement of quality is called the interest. It can be used within one service or in such a way that different teams, would meet within the bounds of “collegiate cooperation”. In any variant, medical teams who are providing care, evaluate the quality of their work in detail, determine the “bottle necks” and make the efforts for amendments in the repeated cycles of planning of requisite measures, its realization, analysis of results, and planning again. (Picture6) 
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Picture- 6 Model of process of system improvement.

The messages come from different places about the very successful use of this method.  
For the expansion of the advanced experience of palliative care among the medical establishments, the work of local nets of communications can help. 
 Although the situation slowly changes, traditionally not much attention was paid to palliative care in the process of general and practical training of medical workers. Most of the study books for future doctors and nurses practically do not have any information about medical aspects of the final period of life, except the prognostication information. Maybe this is the reason why very often-medical workers feel themselves diffident when they have to tell the patient about bad prognosis of the disease, evaluate the character of its future clinical course, provide control symptoms, or help the patient to make a hard decision.  This is also explains why patients who are in the need for palliative care do not have it, or receive it very late. Anyway, there is encouraging evidence that many necessary skills can be taught during the internship and future training of medical workers. 

Scientific research shows, that those medical students, who had the opportunity for long term clinical observation of oncology patients, or communicated with them during the learning process of communicatory skills, had deeper knowledge, were ready to listen with more attention, discuss difficult topics, and help people to make decisions. There is information, that state-registered nurses and doctors can receive additional communication skills through the intensive postgraduate courses during the subsequent stages of their career. But it is not always easy for medical workers to use these skills in daily routine. It means that education programs, must be designed for longer terms of study, and include the mechanisms of functional feedback. Probably the management of medical facilities also should aspire for creating the adequate atmosphere and work mood for implementing such skills. It is necessary that medical workers would have enough time for providing high quality care, and it is important that they would have all the necessary conditions. Even for high professionals it is hard to accomplish their duties when they have to work in an atmosphere of hurry and stress, when their efforts are insufficiently evaluated, and criticisms are not productive. 
Provision of medical care especially with progressive and heavy diseases, is connected to many complicated ethical problems. That is why it is important to have collective discussions of these aspects, and adequate advanced training of medical workers. We are talking about such aspects as keeping confidentiality, prognosis discussions, and comparing the treatments with its side effects, right orientation in the terms of complicated relationships of the patient and his relatives, documentary expression of will of patient connected with terminal period and death, justice distribution of limited recourses, analysis of the situation and communication with the patient and his relatives in the case of request for euthanasia, refusal for implementation of medical intervention or cessation of therapy,  making the decision for the patient who can not do it themselves ( for example patient is in coma). 

It would be unrealistic to anticipate that the growing needs for palliative care can be fulfilled at the expense of increasing the number of specialists occupied in this area. The possible ways of solving that problem would be spreading of applicable knowledge and skills among the wide circles of medical workers. Existing data proves the opportunity for the possibility of stiffening the knowledge, and forming the right directives for palliative care, among the primary workers of the health care systems, but it will require two-way exchange between the specialists and general practitioners. If the whole idea is about providing better care and access of the patient with nonneoplastic diseases to the palliative care, then specialists themselves will have to study the symptomatology of such diseases.  

There are more and more talks, that with developing of the health care systems, increasing the living standards, increase of longevity, people who live in developed countries become estranged from the death and dying, which didn’t happened in the previous generations. The weakening of religious and spiritual persuasion is also probably leading to the fact that it is becoming harder to discuss openly questions about death. Usually, it lies so far from the daily routine, that people stop taking it as a reality, and are not ready to meet it.  We can blame the medicine, which has the position that death is always a failure and not a natural event which can be postponed but which eventually will happen anyway. At the same time, every day TV news and popular culture full of topics and examples of death of other people- sudden, untimely death are often because of somebody’s fault.  At the same time, it is necessary to pay a debt to mass media, that sometimes they illustrate some people’s lives, who were suffering from heavy diseases, but until their death were taking active life positions, and who brought considerable social benefit. 

Skills of medical workers for providing the palliative care

For provision of palliative care, medical workers must have certain skills for better quality care. This is as medical (control of symptoms of the disease and managing of incurable patient) as an intercommunication skill, competence of providing understandable and correct information and many others.   
Control for pain and other symptomatology
The effective methods of pain relief have existed for about 30 years; there is a wide choice of medicine, designed for pain relief for oncology and other diseases. Epidemiological observations show that with following the clinical recommendations for pain control, it is possible to reach adequate pain relief for 70-97 % of oncology patients in far-gone stages of neoplastic process. The knowledge and directive of medical workers concerning the pain syndrome can be improved through teaching, but there is not enough research about the implementation of received skills in practice. Most of all short-term remedies were explored, when for example medical nurses are offering patients the opportunity to journalize their pain symptoms, and doctors are using the tactic directly oriented to daily evaluation of the level of pain, with adequate correction of medicine dosage/21, 26/.  Different from the oncology patients, there is not so much attention paid to the issue of standardized evaluation of pain, for elderly people, with nonneoplastic diseases.    
Communication skills

Confidential companionship between the doctor and patient, gives the positive effect on many factors, very often including the improvement of psychological status, more effective pain control, improving the blood pressure index, and sugar content in the blood /22, 27/. The ability of the medical workers to keep the effective relationship with the relatives of the patient, and involve them in the process of making the decisions, is always an important factor for positive evaluation of relatives for quality of care provided to the patient in the terminal stage by the medical workers/28/. Communication skills of medical workers can be improved by the videotaping consultations with following discussions, but medical workers will need additional help so they would be able systematically use this in daily practice. 

Provision of information

Familiar oncology patients with records or resumes of the most important medical examinations and consultations –usually is good. It increases the level of knowledge about the disease and evaluation of quality of provided care/27/, without psychological trauma/26/. But when the prognosis is bad, it is necessary to be careful and provide the information taking into account if the patient would really like to know whole truth about his condition/28/.. Use of visual aids, diagrams, e t c can help medical workers to explain to the patient the main point of treatment, answers for questions, which can disquiet him, and finally to increased degree of satisfaction of received care/28/.. 

Moral support

Spiritual and religious needs of people have a very intrapersonal character. They often come on the first plan, with the death coming, and must be taken into account with providing the palliative care. There is preliminary actual data, showing that spiritual beliefs can affect a person’s condition, and the clinical outcome. In addition, it can affect the relatives and how they deal with the fact of loss/21/.
Psychological support

A big number of different programs were tested over 40 years, on the run of over 150 randomized researches. The results varied.   There were a variety depending of the type of disease and of the period of observation, the positive results were not stable. Most of the data was gathered in favour of using supportive psychotherapy, but there is a necessity for further work for determination of specific needs of patients and indication for this type of help.  

Methods of alternative medicine
In general among all people, woman of middle age are inclined to use the alternative medicine, because they think it is a more natural and easily controlled type of treatment. In spite of interest for methods of alternative medicine in palliative care, its objective evaluation is hampered because of absence of standard definitions, small volumes of researches, low evidence of intensity of possible effect, and non-adequate methods of its metering, and there are no concrete conclusions/19/.
Transfer of information

Exchange of information between different departments and services and between the medical facilities and services of medico – social support at home, has a very important meaning, in providing care for elderly people.  Very often, the present system is not answerable to its assignment. In spite of lack of practical work in this area, it seems like the most effective way for providing information exchange would be having a supervisor or coordinator for every patient /22/. 

Need satisfaction in providing care at home.
Another very important question: is it possible, through improving coordination to create the necessary conditions at home in order that the dying person could spend the last hours and minutes of his life at home, if he has such a desire. Tests of different approaches of hospital and community services show that in a big percentage of cases it is possible to provide help for a patient if people have a desire to die at home. There is actual data showing that providing well coordinated support allows alleviating a situation for relatives providing care for the patient/21/.
Lending aid for family and relatives

There are different existing services for supporting people who provide care for elderly people. They include services of home care, service of invalid tenders, and work of different voluntary-social organizations, support groups, individual psychotherapy and training. People who provide care usually are satisfied with the quality of home care, and sometimes the patient values the opportunity to use the invalid tender service. Those few who participate in the groups trainings, or enter to support group, appreciate open relationships with other people, but objective evaluation of effectiveness of such groups is not strong. There is a need for further work to determine the priorities of needs of people, taking care of elderly, and determine how the existing services can help them/25/. It is important to remember, that providing for these people the opportunity to feel that others are paying attention to them and understand them – is a big task of providing care. 

Anxiety and depression is a normal reaction on the loss or threats to the loss of the relative. Medical workers who meet with people in the moment when their yearlong connection can break off, usually does not affect these deep emotions. Nevertheless, they can help to avoid additional feelings of isolation or perplexity through adequate and coordinated help. 

Day hospitals for providing specialized palliative care

There is objective evidence in favour of patients positively relating to the opportunity of visiting the day hospitals of palliative care, where they can communicate with other patients, ask questions, and take part in the different activities. There’s only one unstudied question left- how visiting the day hospital affects on other factors, particularly on the quality of life or ease of symptomatology/20/.
Psychological support for relatives after the death of patient

Some research shows that relatives of patients who died in the condition of receiving specialized palliative care, had less psychological frustrations and unfilled needs in comparison to relatives of those who received just standard care/21/. 

The evaluation of need for support and consulting of relatives of a dead patient is an important component of palliative care. But prognostic accuracy of such evaluations for determinations of individual indications for consulting and effectiveness of individual therapy is still not very well explored. It should be mentioned, that all these factors are difficult to analyze/22/.
Developing of palliative care services for patients with nonneoplastic diseases

Multi-type teams, is one of the ways for providing care for patients with complex disorders. They are well recommended in geriatric practice, and with other diseases. For example, team approach for care of patients with cardiac insufficiency is decreasing the indications for their hospitalization, and increasing their survivability/15/. 

Specialized nurses

The results of the research show, that activity of specialized nurses is giving providential influence on the patients with cardiac insufficiency and helps to provide continuity of care/17/. With the diseases of breathing system care provided by such nurses’ leads to prolongation of life of patients, but not influencing on the quality of life, nevertheless patients are positively evaluating home visits of this category of medical personnel/22/.   

Service of hospices for patients with dementia

The results of implementation of experimental program care providing palliative care and services of hospice for patient in the terminal stage of dementia, shows, that this method can help to increase the comfort of patients and give help to people who take care of them/20/. 

Recently increased the interest to the question of beforehand planning, when person is deciding what kind of help he would like to receive in the case of a life threatening disease. They are making written directions for relatives and medical workers, including the preferences and wishes for the case if person would not be able to make the decisions as a result of the disease.  In spite of hope that such planning can decrease the number of unwanted interventions, in the terminal stage of life, there is no proof that the given directions are always followed and it influences the use of the resources or cost of the treatment/23/. At the present time, a search for more comprehensive methods is going on.  There is no proof of the effectiveness of the intensive therapy for satisfaction in palliative care for elderly people/25/.
Gaps in the researches of effective care providing
There is a sharp need for scientific research for the problems of origin and methods of pain control and other symptomatology with nonneoplastic diseases, barriers to the access of care, and for providing care to people suffering from the nonneoplastic diseases. There is a need for deeper research on the question of providing care for elderly, and representatives of different cultural groups, studying social, psychological and spiritual aspects, of palliative care, and the development of evaluation methods. Researchers are always facing difficulties connected with the necessity of keeping a sensitive approach with studying the needs of patients, and with the problem of searching viable solutions, combining the wish of patients and his relatives with other objective factors. 

It is more necessary to fully use the existing data about palliative care, and more actively develop the mechanisms of systematic monitoring of arising needs for care and its quality. The perspective direction is a comparative analysis of different models of providing palliative care, with different levels of financing, and international comparison. It is important to have optimal choice of indicators. It can be an exponent of intensity of morphine use, percentage of patients with nonneoplastic diseases receiving the palliative care, percentage of patients died in suffering, and the exponent of providing palliative care for patients situated in the institutions for elderly care. 

After scientific research determines the needs and identifies the efficient measures for its satisfaction, then there is a big work for implementing this new knowledge into the daily practice of health care, which should be done. There is a need for financial support to initiate orientation for advanced training of medical workers on the different stages of their professional career, and developing skills to change the practice of their work with necessity. It is necessary to perform the experimental projects for testing the methods of coordination work of medical doctors from different facilities, for providing the palliative care. 

Analysis of actual data, received from different countries, shows the importance of key aspects of palliative care for oncology patients and effectiveness of simple measures, oriented to the amelioration of the patient. These measures include adequate pain relief, and control of other symptoms, attentive attitude to patient and providing the information, and also well-coordinated help, provided by the qualified professional teams with taking into account the wishes and preferences of the patient.  In spite of the fact that with nonneoplastic diseases indefinite prognosis is complicating the process of planning the palliative care, patients with such diseases have the same needs as oncology patients, so mentioned above measures will give them the same positive influence. All this testifies that it is a time for more active and more coordinated actions directed at improving care. So, it is necessary to use simple, tested measures, with taking into account the needs of patients and their relatives and the stage of the complexity of the disease. 

The level of needs in palliative care in the condition of growing the number of elderly, determine the necessity of complex approaches and implementing the principles of public health. We are talking about determination of needs of the elderly, monitoring the tendencies and effectiveness of implementing measures, improvement of professional qualifications, informing the population and forming the mechanisms to support necessary changes in behavior and practice.  

Providing the palliative care for elderly, should be reflected in planning of health care service on the national level. Every country must decide for itself, how high priority of this sphere is, and how big the volume of resources should be, and these questions must be clear. For example, the experience of hospice work in the USA shows that provision of stable financing, and stability, gave the ability for long planned help, particularly for patient with nonneoplastic diseases. Policy of organizing of palliative care must be coordinated with other policies of the health protection of the elderly, and with the policies of control of concrete types of pathology – such as coronary heart disease and dementia. 

Health care management must do everything so that palliative care becomes an essential of general medical service, and is not considered as some additional service. It is necessary to stimulate effectiveness of help, do the monitoring, and implement the measures of motivation for medical facilities that increase the quality of service. Effective palliative care for elderly requires development cooperation between the geriatric medical teams, geriatric homes, and personnel providing the palliative care. 

It would be possible to ease the suffering of people in advanced age, through wider use of well-known methods of treatment. One of the difficulties in this, probably insufficient training of medical workers in the area of pain control, and other symptomatology, and the unwilling use of narcotic analgesics in the primary and secondary units of health care out of special stage of specialized help. Solving this problem requires additional and practical training for all the medics providing care in different conditions, including homes, hospitals and geriatric homes.   

The research of problems of satisfaction for people suffering and dying from the nonneoplastic diseases is not well developed. There is not much concrete information about ways of effective organization of palliative care in geriatric homes or about the needs of people older hen 80years old in different conditions. In general, there is lack of empirical data of how to implement the results of scientific research into practice the most optimal way. 

Comparative uncertainty of prognosis for nonneoplastic diseases, complicate the process of planning services. Nevertheless, for effective relief from suffering, it is enough to use such simple measures like reliable pain relief, attentive attitude to the patient, giving him the information, and providing coordinated care for the patient with the use of qualified specialists. It is unlikely that such approaches were very different depending on the disease or country. It allows us to say that it is the time to initiate more active and coordinated efforts for improving the system of providing palliative care, concentrating on the use of simple and effective measures, estimated by the complexity and seriousness of the disease, and by the needs of the patient and his relatives. 

For the last 30 years, the success of the movement for creating the hospices and palliative care development proves the effectiveness of palliative care in improving the quality of life in its final stages.  Accumulation of the special knowledge and experience in the area of providing care for oncological patients, and their relatives, is accompanied by considerable social support for activity in this direction. Specialists more and more conclude that this model of providing car should be adopted for the patients with nonneoplastic diseases, basing more on the realistic requirement than on the diagnosis or prognosis. 

 However, it is not enough to have knowledge, and good intentions for implementing these approaches in to real practice. In order to obtain the improvement of providing the palliative care for aged people, it is necessary to be ready to hear their opinion, take into the account the interest of their relatives, apply creative approaches and persistence for overcoming the barriers on all the levels of health care. These are the barriers:

· Insufficient knowledge and understanding of the scale of the problem

· Absence of exact policy of providing the palliative care for aged people and for diseases they suffer from most of the time. 

· Lack of integration and coordination of palliative care, provided in different conditions and by different health care services. 

· Deficit of traditions or experience of providing the palliative care in the facilities where care is provided. 

Condition of palliative care in Kazakhstan. 

Traditionally, the health status of the population begins with characteristics of average life expectancy.  Trends in life expectancy in Kazakhstan are broadly similar to those observed in the Commonwealth of Independent States, although life expectancy in Kazakhstan has remained below the CIS average and the decline in life expectancy after 1991 was steeper. The dissolution of the Soviet Union was followed by a dramatic decline in life expectancy. In Kazakhstan, life expectancy dropped from 68.81 in 1990 to 64.4 in 1996, and has since increased again to 66.9. However, despite the economic recovery, this still fell less than two years short of its 1990 level and was more than 13 years lower than average life expectancy in the EU-15, which was recorded at 79.43 years in 2004/11/.
As in the rest of the former Soviet Union, there is a substantial gender gap in life expectancy. In 2004, males could expect to live 60.72 years, while female life expectancy was 72.02 years. Male life expectancy also experienced a much steeper fall than female life expectancy in the first half of the 1990s, from 63.9 years in 1990 to 58.93 years in 1996 (WHO 2006a). The largest proportionate increases in mortality have occurred among males of working age. Between 1987 and 1995, mortality rates more than doubled for men aged 30-44 and rose by more than 75% for men aged 45-54 (Becker and Urzhumova 2005). There are also substantial regional variations in life expectancy. The most prosperous areas (Almaty city and the capital Astana) have a substantial advantage in terms of life expectancy over other, more deprived areas of the country (Becker and Urzhumova 2005) /10/ .
It should however be noted that actual life expectancy may be even lower than recorded in official statistics. The reason for this lies in the underreporting of infant mortality, which will be described in more detail below. Estimates that take this factor into account point to an actual life expectancy of 61 years in 2003, 4 years less than official statistics indicate (Rechel, Shapo et al. 2005) /10/.
The decrease in life expectancy in Kazakhstan in the 1990s is largely due to an increase in mortality from cardiovascular diseases, in particular among middle-aged males. According the data from Statistical agency RK in 2004 30.3% of males died before the age of 60/12/.  
At the same time, according the UN data- Kazakhstan belongs to countries with a rapid aging of population, and by the 2050, 25% of population will belong to the group of senior citizen. Along with it, the morbidity rate of oncology diseases will grow. And the problem of providing of palliative care will become more and more actual from the health problem point if view/12/.
There is still no statistical data, of the number of old people who are in the need or who will need the palliative care, but the necessity of such a facility is evident. And the republican statistical data confirms that. There is a high index of morbidity with malignant neoplasms, in spite of some decrease during the last five years. In the structure of morbidity rate in the country, in the squad of leading localizations - lung cancer, gastric cancer, skin cancer and breast cancer taking the leading position. Death rate during the last 10 years has a stable decreasing tendency, but the death rate from malignant neoplasms remains in third place.  Such important indexes – as the index of morbidity rate (prevalence of malignant neoplasms) is growing year in and year out, the average year-to-year increase is 12 for every 100 thousand of the population. Specific weight of people registered with IV stage of the disease during the last 10 years has decreased 7.3%. Meanwhile in practice 1/5 of cancer patients – patients with malignant neoplasms in IV stage,  have need of adequate professional, medical- psychological help/2, 6, 9/.
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On the other side the number of socially – significant diseases in the country, which cover the able-bodied citizens is growing, and demand for close attention of the society from the position of new concept of providing of palliative care. 

During the last 20 years, HIV infection is a subject of worry for the whole world community.   By estimate of experts, by the year 2006 the number of people living with HIV had reached 40 million people. In 2006, almost 5 million people were infected with HIV, and at the same time, 3 million people died from the infection. 

In the Republic of Kazakhstan, the epidemic is restrained in the initial stage, (HIV mainly concentrated among injecting drug users, sex workers). But there is a big possibility of decrement of the situation, because of the unsafe behavior of the injecting drug users and sex workers, the knowledge of youth about the ways of transmitting the HIV and protection methods is low, and the safe behavior of avoiding infection is not always practiced. 
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Picture 12. The number of annually registered cases of HIV infections in the Republic of Kazakhstan. 

Besides international obligations,  Kazakhstan approved and is accomplishing the AIDS program for the years of 2006- 2010, the HIV and AIDS issues are integrated into the section of social politics of the Plan of strategic development of Kazakhstan until the year of  2010. Impedance to the infection is also an important part of the State program of reforms and development of healthcare for 2005-2010. 

The first case of HIV infection was registered in Kazakhstan in 1987. From that moment by the June 1 of 2007, i. e. in 20 years from the first case of HIV, there were 8388 people livig with HIV registered in Kazakhstan, 558 were diagnosed with AIDS, including 23 children. 453 people died from AIDS, including 3 children under the age of 14. (Millennium development goals 2007)

By estimate, the number of people living with HIV in Kazakhstan is about 16 000 people.  This exceeds about twice the number of registered cases. Registered diagnosed cases of HIV are characterized with implacable increasing dynamic number of new cases. In 2005, the number of registered cases has exceeded the number of registered cases in 2004 by 1.4 times (964 and 699, correspondingly); in 2006 exceeded the number registered in 2005 by almost 2 times (1745 and 964, correspondingly). During 6 months of 2006, 988 new cases of HIV were registered. Cases of HIV were registered in all 14 regions of Kazakhstan. The mostly infected regions are Pavlodar and Karaganda regions and Almaty city they hold almost 60% of all registered cases.    

Special attention should be paid to the South- Kazakhstan region, where in 2006, the outbreak of inter-hospital HIV infection in few children’s hospitals were registered. The reason for that were violations of procedures for safe blood transfusion and sanitary- epidemiological regime of the hospitals. 114 children were infected. 

In Kazakhstan the HIV epidemic, mostly developed among injecting drug users (IDU). Among all people diagnosed with HIV – 74% are IDU.  

The decrease of heterosexual transmitting of the infection were registered, in this way  in 2006 it made up 16.5% while in 2001 it was just 5 %. 75% of people living with HIV – are men. But the number of women with HIV is growing, majority of which was infected from their sexual partners – drug users (in 2001 the proportion of women were 10% and in 2007 it become 26%). HIV infected women gave birth to 296 children, 21 of them had infection. The distinction of the epidemic is that it mostly affects the young. Among people with HIV, in Kazakhstan 50% of them are youth of ages 20-29 years old.  72 % of people living with HIV are not learning, and are unemployed. 30% of the total number of infected people was diagnosed in the prisons. 

By 2007, 50% of the people needing it (352 from 700), were getting the ARV-therapy. All pregnant, HIV+ woman were getting the full complex of medicine – for preventing transmitting the infection from mother to child. All children who were born from mothers with HIV were getting substitutions for breast milk.  

Injecting drug users remain the main source for the HIV epidemic in Kazakhstan. The estimated number of that group is about 140,000 people, which gives evidence that 2% of population aged 18-49 using injection drugs. One of the reasons for that could be the fact that Kazakhstan is located on the intersection of the opiates transporting from Afghanistan to Europe. The research shows that 80% of IDU use heroin, and 16% use opioids. Preventing the spread of the infection of this HIV–sensitive group has always been the priority for the Government of Kazakhstan. Since 2001, the “Harm reduction programs” are integrated into the national politics and become a part of national AIDS programs. 

According to the data from the patrol of epidemiological surveillance (PES) for Kazakhstan in 2006, the prevalence of HIV among IDU –were 3.4%, which is equal to the level of 2005.  According the data of behavioral research, only 47% of the drug users are aware about the channels of infection and HIV prophylactic methods, but only 14% of that group is practicing safe injection and sexual behavior. This is proved by the high prevalence of hepatitis C (64.5%) and syphilis (11.1%). ¹

As seen from the given data, the potential of further spread of HIV in this group is very high.  Considering the fact that this group is a “bridge” of transmitting the disease to the majority of the population, it makes it very important in the epidemiological process.
______________________________


 The results from the patrol of epidemiological surveillance in the Republic of Kazakhstan in 2006 were presented at the meeting in Almaty, 9-10 of April 2007. 
By the estimation of the Republican AIDS Centre of Kazakhstan, the number of woman sex workers is about 20,000. According to the data from the patrol of epidemiological surveillance, the prevalence of HIV among this group is 2.5%, of syphilis 26.5% and of hepatitis 17.3%. This number is much higher among those sex workers who use drugs (5.8%, 67.5% and 35.4%, respectively). The level of knowledge  about the channels of infection and HIV prophylactic methods of sex workers in 2006 was 58%, which give evidence of improvement compared to 2005 (39%) but is still insufficient.¹ Sex workers – are a group, which historically have been incurred to discrimination and stigmatization. Existence of incurred gynecological and venereal diseases, unequal relationship between the genders, in consequence of which women can’t always control their sexual behavior, in particular to have protected sex with the client – all that makes the sex workers particularly vulnerable to the HIV infection, and of course increasing the possibility of the epidemic to go outside that group. 

In the whole world, the prevalence of the HIV in penal institutions is higher than in the general population. In Kazakhstan, according the data from PES the prevalence of HIV was 1.0%, while among the general population it is 0.1%. In 2006, the prevalence of syphilis was 13.6%, hepatitis C 40.1%. As for dynamics, the prevalence of HIV in 4 years increased by 3 times, prevalence of viral hepatitis C increased by 1.3 times, compared to 2003, and syphilis increased by 1.2 times in two years. Meanwhile the availability of the condoms in penal institutions of Kazakhstan for the period of 2005-2006 has increased from 66% to 88%. In addition to that, availability of disinfectants in Kazakhstan increased from 80% in 2005 to 89% in 2006. The research showed that prisoners are well informed about the ways the HIV spreads, and about the prophylactic methods, the level of information awareness of prisoners is 64.6%. The high prevalence of HIV, hepatitis C, and syphilis among the prisoners, can be explained by this:  first – the practice of unsafe sex, and use of unsterile instruments for injecting the drugs, and secondly, prisoners may be already infected with above-mentioned diseases. The penal institutions are conducting such activities like awareness building about the HIV/AIDS, distributing the condoms and disinfectants but they do not exchange the used syringes and needles. It should be mentioned, that the number of prisoners examined for HIV has increased from 61% (2005) to 72% (2006)¹.  


In some of the world countries, men who have sex with men- are the group, which is affected by HIV the most.  In the USSR, the first case of HIV was registered in 1987 of a man who had sex with another man, and then during the next few years, the epidemic was developing inside of that group. According to the data from PES, the prevalence of HIV in this group in Kazakhstan was equal to 0% during the period of 2003-2006, which does not contradict the registration data, because the level of prevalence of HIV among men – having sex with men (MSM) really is very low. 83% of MSM have said that they have used the condom during they last anal, sexual contact. The level of knowledge about HIV was 54%. The improved situation with HIV in that group can be associated with the fact that this group has a high level of education, and motivated for retaining good health. In addition to that, 71% of MSM in Kazakhstan are covered with prophylactic actions, and 65% of them had a HIV test in 2006¹. However, keeping in mind that access to the people from the group is hard partially due to the historical stigma of the sexual relationships between men.  It is possible, that people with HIV were not included in the research.  Therefore, it is possible that the HIV epidemic among that group is going invisible, and the real situation is not so improved.
Regardless of the fact that in comparison to 2005 the knowledge of youth about the prophylactic methods has grown from 34% to 39%, the sexual behavior in terms of being infected with HIV   remains dangerous.  Only 84% of the youth respondents have used the condom with the inconsistent partner. During the last 12 months, 9.2% of respondent men have noticed at least one of the symptoms of STDs. Only one third of them were referred to medical help. Presence of STDs symptoms confirm the danger of sexual behavior in the terms of being infected with HIV (existence of a big number of sexual partners without using the condoms) ². 

Existing gender stereotypes and differences are increasing the vulnerability of women to HIV. According to the research conducted among the women from rural areas, the initiative in all of the spheres including sexual – belongs to men.  Infidelity of men is not condemned by the society.  There are facts of violence against women in some of the villages of Kazakhstan.  The initiative of using condoms belongs to men. Women have gainful employment rarely compared to a man, which decreases the availability of medical service for them, and primarily to the early detection of the diseases ³.

There are considerable factors for stigmatization and discrimination of people living with AIDS in Kazakhstan. The polling for detection the knowledge, attitude and practice concerning the HIV/AIDS was conducted in 2006. 3200 young people were interviewed. Half of the respondents agree that HIV people must be isolated from the society. The dominant attitude to the people living with HIV from the people of rural areas is aggressive and fearful. The circumstance of infection is also influencing the attitude. If a person was infected thru the “right way” – (thru blood transfusion with the infected blood, in the hospital) then the attitude mostly will be pitiful but if a person was infected in the “wrong way”- (using the unsterile syringe for injecting the drugs, sexual contacts) then the attitude will be blaming. Many people think that people living with HIV must be isolated from society.  It is not desirable that they will study, or work with the healthy people.

The role of people living with HIV for consulting, support and care for other people with HIV is considerable. However, there are not many people in Kazakhstan, who are involved in that activity.  Only one person openly talks about his status. The small number of NGOs working with this contingent also raises concern.

From the moment of registering the first case in 1987, the system of AIDS centers were created in the republic (there are centers in all 14 regions with the head Republican centre in Almaty), the net of laboratories were set, 253 cabinets of voluntary testing and consulting were established, 130 syringe exchange places for Harm reduction programs were open. 

In Kazakhstan, the non-governmental sector was mobilized, 60 organizations of which in cooperation with professional organizations are realizing the actions in the fight against HIV.

There is an epidemiological control for HIV set in Kazakhstan- continual gathering of information about levels and dynamics of spreading the HIV in the regions, among the most affected groups, for the purpose of creating the effective programs of HIV prophylactics.  The system of epidemiological surveillance for HIV in Kazakhstan is based on registration of HIV cases, and enriched with epidemiological surveillance of the second generation, including as serologic as behavioral research. Programs against HIV are a foundation of country’s answer against the HIV epidemic. The year of 2005 ended up being a time for the Program to fight AIDS in the Republic of Kazakhstan for 2001 – 2005, approved by the decree of Government of the Republic of Kazakhstan from September 14 of 2001 # 1207, implemented actions of the above-mentioned program have helped to hold the epidemic to low levels.  

For the support of the program, the resources of international donors were mobilized, including the 22.4 million dollars from the Global Fund to fight AIDS, TB and malaria (GFATM) for the period of 2004-to 2008. This grant was allocated within the framework of the Agreement of grant realization between the GFATM and the main recipient of the grant was the Republican centre of prophylactic and fight against AIDS signed on June 29 in 2003. In the process of program realization, international partners including the organizations from UN system like – UNAIDS, UNDP, UNESCO, UNSF, organizations of U.S. government, USAID, CDC, International non- government organizations, ( NGOs) PSI, “AIDS -Fund West-East” fund “Kazakhstan Soros Foundation”  have helped Kazakhstan prepare and answer requests for 7 rounds from Global Fund.  Some regional projects such as Central – Asia project of AIDS control ( financed by World bank,) and Department of international aid of Great Britain) project “Potential” ( financed by USAID) are giving support for Central Asian countries including Kazakhstan. 

Prevention of the spread of HIV infection certainly is a high priority in the republic of Kazakhstan. There are actions on the blood safety, because transfusion of the infected blood or its preparations is one of the “most effective” ways of spreading the HIV infection, prophylactic of vertical transmission, implementing of informational and prophylactic programs for the youth and population in general, prophylactic programs for the drug users “Harm reduction” and for the sex workers are envisaged in the program. 

Because the treatment and psychological support are vitally important parts of help and support for people living with HIV, the government of Kazakhstan treats the infected people with highly active anti- retro viral therapy (ARVT). Providing the equal availability to ARVT of all people with HIV is one of the aims of the strategy of public access to prophylactic, treatment, care and implementing support in Kazakhstan. There is a system of health surveys and providing the medical care for people with HIV and provision of ARVT set up in the republic. Now, the program for people in the penal institutions is worked out and is waiting for approval by the Ministry of Justice. Worked out and approved is a list of regional programs of HIV prophylactic, including the program in the South Kazakhstan region, in which together with treatment and prophylactic actions, the actions for easing of consequences of outbreak of inter-hospital HIV infection were enclosed.  The Republic of Kazakhstan is one of those countries where “The law of prophylactic and treatment of HIV infection and AIDS “(5 of October of 1994) was accepted and working. In 2006, some additions were made to that law.  In Declaration of obligations, accepted on the 26-th, Special session of General Assembly of UN in 2001, it is specially highlighted that for successful counters to the epidemic, strong political leadership and multispectral cooperation are necessary.  Certainly, the role of health authorities and sanitary- epidemiological surveillance questions of prophylactic and treatment of HIV and AIDS in Kazakhstan is very high, but the HIV problem, has other aspects, needing solutions from different institutions and organizations.  There are questions of social protection, fighting with narcomania, culture, science, education, labor, migration that require regulation and coordination. In the case of uncoordinated activity of ministries, and departments, their work will be ineffective and uneconomic. 

In connection with the facts above, the government of the Republic of Kazakhstan, by the decree from the 3rd of February of 2005 established the National coordinating council for health protection, at the Government of the Republic of Kazakhstan. Minister of the health care department is the head of the Council, and the representatives of all concerned ministries and departments were included in the council.    

Improvement of a legislative base for social protection and support of people living with HIV and their family members, - is a high priority direction in opposition to the infection, especially in connection with the registration of nosocomial outbreak of the infection among children- patients in some of the hospitals in South –Kazakhstan region. Fixation in the regulatory document  the right of children with HIV - access right to children’s institutions with other children, will help to overcome the isolation of children with HIV, and ease their social adaptation. It is also important to envisage the equal access to medical care and service for all of the categories of people living with HIV, including the prisoners. 

For treatment that is more effective it is necessary to intensify the work on devotion to the therapy, timely revision, and improve the existing protocols in accordance with the international standards, to see after timely purchase of anti-retro infection medicine, and its distribution in the regions. The important aspect is expanding the assortment of anti-retro infection medicine on the pharmaceutical industry of the country. In addition, it is necessary periodically to do the training and retraining for doctors and paramedical personnel that can help to control the negative reaction of the medicine, and change the therapeutic regimen if it is necessary and raise a level of knowledge of the specialists about HIV/AIDS for adults and children. The effective implementation of ARVT is impossible without the well-equipped laboratories, which can help to control the changes in the immune system of the person, and reveal the HIV resistant forms to medicine, and take action for decreasing the danger of HIV forms resistant to medicine. Further strengthening of the PCR-diagnostics is an important attribute for successful treatment.

Treatment of drug users with HIV infection - takes a special place.  It is necessary to develop schemes of specific therapy of HIV infection for the drug users, paying special attention to the devotion to the treatment, and to the fact that these patients can be on the substitution therapy, and in this case special protocols for simultaneous treatment with anti-retro infection medicine and substitution therapy medicine (taking into account their combination and interaction)   should be used. Taking into account the close relationship of HIV epidemic and epidemic of narcomania, there is a necessity for developing and implementing effective programs for rehabilitation of the drug users.  
Keeping in mind that 80% of HIV infected in the region is the drug users with complex infections it is necessary to develop the schemes of treatment for people with co-infections: HIV + hepatitis C. 

In the area of support and care, on the stage of development HIV epidemy, there is a necessity for providing psychological and social support for people living with HIV, neutralizing the negative effect of high intensity stress, and providing the retaining of a full value life. TO achieve this goal, it in necessary to strengthen the non- government organizations, especially ones, which are working with people living with HIV, and strengthen the institute of social workers involving people living with HIV in to this work, setting up supporting and helping groups, overcoming the stigma, and discrimination, guarding the rights of people living with HIV- are the high priority directions for Kazakhstan. 

On the stage of providing palliative care for this contingent, it is necessary to remember that, the run of HIV/AIDS has an undulating character; the periods of health improving are combined with the periods of 
ill health. In this case providing of palliative care will have it own distinctions. 

In this way with accomplishing above-mentioned actions, we can stabilize the situation with HIV infection in Kazakhstan. But success is guaranteed only with joint efforts of all concerned parties- Government, state organizations, civilian population, NGOs, organizations of people living with HIV, private sector, mass media, which must increase their response to the HIV epidemic, combine forces, increase resources, speed up the efficiency of solving the  strategic tasks. The future of Kazakhstan depends on the effectiveness of barriers for HIV infections.

The fight against TB is one of the priorities and key directions of social politics of the Republic of Kazakhstan. It was emphasized in the annual Address by the President of the Republic of Kazakhstan to the people of Kazakhstan, and reflected in the state normative acts – sectorial program “intensification of the fight against the TB in the Republic of Kazakhstan for 2004-2006” proven by the decree of the government of RK from 13 of August of 2004, # 850 and also in the In The National Programme of Health Care Reform and Development for 2005-2010, proven by the Presidential decree form 13 of October of 2004 # 1438.  The TB sectorial Program for 2004-2006 with financing and distribution, disposition of funds form, the republican and local budget in the amount of $13 million 413.5 thousands, (proportion of the republican budget is equal to 13.3% ) envisage the following actions:

· The working-out of top-priority actions, directed for stabilizing and improving the situation with the TB in the country. 
· Organizing the therapeutic and prophylactic actions in all stages of managing patients with the TB, with involvement of the net of the Primary Medical- Sanitary aid, with following the unified protocol of managing the consumptive. 
· Integration of the antituberculous service with other state agencies and departments.
· Improvement of the National registry of consumption.

· Strengthening of the material and technical base of all of the organizations of antituberculous service, including the penal settings, thru provision antituberculous institutions with X-ray units, high-resolution microscopes, fluorographic films, and chemicals. 

· Gradual opening of specialized units in the regional TB dispensaries for the treatment of patients with chronic forms with continual bacterioexcretion.   

· Reorganization of specialized units in the regional TB dispensaries for compulsory treatment of patients affected with contagious form of the disease, eluding of the treatment.

· Continuation of scientific research with the implementation of the latest techniques of diagnostics and treatment into the practical healthcare.

· Social support of the patients with the TB and medical workers of the TB dispensaries.

· Advanced training and level of knowledge of the specialists in the antituberculous institutions. 

For the stabilization and improving the epidemiologic situation with the TB, the technical work group for the high-level TB were organized by the decree of the Government of the RK by 03.02.2005, # 99” About organizing National Coordination council for health protection by the Government of the Republic of Kazakhstan”, with the purpose of technical support of the Government of the RK in the future development and implementation of the National antituberculous program. 

The order for multidrug resistance TB, and Manual for TB with multidrug resistance was developed and proved. The regional programs for fighting TB from 2008-2010 are being improved in all of the regions. The Action Plan for fighting against TB on the interdepartmental level, in the Republic of Kazakhstan for the period of 2008-2012 has been prepared. 

All the patients with elimination of bacilli, who are under dispensary observation, are covered with cultural examination for existence of medicamental resistance, according the international recommendations. In the dispensary division of antituberculous services the system of registration of all TB patients and prognosis of outcome of treatment was revised and now will be realized at the region where it was discovered, and on place of residence, in spite of place of residence registration, separately for permanent residents, migration people and prisoners. 

In accordance with the law of the RK from December 10 of 1999 #496-I “About the compulsory treatment of people with contagious forms of TB” 9 specialized units at the regional TB dispensaries for compulsory treatment of people with contagious forms of the TB with 305 beds is working.

The material and technical base of the laboratories in the regional TB dispensaries is strengthening and they are getting equipped with modern laboratory equipment, bacteriologists and laboratory technicians are getting the annual advanced training, the system of control for the quality of the research is developing, which allows performing the work for cultural research of the patient’s expectoration to be performed, for profiling the medicamental resistance.  In 1999, Kazakhstan has been included into the WHO program of the research of the medicamental resistance, at the world level. 

With this purpose, the reference-laboratory of National Centre of TB Challenge of the RK exclusive in the CIS- has passed the quality control test in the supernational laboratory in Borstel city (Germany) and received the status of National reference laboratory.     

The main methods of TB detection in Kazakhstan are clinical, radiation and bacteriological, and for children: immunological, clinical, and partial radiation.  

Realization of differentiated examination of population from the risk groups, directed for annual cover with the purpose of early diagnostic of TB, is an important part of stabilization and improvement of the epidemiological situation with TB. 

One of the important indicators determining the timeliness of detection of TB is a specific weight of destructive forms among the new-onset of patients with TB of respiratory system, which decreased from 48.0% in 2001 to 35.0% in 2006. The government of the Republic of Kazakhstan and Health Ministry of RK are planning the strengthening of the material and technical base of antituberculous institutions, and equipping with medical equipment. However, the condition analysis of base in antituberculous institutions of the country showed that 33.7% of antituberculous institutions are located in typical buildings, 55.1% in the non-typical, and 11.2% in accommodated buildings. And one of the main problems is absent in the majority of the hospital engineering base of inflectional control. That is why material base is in the need of step-by-step reconstruction (installation of combined extract and input ventilation, reorganization and opening of interregional hospitals, creating conditions for lockdown of patients depending on the epidemiological magnitude).

One of the most serious problems of modern phthisiology in Kazakhstan is a medicamental resistance of causative agents of tuberculosis. According to estimations, there are 450 000 cases with the multidrug resistant TB are annually registered in the world, including 70 000 cases in the European region. Unfortunately, in Kazakhstan the tendency of spreading the multidrug resistance TB among the contingent of TB dispensaries is noticed. 

At the present time there are more than 8000 suffering from the multidrug resistance form of TB. In accordance with that, since 2000 the DOTS-program was implemented in the country.  The goal of this program is a prophylactic of future development and spreading of the multidrug resistant TB. At first, the pilot project was implemented in 4 regions with the future realization in all other territories. Since 2003, the DOTS-plus piloted projects have been realized over all over the country. 18 specialized units for patients with multidrug resistant TB, with 695 beds were opened. The clinicians and bacteriologists were prepared. 

The annual monitoring investigation for detection, diagnostics, and treatment of multidrug resistant TB is conducted in the country. The implementation of the DOTS-plus program in Kazakhstan is intensified by the acts of legislation and by the guideline of the National Centre of TB Challenge. The DOTS-plus program has been started in the regions. The new decree for the multidrug resistant TB has been prepared. Nevertheless, the high level of primary and acquired drug resistance remains in the country, including the patients with multidrug resistant TB. In 2006 in comparison to 2005, the index of primary medicamental resistance in the republic decreased to 45.2%, including the multidrug resistance 13.1%, acquired 74.1%, including the multidrug resistance 39.1%. 

The reasons of spreading the multidrug resistant TB
1. Transmission of infection:

· In 2006 only 
21.8% of all diagnosed patients with the multidrug resistant TB were receiving treatment (count out the prisoners) and even less in the previous years. 

· 13% of first diagnosed, 40% of repeatedly receiving treatment and 70% of chronics with the multidrug resistant TB are spreading the TB during the hospitalization, during the period of waiting for the results of the tests for the sensibility to Tuberculosis mycobacteria, in the overcrowded rooms, in the absence of infectious control.  
· The late diagnostics of the  multidrug resistant TB ( 1-3 month) 

2. Amplification of the medicamental resistance.

· The regimes of treatment of I and II categories, cannot prevent the amplification of the resistance to Tuberculosis mycobacteria in some groups of the patients. 
3. Frequent interruptions in the treatment. 

4. Medicine with unguaranteed quality.

Together with it, the situation with the multidrug resistant TB in the country requires the resumption of work of the station of the bacteriological inoculations in the antituberculous institutions on the regional level. 

The centralized provision of the anti-tuberculosis institutions with the antituberculous medicine of the reserve range from the money of the republican budget on the tender base, by the Government of RK is influencing the effectiveness of the DOTS-plus program. 

The effectiveness of the treatment of the patients with the new cases with positive swob, registered 12-15 month ago, is low, and makes only 70.8%. The reasons for low index are donormalization of the treatment regime by the patients and multidrug resistant TB. More than 377.2 thousand patients in the country since 1998 have received the DOTS therapy. 

The problem of fighting with the TB in the system of penal institutions is still actual, and lies in the big concentration of TB infections and the epidemic role of which, today is very evident. Short –staff, shortage of performance of the protocol treatment, are influencing the developing of the multidrug resistant TB in these facilities. However since the period of implementing the DOTS strategy in the penal institutions in the in 1999, positive changes were noticed, showing the decreasing of morbidity rate more than 5 times, and mortality rate from the TB in more than 10 times. 

Antituberculous service in the penal system were strengthened thru the realization of the Program of the further development of the penal system Of the RK for 2004-2006, proved by the Government decree of the RK # 1376 from the 31 of December 2003 with the  amount of financing in 71 million 969.7 thousand USD.

The Global Fund fighting AIDS, TB and malaria has proved in 2006, the request of Kazakhstan for the sum of 9 842 621 USD. 

All the actions designated in the request are directed for the providing of the antituberculous aid to the population. TB is one of the leading causes of death among HIV positive people with weakened immune systems. According to world estimations, in 2005, among the HIV positive people, 14 000 new cases of TB were registered. In Kazakhstan, according the register data bank, during the period of 2003-2006, 722 cases of TB/HIV were registered, 261 of them, are new cases. 

The analysis of main epidemiological indexes of TB, in the country for the period of 2004- 2006 shows its decreasing tendency for stabilization of the epidemiological situation with TB. It touches the civilian sector of healthcare and the penal system as well. During the last 3 years, the morbidity rate in the civilian sector of the healthcare has decreased from 154.3 in 2004 to 132.1 in 2006 per 100 000. In comparison to 2005, the morbidity rate has decreased on 10.3%. The decreasing of morbidity rate in 2006 was noticed in all regions.  

Tuberculosis incidence per 100 000, Kazakhstan, EU members before May 2004, CIS, CARK  
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The same situation is monitored in the penal sector of the healthcare, where morbidity rate has decreased from 1573 in 2004 to 771.3 in 2006 per 100 000 of prisoners. 

The morbidity of the population with the TB in the Western regions Actobe (167.3), Atyrau (204.4), Western-Kazakhstan (171.9), Kyzylorda (193.7), Mangistau (166.0) per 100 000 of population, and is higher than the republican level. During the last few years these regions traditionally taking the leading position, but, general positive tendencies in decreasing the morbidity rate are noticed in these regional programs as well.

During the period of 2004-2006 the significant decrease of neglected cases of TB among new-onset patients were registered from 830 in 2004 to 457 in 2006. In comparison to the previous year of 2005, the number of neglected cases decreased 32%.

One of the most objective and important criteria reflecting the epidemiological situation is an index of mortality rate from TB, which according the count of 2006 in the republic has decreased on 2.4% and makes 20.3 contra 20.8 in 2005 per 100 000 of population. The increase of mortality rate from the TB has been noticed in the following regions: Aqmola region in 15.4 % Eastern-Kazakhstan in 6%, Zhambyl 4.7% Kostanai in 10.2%, Northern-Kazakhstan in 26.0% and in Astana city in 24.6%.

The structure of mortality from the TB in the republic consists of chronic forms of TB 51.8%, new-onset 7.5%, recidivating 13.4%, released from the penal institutions 10.8%, persons of no fixed abode 13.5%. From these positions, it would be important to envisage the pattern of providing the palliative care for patients with the TB. 

In the penal system of the Ministry of Justice of the Republic of Kazakhstan the mortality rate from the TB among the prisoners has increased and made 64.9 in 2006 (103 patients died) contra 55 per 100 000 of prisoners for the previous year (increased in 12.9%). 

 The increase 
of mortality rate in 2006 is connected to an increasing number of fatal cases among the patients with chronic TB and multi-drug resistant TB. 

The Epidemiological situation in the republic is complicated because of spreading the multi-drug resistant forms of TB, TB/HIV, and because of the serious situation with TB in the tubercular bridewells.

In such a way, Kazakhstan, according the WHO  official data from 2005,  takes the leading position for registered morbidity of TB, and 147 per 100 000 of population, and belongs to 18 higher priority countries with TB in the European region of WHO. Besides, the level of prevalence of TB with multi-drug resistance is one of the highest in the world. 

The healthcare system of Kazakhstan has undergone different stages of its development. The inherited model of the Soviet system of healthcare with the residual principal of financing at the present time has been transformed into a system with program- budget base with a vertical structure of providing the medical care for the population starting from feldsher's- obstetrical stations, stations of primary medical healthcare, and to the tertiary medical institutions in the country. The healthcare services are giving their attention more to the treatment rather than on the prophylactic actions.  

Changes in the healthcare system have developed and implemented the complex national strategy of developing the healthcare in the country. The system of management is also carried out vertically from the Ministry of healthcare to the regional/city departments and then to district healthcare departments. At the same time, regional/city healthcare departments are controlled by the local government administration (akimats), and receiving the financing from the local budget together with financing from republican budget as well. 

Improving the management system of healthcare services is one of the top priorities and goals of reforming the healthcare sector.  . The National Programme on Health Care Reform and Development of 2005-2010 envisages the review of the system of management of the healthcare sector. For implementing the first stage, (2005-2007) the reconsideration of the authority in the national and local levels were intended. On the second stage, (2008-2010) improving management systems of the healthcare sector thru the implementation of informational technologies and international quality standards are planned.  

The main goal of the National program is to improve the availability and quality of healthcare services, to make them more social oriented and effective. The realization of the Program will be implemented in the following directions:

· Development of the stations of primary healthcare, and transition from the treatment in the hospital to the treatment in the polyclinic

· Achievement of the international standards with the use of new technologies, progressive methods of treatment and medical services. 

· Improving the health of mothers and children

· Creating the system of independent expertise with engaging the independent experts.

· Training the specialists and managers for the health care.

· Prophylactic and diagnosing and treatment of socially- significant diseases. 

·  Improving the material base of healthcare services.

What is the role of the palliative care in the healthcare system of the country? What are the problems in providing palliative care in Kazakhstan? 

In Kazakhstan like in many others Soviet Union republics – hospices had appeared only in the nineties.

Hospices aimed to provide help for incurable patients only, for those, who often become the unwanted ballast in the usual medical healthcare institutions. Such medical care is present not only in Kazakhstan but also in others countries as well and is the main resource of treatment and recovery of the patient. But if recovery is impossible then the patient happens to be out of the interest of the system of medical care. Hospice is not only providing the death-sick patient with professional help in treating the symptoms and qualified sister aid, but gives psychological and spiritual support for patients and relatives/3, 4, 5/.
At the present time, “help for the patient at the end of life,” emphasizes a separate direction of palliative care, and in some countries as a part of medicine in general. The head component in this direction is a formation of unique philosophy, organization of psychological support of patient and his family. That is why, often they say that hospice it is not a medical establishment.  It is a philosophy. 

 The existing houses of sister care, hospices organized at the hospitals, are intended for realization of supporting therapy of patients who are mainly elderly and senior age. The work of qualified medical care, social services, medical rehabilitation of patients and old people, is timely diagnosis of complications and exacerbations and organizing of consultations and psychological help.   In addition to that, hospices are designed for the care and service to elderly and senior people with severe complex age-related pathology.  They provide care for seriously ill patients and dying people.

The mobile teams of doctors are working at patient’s homes.  The health visitor’s service serves the most seriously sick aged people at their homes such as the oncology patients in the terminal stage. In addition, here, the relatives are taught how to take care for the patient and how to help them in the process of rehabilitation and in different life situations. 

Most of the hospices are financed from the city budget, but often commercial, humanitarian, social and religious organizations are helping. 

Now hospices are working in six cities of the republic: in Almaty, Pavlodar, Karaganda, Ust-Kamenogorsk, Semei, and Kostanai. It is open for both oncology patients and the bed patients who need the medical care as well. 

Hospices in Kazakhstan are different from such institutions in the developed countries.  First, they are financed by the state, while in many countries up to 80% of the budget consists of charitable contributions, donations from private persons and companies, contributions from state and non-government organizations and religious funds. 

Of course, it is connected to the fact that hospices abroad have a high social authority. A special board of trustees, costing of well-known people, including the representative of authority, controls these institutions. And because of the widespread volunteer movement, hospices are well known in society, and attitude to the incurable patients is very different than in our country. For example in England, every citizen considers as his civic duty to work at least one day a year in the hospice. Very often, people in our country only get to hear about hospice when something happens with their relatives. Besides, in western countries the number of hospices is much higher than in our country, and they all make one system – coordinating their actions and exchanging the information/3, 5, 6/. 
Of course, some steps are made in this direction. For example, in 2001 in the frames of project “Palliative care in Pavlodar”, the foreign specialists conducted the seminar for employee and volunteers of Pavlodar hospice, the foreign methods of palliative care were presented to our doctors.  In September of 2003 the round table “Palliative care in Kazakhstan” with participation of specialists from Kazakhstan, Russia, Kyrgyzstan, USA, Sweden and Poland took place.  

The problems with organizing and managing the oncology system also exist. For example provision of the population with the oncology beds made 2.2 per 10 000 of population, which is lower than established standard 3.0 beds per 10 000 of population according the order # 206 from 26.05.1994 of the Ministry of health care. Moreover, even today by the specialist’s opinion only for Almaty it is necessary to have at least 4 hospices, in order to fulfill the need of the population for palliative care /2, 9/.
Authorized personnel complement of district oncologists and Central region hospitals is insufficient for full service to the standard residential population. Moreover, often it is doctors doing two jobs.  For example, if in 2006 in the republic according to the staffing pattern 215, 75 specialists were needed only 196 places were occupied, 124 of them are main staff units, dual jobholders 111. The provision of the oncologists in 2006 made 0.24 per 10 00 of population.   This index remains at a very low level for 10 years. And such a nomenclative health profession as doctor of palliative care does not exist at all, while in all civilized countries such a specialty is envisaged. 

However, palliative care in Kazakhstan is on the stage of being established. In spite of many problems which personnel of hospices are facing- lack of financing, low knowledge of population, deficit of professional psychologists( for psychologists it is more profitable to go work in a private clinic where salary is higher and work is more quiet) the hospices still exist. There are volunteers that are ready to take care of patients. There are fairy godfathers who are helping financially, donating medical equipment or invalids wheelchairs.  All help is highly valued here –even child toys and books donated by schoolchildren.  

State “Centre of palliative care” Of Almaty city (hospice) - is the first hospice in the country, which was organized in 1999 by the order of akim and department of healthcare of the Southern capital. At the beginning, it was designed for 30 beds. At the present time, two geriatrics departments for 30 beds each dealing with problems of old people, and one department of palliative care of 40 beds for incurable patients of oncology and therapeutic profiles are functioning in the centre. The service for these 100 beds is free of charge. There is a fee-paying department for 10 beds for therapeutic patients. 

Hospice is very popular among old people.  There is a waiting list for entering into the hospice, and they have to wait 1.5-2 months, because many of them would like to get treatment, gain strength, and receive qualified medical care. Old people need specialized ambulatory care. Today, by the specialist’s opinion it is necessary to have at least 4 hospices in Almaty. In the existing hospice, the number of beds in the palliative department for the most seriously ill patient was increased to 40, so the work of doctor and nurses becomes harder. Such patients require 24-hour care and attention (to turn them to avoid the bedsores, feed them – very often thru the gastrogavage, and change the underclothes, e t c). Religious organizations especially churchgoers from the Orthodox Church are providing a lot of help and spiritual support for the patients. 

10 doctors and 42 nurses provide palliative care in the Centre. For everyone, the work in the Centre is the main job. Social workers are not envisaged by the staff listing.  A Psychologist is envisaged in the clinic but now, there is no specialist in the Centre. There are 20 volunteers- Orthodox Church members, working in the Centre. All volunteers have a preliminary interview with the head nurse about the specific care for the patients of the Centre.  The Orthodox Church is constantly cooperating with the Centre.  

Hospice is financed thru the local budget. Sometimes, hospice receives charitable aid, as some home appliances, or equipment.   Hospice received a 1 million Tenge donation from a private person once.  This money was used for the repair work in the Centre. The relatives of a patient pay the expenses for the funeral. Cases when a patient does not have any relatives who can pay for the funeral are very rare. In this case usually the Orthodox Church is paying.

 Specialists in the hospice provide only hospital treatment. Patients are hospitalized by the assignment of the city oncology hospital and district doctor at the place of residence. There is no health visitor service in the Centre. The call for a home visit by the doctor is made only for making the decision about patient condition and for choosing the department for hospitalization. Every year according the State order, 550 patients receiving treatment in the palliative care department and 1400 in the geriatric department- total 1950 patients. 

The standards for geriatric care were made by the Health Ministry of the RK, and for palliative care were developed by the doctors in the Centre and approved by the healthcare department of Almaty and by the   «Densaulyk» State enterprise.  Taking into account the specificity of the patients there is no system of evaluation of the treatment effectiveness. 

Mainly the relatives of a patient: parents, children and spouses are communicating with the medical personnel of the Centre. Medical workers mentioned their desire, that the state would pay more attention to the palliative care as an essential part of oncology service, and healthcare system of Republic of Kazakhstan. All of the medical workers questioned have said that it is necessary to open hospice in all the regions of the republic, because only such a specialized institution can provide not only medical help for patient, but also psychological, social, and spiritual help for patients and relatives. 

75-80% of patients in the palliative care department are oncology patients and 20-25% are incurable patients of therapeutic profile. The majority of patients are women. The major age of patients is 60-75 years old. The children are rarely hospitalized, mainly with such diagnosis like brain cancer or lymphosarcoma. The average time of the patient in the palliative care department is 27 days (it is based on the research of the First Moscow hospice.). If a patient is lonely, then, with the permission of the director he can stay up to two months, and longer than that with the decision of the healthcare department of Almaty. The case record has a column “social status” where it is shown if the patient is single or not. The duration of stay is 15 days in the geriatric department.

The patients are satisfied with the hospice condition. Especially noting the food condition, all the prescriptions performed in time, with individual approaches to every patient. Also, patients are thankful to hospice administration for providing a place for a Christian room, library and rest room. Some patients say they do not want to go home.   At home, they need someone who will take care of them, but all the relatives are working. Even if a patient can take care for himself at home, he feels lonely because all the relatives are at work. Patients are pleased with the medical worker’s attitude.  All of the personnel from nurses to doctors are very attentive, friendly and treat them humanely. They never received such moral and psychological support in other institutions. In addition, they receive very strong spiritual support from 
the workers of Orthodox Church. All patients are recommending opening more institutions like Centre of palliative care in Kazakhstan because they know that only here is where a patient can receive not only medical but also psychological and spiritual help. Only here do they feel that they are not a burden. 

Head hospice volunteer (Orthodox Church member): Now, we have 20 constant members (volunteers) who come to hospice every day according to the schedule. Every volunteer spends no less than 4 hours in the hospice. They all have a theological education, which they received in the theological faculty at Almaty eparchy. They are absent only in case of sickness or other valid excuses.  Very often, they have talks (sometime very long) not with the patients only, but with their relatives as well. 

Volunteers giving not only psychological and spiritual help, they help physically –caring for patients, personal hygiene, feeding, and e t c. 

In our conversations with incurable patients, we also receive the support and knowledge of how to overcome the difficulties of life according to volunteers. Often patients are telling us their inner most thoughts. There were cases when spiritual help was able to help a patient to believe in himself and get well.  All the volunteers are working free of charge. All the religious rituals are performed free of charge as needed. The priest from the Orthodox Church can be called at any time. 

Spiritual and religious needs of people are very personal.  They often come forward with coming soon death, and should be considered with providing palliative care. There is actual data, showing that spiritual beliefs can influence patient to manage his disease and change the clinical outcome. It can even influence the relative’s attitude to the loss in the family. 

Hospice in Karaganda provides medical and social service for oncology patients. Hospice is financed from the money of the social organization “Red Crescent”, and partially from the regional budget. Money is spent only to designated purposes: food purchase, building service pay, salary for medical personnel, but there is a lack of money in the budget. Karaganda hospice was moved from a comfortable building to the hut type building, which require repair in the human settlement Fedorovka. But patients of hospice are seriously ill patients, after serious surgeries, with open wounds, which need special care. Patients need suralimentation, drastic medicine, a bedclothes, which does not last long due to everyday washing. Karaganda hospice needs equipment, foodstuff, bedclothes, and building materials because they do not have money for repairs and for providing comfortable living conditions. 

“Hospice- charity service” –Semei city.

The need for “Hospice – home of charity” in Semei appeared for a few reasons:

1. High rate of oncology morbidity and mortality rate, in Semei and the region, (consequences of forty years of nuclear tests at Semei’s testing site) exceeding the average index in the republic. 

2. Lack of finance for providing support therapy for incurable patients in absolute majority of families. 

3. The absence of specialized service for providing the medical and psychological service for incurable patients in the city. 

4. According the “Provision of providing the social help at home for single, old and disabled people” from 18.11.1993 people with oncology diseases are not getting care at home. 

5. Low level of information awareness of patients and their relatives about the possibility of getting the invalid status, and receiving the different social privileges.

6. According to the opinion of specialists in the Healthcare Ministry, oncology scientists, and doctors morbidity and mortality from the malignant growth in the nearest years will grow. It is explained by a low level of diagnostic of oncology diseases, and low level of life majority of population, tumor response and radiation effects. 

Based on the research of Research Studies Institute of RM and E, the number of radiation-induced tumors will grow. The mortality rate with cancer will grow among the population of 30-40 years old. According to the information from the healthcare department, there are at least 1500 patients, which need the hospice service in Semei. 

The hospice service works in full measure with emergency ambulance and Family Practice Clinics. Not only cancer patients in the terminal stage need care, but other patients with the diseases caused by radiation exposure, and seriously ill patients. And the number of them is large.  There are a big number of patients with rheumatoid arthritis, bedfast patients with other diseases associated with the test site, needed medical, social, legal, psychological and spiritual hospice help. 

The Social Fund” Hospice” organized and registered on August 10, 2000 is realizing the following plan for solving the problem: 

1. Open a hospice- centre of palliative care, a base for medical, social, and psychological care for incurable patients:

    a) Hospital.

    b) Mobile service for helping patients at their home.

    c) Service of social and legal assistance. 

2. Information campaign with the goal of bringing attention to the problem
3. Attraction of state, social, commercial and donor organizations.

4. Attract civilians as volunteers.

5. Teaching the relatives of patients the methods and items of care, providing medical care – injection, intravenous injection, care for bedsores, massage etc.
6. Conducting the lessons, teaching trainings for people, and relatives of patients about providing medical care, practical trainings, together with the Family Doctors Association, and Nurse Association.

The team of “Hospice” social fund is preparing a two-story house for the hospice hospital. The major repair on the building, of the sum of 2.5 million tenge of the $18 000 is finished.

The hospital will provide psychological comfort based on an individual approach to every patient with consideration of his condition, spiritual, religious, and social needs. The groups of social workers and hospice volunteers, successfully providing care at homes for seriously ill and oncology patients. For more then two years, they provide social, legal assistance and psychological help for patients. Mobile service of hospice receiving calls from patients (license for medical activity # 004123), perform primary inspections, and depending on the condition determine the type of help needed, and frequency of visits. Also, they perform the expected treatment, selection of necessary pain-relief, pathogenetic therapy, teaching the relatives of patients the items of care. Providing the social, help: general attendance, cleaning, cooking, feeding, hygienic procedure, purchasing food and medicine, and many other; social-legal assistance: execution of public welfare payments, physical disability, pension, protection of the rights of patients in different institutions. Existence of the base for mobile groups providing the palliative care for seriously ill patients will help attract other necessary resources. Mobile service of “Home of charity” can provide care for 160-180 patients a year, for oncology patients of IV terminal stage. In the hospital with 25 beds, 350-400 oncology patients a year can get medical help.   
 The relatives of patients, who cannot provide adequate care for seriously ill relatives, will also receive the benefit from the project. The Medical community, businesspeople of the city and region are taking part in realizing the project. All help in the hospice is free of charge.      

In connection with decreasing the number of oncology patients, when patients with uncared forms of cancer are sent home (they especially need medical, social, social- legal, psychological, and spiritual support), with the falldown of the standard of living, in the time of transition to new social- economic relations, the need for opening hospice – Centre of care for oncology and seriously ill patients in the hospital and at home has appeared. 

Due to the help and support of the city department of Semei, and regional healthcare department, the state-guaranteed order was received since 2006. With the plan of a state order, 200 people and low finance, about 400 patients received treatment because of sponsors help. 

 Since 2007 with the increase of finances, the number of treated seriously ill patients increased more than two times. In 2008, even more patients will receive medical, social and legal help at home free of charge. Up to 100 invalids and sick people will receive social help. 

Patients and the medical community of the city can feel the help provided by the personnel of Charity Service of the social fund “Hospice”. Doctors from medical institutions, letters from patients and their relatives, mass media publications with the words of gratitude, verify it. 

The sponsors, local and foreign donors are attracted with the goal of increasing the number of served patients and providing free medicine for them. However, it is not enough.  The staff is very little- one part time doctor and 2.5 base rates of nurses. Since 2006, The Private Charity Fund “Seimar Social Fund” who provided help in buying the medicine, wheelchairs, hygiene products, and many other items, has become a consistent partner of hospice. 

The German Government has provided the mobile service with the microbus, a portable ECG apparatus, and continually paying the interest to mission fulfillment, and they are ready to continue the cooperation and help. 

“We raise funds for improving the quality of life of seriously ill patients, improving the medical care for people and raising it to higher levels, worthwhile for every citizen of Kazakhstan,” says

Nikitin Oleg Vasilevich, the chairman of Social Fund “Hospice”.  All of society is realizing and supporting the social Fund “Hospice”, because it is an important social project, especially for such a region as Semei. We bring warmth of our hearts, care and attention to patients, their relatives and to all in need - everyday, in any weather. Step by step, by the efforts of many, the project’s main goal is implementation of goodness, charity and mercy, which is getting stronger. Patients with decompensated forms of the disease, whose alimentation and treatment in hospital is remediless, oncology patients in the terminal stage are sent home, where their relatives must take care of them if there are such. The personnel of the Charity Service of social fund “Hospice» is visiting such patients and taking care of them and take upon one’s medical, social and legal help. Dozens and hundreds of seriously ill patients with decompensated forms of functional disorders, oncology patients need the hospice help. Unfortunately, many of them need the continuing supervision, which is possible only in the hospital.  

Everybody, who has faced the problem of taking care for the seriously ill relative at home, say that there is a need for such hospital. 

“Everyone of us would like to end life worthily, among the closest relatives, rounded with their attention and support. But life is unpredictable, and there is a problem with providing proper attendance for lonely elderly, and incurable patients, “says the director of hospice in Ust-Kamenogorsk E.O. Bairov. He is acquainted with the world practice of providing care for incurable patients and got the idea of creating the hospice in Ust-Kamenogorsk. 

In April of 2000 hospice appeared in Ust-Kamenogorsk. The building was repaired, is furnished and equipped. The Institution is designed for 60 beds, 15 of them are budget beds for oncology patients, and 5 for veterans of war and labor.  Other beds are for placement of lonely elderly people, and for those whose relatives live far away and cannot provide good care for their aged relatives at home. During the 6 years of work, help was provided for more than 2 000 people.

The experienced doctor provides medical care for patients: oncologist, therapist, and psychiatrist. The 12 nurses and male aides administer day-and-night care. All medical personnel are people partial to stranger’s pain, people who are thinking constantly about improving conditions for patients. Due to skillful care and attentive attitude, many of the patients received few additional weeks and even months of life. 

Palliative care is anticipating special care for patients at the stage when treatment becomes ineffective. And their spiritual needs come to the fore. Attendances from Orthodox Church, mosque, “Spring” church are visiting the hospice, in order to help patients to understand their purpose in life, to form the right attitude to death. 

One of the main concepts of hospice is helping relatives, experience loss in the family. And this is not just psychological help.  Hospice workers help in organization of funerals and in solving household problems until relatives will be able to do it themselves. 

Personnel are trying to surround their patients with care and attention. The menu consists from dietary products, with consideration of dietary habits of this category of patients. If a person in hospice does not have documents, he can get assistance here in getting the new documents. Workers are always trying to find companionship with old acquaintances for new patients in order to warm his last days.  There are no absolutely single people; every person has relatives even if it is distant relatives. Hospice workers looking for them and find them –in Russia, Germany, Italy, Great Britain, practically – all over the world. And people separated by fate, are joining before the face of eternity in order to say a few words to each other. 

Hospice workers deal with very important matters concerning the way of mercy.  And there are always people who can understand their concerns and help. The first one who has helped not by words only and who supported the idea of opening hospice in Ust- Kamenogorsk was V. N. Suhorukova. Even today, she is interested how hospice is doing. The healthcare department of Western Kazakhstan region and its head K.B. Andagulov always helped hospice a lot. Filial of “Temirbank” helped to buy 3 washing machines, and “Kaskad” store presented a TV for the rest room for patients. With the help of head of Tax Committee, of Ust-Kamenogorsk city M. Bulgynova, the procedure of receiving new documents was eased, the bodily presence of the patient now is no longer required, and specialists come to them to process documents. The hospice staff is working hard, but they value any help and support from private persons and organizations to their patients. 

Many hospice workers actively participate in seminars, conferences, and in general with the raising and developing of palliative care in Kazakhstan. 

It is wonderful that in our time there are people who take the problems of other people, helping the state, the patients and their relatives who need care. They do important work – led by the motto –“Hospice – life is worthwhile till the end.”

Pavlodar hospice was established in 1998, by the initiative of the graduates of Medical Academy, volunteers, medical men partial to the problem of incurable people. 

Project “Hospice – centre of palliative care” is developing on the base of the social association “Solaris” which was registered in 1999. The main goal is joining the resources and efforts of the society for providing highly professional care for incurable people. 400-500 patients and their families get help in hospice every year. According to the data, by the January of 2000 more than 2500 patients and their families got help from hospice.

Of course, the collective hospice was not formed easily or at once. At the present time, it is a harmonious, professional team of doctors, nurses, psychologists, social and administrative workers. Hard working conditions, low salary, produce a unique natural selection, with only those people working as a lifetime deed, helping the seriously ill patients.  The ideal hospice must have twenty-four-hours a day hospital units, field service, working cars developed, closed territory for walk, its own scientific data centre, special rooms for religious exercise, and a recreation centre. Pavlodar hospice is trying to achieve the ideal model, adapting the international experience to our conditions, and analyzing its own. Non –commercial character of hospice activity – from one side opens the extensible approach of target groups for the hospice service, but from the other side appears the limiting factors for developing. That is why the hospice workers develop associated projects and participate in prospective cross-sectional and socially significant programs.      
Pavlodar hospice actively assists in developing the system of palliative care in Kazakhstan, participating in the lawmaking work, programs of professional teaching, and international exchange. In 2004 hospice entered into the World Hospice Association as a consultant for Central Asia. In 2004, the head of Pavlodar hospice became a contest winner of “Professional of the year.” In 2005 hospice received the reward in the contest “Acknowledgement” from the Ministry of Information and Social Consensus of the RK “Social innovator of Kazakhstan”. In 2006, the collective of hospice was rewarded with certificate of honour by the Akim of Pavlodar region for “For contribution to social development”. Medical personnel take a course of traineeship in the first Moscow hospice, participating in international, All-Russian and Kazakhstan scientific – practical conferences. 

There are different characteristics for every period of life, connected to physical health, business activity, mental comfort, social relationship and material prosperity, perception of the world in general. These components determine the quality of life. Incurable disease can cardinally change everything and values for people.  Every day joy and worries acquire very different meaning. In the condition of strong stress – as for a patient and his relatives different questions come forward: 

· How to overcome physical pain?

· What to do with unavoidable disorders of usual living functions?

· Is it dangerous to take strong pain relief medicine?

· Are there available methods for improving physical and emotional health?

·  How to balance the nutrition in order to prevent additional problems?

· How to keep attractive including sexual topics, overcoming the feeling of fear, shame and discomfort?

· How to create the necessary conditions for full valued life of patient and keep his activity and the right for self- service?

· How to overcome fear, depression, loneliness, and discomfort?

· What kind of social privileges the patient and his family can receive?

· Many other questions and different situations unique for every family. 

These problems, which often appear due to the lack of knowledge, can be solved by undertaking requisite measures. Positive look for changes, happening with person in this hard, critical time, require rethinking of oneself and place in its roots, way of living, and way of thinking in general. Hospice personnel are specially trained for consulting and can give necessary recommendations. Hospice is making special publications (booklets, brochures, instruction booklets) helping patients and their relatives find answers for actual questions. 

Hospices remain the only institutions giving the patient the opportunity for worthwhile living for the remaining time. Official medicine still has to state the increasing of number of oncology diseases, and detection of cancer in uncared stages.

Fundamentals of palliative care:

· The primary subjects of medical- social and psychological help in the hospice are a patient and his family. The specially trained medical and operating personnel, relatives of patients, and volunteers trained in the hospice provide care for patients.

· Hospice provides dispensary and hospital help, rendered by the mobile team at home, and in the condition of twenty-four-hour a day hospital. 

· The matter of “opening the diagnosis” is decided individually and only if patient insists on that. 

· The whole complex of medical- social and psychological help is directed on the liquidation and reduction of the pain syndrome, and death anxiety, with a maximum possible retaining consciousness, and intellectual capability. 

· Every patient in the hospice must be provided with physical and 
psychological comfort, which can be achieved with creating the conditions like home. Creating psychological comfort is based on the principal of individual approach, taking into account the patient condition, his spiritual, social and religious needs. 

 All Pavlodar citizens who have the following documents can apply to the hospice:

1. Patronage notification from regional oncology dispensary or assignment from district doctor from polyclinic, proving the diagnosis.  

2.  Pensioner certificate or disability group certificate.

3. Town registration (house registration).

 Hospice is financed from the budget, voluntary contribution, charity funds, donations from people and organizations.

“Solaris” is successfully cooperating with representatives of all interested society structures: state institutions, charity funds, business organizations, citizen of local community. In 2008, the financing for Hospice – centre of palliative care for the government’s social order was doubled. 

Hospice has an abiding principle of a transparent of budget, strict accounting for proper use of outside funds, and a civilized partnership. 

The hospice activity is possible thanks to the support of partial people. As a rule, grantors and sponsors are people spiritually mature, who have a confident position in the relations to themselves and to society, big life experience, and sharing the responsibility for environment al conditions in which we live.  The hospice workers constantly develop new actions, giving the opportunity for their fellow citizen to make their contribution to the socially significant project-“Hospice”.

 In many cases, patients get hopeless diagnosis – and are sent home to die. But at first, he does not want to leave because he does not believe and would like to continue treatment.  Secondly, it may happen that he will die on the way home. Thirdly – maybe not everything is so bad and the person can fight the lethal disease. But of course, the supporting treatment and adequate care in the hospice is necessary. When the carcinoma is decomposing, the relatives are suffering from stench and psychological stress. Hospice workers know how to eliminate the smell and how to ease the suffering of the dying person with narcotics. 

Specialists of palliative care work in many countries in the world and previously received the adequate training and get through certification. The palliative care team or hospital staff consists of therapists, nurses, social psychologists, or psychotherapists, and in many countries include the anesthesiologist. In addition, volunteers and church ministers are involved to the work with the patients.   

Teaching programs of palliative care were added to study programs in medical universities. In Kazakhstan like in many countries of the former Soviet Union, palliative medicine is not recognized as a specialty, and organizing such help for incurable patients is still at the establishment stage.

 Main problems of palliative care in the country are lack of finances, insufficient equipping of hospices and sister care, lack of personnel medical and non medical resources, problems of organizing the palliative care, lack of structures of palliative care, absence of unified strategy of developing the palliative care in the country, absence of unified standards (approaches) and protocol of diagnostics and care for incurable patients. More over, at the present time, hospice provide care mainly for patients with oncology and geriatric pathology, and there are no services for people with HIV/AIDS, somatic disease in the terminal stage, for children with incurable diseases, etc. Specialists and managers of healthcare will have to solve all of these problems at the local and national levels. 

One of the problems of hospice service is a lack of health personnel. There is a shortage not only in medical personnel, but also in such specialties like psychologists, social workers, who work as one team with doctors and nurses, providing medico-psychological and social help to incurable patients. In many hospices, the social worker is not even envisaged in the staff listing. 

There is no law about the palliative care and help for incurable patients in Kazakhstan (as far back as 1981 “the right of a person for a worthwhile death were included into the minimum international standard of patient’s rights – Lissabon declaration about the patient rights by the World medical association).  Hospice is the beginning of palliative medicine. There is no such specialty, as a doctor of palliative medicine in Kazakhstan, although in all civilized countries such a specialty exists. It is necessary to add teaching for this specialty in medical institutes in the country. 

Another important goal is training specialists for palliative care. For which it is necessary to develop adequate teaching standards, and documents and adding teaching for this specialty in the educational establishments of the country in all of the levels of medical education. 

The availability of palliative care in Kazakhstan is very low. In order to enter the hospice, a patient has to prepare many documents, and when this procedure is done, there is still the barrier of the waiting list for hospice.  Six hospices of the country are not able to provide service for all people who need the palliative care. Statistic data shows the high necessity for palliative care. Even expansion and development of various mechanisms of palliative care – from hospital to providing care at home. 
In such a way, palliative care in Kazakhstan is still at the development stage in spite of ten years of working.   
There is a need for developing a common approach, organizational and economic mechanisms, and standards for opening specialized facilities of palliative care, and developing the holistic approach, philosophy of providing the palliative care for the people of Kazakhstan. 
In such a way, developing medical- psychological help for incurable patients is one of the prospective directions for public healthcare in our country. 

All problems detected during the analysis of literature and statistical data became the base for public opinion research.  The purpose was to determine the needs and problems of palliative care, from the point of view of different groups of the population involved in varying degrees of providing care for incurable patients. 

THE RESULTS OF PUBLIC OPINION RESEARCH ON THE QUESTION OF PALLIATIVE CARE.
The results of polling in medical institutions attending to seriously ill patients 

357 respondents, representatives of medical institutions from 10 regions of country including hospices, hospitals of sister care, HIV/AIDS centers, medical institutions of prophylactic and treatment of TB, oncology diseases and other terminal diseases, and medical institutions of the general medical network (polyclinics, primary care centers, hospitals who face the problem of providing care for patients in the terminal stage) were questioned.  

The questioned specialists have mentioned the following diagnosis of seriously ill and incurable patients: oncology diseases 62.7%, TB -31.1%, HIV/AIDS- 38.4%, hematologic diseases 24.1%, other diagnosis including geriatric pathology, chronic nephatony, terminal burns and other -9.2%. Picture 14 shows the index in regions.
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Picture 14

The 
[image: image25.wmf]2

c

 criterion shows that there are significant differences in oncology diseases depending of the regions (χ2 = 50,519 degree of freedom is equal to 9, р<0,001). The method of standardized residual shown that there are significantly more oncology diseases in Astana (standardized residual is equal to 2.1, р<0.05). On morbidity with the TB, the χ2 criterion showed existence of statistically significant differences between the regions (χ2 = 100,576, degree of freedom is equal to 9 р<0,001).  The method of standardized residual show the superfluity in compared with expected interval patients with TB, in Kostanai, (standardized residual is equal to 6.6, р<0,001), Uralsk (standardized residual is equal to 2,8, р<0,001). The 
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 criterion shows that there are significant differences in HIV/AIDS depending of the regions (χ2 = 76,266, degree of freedom is equal 9, р<0,001). ). The method of standardized residual shows that there are significantly more patients with HIV/AIDS in Kostanai, in compare with expected interval (standardized residual is equal to 2,2, р<0,05), Pavlodar (standardized residual is equal to 2,6, р<0,05). The 
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 criterion shows that there are significant differences in hematology diseases depending of the regions (χ2 = 52,222, number of degrees of freedom 9, р<0,001). The method of standardized residual shows that there are significantly more patients with hematology diseases in Pavlodar (standardized residual is equal to 2.5, р<0.05) Shymkent (standardized residual is equal to 4,5, р<0,001) 

The age majority (30, 3% of cases) patients 60 years old and older. 

The 
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 criterion is not applicable because 32.5% of cells have an expected frequency less than 5, and minimal expected frequency is equal to 0.65.  The method of standardized residual showed that there are significantly more in comparison with expected interval terminal patients at the age of 60 and older in Almaty(standardized residual is equal to 2,1, р<0,05).  They are significantly rare in comparison with expected interval terminal patients at the age of 60 and older in Kostanai (standardized residual is equal to  2,8, р<0,01).  They are significantly rare in comparison with expected interval terminal patients in the age of 40-59 years old in Semei (standardized residual is equal to -2,1, р<0,05).  In Taraz, more rare compared with the expected interval terminal patients in the age group of 20-39 can be found, (standardized residual is equal to  -3,0, р<0,01) and more often in comparison to expected interval terminal patients in the age group of 60 and older can be found (standardized residual is equal to  2,1, р<0,05).  In Ust- Kamenogorsk, more rare compared with the expected interval terminal patients in the age group of 40-59 can be found,( standardized residual is equal to  -2,6, р<0,05) and more often in compare with expected interval terminal patients in the age group of 60 and older can be found (standardized residual is equal to  2,1, р<0,052,2, р<0,05), )  In Shymkent more often compared with the expected interval terminal patients in the age group of 40-59 can be found, (standardized residual is equal to  2,1, р<0,05) and more rare compared with expected interval terminal patients in the age group of 60 and older can be found (standardized residual is equal to  -2,9, р<0,01). 

The served patients are classified according to age in the following ways: men -55, 67±0,936%, women – 42, 02±0,899%. In Almaty- men – 45,71±2,979%,, women 51,94±3,185%, in Astana men - 52,38±3,1265, women – 45,43±2,329%, in Karaganda – men – 56,12±2,282%, women – 43,88±2,359%,, in Kostanai –men - 65,32±1,48%, women – 34,68±1,48%, in Pavlodar – men – 61,42±2,334%, women – 38,88±2,214%, in Semei- men – 47,67±2,088%, women – 48,74±2,365%, in Taraz – men 50,19±2,312%, women – 49,81±2,312%, in Uralsk – men - 74±7,630%, women 27±7,535%, in Ust- Kamenogorsk men – 44,67±5,292%, women – 31,33±4,508%, in Shymkent- men – 62,86±1,165% , women – 37,14±1,165%. Statistically, there are more men in Karaganda, Kostanai, Pavlodar, Uralsk, Shymkent regions.   

According to nationality:  Kazakhs 72.5%, Russians -62.5% Germans 2.8%, Uzbeks 1.1% other 0.3% was registered. 
The 
[image: image29.wmf]2

c

 criterion shows that there are significant differences in nationalities depending on the regions. The method of standardized residual showed that significantly less Kazakhs are in the following regions compared with expected interval- Almaty (standardized residual is equal to  -2,2, р<0,05).  Significantly more Russians compared with expected interval in Kostanai (standardized residual is equal to 3,3, р<0,001).   Pavlodar (standardized residual is equal to 2,7, р<0,05) significantly less Russian people were questioned in the following regions: Taraz(standardized residual is equal to -3,1, р<0,01), Shymkent (standardized residual is equal to -2,9, р<0,01). 

According to the religious affiliation, the patients were classified in the following ways: Moslem – 73,1%, Christians – 61,6%, Judaist – 2,5%, Buddhist – 0,3%, patients with other religions 0,3%. 

The 
[image: image30.wmf]2

c

 criterion shows that there are significant differences in religions depending of the regions. The method of standardized residual showed that there are significantly less Muslims in comparison to expected interval in the following regions- Almaty (standardized residual is equal to -2,2, р<0,05), significantly more Christians compared with expected interval in the following regions- Kostanai- (standardized residual is equal to 3,4, р<0,001).  In Pavlodar (standardized residual is equal to 2,8, р<0,01),  and less compared with expected interval in the following regions- Taraz (standardized residual is equal to -3,1, р<0,001).  Shymkent (standardized residual is equal to 2,8, р<0,01).

24.5% of questioned medical workers have noticed that there are different difficulties in providing the medical service for incurable patients.  75,5% said that there are no such difficulties. It has to be noted that only 64.1% of questioned respondents gave the answer, it gives right to assume, that majority of medical workers have difficulties but they prefer 
not to talk about it. 

The 
[image: image31.wmf]2

c

 criterion is not applicable because 33.3% of cells have expected frequency less than 5, and minimal expected frequency is equal to 0.24. Method of standardized residual showed that there are more limitations in providing the medical services in Pavlodar- (standardized residual is equal to 2,1, р<0,05) and less limitations in Shymkent (standardized residual is equal to -2,9, р<0,01). 
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The following periods of survival among the patients, after incurable diseases diagnosed,  were registered: up to 1 year 23.1%, 1-3 years 33.4%, 3-5 years 21.4%, over 5 years 22%. The results in regions are in the table 15. 

Picture 15
N-test of Kruscala- Wollesa showed the existence of statistically significant differences between regions for span of life among the patients after diagnosing them with incurable diseases. (χ2 = 33,76,   degree of freedom is equal to 8, р<0,001).  On the order of increasing of span of life the regions were set in the following ways: first place Ust –Kamenogorsk (midrank is equal to 97.08) second place Semei (midrank is equal to 122.31), third place –Taraz (midrank is equal to 155.47), forth place Kostanai (midrank is equal to159.20) fifth place Pavlodar (midrank is equal to161.89), sixth place Almaty(midrank is equal to163.76), seventh place Astana (midrank is equal to 166.7), eighth place Uralsk (midrank is equal to 182.8), ninth place Karaganda (midrank is equal to 217.14). 

80% of questioned medical workers have said that their patients would like to know the diagnoses and only 20% said no. 
The 
[image: image32.wmf]2
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 criterion showed that there are significant differences in the regions on the question- “If the majority of patients would like to know their diagnosis” (χ2 = 33.55, degree of freedom is equal to 9, р<0,001). Method of standardized residual showed that in Almaty the majority of patients do not want to know their diagnosis compared with expected interval (standardized residual is equal to 2.2, р<0.05).  In Semei, also majority of patients do not want to know their diagnosis (standardized residual is equal to 3,6, р<0,001). 
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At most, the family members have talks with doctors: 46.2% cases – mothers, 26.3%- spouses, 21.2% children, 6.2% cases- fathers. Allocation in the regions is shown in the picture 16. 

Picture 16
The 
[image: image33.wmf]2

c

 criterion is not applicable because 37.5% of cells have expected frequency less than 5 and minimal expected frequency is equal to 0.62. Method of standardized residual showed that in Almaty, mother talks with doctor are more rare compared with expected interval (standardized residual is equal to -2,6, р<0,05) and more often compared with expected interval spouse talks with doctor (standardized residual is equal to 3,4, р<0,001).  In Astana more often compared with expected interval spouse talks with doctor (standardized residual is equal to 2,0, р<0,05).   In Karaganda, more often compared with expected interval mother talks with doctor (standardized residual is equal to 2,7, р<0,05),  and spouse more seldom standardized residual is equal to -2,7, р<0,05).  In Kostanai, more often compared with expected interval mother talks with doctor (standardized residual is equal to 4,1, р<0,001) and more seldom children (standardized residual is equal to -2,3, р<0,05) and spouse (standardized residual is equal to -2,6, р<0,05)   In Semei, more often compared with expected interval spouse talks to doctor (standardized residual is equal to 2,1, р<0,05).  In Uralsk, compared with expected interval mother talks to doctor (standardized residual is equal to 2,0, р<0,05).  In Ust-Kamenogorsk more seldom compared with expected interval children talk to doctor (standardized residual is equal to -2,0, р<0,05).  In Shymkent, more often compared with expected interval farther talks to doctor (standardized residual is equal to 4,0, р<0,001), and children  (standardized residual is equal to 4,4, р<0,001), and more seldom in compare with expected interval –mother (standardized residual is equal to  -2,7, р<0,05), and spouse (standardized residual is equal to  -2,3, р<0,05). 

On the question-, “If they have a medicament form,” 71.8% said yes, having in mind – a general medicament form. As to a medicament form, which would be specific for palliative care services – such a form does not exist.  Picture 17 shows the data from regions  the presence of medicamental forms. 
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Picture 17

As we can see from the picture mostly the negative, answers were received in Almaty, where medical workers have answered having in mind medicamental forms in the area of palliative care. 

The 
[image: image35.wmf]2
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 criterion shows that there are significant differences in regions on availability of medicamental form (χ2 = 116,211, degree of freedom is equal to 9, р<0,001). Method of standardized residual showed that more rare compared with expected interval medicamental form and can be found in the following regions- Almaty (standardized residual is equal to  -4,5, р<0,001), Taraz (standardized residual is equal to  2,2, р<0,05).
98.3% of the work of medical workers is paid from the state budget, 0.6%  is financed from the private activity. 1.1% other, - very often it is money donated by international, sponsor organizations. Such regions like Almaty, Astana, Uralsk, Ust- Kamenogorsk, Shymkent receiving 100% of finance from the state budget.  

The 
[image: image36.wmf]2

c

 criterion shows that there are significant differences in regions in existence of medicament excluded from the list of permitted medicine for use in the medical institutions (χ2 = 65,530,  degree of freedom is equal to 9, р<0,001). Method of standardized residual showed that there are significantly more compared with expected intervals medicaments.  Excluded from the list of permitted for use in the following regions- Astana (standardized residual is equal to 2,8, р<0,01), Karaganda (standardized residual is equal to 2,1, р<0,05),  Semei (standardized residual is equal to 2,4, р<0,05),  and more rare compared with expected interval in the following regions – Almaty (standardized residual is equal to -2,4, р<0,05),  Shymkent (standardized residual is equal to -3,6, р<0,001).

The polling results show that 24.9% of incurable patients do not receive treatment due to lack of money. Allocation of incurable patients according to regions, who did not receive treatment due to the lack of money, can be seen in the picture 18. 
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Picture 18

The 
[image: image38.wmf]2

c

 criterion shows that there are significant differences in regions in the existence of patients who did not receive treatment due to the lack of finance institutions (χ2 = 50,038,  degree of freedom is equal to 9, р<0,001). Method of standardized residual showed that there are significantly more often compared with expected interval patients who did not receive the treatment due to the lack of money can be found in Taraz (standardized residual is equal to -3,4, р<0,001), and more rare compared with expected interval in Almaty (standardized residual is equal to -2,3, р<0,05), Shymkent (standardized residual is equal to -2,9, р<0,01).

On the question “Do you have the guidelines or/and standards for providing care for patients in the terminal stage?” 60.5% of questioned medical workers – said yes.  But, it is necessary to mention that there are no unified country standards and guidelines for providing the palliative care, that is why every institution is developing and approving its own standards. The indexes in the regions can be seen in picture 19. 

The 
[image: image39.wmf]2

c

 criterion shows the presence of statistically significant differences between the regions in having the guideline and/ or standards for providing care for terminal patients (χ2 = 84,331,  degree of freedom is equal to 9, р<0,001).  Method of standardized residual showed that more often compared with expected interval, the mentioned guidelines is present in Pavlodar (standardized residual is equal to 2,2; p<0,05), and more rare compared with expected interval these guidelines is present in Shymkent  (standardized residual is equal to -4,5; p<0,001). 
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Picture 19 

66.9% of questioned medical workers said that there are guidelines for symptoms evaluation. Only 13.4% of them are using the guidelines for evaluation of the pain syndrome in terminal patients, in 93.8% cases it is evaluated by the symptoms. 22.1% of the medical workers trust their intuition. Again, it should be noticed, that there are no unified guidelines. The presence of the guidelines for evaluation of the symptoms in the regions is shown in picture 20.  

The 
[image: image41.wmf]2

c

 criterion shows the existence of statistically significant differences between the regions on existence of guidelines or/and standards or evaluation of the symptoms. (χ2 = 90,505, degree of freedom is equal to 9, p<0,001). Method of standardized residual showed that more seldom in comparison to expected intervals.  These guidelines can be found in Shymkent (standardized residual is equal to -4,1; p<0,001). 
The 
[image: image42.wmf]2

c

 criterion is not applicable because the number of cells with the expected frequency less than 5 is 50%; minimal expected frequency is equal to 0.62.  Method of standardized residual did not detect statistically significant differences between the regions. 

The 
[image: image43.wmf]2

c

 criterion shows the existence of statistically significant differences between the regions on evaluation of the pain syndrome according their intuition (χ2 = 55,126, degree of freedom is equal to 9, p<0,001). Method of standardized residual showed that more seldom compared with expected interval the evaluation of the pain syndrome according the intuition can be seen in Almaty (standardized residual is equal to -2,8; p<0,01), in Astana (standardized residual is equal to -2,4; p<0,05) and more often in Shymkent (standardized residual is equal to 4,9; p<0,001). 
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Picture 20

67.0% of medical workers said that they have the guidelines for prescribing the analgesics. Such guidelines really do exist- general rules of prescribing the analgesics for the patients. However, there are still no unified guidelines for prescribing the analgesics for incurable patients. The existence of guidelines for prescribing the analgesics in the regions is shown on picture 21. 


[image: image45.emf]0

10

20

30

40

50

60

70

80

90

100

Almaty

Astana

Karaganda Kostanay

Pavlodar Semey Taraz

Uralsk

Ust-

Kamenogorsk Shymkent

Presence of guidelines for the prescribing the analgesics

yes

no


Picture 21

The 
[image: image46.wmf]2
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 criterion shows the existence of significant differences in the regions on existing guidelines for prescribing the analgesics (χ2 = 30,702, degree of freedom is equal to 9, р<0,001). Method of standardized residual showed that respondents who answered “no” can be seen  more rare compared with expected interval in Pavlodar (standardized residual is equal to -2,1, р<0,05), and more often in Taraz (standardized residual is equal to 2,6, р<0,05). 

82.6% of questioned medical workers noticed that there are limitations on prescribing the opium. This fact is evident, because there are strict, (even tough) indications on prescribing the opiates to the patients in the regions. Picture 22 show the percentage of people noticed the existence of limits for prescribing the opiates. 
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Picture 22

The 
[image: image48.wmf]2
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 criterion is not applicable because 25% of cells have the expected frequency less than 5 and minimal expected frequency is equal to 0.70. Method of standardized residual showed that respondents who answered “no” can be seen  more rare in compare with expected interval in Pavlodar (standardized residual is equal to -2,0, р<0,05), Shymkent (standardized residual is equal to -2,4, р<0,05),  and more often compared with expected interval in Taraz (standardized residual is equal to 2,6, р<0,05). 

The question about the morphine dosage, for analgesics use, was left without attention from the medical workers; only 18 people gave an answer. Probably this question was not understood; because morphine is almost never used at the present time, other types of opiates are used. Second reason, is that list of questioned institutions include as institutions providing palliative care, and general practice institutions as well. 

The answers about staff training were very interesting. 49.9% of respondents have said that their staff is learning or trying to get additional knowledge about the palliative care, 51.1% gave the negative answer. 40.6% have had education on the extension courses, (mainly conducted by the international organizations), 13.7% had training on the base of medical academies and institutes. It shows the existing deficiency of efficient education programs for palliative care in the country. Picture 23 shows the polling results about training for medical specialists in the area of providing palliative care. 
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Picture 23

The 
[image: image50.wmf]2
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 criterion shows the existence of significant differences in the regions among the respondents who have answered that staff did not get the additional education (χ2 = 76,931, degree of freedom is equal to 9, р<0,001). Method of standardized residual showed that significantly rare compared to expected interval.  These respondents were met in Semei (standardized residual is equal to -3,4, р<0,001), and more often in Shymkent (standardized residual is equal to 4,1, р<0,001).

 The 
[image: image51.wmf]2

c

 criterion is not applicable because 35% of cells have the expected frequency less than 5. Method of standardized residual showed the superfluity of respondents, passed thru training on the base of medical academies and institutes, compared with expected interval in Kostanai  (standardized residual is equal to 2,1, р<0,05), and deficiency in Taraz (standardized residual is equal to -2,3, р<0,05). 

The 
[image: image52.wmf]2
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 criterion shows the existence of significant differences in the regions among the respondents who said that they have had education on the extension courses, (χ2 = 77,565, degree of freedom is equal to 9, р<0,001). Method of standardized residual showed the superfluity of such respondents compared with expected interval in Semei (standardized residual is equal to 4,3, р<0,001), and deficiency in Taraz (standardized residual is equal to -2,7, р<0,05), and Shymkent (standardized residual is equal to --3,7, р<0,001). 

76.2% of questioned medical workers have noticed the existence of materials from the extension courses. 
The 
[image: image53.wmf]2
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 criterion is not applicable because 44.4% of cells have the expected frequency less than 5 and minimal expected frequency is equal to 0.71. Method of standardized residual showed that more rare compared with expected interval the respondents who have the materials from the extension courses can be met in Kostanai (standardized residual is equal to -2,0, р<0,05). 

Only 21.6% of medical workers have noticed the presence in the clinic staff personnel, working with emotional aspects of terminal patients 
and even less 8.5% are taking care of family needs. Emotional state and family needs of incurable patients has a great importance for providing of qualitative medico- psychological care. 

Picture 24 shows the polling results in the regions. 
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Picture 24

The 
[image: image55.wmf]2

c

 criterion shows the existence of significant differences, in presence of personnel taking care of emotional aspects of  terminal patients and their families, in the regions (χ2 = 77,565, degree of freedom is equal to 9, р<0,001).  Method of standardized residual showed that significantly often compared with expected interval, staff taking care of emotional aspects of terminal patients can be found in Semei (standardized residual is equal to 3,2, р<0,001), more rare in Taraz (standardized residual is equal to -2,4, р<0,05). 

The 
[image: image56.wmf]2
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 criterion is not applicable because 45% of cells have the expected frequency less than 5 and minimal expected frequency is equal to 0.85. Method of standardized residual showed that more often compared with expected interval the personnel who is taking care of  the needs of patients families can be met in Kostanai (standardized residual is equal to 6,7, р<0,001). 

13.7% of medical workers have noticed the presence of social workers in the clinic staff, and 13.1% have noticed the help of churchmen in providing of palliative care for the patients. Picture 25 shows the allocation of answers according to the regions. 
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Picture 25
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 The 
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 criterion is not applicable because 35% of cells have the expected frequency less than 5. Method of standardized residual did not detect the statistically significant differences between the regions. 

The 
[image: image59.wmf]2

c

 criterion is not applicable because 40% of cells have the expected frequency less than 5. Method of standardized residual showed that churchmen can be seen more seldom in Taraz (standardized residual is equal to -2,2, р<0,05). 

Picture 26

On the question about the most successful achievement in providing care for terminal patients the respondents gave the following answers: opening of the specialized departments of palliative care 24.8%, providing the opportunity for peaceful death 30.7%, help in rendering the last will 11.8%, other -27.2%. Category –others include providing of different medical care, and all mentioned types of help in complex situations. Picture 26 shows the allocation of answers according to the regions. 

The 
[image: image60.wmf]2
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 criterion is not applicable because 35% of cells have the expected frequency of less than 5. Method of standardized residual showed that in Almaty, more often compared with expected interval in the capacity of the most successful achievement in providing care for terminal patients the answer “providing the opportunity for peaceful death” was chosen (standardized residual is equal to 2,0, р<0,05), in Astana, more rare compared with expected interval  in the capacity of the most successful achievement in providing care for terminal patients the answer “opening of the specialized departments of palliative care” was chosen  (standardized residual is equal to -2,0, р<0,05).  In Kostanai significantly rare, compared with expected interval  the answers “providing the opportunity for peaceful death” (standardized residual is equal to -2,0, р<0,05) and “help in rendering the last will” (standardized residual is equal to -2,0, р<0,05) were chosen, significantly often compared with expected interval the answers: “ nothing from the above mentioned” and “other” were chosen (standardized residual is equal to -2,6, р<0,05).  In Shymkent significantly more seldom compared with expected interval the respondents chose “ nothing from  the above mentioned,” and “ other” were met (standardized residual is equal to -3,3, р<0,001). 

According to the opinion of medical workers, the biggest problems  in providing the palliative care for the terminal patients are : the absence of possibility for opening of the departments of palliative care, 66.6%, the absence of possibility for providing the  peaceful death- 15,6%, impossibility in providing help for rendering the last will of dying - 11%, other 6.9%. Category – others include such answers like lack of finance, lack of beds in the hospitals, and all listed problems in the complex. 

The 
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 criterion is not applicable because 45% of cells have the expected frequency less than 5 and minimal expected frequency is equal to 0.85. Method of standardized residual showed that respondents who have chosen “the absence for possibility of opening the new departments of palliative care” as a biggest problem in providing care for terminal patients, more often compared with expected interval can be seen in Semei (standardized residual is equal to 2,2, р<0,05), more seldom in Taraz (standardized residual is equal to 2,2, р<0,05). Respondents who have chosen “the absence of possibility for providing the  peaceful death” as a biggest problem in providing care for terminal patients, more often compared with expected interval can be seen in Kostanai (standardized residual is equal to 3,1, р<0,001), and more seldom in Semei (standardized residual is equal to -2,7, р<0,05). Respondents who have chosen “the impossibility in providing help for rendering the last will of dying” as a biggest problem in providing care for terminal patients, more rare in compare with expected interval can be seen in Semei (standardized residual is equal to -2,2, р<0,05).

The questioned medical workers have pointed to the following types of provided palliative care: hospital care- 71.1%, home care – 45.1%, day care -12. 9%, other types of care-9%. Picture 27 shows the types of provided palliative care in the regions. 
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 The 
[image: image63.wmf]2
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 criterion shows the existence of significant differences, in the types of provided care for terminal patients in the regions. Method of standardized residual showed,  that there are significantly more respondents who did not chose the hospital type of palliative care in compare with expected interval in Taraz (standardized residual is equal to -2,2, р<0,05). The 
[image: image64.wmf]2
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 criterion shows the existence of significant differences between the respondents in the regions, who think that palliative care in Kazakhstan is home care (χ2 = 62,374, degree of freedom is equal to 9, р<0,001). . Method of standardized residual showed,  that those respondents can be seen significantly more often compared with expected interval in the following regions- Karaganda  (standardized residual is equal to 2,3, р<0,05), Pavlodar (standardized residual is equal to 2,6, р<0,05), Shymkent (standardized residual is equal to 2,2, р<0,05),  significantly more seldom in Kostanai (standardized residual is equal to -3,8, р<0,001). For the respondents who think that palliative care in Kazakhstan is provided as help in the day care hospital, the 
[image: image65.wmf]2
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 criterion is not applicable because 35% of cells have  the expected frequency less than 5, the same as for patients chosen the other types of provided palliative care( because 45% of cells have expected frequency less than 5,  minimal expected frequency is equal to 0.9)  Method of standardized residual did not detect the statistically significant differences between the regions. 

From the preferred types of palliative care, the hospital care 60.1% and home care 24.5% were chosen. Besides such types of help were accentuated: mixed, opening of specialized clinics and hospitals, and all mentioned in the complex. Picture 28 shows the answers received in the regions. 

The 
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 criterion shows the existence of significant differences in the regions in the preferred types of palliative care (χ2 = 83,055, degree of freedom is equal to 9, р<0,001). Method of standardized residual showed, that respondents chosen the hospital type of care significantly more rare can be seen in Astana (standardized residual is equal to -2,0, р<0,05).  Respondents who think that home care is the most important type of care significantly rare can be seen in Kostanai (standardized residual is equal to -2,4, р<0,05), significantly more often in Shymkent (standardized residual is equal to 3,0, р<0,01).  Significantly more respondents chose other types of ( mixed) provided care compared with expected intervals in Astana (standardized residual is equal to 4,8, р<0,001) and less in Karaganda (standardized residual is equal to -2,3, р<0,05). 
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Picture 28

In such a way, according to the opinion of representatives of medical institutions of the cities where the research was conducted, at the present day, qualified palliative care most of the time is provided for the patients of the elder age group ( older than 60). The prevalence among those patients is oncology and therapeutic (geriatric) pathologies.  

At the same time, such diseases like TB, AIDS, kidney failure, hematological oncological pathologies, from which suffering children and able-bodied citizens, in the terminal stages are left on the shoulders of medical institutions of general profile, makes provision of medico – psychological care more complicated. 

Among those reasons are: lack of finance, lack of medicine, remedies for care for incurable patients, absence of unified approaches and protocols of providing the palliative care, in spite of its presence in local levels in some of the institutions, lack of time and personnel for psychological and social support for patients and their relatives. Very often, the relatives of such patients are their parents for whom the pain of loss of a child cannot be compared with anything. 

There is a very important question about training and retraining of medical and other personnel, for palliative care service. At the present day, there are no separate extension courses                  (specialization) for organizing and managing of palliative care, improving the quality of provided services for patients and their families. 
The need in organization of palliative service institutions in the country according the results of conducted research is very high. There are many problems with organization and managing of this service as with providing the medico- psychological and social service for incurable patients and their families. 

Solution of the mentioned problems is seen in the necessity of developing unified approaches, organizational and economical mechanisms and standards for opening specialized institutions of palliative care.  

The results of public inquiry
From the 453 questioned respondents in 10 cities of Kazakhstan (Almaty, Astana, Karaganda, Kostanai, Pavlodar, Semei, Taraz, Uralsk, Ust-Kamenogorsk, and Shymkent) 35.8% were the age of 20-29 years old, 25/6% ages 30-39 years old, 21% are the age of 40-49 years old, 18.1% of the age 50-59 years old and 9.5% the age of 60 and older. Picture 29 shows the age distribution of population in the mentioned cities. As it seen on diagram the most of the respondents of 20-29 years old were questioned in Kostanai, the age of 30-39- in Shymkent, 40-49 years old in Ust- Kamenogorsk, 50-59 years old in Astana, Semei, Ust-Kamenogorsk, and of the age 60 and older in Taraz. 
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Picture 29

Almost half or the respondents were men- 41.7%, and 58.3% women. Picture 30 shows the distribution of respondents according to the gender in the cities.

The 
[image: image68.wmf]2
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 criterion shows the existence of significant differences in distribution according to gender in the regions. (χ2 = 24,958, degree of freedom is equal to 9, р<0.01). Method of standardized residual showed, that there were more men questioned in Ust-Kamenogorsk compared with expected intervals, (standardized residual is equal to 2.0, р<0,05). There was 3 times less man questioned in Pavlodar. 
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Picture 30
The polling was conducted with the purpose of revelation of knowledge of respondents about the palliative care and if they ever met the problem of palliative care provision asking what types of services is mostly important in providing care for seriously ill relatives. The result of polling shows that 61.6% of questioned have met the problem of palliative care provision because they have had a seriously ill relative. Picture 31 shows the percentage of people who have had the seriously ill relative in the family, in the cities where the polling was conducted. 

The 
[image: image69.wmf]2
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 criterion shows the existence of significant differences in distributing the question” did you have the seriously ill relative” in the regions (χ2 = 56,836, degree of freedom is equal to 9, р<0,001). Method of standardized residual showed, that there were significantly more seriously ill relatives compared with expected interval in Semei (standardized residual is equal to 2.7, р<0,05),  in Ust-Kamenogorsk (standardized residual is equal to 2,1, р<0,05).  Method of standardized residual showed, that there were significantly less seriously ill relatives compared with expected interval in Kostanai (standardized residual is equal to 2.3, р<0.05). As it shown on diagram the number of respondents answered positively on the question about seriously ill relatives, was most of all in Semei and Ust-Kamenogorsk, and least in Pavlodar.  
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Picture 31
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On the question –“was the care provided?” 60.3% of respondents answered positively, and 39.7 % negatively. The result of statistical processing and data analysis showed that 60.3% of respondents answered positively, 53.8% have noticed that help was provided in the hospital, 

(and/or in the private clinic) and in 46.2% cases in the polyclinic (at home). Picture 32 shows the answers received in the regions.

The 
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 criterion shows the existence of significant differences in distributing of respondents according the place of care provision in the regions (χ2 = 64,364, degree of freedom is equal to 9, р<0,001). Method of standardized residual showed, that in the hospital (and/or in the private clinic) significantly more in compare with expected interval care provided in the following regions- Pavlodar (standardized residual is equal to 2,1, р<0,05), Taraz (standardized residual is equal to 2,9, р<0,01). Method of standardized residual showed,  that at home, and in polyclinics significantly more in compare with expected interval care provided in the following regions – Almaty (standardized residual is equal to 3,2, р<0,001), in Shymkent (standardized residual is equal to 2,3, р<0,05). 

On the question-“was the psychological care provided?” 38.4% of respondents answered positively, and 61.1% negatively. The least psychological support is provided in Almaty – 9.4%, and in Taraz- 12%. The biggest support is in Shymkent 92.3% and Uralsk 69.2%. 

The 
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 criterion shows the existence of significant differences in providing the psychological support for the respondents in the regions (χ2 = 72,420, degree of freedom is equal to 9, р<0,001). Method of standardized residual showed significantly more often psychological support is provided in the following regions compared with expected interval- Uralsk (standardized residual is equal to 2,5, р<0,05), Shymkent (standardized residual is equal to 4,4, р<0,001). Method of standardized residual showed significantly less psychological support is provided in the following regions compared with expected interval- Almaty - (standardized residual is equal to -2,7, р<0,01), and Taraz - (standardized residual is equal to -2,1, р<0,05). 

In 37.6% cases, the medical workers provided psychological help. Only in 13.8% cases by the psychologists and social workers, although they can, and must help in this case in full measure. In 38.5%, by the family members, while family members need the psychological help as well. And, in 10.1% of cases by the religious organizations. In Almaty and Taraz, psychological help was provided only by the medical workers, in Pavlodar Shymkent and Kostanai – mainly by the family members, equally by the medical and social workers in Uralsk. 

In this case, the 
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 criterion is not applicable because the number of cells with an expected number less than 5 made 85%, minimal expected frequency 0.30. Method of standardized residual showed that in Shymkent support provided by the doctors and nurses is less compared with expected interval (standardized residual is equal to -2,7, р<0,01). 

98.7% of questioned population on the “ What is the palliative care?” gave the following answer: 34.2% said that it is help for seriously ill and dying patients, 12.5% said that it is the general  medical care, and 53.2% said that they are not sure what it is. In such a way, we can see that the majority of respondents do not know exactly what palliative care is. Picture 33 shows the variety of answers of respondents in the cities. 
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 In this case, the 
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 criterion is also not applicable because the number of cells with expected number less than 5 made 42.5%, minimal expected frequency 0.33. Method of standardized residual showed that there are significantly more respondents understanding the palliative care as a “help for seriously ill and dying patients” in the following regions compared with expected intervals – Pavlodar (standardized residual is equal to 2,8, р<0,01), Shymkent (standardized residual is equal to 5,6, р<0,001).   Method of standardized residual showed that there are significantly less respondents understanding the palliative care as a “help for seriously ill and dying patients” in the following regions compared with the expected interval – Kostanai (standardized residual is equal to -3,1, р<0,001),  Taraz (standardized residual is equal to -3,4, р<0,001). Also method of standardized residual showed that there are significantly more respondents understanding the palliative care as a “general medical care” in the following regions compared with expected interval Almaty (standardized residual is equal to 2,7, р<0,01),  Ust-Kamenogorsk (standardized residual is equal to 3,7, р<0,05). Method of standardized residual showed that there are significantly less respondents understanding the palliative care as  “general medical care” in the following regions compared with expected interval Kostanai (standardized residual is equal to -3,4, р<0,001). Method of standardized residual showed that there are significantly more  respondents  not knowing “what palliative care is” in the following regions compared with expected interval -Kostanai (standardized residual is equal to 4,2, р<0,001), Taraz  (standardized residual is equal to 3,3, р<0,001). Method of standardized residual showed that there are significantly less respondents not knowing “what palliative care is” in the following regions in compare with expected interval –Ust-Kamenogorsk (standardized residual is equal to -3,0, р<0,001), Shymkent   (standardized residual is equal to -4,2, р<0,001). 

According the opinion of respondents – the biggest problems in palliative care provision are: “the absence of possibilities for opening of the departments of palliative care” 48.2%, the absence of possibilities for providing a peaceful death- 36,1%, and   impossibility in providing help for rendering the last will of dying- 15,7%. Picture 34 shows the variety of answers of respondents in the cities. 
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Picture 34 
The 
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 criterion shows the existence of significant statistical differences in allocation of biggest problems in palliative care providing in regions (χ2 = 92,586, degree of freedom is equal to 18, р<0,001). Method of standardized residual showed that “the absence of possibility for opening of the departments of palliative care” significantly more often seen in Shymkent (standardized residual is equal to 3,1, р<0,001), and significantly less in Taraz (standardized residual is equal to -2,8, р<0,01). Besides the method of standardized residual showed that the absence of possibility for providing the  peaceful death can be seen more often compared with expected intervals in Taraz (standardized residual is equal to 4,1, р<0,001), and more or less in Almaty (standardized residual is equal to -2,7, р<0,01), and Shymkent (standardized residual is equal to --2,0, р<0,05). Method of standardized residual showed that impossibility in providing help for rendering the last will of dying can be seen more often compared with expected interval in Almaty (standardized residual is equal to 3,9, р<0,001), and significantly rare in Kostanai (standardized residual is equal to -2,5, р<0,05), and Shymkent (standardized residual is equal to -2,5, р<0,05). 

From choice of method, the palliative care respondents chose the hospital – in 53.9% cases and care at home – in 46.1% of cases. In Uralsk and Shymkent, the ratio changes in favour of home care 70.7% and 51.3% accordingly. In Taraz it is opposite, 86.7% of population prefer the hospital form of palliative care (Picture 35). 
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Picture 35

The 
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 criterion shows the existence of significant statistical differences in allocation of points of view of respondents on preferences of forms of palliative care (χ2 = 30,526, degree of freedom is equal to 9, р<0,001). Method of standardized residual showed that hospital as a form of palliative care is preferred more in Taraz (standardized residual is equal to 2.4, р<0,05). 

Respondents have noticed the need of palliative care for people in 97.8% of cases. 

In such a way, conducted polling in 10 regions (cities) of Kazakhstan showed that more than half of questioned respondents have met the problems of providing the palliative care for their relatives. 

At that, medical care was usually provided, while psychological support, which is an essential component of palliative care, was provided only to the third of respondents. Very often, patients and their relatives have stayed alone with their problem. 

More than 50 % of those questioned did not know what palliative care is, and only a third have said that palliative care it is a help for seriously ill and dying people. 

Together with that, all questioned have point to the two main problems in providing care for terminal patients- “the absence of possibilities for opening of the departments of palliative care” and “the absence of possibility for providing the peaceful death.”
In addition, all those questioned have noticed the need for creating and developing the service, which will provide the palliative care for the population. From the forms of palliative care providing, two were mentioned as main ones – hospital and care at home. 

Also, respondents have noticed the need for opening new, and developing existing palliative care services. At the present day, the existing hospices are financed by the government (80%) and by international social organizations. According the opinion of respondents, the system of palliative care must be centralized and be managed by the state. 

Also, it is necessary to mention, that there are no significant differences in the results of polling between the regions, where hospices are working and where there are no such institutions, which proves that developing palliative care is still at the primitive level. The services existing at the present day, cannot fully or even partially cover the population, providing palliative care for them. 

The results of questionnaire survey of representatives of religious organizations
The polling among the religious workers was conducted in 10 cities of Kazakhstan, 47 religious workers from different religious confessions participated in the polling.  
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On the question of –“What happens when a person is dying?” 74% of respondents have said that the soul leaves the body, 11%said that soul is going to a different world, 15% think that something else is happening. 

What is the most important thing to do before, during and after death? 76% think that it is important to follow the ceremony, ritual, pray. 2% did not give an answer. 61% think it is important to stay bright-eyed, 20% think it does not matter. 19% did not give an answer or think differently. 

How it is better to manage the terminal patient?

Room for Orthodox believers in the

Centre of Palliative care in Almaty

63% of respondents think that it is necessary to provide care and prayer, 37% did not know, did not give an answer or think differently.
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93%of respondents are helping the family in preparation for the death of the relative spiritually, 7% did not gave an answer. 

After the death, 96% provide psychological and spiritual help for the family, 4% did not give an answer.  

70% say that there are no religious based houses of care or houses of social care in the republic, 13% did not give an answer, 17% think that there are hospices and care provided at home. 94% of respondents think that young priests are taught to support the patients with love, compassion, refection, forgiveness, and spiritual rituals. 6% did not give an answer.    

Room for Muslim believers in the

Centre of Palliative care in Almaty 

74% of respondents think that young priests are taught to support the family with love, compassion, refection, forgiveness. 20% did not give an answer. 6% think that there are no such methods. 

On the question –“what medical workers should do?” – religious workers have answered- work together -13%, have better professional skills, have patients and compassion, not to deceive patients and love them-57%, 6%did not give an answer, 20 % think that they have to be taught spiritual and religious rituals and prayer. 4% think that God predicts everything. 

65%think that it is better for the patient to die at home among his relatives, in peace, with due care. 7% think it is better to die in the medical facilities. For 4% it does not matter, 13% think it is depends of the situation, 4% think that it is better to ask the patient, 7% of respondents did not give the answer. 

On the question of “How to meet the religious needs of patients in palliative care,” 37% did not give an answer, 24% think that it is necessary to join together efforts, 11% think that it is necessary call to faith on the national level, 28% think that religion is not important, but also important is the attitude, respect, tolerance, understanding and love. 

What would you do for developing the system of palliative care in the country? -70% think it is necessary to open the hospices with the participation of religious workers, 7% provide care at home, 20% did not give an answer, 3% think it is necessary to do the research of this topic. 
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 a way the results of polling concludes that a majority of religious workers are participating in providing of palliative care for terminal patients- care, provide psychological help for relatives, and prepare patients for death.  Majority of respondents consider the organization of palliative care in the country with involvement of religious workers and opening of more hospices as necessary. 

Statue of Mother Teresa at the entrance to the Centre of Palliative care in Almaty

The results of question survey of NGO representatives

The polling among the NGO representatives was conducted in 10 cities of Kazakhstan. In all of the cities of Kazakhstan, the main problem of the NGO is a lack of financing or inconsistent financing 48.7% respondents mentioned it. (Picture 36) 

In three cities of Kazakhstan 100% of respondents point to the absence of financing, the least problems with financing were discovered in Uralsk 4.3% (Picture 37)

The main problems of NGO
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Picture 36

Absence of financing
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Picture 37
29.5% of respondents in the republic mentioned the absence of lodging. Almaty, Semei, Shymkent did not give the answer for this question. The least problem with lodging for the NGO is in Taraz 9.1% (Picture 38)

The absence of material and a technical base is determined in all of the NGOs, mainly in 
Almaty- 57.1%, Petropavlovsk-53.3%, Taraz-72.2%, in a less degree in Uralsk-4.3%, Pavlodar- 13.3%, Ust-Kamenogorsk- 22.2%, Karaganda-25.0%. (Picture 39)

Another big problem is a lack of personnel: Astana-60.0%, Petropavlovsk -40.0%, Taraz 45.5% (Picture 40) 

Absence of lodging
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Picture 38

Absence of material- technical base
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Picture 39

Lack of personnel 
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Picture 40

19, 2% respondents in all cities, think that there are no opportunities for advanced training, three cities: Uralsk, Ust-Kamenogorsk, Almaty – did not give the answer for this question. (Picture 41) 
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Picture 41

Understanding of the meaning of palliative care. 52. 3% of respondents think that palliative care is a help for seriously ill and dying patients, 32.1% do not know anything about the palliative care. (Picture 42) 
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Picture 42 
The biggest information awareness is in Karaganda- 91.7%, Kostanai- 87.5%, Pavlodar- 86.7%, Shymkent-84.6%. (Picture 43) 
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Picture 43
Problems in providing the palliative care for seriously ill patients and dying people. 55.9% of respondents think that one of the problems of providing the palliative care for the seriously ill patient and dying person is an absence of the possibility for opening departments of palliative care, 34.3% think that it is an absence of opportunity for peaceful death, 9.8% think that there is no possibility of providing help for executing the last will of the dying. (Picture 44) 
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Picture 44

The majority of respondents in the cities think that one of the problems is an absence of the possibility of opening a department of palliative care: 100% of respondents in Taraz, 66.7% in Astana, Karaganda, Petropavlovsk, 73.3%- Pavlodar, 75% Kostanai, 77.8% Ust-Kamenogorsk, 69.2% Shymkent, 40% Semei, and 34.8% Uralsk. In Almaty-, only 28.6% of respondents think it is a problem for opening the department of palliative care. (Picture 45)
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Picture 45

On the question of models for palliative care, 53.8 respondents answered, that it is necessary to open the hospital, 54.5% prefer help at home, 15.4% as a day hospital. (Picture 46) In the cities the situation is about the same, the majority prefer help at hospital and at home.  Picture 47) 

The vision of respondents on the model of palliative care. 
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Picture 46


[image: image90.emf]57%

53%

58%

75%

67%

80%

100%

36%

20%

100%

77%

71%

60%

50%

63%

0%

91%

67%

22%

15%

29%

13%

0%

46%

13%

0% 0%

53%

47%

20%

25% 25%

7%

0,0%

20,0%

40,0%

60,0%

80,0%

100,0%

120,0%

Almaty

Astana

Karaganda

Kostanay

Pavlodar Petropavlovsk Semey Taraz Uralsk Ust- KamenogorskShymkent

Hospital Care at home Day care hospital


Picture 47

41.9% think that the best model is an in-patient department, 43.2% - help at home, 8.4% - day hospital, 6.5%- different. (Picture 48) 

What is best from the listed?
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Picture 48

In the cities, the situation is about the same, most of respondents think that best form of providing the palliative care is organizing the hospital and help at home. (Picture 49) 
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Picture 49

21% of respondents refer to the existence of a manual or standards for providing care, 35% have the manuals for evaluation of symptoms of the diseases. (Picture 50) It is necessary to note, that there is no definite manual for providing palliative care in the system of palliative care. As it was mentioned above, these standards and manuals are developed and proved locally. 
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Picture 50

32% of respondents have the staff to work with patient’s families, 36% have a social worker in the staff, 22% have staff for direct work with patients, and 16% have religious workers. (Picture 51) 
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Picture 51

On the question about successful achievement in providing the help for seriously ill and dying patients, in 50% there were no answer. 22% of respondents have some achievements but not in the system of providing the palliative care, 19% consider the opportunity of providing the peaceful death a success, 6% help in execution of the last will of dying, 3% the opportunity for opening the departments of palliative care. (Picture 52)  
Successful achievements in providing help for seriously ill and dying patients. 
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Picture 52

In such a way, the non-governmental sector has a list of problems as well, which can be divided in two big groups: problems connected to financing and armarium, and problems connected directly to providing palliative care. It is necessary to mention that not all NGOs working on the problem of providing help for patients include the palliative. 32.1% have no idea about the palliative care. All respondents notice the necessity of creating and developing the palliative care services. Two forms were emphasized- hospital and help at home. 
AFTERWORD

For Kazakhstan, palliative care is a new trend in providing care for people living with HIV. At the same time, oncology has a big experience with developing palliative care; they have specialists and working hospices. This experience and knowledge should be used for the improving the structure of providing palliative care for people living with HIV. There are still no state standards of providing palliative care for people with HIV in Kazakhstan. However, the epidemiologic situation in the country shows the necessity for bringing the attention to the reality of developing this type of help, developing the legal base, implementing of adequate models of palliative care, creating the system for training the specialists and volunteers, improving the interaction of different departments and services, social and state organizations. Only joined forces and capabilities of professionals from different spheres can help develop qualitative and comprehensive palliative care for people living with HIV/AIDS. 

According to the data of official statistics, (Republican AIDS centre) on an accrual basis on August 1, 2008, there were 10820 HIV infected people registered in the Republic, index on 100 thousand of population 61.0 (with the deduction of dead from HIV infection by 01.01.2008). The biggest prevalence of HIV infection was registered in Almaty (161.7), Pavlodar (149.8) and Karaganda regions (118.9). The index of prevalence of HIV infected children under the age of 14 in the country made 6.2. The increase of prevalence of HIV infection among children has happened in the count of South-Kazakhstan region, where it made – 24.3. The high prevalence of children under the age of 14 is registered in Karaganda region- 9.3 per 100thousand of child population. 

 The majority of HIV infected people in Kazakhstan are people 20-29 -47.2%, in the age group of 30-39- 30.5%. Specific weight of men by the 01.08.2008 make 73.7%, women 26.3%, and the ratio – men to women is 2.8:1. 

Cumulatively, the AIDS diagnosis was made in 742 patients, including 44 children in the age before 14 years old. The dominating part (61.9%) of AIDS patients were diagnosed in Karaganda region, in Pavlodar region 11.1% and 10.9% in South Kazakhstan region. 

As in other countries in the former Soviet Union, the epidemic is mainly driven by the inflow of heroin from Afghanistan and the growth of injecting drug use. In Kazakhstan, the number of registered injecting drug users has increased five-fold since the early 1990s (Godinho, Renton et al. 2005). A rapid assessment response carried out by UNAIDS in 1998-2002 suggested that there might be more than 250 000 injecting drug users (Godhino, Novotny et al. 2004). Of the estimated 25 000 people living with HIV in Kazakhstan, 80% were believed to be drug users (Godinho, Renton et al. 2005). There has also been an increase in commercial sex work, with an estimated 20 000-50 000 commercial sex worker in 2002 (Godhino, Novotny et al. 2004).

The HIV/AIDS epidemic in Kazakhstan is concentrated among highly vulnerable populations (Intravenous drug users and sex workers) but is also spreading to other vulnerable groups including youth, migrants and truck drivers. The use of intravenous drug use and sexual transmission are currently the main recorded routes of HIV transmission in Kazakhstan. There is great potential for the continued rapid spread of HIV among injecting drug users, in particular as between 8% and 28% of sex workers inject drugs, according to sentinel surveillance results for 2003 and 2004 (WHO 2005b).

The country is still at an early stage of the HIV/AIDS epidemic, but there are a number of factors in place that create the potential for a dramatic increase: widespread injecting drug use, migration, extensive commercial sex work, high risk behavior, marginalization of vulnerable groups, low public awareness of HIV/AIDS, and the limited capacity of government and civil society to implement effective responses. While Kazakhstan has adopted overarching policies and strategies to control HIV, coverage of highly vulnerable groups such as injecting drug users, commercial sex workers or prisoners is still insignificant and treatment with anti-retroviral drugs is not yet widely available. If HIV control efforts are not significantly expanded, the HIV epidemic will broaden and, according to an “optimistic” scenario, reduce the country’s GDP by 2.2% by 2015 and slow down GDP growth by about 5% (Godinho, Renton et al. 2005). 

According to the data from the patrol of epidemiological surveillance (PES), realized in Kazakhstan in 2006, the prevalence of HIV among IDU –were 3.4%, which is equal to the level of 2005.  According the data of behavioral research, only 47% of the drug users are aware about the channels of infection and HIV prophylactic methods, but only 14% of that group is practicing the safe injection and safe sexual behavior. It is proved by the high prevalence of hepatitis C (64.5%) and syphilis (11.1%). 

During the last 20 years, AIDS from a new
lethal disease became a chronic treatable disease.  It becomes possible due to implementation of highly active, anti- retro infection therapy (ARVT). But even today in the era of ARVT, HIV/AIDS is still one of the main reasons for morbidity and mortality in many populations of young people of junior age.  That is why high attention to palliative care and ending of life are the key aspects of clinical care and treatment of these patients. In spite of ARVT development, and the development of new possibilities for fighting the progressing HIV infection, the necessity to include palliative care into complex treatment remains. 

Due to increasing number of patients with chronic, progressing diseases, rapid aging of population and with the appearance of HIV/AIDS, in 2002 WHO gave a new definition of palliative care. If previously palliative care was considered a necessary part of help for patients with malignant neoplasms, then now, palliative care covers all patients with incurable, chronic diseases considered a menace to patient life. Today the WHO states; Palliative care is an approach directed to improving the quality of life of patients and families who face the problems caused by incurable diseases. This goal is achieved through relief from suffering through the timely detection of the disease, deliverance from pain, and other problems: physical, psychosocial and spiritual. 

With rendering the palliative care, main attention is given to the quality of patient’s life, their relatives, and the people taking care of patients. 
The principals of programs of palliative care:

· Goal – improve the quality of life for people with need of palliative care

· Base – is a need of patients, their relatives and people taking care of patients
· Palliative care is an essential element of help for patients with chronic, life threatening diseases. 

· Palliative care can be organized in any conditions, and not limited by specialized services

· The main emphasis should be care at home, especially in the condition of resource limitations.

WHO describes palliative care as an important part of qualitative help for the HIV positive. Palliative care improves the quality of life patients with HIV by reducing pain, controlling anxiety, providing spiritual happiness, becoming a necessary and essential component of complex help for people living with HIV/AIDS, and must be included in all of the programs of care and help for people living with HIV.

Palliative care for HIV/AIDS infected patients. 

· Should start at early stage of the disease, with other methods of treatment, and fight the disease and seek prolongation of life.

· It does not substitute the treatment, but supplements it, providing support and deliverance from suffering. 

· Should be available from the moment of diagnosis of the incurable disease, until the end.

· Strive to improve the quality of life of patient.

· Exposes the needs of patient and his family

· Determines the goals of help in cooperation with patient

· Complex help – medical, psychological, social, spiritual.

· Based on the multi-type approach.

Palliative care was separated from treatment and was used only in the case when capabilities of treatment were fully exhausted. Palliative care was determined to be care for dying patients, and for patients with incurable diseases. Today, such approach does not answer the needs of people with HIV/AIDS.   Due to capability of ARVT, run of the disease has become different including the terminal stage. Acme interchange with the periods of amelioration almost to the former levels. In such a way, there is a need for a new approach to palliative care, which would consider the real character of advance of the disease and needs of patients during its entire course. Palliative care and treatment must effectively supplement each other. 

On the XIV AIDS conference in Toronto (13-18 of August 2006) the new scheme of palliative care, which in the opinion of international experts is the most adequate with HIV/AIDS was presented.

At the moment of making diagnosis, patients especially need help and support. The feeling of control for this condition plays an important role in influencing the following run of the disease. After adaptation to the diagnosis, the need in palliative care is appreciably decreasing (and this is the index of the high quality of provided care). In time, the treatment starts to play an important role, but palliative care is important. Thru life with HIV, there is a need to resolve the side effects of medicine, weakness, neuropathy, depression and other complications, which impede the normal life. 

Effective help is impossible without the early diagnostic, evaluation and pain relief. Opportunist infections must be detected and treated in early stages, and pain must be carefully evaluated and jugulated. But it is important to remember that pain can be not physical only, but emotional, social and spiritual. 

In such a way, ARVT makes palliative care even more important and not the opposite. The need in palliative care is different in different stages of life with HIV and increase during the periods of crisis. As far as progression of the disease, the capability of treatment is decreasing, and role of palliative care is increasing. The character of HIV infection is complicated with complexity in the prognosis of the run of the disease. As far as progression of the disease in transition to the terminal stage, good care, quality of life, and support for relatives become more important. After the death of patient palliative care is applied to relatives giving them the support they need in the time of grief. It would be an unpardonable mistake to rely on palliative care only in the last stage of the disease. It is impossible to prognosticate, when a patient’s condition becomes worse.  It is important to concentrate efforts around patients through the whole course of the disease, in order to provide better care for him and his family. Palliative care improves the quality of life of living and dying. 

We can only imagine the shock of person who is diagnosed with the HIV infection. At this minute, he desperately needs our help, support, and accurate information. His personal life, relationship with others surrounding him, attitude to the healthcare system, medical institution, and doctors depends on how soon he will get through the period of adaptation to life with the new reality of what kind of help will he receive and from whom.    

Palliative care is an additional and non-alternative type of care and treatment. Therapeutic and palliative approaches must be carried out as “and-and” but not “or-or” and must be complimentary to each other. The goal of palliative medicine is to ease the anguish of the body of the HIV infected patient, thru relief and easing of the symptoms of the disease, and clinically defined side effects connected to the conducted therapy, (including ARVT).

Philosophy of palliative medicine originates from the model of treatment, which is radically different from the well known hierarchical model where doctor is dominating, which is characterizing the majority of modern medical approaches, especially concerning the diseases, for which effective methods of treatment potentially exist.

Concentrating the attention on the goals in the name of a patient, and his family members, is providing such a state of affairs when all accepted decisions are for the benefit of a patient, and does not violate  his physical and psychological comfort.  It is possible to offer therapeutic and/ or palliative intervention but not the unilateral, which is led by diagnostic or therapeutic schemes instead of functioning and conforming to the priorities and values of the patient and his family. Definitely, part of this work requires time.  It can be more open than narrow focus on the tests results, and following the regime of treatment by patients, which dominate routine dispensary visits for patients receiving the ARVT. This combined approach also makes a problem of work overload for specialists of primary medico-social help, who in their practice are experiencing intense, temporary pressure, and probably an increased number of surviving patients with AIDS. However, it is important to work fundamentally in the frames of such complex programs, for providing effective and qualitative help for these patients and their family members. 

Accent on the goals of treatment is to determine the concept of “advance planning” which includes medical and psychological elements of the coming treatment.  Very often, patients with HIV/AIDS are young people who are facing the life threatening disease, they may have little children, can suffer from their small-time position and social vulnerability felt by people with AIDS. In spite of the evident complexity of these psychosocial questions, it was detected that it is unlikely that they have discussed these questions with people who are providing help. The practice of “advance discussion” of coming treatment is helping to prevent many problems before they appear in times of sharp crisis, which will require making the urgent decisions, connected to the questions of life and death.  Not being the refusal of treatment or intrusion of values to the patient, “expectative and advance planning” but to give the patient and their family the opportunity to make decisions in agreement with their beliefs, values, and interests.  The most effective way of achieving such decision-making is in the context of a multi-disciplinary team (doctor, nurse, social worker, religious worker, and other specialists, depending on the situation) which can help each patient and his family to adopt all of the multilevel information. It is not an accident that the philosophy and practice of hospice care are evidently united by the approach of multi-disciplinary team, in everyday care for dying patients, and this scheme is no less important for the complex treatment of patients with HIV/AIDS.

In spite of the emphasized importance of concentrating attention on the purposes of therapy with making the knowledgeable decision about treatment, it is necessary to admit that the prognostication and expectation of the probable outcome of HIV infection is less determined and congenerous than they were in the period before ARVT.  The paradox lies in the fact that now when there is a choice, it is necessary that the process of decision- making includes these variants of choice, because prognostication and “natural run” of HIV infection is much less evident than before. While the number of CD4 sell and viral load analysis is a magnificent criteria of response to therapy and for prognosis in general possibility of effective anti-retroviral therapy (or as alternative – the absence of such   possibility when there is no practical, feasible variants of treatment) can totally change prognosis for people suffering from AIDS. 

From one side, base on the data about the patient and  specific patient treatment in anamneses, it is necessary to learn how to do a more accurate prognosis, and on the other side be ready,  for the situations when the result of  the therapeutic intervention’s can be negative, and best evaluation can flop. This reality makes the integration of palliative and treatment approaches even more necessary than before. 

CONCLUSION
The system of palliative care in Kazakhstan has been developing during the last 10 years and has institutions located in six cities. Each of these institutions has had its own particular successes and problems. 

The republic’s literary and statistical data and the results of the research testify to the following problems in the provision of palliative care to people:

· Qualified palliative care within the country is oriented on providing care for incurable patients with geriatric and oncology pathologies. At the same time, there are presently many various tendencies in palliative care, including the palliative care for the HIV/AIDS infected, pediatric palliative medicine, and others, all requiring the close attention of healthcare specialists and state. 

· In spite of existing standards and protocols of diagnostic care for incurable patients in every single institution, there are no common approaches in palliative care provision in its various directions.  This complicates provision and quality evaluation of services offered.

· The lack of qualified staff and deficiency of institutions of palliative care decreases availability and quality of palliative care services for people. 

· Not enough attention is paid to the question of training and continuing education of personnel for palliative care. The extension courses are mainly conducted in the frames of different projects and in very limited amounts.

· The mechanisms of providing palliative care are underdeveloped. The questioned respondents designated only two types of presently existing and higher priority care at the day-hospital and home.   But there are day care hospitals and polyclinic palliative care all over the world.  These types of care would be adequate for patients with HIV/AIDS. 

· The lack of finance and equipment for palliative care services is a problem. Hospices are financed from local budgets. 

· In spite of the active work of palliative care services, not many people know about such trends in medicine. People get to know about it only when something happens with relatives, and still many do not know about the hospices or what to do in such difficult situations and how to take care of the patient, how to prepare patients for a peaceful death etc. And the modern concept of palliative medicine envisages providing care for both the patient and his family members. 

· All questioned respondents in all 4 groups have noticed the necessity of development of palliative care in the country as an essential part of general medicine and the opening of institutions of palliative care everywhere.

RECOMENDATIONS
Taking in to account the results of analysis of situation with palliative care, and research about the necessity of developing the palliative care in the country, the group of implementers would like to propose a number of recommendations about improving the palliative care service in the republic. 

There is a need for developing a common approach, organizational and economic mechanisms, and standards for opening specialized facilities of palliative care, and developing the holistic approach, philosophy for providing palliative care for the people of Kazakhstan. 
It is necessary to work out and implement a unified program (strategy) of development for palliative care in the country.

There is a necessity for developing and implementing the courses for advanced training and improving skills in palliative care for specialists, organizing and conducting the conferences about this topic for exchanging the experience of the best practice in providing care for incurable people and their relatives in different countries. 

For more successful developing of palliative care in the country, it is necessary to create the Work group (committee) for working out proposals and coordinating provisions for palliative care services for people. Such a group could have sub-committees on the questions of politics, education, and service development, uniting different departments on such questions. The work group (committee) could subdivide on subdivisions (sub-committees) in various trends of palliative medicine, because every disease and care for patients has its own patterns. 
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APPENDIX
 For populace
	#
	Question
	Answer variants 

	1. 
	Your age?
	1. 20-29 years old

2. 30-39 years old 
3. 40-49 years old 
4. 50-59 years old 
5. 60  and older

	2. 
	Your gender?
	1. Male

2. Female

	3. 
	Did you ever have somebody seriously ill in your family?
	1. Yes
2. No

	4. 
	Where did they get help? 
	1. In the hospital
2. At home
3. polyclinic 
4. In private clinic
5. other_____

___________________

	5. 
	Did you or your sick relative ever get psychological support? 
	1. Yes 

2. No 

	6. 
	Who provided support? 
	1. doctors, nurses
2. Social workers
3. psychologist 
4. family members
5. religious workers
6. other ____

__________________

	7. 
	Do you know what palliative help is?
	1. Help for seriously ill and dying 

2. medical help
3. I do not know
4. Other_______

_____________________

	8. 
	In your opinion what is the biggest problem in providing help for the terminally ill patient?
	1. Absence of the possibility for opening the department of palliative help. 

2. Absence of the possibility for providing help for dying people. 

3. Absence of the possibility for fulfilling the will of the dying.

	9. 
	How would the system of the palliative care look in Kazakhstan if you would be the one creating it? 
	1. Hospital

2. Help at home

3. day hospital 

4. Other_______________

_______________________

_______________________


	10. 
	In your opinion what is better?
	1. Hospital

2. Help at home

3. day hospital 

4. Other_______________

_______________________

_______________________

	11. 
	In your opinion, is there is a need for the palliative help at all?  
	1. Yes

2. No


Questionnaire
For NGO
	#
	Question
	Answer variants

	12. 
	The main mission of the NGO (briefly)
	

	13. 
	Region of your activity.
	

	14. 
	The number of population in your region.
	__________



	15. 
	Sex ratio of the population in your region.
	______ % man
______% woman

	16. 
	What is the predominant nationality of the sick people? 
	1. Kazakh

2. Russian

3. German

4. Uzbek

5. Other_______

_______________

	17. 
	What is the predominant religious affiliation of the sick people?
	1. Moslem

2. Christian

3. Catholic

4. Buddhist

5. Other_______

_______________

	18. 
	Are there any particular qualities of the population in your region? ( For example: migrant worker, refugees,  etc.) 
	

	19. 
	How many years are you working?
	___________

	20. 
	What did you start with?
	

	21. 
	What is your main achievement? 
	

	22. 
	What is your main problem?
	1. Lack of finance. 

2. Lack of premise. 

3. Lack of material and technical base.

4. Lack of personnel.

5. Lack of possibility of further training.

6. Other_________________

_________________________



	23. 
	Do you have a guideline and/or standards for helping terminal patients?
	1. Yes

2. No

	24. 
	Do you have guideline for the evaluation of symptoms of the diseases of your patients? 
	1. Yes

2. No

	25. 
	By what means do you evaluate the pain syndrome of the patient? 
	1. Symptoms

2. Guideline 

3. Your own intuition.

	26. 
	Do you have a guideline for prescribing the analgesics? 
	1. Yes

2. No

	27. 
	Do you have permission to prescribe opium? 
	1. Yes

2. No

	28. 
	Do you have the personnel who are taking care of the emotional aspects of terminal patients?
	1. Yes

2. No

	29. 
	Do you have the personnel who are working with the families of the patient?
	1. Yes
2. No

	30. 
	Do you have social workers?
	1. Yes
2. No

	31. 
	Do you have churchmen who are working with the terminal patients?
	1. Yes

2. No


___________________________

	

	32. 
	In your opinion what is the biggest problem in providing help for the terminal patients?
	1. Absence of the possibility for opening the department of palliative help. 

2. Absence of the possibility for providing help for dying people. 

3. Absence of the possibility for fulfilling the will of the dying.

	33. 
	How would the system of palliative work in Kazakhstan look if you would be the one creating it?
	1. Hospital

2. Help at home

3. day hospital 

4. Other_______________

_______________________

	34. 
	In your opinion what is better?
	1. Hospital

2. Help at home

3. day hospital 

4. Other_______________

_______________________


Questionnaire
For the organizations, providing care for the patients of hospitals, clinics, and hospices.
	#
	Question
	Answer variants

	35. 
	What is the main diagnosis of seriously ill and incurable patients?(You can give few variants)
	1.Cancer

2. Tuberculosis

3. HIV\AIDS

4. hematological

5. Other__________

__________________

	36. 
	The predominant age of terminal patients ( one variant)
	1. till 15 years old

2. 15-20 years old

3. 20-29 years old

4. 30-39 years old

5. 40-49 years old

6. 50-59 years old

7. от 60 years old

and older.

	37. 
	Sex ratio of the seriously ill patients.
	______ % man
______% woman

	38. 
	What is the predominant nationality of the sick people? (one variant)
	1. Kazakh

2. Russian

3. German

4. Uzbek

5. Other_______

_______________

	39. 
	What is the predominant religious affiliation of the sick people?( one variant)
	1. Moslem

2. Christian

3. Catholic

4. Buddhist

5. Other_______

_______________

	40. 
	Are there any limitations for providing medical care?
	1. Yes

2. NO (move to question#10)

	41. 
	(for hospitals) # of beds
	___________beds

	42. 
	% of its occupation
	___________%

	43. 
	(for polyclinics) # of patients seen a day. 
	___________patients

	44. 
	How many years do your patients usually live after they are diagnosed with an incurable disease?  

(one variant)
	1. till 1 year

2. 1-3 years

3. 3-5 years

4. more then 5 years

	45. 
	Do the majority of your patients like to know your diagnosis? 
	1. Yes
2. No

	46. 
	Which family member most often talks with the doctor?  

(one variant)
	1. Father

2. Mother

3. Children

4. Other relatives.

	47. 
	Do you have a medicament form?
	1.Yes
2. No

	48. 
	Who is paying for your work?

(you can give a few variants)
	1. State budget 

2. Private organizations

3. Other___________

___________________



	49. 
	What is the insurance company paying for?

(you can give few variants)
	1. Staying in hospital

2. medicine 

3. Doctors work

	50. 
	Are there any medicines which are excluded from the list of the medicine permitted for use in your organization?
	1. Yes
2. No

	51. 
	Are there any patients who are not getting treatment due to lack of money?
	1. Yes

2. No

	52. 
	Do you have guideline and\or standards of help for terminal patients?
	1. Yes

2. No

	53. 
	Do you have guideline for the evaluation of symptoms of the diseases of your patients? 
	1. Yes

2. No

	54. 
	In virtue of what do you evaluate the pain syndrome of the patient? (you can give few variants )
	1. Symptoms

2. Guideline 

3. Your own intuition

	55. 
	Do you have the guideline for the prescribing the analgesics? 
	1. Yes

2. No

	56. 
	Do you have any limits to prescribe opium? 
	1. Yes

2. No

	57. 
	What is the biggest dose of morphine you ever prescribe here?
	_______ (in grams)

	58. 
	Who is teaching your staff how to take care for terminal patients? (you can give few variants)
	1. No teaching (move to the question # 26)

2. Special training in the Medical Academy and institutes.

3. refresher courses
4. Other________________

	59. 
	Do you have any materials for these programs?  
	1. Yes

2. No

	60. 
	Do you have the personnel who are taking care of the emotional aspects of the terminal patients?
	1. Yes

2. No

	61. 
	Do you have the personnel who are working with the needs of the family of the patient?
	1. Yes

2. No

	62. 
	Do you have social workers?

	1. Yes

2. No

	63. 
	Do you have the churchmen who are working with the terminal patients?
	1. Yes

2. No

	64. 
	What is your the most successful achievement in providing help for terminal patients? ( you can give few variants) 
	1. Opening special departments of palliative help.

2. Providing help for dying patients.

3. Help with the fulfilling the will of the dying. Other_____________

	65. 
	In your opinion what is the biggest problem in providing help for the terminal patients? ( one variant)
	1. Absence of the possibility for opening the department of palliative help. 

2. Absence of the possibility for providing help for dying people. 

3. Absence of the possibility for fulfilling the will of the dying 

Other_________________

______________________

	66. 
	How would the system of palliative care work in Kazakhstan if you would be the one creating it?( you can give a few variants)
	1. Hospital

2. Help at home

3. day hospital 

4. Other_______________

_______________________

	67. 
	In your opinion what is more important? ( one variant)
	1. Hospital

2. Help at home

3. day hospital 

4. Other_______________

_______________________


Questionnaire
For the priests and imams
1. Can you please explain your viewpoint of what happens at the moment of death?
________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________
2. What is important to do or not to do before, during and after death?
________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________
3. How is it better to manage the terminal disease near the time of death?  Is it important to be bright-eyed or it is not necessary?
________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________
4. How it is better to manage the terminal disease at the moment of death? ________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

5. How do you help families during the time of preparation for the death of the family member?
________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________
6. How do you help families during the time of mourning? _____________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

7. Are there any houses opened by religious organizations for nurses’ help or social help for terminal patients?
________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________
8. What kind of teaching are young priests getting about supporting patients at the end of their life?  ________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

9. What kind of teaching are young priests getting about supporting the family members of the dead one?_________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

10. What would you tell the medical workers to do in order to support the patient at the end of his/her life?____________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________

11. Where do you think it is better for the patient to die-at home or in a medical facility?
________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________
12. How can we better meet the needs of people from different religions?
________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________
13. What would you recommend the creation of palliative care for the whole country? What should it look like? How can we draw the attention of your priests\imams?
________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________________
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		1990		65.8		15.15		37.13		54.5
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